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Abstract 

Inclusion of people with disabilities has become one of the priorities of the social 
policy in the European Union and in the Russian Federation, in part, in connection 
with the increasing ratification of the UN CRPD1 worldwide and problems induced by 
the “ageing” society. However, people with hearing loss and their specific needs are 
often overlooked in comparison with more visible disabilities. 

The main purpose of this study is to look into and compare the mechanisms and 
results of social inclusion of hard of hearing people (HoH) in Russia and Germany and 
to contribute with empirically grounded findings to the research on hard of hearing 
people of which there is a lack in the disability research field. An analysis of the social 
and disability related policies in both countries and a comparison of the legal and 
institutional arrangements and opportunities provides the framework for the 
empirical analysis (questionnaire, interviews with HoH persons, NGOs and with 
experts). The appraisal of the policies and infrastructures is following the conceptual 
and normative benchmarks of the Disability studies. 

The comparative analysis is focused on access of HoH people to education and 
employment, to rehabilitation, information and communication – the fields critical to 
inclusion and participation. With respect to the HoH people the study analyses the 
individual strategies of coping as well as collective strategies (advocacy/self-
advocacy) of the non-governmental organisations and their impact on changing 
policies towards fostering inclusion in both countries. Thus, one of the main foci of 
the study is the issue of participation of hard of hearing people, including structural 
opportunities for participation as regards legislation and institutions, professional 
participation that implies empowerment and self-determination, and civic 
participation. 

The empirical research comprises an explorative non-representative questionnaire 
survey with a) 190 young respondents aged 18-35 years (136 from Germany, 150 
from Russia) b) 110 elderly respondents (65 or 60 years old and older; 43 from 
Germany, 67 from Russia), and expert interviews with the key persons in the field 
(researchers, political decision-makers, medical and educational professionals, hard 
of hearing NGO activists); furthermore, guided interviews with HoH people (N=11 in 
Germany, N=16 in Russia) were conducted.  Commonalities and discrepancies in the 
national policy directions are discussed, examples of positive practices in medical, 

 
 
 
1 United Nations Convention on the Rights of Persons with Disabilities 
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educational and professional rehabilitation and potential policy measures are 
suggested.  

Results show that being hard of hearing is an extremely intense and complex 
experience. Definition (or lack of a definition) of hearing loss affects the support to 
rights, status, social mobility and position of HoH people in the society. The lack of 
awareness about the spectrum of access and the needs of HoH people for 
participation, from the level of individual daily interaction to the level of NGO work 
and policy development, emerged as a major problem. 

Qualitative interviews of Young HoH people highlight the challenges especially in 
transition period, and issues of self-identification. Young people’s choices of 
educational institutions depend on available access to FM-systems, interpreters, etc., 
and on a supportive environment of HoH or hearing peers. In both countries, young 
HoH have difficulties in making educational staff understand the implications of 
invisible hearing loss. In the field of employment, Russian respondents are cautious 
in opening up to prospective employers about their disability, German HoH 
respondents indicated that employers rather prefer hiring people with other 
disabilities.  Elderly HoH persons in Russia reported difficulties in getting quality 
hearing aids and quality fitting process. Elderly HoH from both countries indicated 
their dependency on others in access to information, and a necessity to develop 
coping strategies in difficult acoustic situations. Experts from the NGO field in Russia 
indicated a lack of national-level representation of interests of HoH persons as 
compared to Deaf persons, and lack of advocacy for their needs. German NGO 
activists and advocates regretted that HoH organisations do not communicate 
enough to the wider public about the challenges faced by HoH people. 

On the level of daily life and subjective feelings of inclusion, both qualitative and 
quantitative findings show that HoH people in both countries experience similar 
challenges in communication and participation, with German respondents being 
more aware of their rights and showing more readiness to self-advocate. There is a 
big gap in the knowledge about assistive listening technologies and supports by 
Russian respondents as compared to German respondents. In both countries, the 
participation of severely and profoundly HoH in social life, education and 
employment often depends on their economic abilities (to buy appropriate hearing 
aids and assistive technologies exceeding compensation limits). HoH persons in both 
countries always have to explain their impairments and ask for accommodations on 
the one hand, while having to prove their working capacity, on the other. For both 
countries, the rhetoric of inclusion, including institutional inclusion, clashes with the 
objective and subjective reality of exclusion of HoH persons in daily life and work.  
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Zusammenfassung 

Inklusion von Menschen mit Behinderungen ist zu einem der vordringlichen Ziele der 
Sozialpolitik der Europäischen Union und in der Russischen Föderation geworden, u. 
a. aufgrund der zunehmenden Zahl von Ländern, die die UN-BRK1 ratifizierten, sowie 
Herausforderungen wegen, die eine "alternde" Gesellschaft verursacht. Jedoch 
werden Menschen mit Hörbehinderung und deren spezielle Bedürfnisse im Vergleich 
zu anderen, eher sichtbaren Behinderungen, oft übersehen. Das zentrale Anliegen 
der vorliegenden Untersuchung ist es, die Mechanismen und Ergebnisse der sozialen 
Inklusion schwerhöriger Menschen in Russland und Deutschland näher zu betrachten 
und zu vergleichen, sowie mit empirisch belegten Befunden zur Forschung über 
schwerhörige Personen beizutragen. Eine Analyse der Sozial- und Behindertenpolitik 
in beiden Ländern sowie ein Vergleich der rechtlichen und institutionellen 
Maßnahmen als auch der Chancen bildet den Rahmen für eine empirische Analyse 
(Fragebogen, Interviews mit schwerhörigen Personen, NGOs und Experten). Die 
Einschätzung der politischen Maßnahmen und der Infrastrukturen folgt den 
konzeptionellen und normativen Bewertungsmaßstäben der Disability Studies. Die 
vergleichende Analyse konzentriert sich auf den Zugang schwerhöriger Menschen zu 
Bildung und Arbeitsmarkt, zu Wiedereingliederung, Information und Kommunikation 
– Bereiche welche für Inklusion und Teilhabe entscheidend sind. Die Untersuchung 
analysiert die individuellen Bewältigungsstrategien schwerhöriger Personen als auch 
kollektive Strategien (Eigen-Interessenvertretung/ Fürsprecher) von 
Nichtregierungsorganisationen in beiden Ländern und deren Einfluss auf politischen 
Wandel hin zu mehr Inklusion. Die empirischen Erhebungen enthalten explorative, 
nicht-repräsentative Fragebögen-Untersuchungen unter a) 190 jungen Befragten, 
18-35 Jahre alt (davon 136 aus Deutschland; 150 aus Russland) b) 110 älteren 
Befragten, 65 bzw. 60 Jahre alt — abhängig vom betreffenden Land — und älter (43 
aus Deutschland; 67 aus Russland) und Experten-Interviews mit Schlüsselpersonen 
zum Thema (Forscher, politische Entscheidungsträger, medizinische und 
pädagogische Experten, schwerhörige NGO-Aktivisten); darüber hinaus Leitfaden-
Interviews mit schwerhörigen Personen (11 in Deutschland, 16 in Russland). 
Übereinstimmungen und Abweichungen in den nationalen politischen Richtlinien 
werden diskutiert, Beispiele von positiven Praktiken in medizinischer, 
ausbildungsbezogener und beruflicher Rehabilitation und potentielle politische 
Maßnahmen werden vorgeschlagen. Die Ergebnisse zeigen, dass schwerhörig sein, 
eine extrem intensive und komplexe Erfahrung ist. Die Definition (oder der Mangel 
an einer solchen) von Gehörlosigkeit beeinflusst die Unterstützung in Bezug auf 
Rechte, Status, soziale Mobilität und den Platz von schwerhörigen Menschen in der 
Gesellschaft. Das fehlende Bewusstsein zum Spektrum von Zugang und zu 
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Bedürfnissen schwerhöriger Personen an Teilhabe, von der Ebene täglicher 
individueller Interaktion bis hin zur Ebene von NGO-Arbeit und Richtlinien-
Entwicklung, zeigte sich als ein bedeutendes Problem. Qualitative Interviews mit 
jungen hörgeschädigten Menschen beleuchteten besonders Herausforderungen in 
der Übergangszeit ins Erwachsenenalter und Probleme mit der Selbstidentifikation. 
Die Auswahl an Bildungseinrichtungen für junge Menschen hängt vom Zugang zu FM-
Systemen, Übersetzern etc. ab und davon, ob ein unterstützendes Umfeld von 
schwerhörigen oder hörenden Gleichaltrigen besteht. Für junge schwerhörige 
Menschen in beiden Ländern ist es schwer, dem Lehrkörper die Implikationen von 
unsichtbarer Gehörlosigkeit begreiflich zu machen. Auf dem Arbeitsmarkt sind 
russische Befragte vorsichtig, sich in Bezug auf ihre Behinderung potentiellen 
Arbeitgebern gegenüber zu öffnen und deutsche Umfrageteilnehmer gaben an, dass 
Arbeitgeber Personen mit anderen Behinderungen bevorzugten. In Russland 
berichteten ältere schwerhörige Personen, es sei schwierig, höherwertige Hörgeräte 
zu erlangen und eine korrekte Anpassung zu erhalten. Ältere schwerhörige 
Menschen beider Länder gaben an, beim Zugang zu Informationen von anderen 
abhängig zu sein und von der Notwendigkeit Bewältigungsstrategien für 
Schwierigkeiten zu entwickeln. Experten aus dem NGO Bereich in Russland 
berichteten von fehlender Repräsentation auf nationaler Ebene von schwerhörigen 
Menschen im Vergleich zu gehörlosen Menschen und fehlende Interessenvertretung 
für deren Bedürfnisse. Deutsche NGO-Aktivisten und Fürsprecher bedauerten, dass 
Schwerhörigen-Organisationen die Herausforderungen, mit denen schwerhörige 
Personen konfrontiert sind, nicht stärker in die Öffentlichkeit kommunizierten. Auf 
der Ebene des Alltags und des subjektiven Gefühls der Inklusion zeigen sowohl 
qualitative als auch quantitative Ergebnisse, dass schwerhörige Menschen in beiden 
Ländern ähnliche Herausforderungen der Kommunikation und Teilhabe erleben. 
Wobei deutsche Teilnehmer sich ihrer Rechte besser bewusst sind und eher bereit 
sind, ihre Interessen zu vertreten. Ein großer Wissensunterschied über 
unterstützende Hörtechnologien und -hilfen besteht zum Nachteil der russischen 
Befragten im Vergleich mit den deutschen Teilnehmern. In beiden Ländern hängt die 
Teilhabe schwer- und schwerst-hörbehinderter Menschen am gesellschaftlichen 
Leben, an Bildung und Beschäftigung oft von ihren wirtschaftlichen Möglichkeiten ab 
(um geeignete Hörgeräte und unterstützende Technologien zu kaufen, die die 
Entschädigungsgrenzen überschreiten). In beiden Ländern müssen hochgradig 
schwerhörige Menschen einerseits ihre Beeinträchtigungen erklären und um 
Anpassungen bitten, andererseits aber auch ihre Arbeitsfähigkeit nachweisen. In 
beiden Ländern kollidiert die Rhetorik der Inklusion, einschließlich der 
institutionellen Inklusion, mit der objektiven und subjektiven Realität der 
Ausgrenzung von schwerhörigen Menschen im täglichen Leben und am Arbeitsplatz. 
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BA                      Federal Employment Agency  

BAGSO      Bundesarbeitsgemeinschaft der Seniorenorganisationen e.V. 

BAR              Bundesarbeitsgemeinschaft für Rehabilitation 

BBW   Berufsbildungswerke                    

BFW   Berufsförderungswerke 

BGB              Bürgerliches Gesetzbuch 

BGG    Behindertengleichstellungsgesetz 

BiH   Bundesarbeitsgemeinschaft der Integrationsämter und 
Hauptfürsorgestellen   

BMAS          Bundesministerium für Arbeit und Soziales 

BMFJSS        Bundesministeriums für Familie, Senioren, Frauen und Jugend 

BMG             Bundesministerium Gesundheit 
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(UN-)BRK Behindertenrechtskonvention 

BTHG   Bundesteilhabegesetz  

CI   Cochlear Implant  

CIS   Commonwealth of the Independent States 

CM/Rec Commitee of Ministers Recommendation 

dB   Decibel 

DBR            Deutscher Behindertenrat 

DGB  e.V.         Deutscher Gehörlosen-Bund 

DISCIT  Making Persons with Disabilities Full Citizens Project 

DPO   Disabled People's Organization 

DPWV               Deutscher Paritätischer Wohlfahrtsverband e.V.  

DSB  Deutsche Gesellschaft der Hörgeschädigten - Selbsthilfe und 
Fachverbände e.V.  

DVfR             Deutsche Vereinigung für die Rehabilitation Behinderter 

EC   European Commission 

EDF   European Disability Forum  

EFHOH       European Federation of Hard of Hearing People 

EHIMA  European Hearing Instrument Manufacturers Association 

ERASMUS  European Community Action Scheme for the Mobility of University 
Students 

ERDF   European Regional Development Fund 

ESF   European Union's Social Fund 

EU   European Union 

EUTB         Ergänzende unabhängige Teilhabeberatung 
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FGOS   Federal state educational standard 

FIF   Financial Instrument for Fisheries Orientation 

FM System  Frequency modulation system 

FOMS   Mandatory Health Insurance Fund 

FSS   Social Insurance Fund of the Russian Federation 

FZ  Federal Law 

GAOORDI  St. Petersburg City Association of Parents of Children with Disabilities  

GDP   Gross Domestic Product 

GKV Interessenvertretung der gesetzlichen Kranken- und Pflegekassen  

GmbH        Gesellschaft mit beschränkter Haftung  

HHVG         The law to strengthen the supply of remedies and aids 

HoH   Hard of Hearing 

ICF   International Classification of Functioning, Disability and Health  

ICIDH  International Classification of Impairments, Disabilities and 
Handicaps 

IFHOH      International Federation of Hard of Hearing People 

IFHOH   International Federation of Hard of Hearing People 

ILO   International Labor Organization 

IMO          The Institute for Management and Organization Bochum 

IPR   Individual Program of Rehabilitation  

ISBN   The International Standard Book Number 

IYDP   International Year for Disabled Persons 

KHV           Kommunikationshilfenverordnung 
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KMK  Conference of the Ministers of Education and Cultural Affairs of the 
Federal States 

LGG   Länder Gleichstellungsgesetz 

MSE   Medical-Social Expertise  

NGO   Non-Governmental Organization 

OECD  Organization for Economic Cooperation and Development 

PFR   Pension Fund 

REHADAT Zentrale Informationsangebot zur beruflichen Teilhabe von 
Menschen mit Behinderung 

ROSSTAT    Russian Federal Service of the State Statistics  

SGB  Sozialgesetzbuch 

TMR   Technical Means of Rehabilitation  

TSO            Third sector organization 

TV   Television 

UK   United Kingdom 

UN CRPD  United Nations Convention of the Rights of Persons with  Disabilities 

UNESCO  United Nations Educational, Scientific and Cultural Organization 

USSR               United Socialist Soviet Republics 

VOG   All-Russian Society of the Deaf  

VOI   All-Russian Society of the Disabled Persons  

VOS  All-Russian Society of the Blind 

WfBM   Werkstätten für Menschen mit Behinderung 

WHO  World Health Organization   

ZIRCON Research Group Zircon 
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CHAPTER 1: Introduction 

1.1 Comparative cross-national research on hard of hearing people  

Hearing loss represents a rather mysterious field in disability studies. In comparison, 
the experience sign language users have with being deaf has been much more 
researched and documented than the experience of a person with a mild to profound 
degree of hearing loss who relies on oral speech and assistive listening technologies. 
My research is an attempt to fill in this gap.  
 
As a profoundly hard of hearing (HoH) person and activist, I have first-hand 
experiences of society’s misunderstanding for persons as myself who have any 
invisible disability. In society, the stereotype exists that the hard of hearing minority 
is complacent with life in their own secluded environment, speaking only sign 
language; the belief that sign language and a number of social welfare benefits 
compensate for a disability at the work place or at school is another equally common 
stereotype in countries with differing levels of socio-economic development. While 
the status of a hard of hearing person, on the one hand, may provide social welfare 
benefits and an opportunity to exercise his/her rights, on the other hand, being hard 
of hearing evokes segregation and discrimination in education and employment. 
Hard of hearing people face the challenges of belonging to an “invisible” (Stone, 
1993, p. 8) disability, challenges in access to communication and information which 
in turn lead to risks and barriers in participation and risk to be stigmatised and 
therefore excluded.  
 
Full inclusion of hard of hearing persons implies the removal of attitudinal, 
information, communication and structural barriers. This requires laws and policies 
that encourage full participation and non-discrimination. When provided with the 
conditions for successful (re)habilitation and inclusion, the economic potential of 
hard of hearing people can be unlocked to benefit society.    
Despite the re-conceptualisation of disability as a social construct and a human rights 
issue, policy makers still often inadequately link disability with health, reinforcing the 
bias that solutions should be largely medical rather than political. This approach 
fosters integration rather than inclusion. If inclusion of HoH persons is the goal, a 
critical review and adaptation of the approaches to rehabilitation process is required. 
Sociological analysis of the specific condition of HoH persons including factors 
enabling their inclusion into society are a pre-requisite for reviewing and re-defining 
social policy approaches related to hard of hearing conditions. In this case, the 
national state social policy relating to persons with disabilities in Russia is of particular 
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relevance today. It requires a thorough conceptual study to lay the foundations of a 
new policy on disability and to avoid costly social experiments. This research thesis 
attempts to provides the analysis of the conceptual basis so that it may inform the 
design of specific areas of social policy relating to the field of disability adopted by 
developed countries.  
 
Comparative cross-national research (German-Russian) offers a necessary and 
helpful foundation for the development of advanced technologies used in the state 
social protection system and for the formation of the Russian social policy on 
disability. Comparative sociological analysis of the conceptual framework of social 
policy and practical measures to implement state social security become even more 
relevant when more innovative reforms are planned for the implementation in the 
social policy sphere in Russia, especially in connection with the ratification of the UN 
Convention on the Rights of People with Disabilities (UN CRPD) by the Russian state 
in 2012. Equally important is to assess how the proposed policy concepts and legal 
laws and acts from the “West” are working in reality on the ground (in our case in 
Germany) and when applied in Russia. 
The analysis of the specific HoH group situation will also uncover the problems and 
challenges of inclusion of less visible groups of people with disabilities in these 
countries, thereby providing a contribution to: 
 
a) the understanding of diversity and heterogenity of a HoH group and disability 
groups, 
b) increased balance of representation of HoH in the dominant discourse on disability 
in research and, 
c) greater visibility of HoH groups on the background of hegemony of other disability 
groups, especially in contrast to the deaf people relying on sign language. 
 
The importance of this research can be summarized by the following points: 
• Lack of awareness and existing research about hard of hearing people and their 

needs both in Russia and in Germany and in overall Europe;  
• Lack of visibility and perspective on inclusion of hard of hearing persons in social 

research and social policy fields in comparison to other disabilities  
• Available research on hard of hearing is more often focused on psycho-social or 

medical features of this group than on the aspect of their social participation; 
• Expansion of existing disability research in both Russia and Germany with the 

study on hard of hearing people and development of assignation of “hard-of-
hearing” concepts in research and daily practice. 
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• Identifying and developing accessible tools and methods for research on this 
specific group. 
 

1.2 Reasons for the choice of Germany as a focus country for the research  

From an overview of the situation of inclusion, in the system of civil rights and equal 
opportunities as well in the systems of social security, Germany is a very interesting 
case study for the hard of hearing policies within Europe. Its progressive legislation 
for people with disabilities and its very high standards of institutional services in 
rehabilitation for the disabled in general, are very attractive. On the other hand, it 
shows to have a poorer form of social integration. From this perspective, it is worth 
analyzing the factors of inclusion and integration of the hard of hearing people in 
Germany: as an example of the overall EU tendencies and as a specific case study. In 
addition, other reasons for choosing Germany for these studies are: 
 
- Germany launched the initiative to develop minimum social standards that define 

the employability of disabled people in the job market that would be common for 
all EU countries; 

- In 2000, the federal parliament passed a law on equal opportunity for people with 
disabilities, which reformed welfare policies with regard to people with 
disabilities. The 3rd basic text underlying the new policy is the Act on equal 
opportunities for people with disabilities, coming into force on 1 May 2002 make 
discriminating a constitutional offense; 

- A comparatively high level of civic participation and the tendency to form interest 
clubs, self-help groups and communities in Germany; a wide variety of the civic 
organisations devoted to the work on hearing loss issues; 

- Researcher's established contacts and cooperation with disability organizations 
of hard of hearing in Germany such as Deutscher Schwerhoerigenbund e.V., 
HörBIZ, BuJu, IVSS and others; 

- Supervision of the proposed research by Prof. Ernst von Kardorff of the Institut 
für Rehabilitationswissenschaften der Humboldt-Universität zu Berlin, Abteilung 
für Soziologie der Rehabilitation, and access to up-to-date resources on disability 
in Germany. 

 
The aim of the research is to conduct comparative analysis of the mechanisms of 
social inclusion of people with hearing loss in Germany and in Russia. In approaching 
this complex research task, I pursue different levels of analysis in relation to the 
situation of people with hearing loss: i) on the state and policy level (socio-political 
analysis), ii) state – NGO level (strategic interplay of relevant actors and interest 
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groups) and iii) the level of people – consumers, studying the individual perspectives 
of the HoH persons themselves.  
 
1.3 Research questions and thesis structure 

Throughout the research I am attempting to address the following questions: 
 
Research question 1: What factors foster inclusion of hard of hearing people? 
Through which mechanisms (state policies, NGO equality-oriented projects, shadow 
reports, monitoring, technologies…) can inclusion be achieved? What strategies and 
mechanisms of inclusion are applied by the states in Germany and Russia? 
Research question 2: Which tools and strategies are used by third sector 
organizations in Germany and in Russia in order to redefine and influence state 
policies? 
Research question 3: Which strategies and resources do hard of hearing individuals 
in Germany and in Russia use for achieving goals of their inclusion? 
 
In order to provide the background to the thesis and address hearing loss in the 
context of inclusion, Chapter 2 explores the concept, the state and identity of being 
“hard of hearing” within models of disability and operationalises the conceptual 
framework of social inclusion in regard to HoH people as well as suggests the 
indicators for the social inclusion of the HoH.  
Chapter 3 reviews the social policies towards people with disabilities in Germany and 
Russia within the theoretical framework of the sociological models of disability as 
well as within Esping-Anderson’s theories of welfare states; the specificity of the 
formation of social welfare policy in Germany and Russia within the theoretical 
framework of the sociological social model of disability (Britain’s materialistic social 
model of disability based on Marxist sociology, Marxist political economy) and 
models of Drake (see Drake, 1999). 
Chapter 4 explores the international standards, the perspectives and impact of 
international and European policies towards social inclusion of people with 
disabilities in Germany and Russia; analyses and compares the German and Russian 
legislation related to rehabilitation, education, employment, non-discrimination, 
access to information and communication for people with disabilities and specifically 
for people with hearing loss, and provides an attempt to interpret the contemporary 
state policies towards HoH persons in Russia and Germany on the basis of the 
legislation materials, materials of qualitative interviews with experts, HoH persons 
and actors in social policy accordingly. 
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Chapter 5 provides an overview of the third sector in Russia and Germany, studies 
active strategies and resources applied by disabled people’s organizations and 
organizations of hard of hearing people to impact and redefine policies; identifies and 
analyses the examples of influence of non-governmental organizations of hard of 
hearing in Russia and in Germany on redefining policies. 
Chapter 6 deals with the research design applied to the study, and specific challenges 
faced in the research work.  
Chapter 7 provides an overview of the main findings and reviews specific situations 
of social exclusion that hard of hearing people face in Germany and Russia, as well as 
individual strategies by hard of hearing individuals applied in their access to 
communication, infrastructure, social protection, education, employment, 
rehabilitation programs and technical means of rehabilitation; explores the most 
critical aspects of the social inclusion for the HoH and analyses the situation of HoH 
persons in the given countries on the basis of the findings.  
Chapter 8 draws the conclusions from the comparative analysis, suggests the factors 
for fostering inclusion as well as measures and interventions that would contribute 
to more inclusive policies and the society in both countries of the research.   
 
CHAPTER 2: A Theoretical and Methodological Analysis on the 
Inclusion of People with Hearing loss 

2.1 Analysis of the disability models in relation to hard of hearing people 

2.1.1 Introduction into the concepts 

In this Chapter, I will operationalize the concept of “hard of hearing” and unpack what 
constitutes the notion of social inclusion of hard of hearing people. Contemporary 
understandings of disability exist in certain disability models, which are important to 
consider when attempting to understand the conditions of people with disabilities in 
a given socio-political context. These include discriminatory practices and 
mechanisms of exclusion, the reproduction of disability, as well as changing social 
attitudes across time, in different historical and socio-cultural contexts. The 
predominance of a specific model of disability in a given country depends on the 
historical context of economic regimes, social (welfare) systems, the character of 
power relations, cultural context. All of this manifests itself in employment policies, 
education, social security, transport infrastructure, health, information, housing, 
social, human rights and cultural policies.  

The importance of applying models of disability in my research is explained by the 
fact that approaches to social welfare and disability policies reflect the core concepts 
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of these models and can demonstrate the inclusiveness of these policies. Thus, 
models of disability reflect the dominant perspectives of social and disability policy 
development in different countries. In my research, I will use disability models as 
wide general frameworks for the analysis of the social and disability policies in 
Germany and in the Russian Federation. In doing this, I draw on the research of British 
disability movement leaders such as Mike Oliver (1996, 2012), Colin Barnes (2002, 
2003, 2012), Vik Finkelstein (1980, 1993), Jane Campbell (2001). I begin by offering 
an overview of the disability models, viewing hearing loss from their perspective, 
along with the conceptual identity continuum “d/Deaf – hard of hearing – hearing” 
that includes late-deafened, cochlear implant (CI) and hearing aid users, sign 
language users and people relying on oral communication. According to the medical 
model, disability is identified as a medical pathology where people with disabilities 
are given the status of patients whose impairments need to be cured. This inevitably 
leads to their isolation from the non-disabled majority (Goffman, 1963; Parsons, 
1951, 1958; Semenova, 2004; Shakespeare, 1993, 1996, 2002, 2004). The social 
approach to the interpretation of disability draws attention to the interaction 
between a person with a disability and the surrounding society (Shakespeare, 2006; 
2010, Zola, 1989; Mercer, 1999, 2003; Goffman, 1963, 1967; Quinn and Degener, 
2002; Zavirzhek, 2009; Zaitsev, 2003; Naberushkina, 2002; Iarskaia-Smirnova, 1997, 
1999, 2001). Ross (1996), Stone (1993) and Morgan Jones (2001) investigated being 
“hard-of-hearing”, as well as the personal and social identity of hard of hearing 
people, taking hearing loss to be an invisible phenomenon. Hearing loss in the context 
of disability models was covered by Davis (1997), Parr and Butler (1999), and 
Shakespeare (2006). In Germany, the psychology and sociology of people with 
hearing loss was studied by Eitner (2009) and studies have been performed by 
Fellinger (2007, 2012). In the field of audiology, social and individual perception 
aspects of hearing loss (in relation to hearing aids and assistive technologies), Ross 
(1996, 2005, 2007, 2008) Kochkin (1994, 2000, 2005, 2010) have been the leading 
researchers. Dye and Peak (1983) explored the psychosocial effects of hearing loss; 
in addition to the similar field of study, McKenna (2001) studied the image of people 
with hearing loss while Hetu (1993, 1996) uncovered the stigma attached to hearing 
loss. Gregory (1998) contributed with his research to a better understanding of social 
difficulties caused by hearing loss, while Breadin (2000) and Davies et al (2001) 
investigated challenges faced by people with hearing loss face in public spaces. Harris 
(1995), Lane (1996), Corker (2002), Skelton and Valentine (2003) have extensively 
researched deafness as a cultural and political identity. I will argue that the bio-
psycho-social model, as well as the social relational model (as a critique of the social 
model and the call for its expansion, introduced by Carol Thomas in 1999), are more 
realistic models when applied to the context of researching people with hearing loss. 
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The analysis provided by Thomas, is more nuanced and considerate of the factors 
that are especially relevant for people with hearing loss. In discussing exclusion and 
inclusion concepts, I rely on the work on discourse of social exclusion represented by 
Wilson (2006), Allman (2013) and Silver (1995, 2003), as well as on the research on 
social inequality by Abrahamson (2001), Borodkin (2000), Iljin (2000), Tikhonova 
(2003), Schmidt (2004) and the typologies of social exclusion by Levitas (1996, 1998, 
2007). Drawing from exclusion in the context of participation and realisation of 
citizen’s rights (Burchardt 1999, 2000 and Room 1995, 1999), I examine the exclusion 
of people with disabilities from the rights-based approach viewpoint (Klasen, 2001; 
Townsend, 1997) and capability perspective (Sen, 1992, 1999). This allows an 
improved understanding of social inclusion processes and strategies for people with 
disabilities (Vislie, 2003; Hall, 2009; Hall and Wilton, 2011; Walker, 2011; Simplican 
et al, 2015; Iarskaia-Smirnova, 2006). I find especially useful to employ the concept 
of social inclusion in relation to people with hearing loss as expressed by Hall (2010), 
Mahar and Cobigo et al (2010, 2012) who emphasize the sense of belonging, 
reciprocal social relationships and involvement in activities as key elements in social 
inclusion. Based on the operationalization of the social inclusion of people with 
hearing loss, I develop indicators of social inclusion for hard of hearing people that 
will be empirically tested throughout my research.    

According to the World Health Organization (WHO) estimates, 466 million people2 
(over 5 % of the world population) have moderate to profound hearing loss, and the 
number is growing.3  In 2005, the number was estimated by the WHO to be 278 
million people. This means that 466 million people have an invisible disability and, as 
a result, many do not identify HoH people as having a significant disability and fail to 
understand what hearing disability means in terms of accommodation and access. 
Sometimes, the public confuses the HoH with the more visible Deaf population and 
assumes that the HoH are sign language users. The complete statistical data on the 
HoH on national and regional levels is extremely difficult to find. The problem lies 
partly in the definition of hearing loss, deaf and hard of hearing, or self-definition, 
and in the various criteria of hearing loss in different countries that provide a 
disability status to a person with a hearing impairment. There is a general assumption 
that 10% of the world population has hearing loss to some extent, most of them 

 
2 WHO (April 2021). Deafness and hearing loss,  https://www.who.int/news-room/fact-
sheets/detail/deafness-and-hearing-loss. [Last accessed on 27 July 2022].  
3  Concerned by the increase in hearing loss worldwide, the WHO adopted a Resolution on “The 
Prevention of Deafness and Hearing Loss” (31 May 2017), which calls, among other things, for a world 
report on ear and hearing care, based on the best-available scientific evidence. It also calls Members 
States to integrate strategies for ear and hearing care within their primary health care systems, to 
train human resources in the field of ear and hearing care, to improve access to assistive listening 
technologies.  
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elderly people (Morgan-Jones, 2001). However, some research (Davis, 1991, 1995; 
Uimonen et al, 1999; Karlsmose et al, 2000; Sorri et al, 2001; Johansson and Arlinger, 
2003) shows a larger number. These researchers suggest that at the present time 
approximately 16-17% of the adult population of Europe4 aged 18 to 80 years have a 
hearing impairment of 25 dB or greater.5 The results of the same studies show that 
0.2 to 0.7% of the adult population have severe to profound hearing loss (deafness) 
(Shield, 2006). This means that in medical terms, the HoH population is larger than 
those with total or almost total deafness. In the European Union, an average estimate 
of Deaf sign language users is from 750,000 to 1 million6. On average, Deaf sign 
language users “make up about 0.1% of the whole population in any given country”7.  

The most common causes of hearing loss in Europe are ageing and exposure to noise 
(Schield, 2006: Hear-It). According to the WHO, nearly 1 out of 3 people older than 
65, experience disabling hearing loss (WHO, 2017). In a similar vein, researchers from 
hearing aid manufacturing companies and the hearing care field observed a strong 
correlation between the age and hearing impairment: the higher the numbers of the 
population over 65 years old, the higher the numbers of the population with hearing 
loss. The average is 10% of the population or 52 million people with self-reported 
hearing loss for Europe where 18.5% of the population is 65 years or older (AEA, 
EHIMA, EFHOH, 2009)8 . In Europe, Germany has the highest prevalence of self-
reported hearing loss, with Italy in second place (12.1 and 11.7% of the population 

 
4 Russia and Turkey are excluded from the definition of Europe 
5 This means that in Europe about 71 million adults aged 18 to 80 years have a hearing loss greater 
than 25 dB (as per the definition of hearing impairment by WHO). In the EU, the number of people 
with hearing loss is more than 55 million. See Shield B. (2006), Evaluation of the Social and Economic 
Costs of Hearing Impairment, Hear-It AISBL. 
6 See the European Deaf Union InSign Project data, https://www.eud.eu/projects/past-
projects/insign-project/. [Last accessed on 05.01.2017] 
7 See the data of the European Centre of Modern Languages, 
https://edl.ecml.at/LanguageFun/FAQsonsignlanguage/tabid/2741/language/en-GB/Default.aspx. 
[Last accessed on 05.01.2017] 
8 There are two figures that are quite constant throughout the studies and surveys that have been 
observed within the last 20 years. Surveys and studies’ results (on the basis of self-reported hearing 
loss) indicate 10-11% of all adults (older than 18) having a hearing loss, when asked “Do you think you 
have a hearing loss?”. (See the EuroTrak surveys: https://www.hear-it.org/recent-eurotrak-articles). 
Studies based on measured hearing loss (with a hearing test) show that around 16-17 % of adults 
(older than 18) have hearing loss accordingly to the “more than 25 dB” WHO definition as the criteria 
for “hearing loss”. The reason for the difference between self-reported and measured is that may 
people are not aware that they have a hearing loss. There are lesser studies that measure (real) 
hearing loss with a hearing test, as these studies are more complicated and expensive than the method 
with self-reported hearing loss. These studies are also often conducted with a lesser sample, due to 
the costs of making them. Correspondence with Søren Petersen, Editor of Hear-it.org (14.12.2017). 
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accordingly).  Germany also has the highest percentage (21.4%) of its population over 
65 population in Europe (AEA, EHIMA, EFHOH, 2009)9. 

The lack of statistics and definitions marks the problem of consented and 
standardized definitions of the HoH in terms of the social system, methodologically 
and as a social problem to be tackled by social security or the health care system.  As 
an orientation, the WHO defines disabling hearing loss as greater than 40 dB in the 
better hearing ear in adults (15 years or older) and greater than 30 dB in the better 
hearing ear in children (0 to 14 years).10 Most of the hard of hearing people (and 
those who identify themselves as HoH) with mild, moderate, severe and profound 
hearing loss fit under this definition. The main function of hearing is the perception 
of the speech, mastering the understanding of the speech of others and their own 
spoken language through hearing. This is the most socially important function11 and 
is the one that is most often impaired for people with hearing loss. The HoH group 
includes people with hearing loss who rely on oral communication and lipreading; the 
late-deafened; hearing aid and cochlear implant users; people with Usher 
Syndrome,12 tinnitus13, or Ménière’s disease14; and people who are bilingual and use 
signs in addition to spoken language. 

There is no universally accepted (legal) definition of disability, although various 
attempts have been made to produce one. The UN Convention on the Rights of 
Persons with Disabilities, adopted in 2006 (UN CRPD), does not attempt a definition 
of disability, but does state in the preamble: “…disability is an evolving concept 
and…results from the interaction between persons with impairments and attitudinal 

 
9 AEA - European Association of Hearing Aid Professionals; EHIMA - European Hearing Instrument 
Manufacturers Association, EFHOH – European Federation of Hard of Hearing People 
10 WHO global estimates on prevalence of hearing loss, 2012. 
http://www.who.int/mediacentre/factsheets/fs300/en/. [Last accessed on 03.12.2017] 
11 Koroleva I.V. Scientific-methodological basis of the post-cochlear implant surgery rehabilitation – 
Russian Otolaryngology, 2-2011. 
12  Usher Syndrome – a condition characterized by association of sensorineural deafness (usually 
congenital) with retinitis pigmentosa and progressive vision loss; balance may also be affected. See 
http://www.blindness.org/usher-syndrome. [Last accessed on 19.01.2018]. 
13 Tinnitus – a perception of a ringing sound in one or both ears; can lead to anxiety and depression. 
See HealthyHearing, https://www.healthyhearing.com/help/tinnitus. [Last accessed on 19.01.2018]. 
14 Ménière’s disease – disorder of the inner ear that causes severe dizziness (vertigo), ringing in the 
ears (tinnitus), hearing loss, and a feeling of fullness or congestion in the ear. 
NIDCD. https://www.nidcd.nih.gov/health/menieres-disease. [Last accessed on 19.01.2018].  
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and environmental barriers that hinders their full and effective participation in society 
on an equal basis with others” (UN CRPD, 2006). Legal definitions of disability vary in 
national legislations and are important in that they play an important role in 
contributing to the social construction of disability (Stone, 1993; Quinn & Degener, 
2002; Jones & Basser Marks, 1999).  

2.1.2 The medical model of disability 

The medical model of disability that evolved in nineteenth century, viewed physical 
and intellectual differences with people in terms of pathological deviances and 
defects, i.e. as “abnormal” (Pfeiffer, 2001). In other words, problems related to 
disability are located within the individual (Oliver, 1990). According to this model, 
people with disabilities had to perform the role of a patient that is traditionally 
assigned to them. The impairments that people with disabilities have exclude them 
from commonly accepted social activities. This approach promotes the lowering of 
the status of a disabled individual and reinforces the social stereotypes about his/her 
incapacity (Campbell, 2001). This medicalization of disability casts human variation 
as deviance from the norm, as a pathological condition, as a deficit. Furthermore, this 
was seen as an individual burden and personal tragedy, with the individual regarded 
as a victim and someone in need of “care and attention”. It was this perspective that 
was at the heart of social welfare policies in 1970s-80s, which were designed to help 
disabled people cope with their disability (Oliver, 1983; Finkelstein, 1993). This, by 
connecting this interpretation to disability, society would be able to keep this 
question confined to the realm of medical experts (Linton, 1998). This was a medical 
model of disability based on Darwinist biological determinism that viewed people 
with disabilities as a group of individuals whose bodies do not function. Therefore, as 
they are not able to function as “productive workers”, they are people in need of 
medical intervention.  

2.1.3 The social model of disability and beyond: a paradigm shift 

The social model of disability, in contrast, is based on socio-cultural understanding. 
Disability can be viewed as the “outcome of an oppressive relationship between 
people with impairments and a discriminatory society” (Finkelstein, 1980).  The social 
model of disability thus replaces the traditional view on disability as a medical issue 
and defines disability as a form of social oppression. The social model suggests a 
strategy of barrier removal, or education, to remove prejudice, with the goal of 
inclusion (Shakespeare, 1996). The social model does not deny physical impairments 
and differences but draws attention to the social barriers (transport infrastructure, 
informational, structural, institutional, attitudinal barriers) that are created by the 



 
 

29 

social institutions that prevent people with disabilities from active participation in 
society.  It makes a conceptual distinction between disability and impairment that 
has been useful for explaining disability as a form of institutionalized social 
oppression (Corker, 2002).  

Often, the main barrier in the society is attitudinal: social views towards “others”, 
and the “stigma” of disability. According to Goffman’s stigma theory, impairments 
are seen as undesired differences from “normal” social expectations, and disability is 
perceived as a sociocultural construction (Goffmann, 1963). The typification of 
people with disabilities takes place in the basis of prejudices and negative stereotypes 
within which normality is clearly defined and guaranteed. These norms are then 
enforced both through commonly accepted standards, and via forceful measures of 
social institutions (Larskaia-Smirnova, 1999).  

If we consider the special perspective of British Disability Studies, Oliver and 
Shakespeare (1996) view the social model as grounded in Marxist sociology and 
political economy. Britain’s materialistic model, based on the social model, draws 
distinctions between impairments and oppression. The political economy of Marxism 
is seen as an explanation for the empirical fact that the majority of the people with 
disabilities are social “losers”. According to this perspective, the oppression faced by 
people with disabilities, stems from the economic and social structure of capitalism. 
The organization of the society with its inaccessible institutions, produces the 
institutional separation of people with disabilities. The key role in creating the 
category and the concept of disability belongs to economy (through employment at 
the job market and organization of employment), as well as to the bodies of social 
security and medical institutions. Capitalist society has, as its main aim, the 
accumulation of income, hence little (or no) interest in the work of people with 
disabilities, which requires a longer and sometimes less productive pace of work. It is 
not a coincidence that a “person with a disability” is associated with an “unemployed” 
person. This point is relevant to hard of hearing people, who face barriers in gaining 
education, employment and well-being.  

The relevance of applying the social model to my research is that the social model 
implies that policies should be directed towards removing barriers to full 
participation for disabled people, rather than “problematising” the disabled person 
(European Commission, 2004). This implies that policy should be concerned with the 
identification of potentially disabling situations for hard of hearing people, rather 
than with the hearing impairment, and to reduce existing barriers. However, in the 
case of the HoH group, several approaches should be applied to ensure their 
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inclusion. Simply removing social barriers is not fully sufficient for a HoH person’s to 
gain the subjective feeling of being included in society.  

The social model resulted in a new model of civil rights: it views people with 
disabilities as rights holders, equal subjects of social policy rather than objects, and 
demands their involvement in political processes while holding society and 
governments responsible for preserving the human rights of people with disabilities 
and ensuring their full inclusion and participation.  Yet, as social values and norms 
change within time, the concept of disability has also changed. In order to capture 
the integration of the various perspectives of disability and functioning, a 
“biopsychosocial” approach is used in the International Classification of Functioning, 
Disability and Health (ICF). The ICF was adopted in 2002, and “attempted to achieve 
a synthesis, in order to provide a coherent view of different perspectives of health 
from a biological, individual and social perspectives” (WHO, 2001, p.20). The World 
Health Organization (WHO, 2011) framed the bio-psycho-social model as a workable 
compromise between medical and social models. This applies to the multi-faceted 
experience of hearing loss, since the social model, as well as a medical one, would 
not be able to explain the totality of the experiences of hard of hearing people.   

2.1.4 Hearing loss through the prism of disability models 

Seeing deafness as a disability, and living through deafness as a disability experience, 
depend on the context. Hearing loss in itself is not a social construction. From the 
medical model perspective; when a person is not able to fully function in specific 
situations because of a hearing loss, and requires a hearing aid, an assistive listening 
device or an interpreter, this person can be classified as disabled. The medical model 
is signified by the use and application of hearing aids, cochlear implantation, early 
intervention and (re)habilitation programmes, auditory-verbal approach by medical 
professionals (minimizing signing which is believed to hinder oral skill development), 
and by using audiologists and speech therapists' services. Medical professionals, both 
in the past and today, upon establishing the hearing loss diagnosis with a child, often 
favour early intervention programmes, oral speech development, oral education, 
thereby leaving parents (who may be deaf, use sign language and prefer sign 
language communication with their child), with the choice of a medical model 
approach for bringing up their child. The medical model emphasises dependency on 
experts and oral speech development, and it appears that many people who identify 
themselves as hearing-impaired or hard of hearing have grown and developed their 
speech and communication skills thanks to the medical model and may favour this 
approach. Those people with hearing loss who share the medical model perspective, 
may undergo cochlear implantation (CI) surgeries or hearing aid fitting and selection 
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procedures to improve their hearing, and to take speech therapy classes to 
approximate their functioning to the level of a normal hearing person.  

By enabling deaf (in medical sense) children to perceive more sounds and improve 
their audio-speech rehabilitation, CI plays a role in raising performance to level of 
hard of hearing children. The spread of CI with deaf children and adults contributed 
to the increase in the number of children and adults who function in the category of 
hard of hearing. As several studies on performance of deaf children with CI have 
shown, ”deaf children with implants do not have hearing, language, and speech skills 
fully comparable to hearing peers … most children with cochlear implants function 
like hard of hearing children” (Marschark, 2007, p. 276).  Experts argue that “receiving 
auditory stimulation before age 6 years is critical for auditory and speech 
development” (Geers, 2004, p.635) and this is the cornerstone principle of early 
rehabilitation of HoH children. 

Social welfare benefits in many developed countries are also prescribed essentially 
and primarily on the basis of the severity of hearing loss, i.e. on the basis of the 
medical model.  We can note the controversy in that profoundly deaf or HoH people 
who do not consider themselves disabled or detest the term “disability”, rely on 
disability benefits provided by the state disability agencies. The social model, in 
contrast, suggests that people with hearing loss are disabled by the environment and 
social barriers rather than deafness itself. Deaf people who identify themselves as 
belonging to Deaf culture with its language (sign language) and norms, usually 
prescribe to the social model. In this context, specialized Deaf education in certain 
schools for the deaf is especially relevant, and it can be argued that this type of 
education does not always prepare deaf people well enough for communication in 
the hearing world.  

Understanding the difference between the deaf and the HoH is essential to this 
research as the policy approaches to these two groups should also be differentiated 
and distinguish their different cultural, communication and social needs. These 
needs, for instance, manifest themselves in different requirements by deaf and by 
HoH employees in the working place. 15  In education, methods of teaching and 
presentation can be also different for the HoH and the deaf. With the development 
and better implementation of rehabilitation policies deaf people can approximate 
their performance to that of hearing or hard of hearing people, such as availability of 
early rehabilitation programmes, early training with assistive listening technologies 

 
15 HoH person needs may include an induction loop, personal FM system and an accessible acoustic 
environment 
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or cochlear implant surgeries. This helps them have more opportunities for inclusion 
in the society.  

Generally and in many countries, people with hearing loss are identified in various 
categories, both medically and socially: “Deaf”, “deaf” and “hard of hearing” (further 
referred to as “HoH”). “Hard of hearing” is not a universally accepted term. More 
often, the term “deaf” or “Deaf” is used in research and everyday life. Meanwhile, 
the “hard of hearing“ remain an understudied group. The term D/deaf was first 
coined in 1972 by James Woodward to create the distinctions between the culturally 
Deaf and the audiologically based deaf (Woodward, 1972). The term ''D/deaf” 
includes by default hard of hearing people. The latter “Deaf” with big “D” is used to 
indicate the political self-definitions of deaf persons who have a strong Deaf-defined 
identity implying allegiance to Deaf community, the formation of political self-
identity, conceptualization and sense of, Deaf culture; the use of Sign Language as a 
primary means of communication and being part of linguistic minority; recognition of 
Deafness as a cultural identity (Luey, 1995).  Being a Deaf person who belongs to Deaf 
culture and using the sign language is seen as a kind of emancipation and liberation. 
The term “Deaf” is popular in English-speaking countries, but is not applied in Russia. 

There are two meanings and interpretations in relation to the definition of D/deaf 
and D/deafness. In some ways these can be said to mirror the medical and social 
models of disability (Davis, 1997; Parr and Butler, 1999; Shakespeare, 1993). 
However, this should not be taken as a statement that deafness or hearing loss is 
perceived as a disability. Some D/deaf and HoH people identify themselves as 
disabled; others reject equating hearing loss to a disability – D/deaf are more likely 
to do so. This can be explained by the social model understanding that invisible 
impairments may not generate disability but may have impacts on functioning and 
implications for personal identity.16  

Indeed, the boundaries between “D/deaf” and “HoH” and “deaf” can be fluid. As the 
research by the U.S. sociologist J. Harris shows, the d/Deaf do not consider 
themselves disabled, but rather special people who differ from others not by the lack 
of hearing, but by the other way of communication (sign language) (Harris, 1995). 
However, communication is more complex for hard of hearing people and there is no 
uniform solution for the communication difficulties they experience. There is a 
“multitude of situational factors that influence the performance of a hard of hearing 

 
16 T. Shakespeare, N.Watson, The social model of disability: an outdated ideology?, The Research in 
Social Science and Disability, Volume 2, pp.2-98, 2002. 
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person in the hearing world, such as background noise, competing signals, room 
acoustics, and familiarity with the situations” (Dobie, 2002, p.163). 

People with hearing loss make many self-defining choices of communication method, 
language, cultural, social, and political allegiance (Luey, 1995). Deaf sign language 
users may reject speech therapy or any medical treatment of their conditions, as well 
as cochlear implantation (on the grounds that this denies their Deaf cultural identity).  
The Social Model of d/Deafness focuses on the belonging to the specific cultural 
community with its own norms, identity and language. Deafness is mostly a cultural-
linguistic phenomenon, with its own Deaf people’s version of cultural politics. The 
cultural and linguistic construction of Deaf people is based on the politics of identity 
and representation as related to minority group formation. “‘Identity politics’ is 
dominant in the U.S. approaches to analysing disability as a political question, 
whereas British approaches have traditionally regarded disabled people as a ‘new 
social movement’, and have favoured a “politics of disability’” (Corker, 2002, p.99). 
From the social model perspective, barriers in communication and access to 
information, such as lack of visual signage in transport and city infrastructure, lack of 
subtitles on television, lack of knowledge how to communicate with a person with 
hearing loss, exclude people with hearing loss from the society and discriminate 
against them. Whereas, with the provision of interpreters, visual information and 
technologies, d/Deaf people can be more or less included. The challenges faced by 
d/Deaf people will be seen by the social model not as being about impairments but 
more connected to the issue of equality and potential forms of discrimination. Deaf 
and Disability Studies are aimed at removing pathologization of impairments by 
promoting political activism and the social model of identity construction (Burch and 
Kafer, 2010). Deafness rejects the notion of “impairment”; persons who identify as 
hard of hearing, do not reject it to the same degree: impairment is a significant part 
of the daily experience of HoH people. 

There is hardly any literature on barriers and inequality for HoH people, which is 
surprising given the numbers of the HoH group. I assume that the reasons for this 
could be that HoH people themselves are not fully aware of the inequality of their 
situation or that they have learned to normalize it and get used to it. Furthermore, 
HoH people avoid the stigma attached to “hearing loss” and feel insecure about self-
advocating. HoH people repeatedly see that people around “forget” about their 
(invisible) hearings loss and abandon their efforts to get their needs across. Finally, 
they may suffer from “audism” 17  and follow learned helplessness, internalizing 

 
17 Audism – the belief that people with better hearing (and speech) are superior to people with hearing 
loss (or those who speak and hear worse). 
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audist18 attitudes that stop them recognising themselves as part of the “HoH” or 
“disabled” community. There is also invisibility of the HoH issues on the level of social 
policy; and lesser visibility on the background of other disability/social movements.  

Actors on the international non-governmental field are concerned about the issues 
of people with hearing loss, who are also attempting to come to an agreement on the 
definition of “hard of hearing”. An “Agreement on Terminology” between the 
International Federation of Hard of Hearing People (IFHOH) and the World Federation 
of the Deaf in 1990s was reached that defined “Hard of hearing” in the following way: 
“all people who have a hearing loss and whose usual means of communication is by 
speech, and includes those who have become totally deaf after acquisition of speech” 
(IFHOH, 1991). Today the following international definition of “hard of hearing” was 
proposed by the IFHOH: “‘Hard of hearing’ refers to persons with varying degrees of 
hearing loss who communicate primarily by spoken language, supplemented by 
speechreading (lipreading).  A hard of hearing person may use hearing aids and/or 
cochlear implants and may supplement any residual hearing with induction loop, FM 
systems19 and infrared assistive listening device systems” (IFHOH, n.d.). Sign language 
is left out of the definition, even though it is still practised by hard of hearing people 
across different countries, especially Scandinavian countries with the tradition in 
bilingualism. This tradition, in my opinion, could be very useful for the HoH if 
combined with an appropriate methodology that does not prevent oral language 
from developing. This is what is practised in Scandinavian countries. This approach 
could expand the communication possibilities for the HoH and help them feel more 
at home in both d/Deaf and hearing worlds, safe in the knowledge that they will 
always find support in their both d/Deaf and HoH groups.  

The term “deaf” is used to imply a definition on the basis of medical descriptions of 
deafness and manifests an audiological experience. In these ways, term “deaf” is 
closer to the term “hard of hearing”. According to medical classifications, HoH can be 
defined as ‘mild’ (up to 40 dB), ‘moderate’ (up to 55 dB) or ‘severe’ (up to 90 dB). If, 
however, we employ a social definition for HoH, we find this will cover a wider space 
(Chupina, 2011). This includes anyone self-defining as HoH, who could be medically 
deaf but fitted with hearing aid or cochlear implant or benefiting from early 
rehabilitation. In any case, we are looking at someone able to perceive and 
understand speech and environmental sounds with mixed abilities. Usually, HoH 

 
18 By internalized audist attitudes I imply audist attitudes adopted by d/Deaf and HoH persons towards 
themselves; also called “dysconscious audism” (see Gertz, G. (2008), Dysconscious Audism: A 
Theoretical Proposition, in Bauman, H. ed., 2008. Open Your Eyes: Deaf Studies Talking, University of 
Minnesota Press: London.)  
19 From “frequency modulation”; a radio-transmitter system where the microphone is with a speaker 
while receiver remains with a HoH person 
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people rely on residual hearing for understanding; they follow the movements of the 
lips, facial expressions and body language. They also use sometimes simple but 
effective communication strategies, such as: facing the speaker at all times; asking 
the speaker to keep face visible and not cover the mouth, to speak slowly and clearly; 
addressing questions for checking and to be sure they heard correctly; asking to 
repeat in other words; preferring one-on-one conversations rather than in a group; 
making a choice of the suitable acoustic environment for conversation (lack of 
background noise and music, quiet setting), well-lit environment (for face and 
speechreading), not facing a speaker across the source of light which blinds a HoH 
person making him/her unable to lipread; only one speaker at a time.  

It is often thought HoH people always use sign language. This is not the case: sign 
language is more used as a support instrument if at all (exceptions to this can be 
countries with an emphasis on bilingual education employing both sign and oral 
language, e.g. Sweden). HoH people may be opposed to the use of sign language 
alone (without the oral development and oral communication). On the other hand, 
HoH people who try to find their place and identity in the world of deaf and hard of 
hearing people, may feel excluded or even discriminated by the Deaf culture.  

In addition to a use of a hearing aid, the HoH rely on the use of such technical assistive 
listening devices as (individual and stationery) audio induction loop systems, FM 
systems, infrared systems; to enable access to sound and information on the phones 
and house signage. They use phone volume amplifiers, audio reception systems, relay 
text and video telephony, light alarm systems and vibrating systems. For access to 
infrastructure, transport and meetings, HoH people use visual signage (e.g. visual 
scrolling banners on trains), subtitling (TV), closed and open captioning, 
palantype/velotype services. There is a common misconception that a greater 
volume of speech, sound or a speech record guarantees that the HoH person will 
understand the content of the speech. However, volume amplification is only one 
part of the solution; individual ability to hear and perceive a variety of frequencies 
plays a larger role in understanding human speech. This is the reason why hearing 
aids need so careful and thorough (and sometimes lengthy) fitting and fine-tuning 
that should be done accordingly with the audiogram frequencies and, in addition, 
accordingly with the individual’s subjective sensory perception and auditory comfort. 
For the HoH, the main barriers remain the inaccessibility of information and barriers 
in communication which, in turn, produce the negative social attitudes towards them 
and stereotypes “deaf=dumb/hard-of-hearing=dumb” (as demonstrated by a young 
interviewee from Germany), develop low self-esteem and lack of self-confidence with 
the hard of hearing (Dye and Peak, 1983; McKenna, 2001; Hetu, 1993). Constrained 
language development contributes to behavioural problems in moderately to 
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profoundly deaf children, and research shows that poor sign language skills and oral 
ability are related to psychosocial difficulties (Fellinger, et al 2012). About a quarter 
of deaf individuals have additional disabilities and a high probability of complex 
mental health needs (Fellinger et al, 2012). One study of 373 members of the German 
Hard of Hearing Association of all ages showed that people affected by moderate to 
severe hearing loss (even total) had worse psychological scores in contrast to a non-
hearing-impaired population (Fellinger et al, 2007). In a similar vein, a UK research 
report indicates that 83% of those with a severe hearing loss have an additional long-
term condition (Ear Foundation, 2014). 

HoH people are a unique, though heterogeneous group, with different needs from 
those manifested by those who are socially or culturally Deaf (Ross, 1996). For 
instance, the need for subtitling and public signage, such as the availability of audio 
information in visual formats in transport and public areas, is expressed by both 
d/Deaf and hard of hearing. However, when it comes to schooling, segregated 
schooling has long been the preferred option of Deaf people and their organizations, 
as it is the only way to ensure the continuity of Deaf culture and non-aural 
communication systems (Barnes, 2003). Some have called HoH an “invisible 
condition" (Stone, 1993) due to the widespread misunderstandings, both from within 
and without the HoH community, about its effects.  What also stands in the way of 
fully understanding the complexity of this condition is that total deafness is much 
easier to comprehend than partial or developing hearing loss (Chupina, 2011). Even 
“mild” hearing loss that does not provide for an official disability status, creates 
limited possibilities for communication and therefore, excludes a hard of hearing 
person from the society to varying degrees. Mild to moderate hearing loss can often 
be more frustrating to live with than deafness. Good spoken language does not equal 
social skills or a support network of caring friends for deaf or HoH person. 

In this thesis I will discuss the concept “hard-of-hearing” as the definition of an 
individual who has varying degrees of hearing loss – from minor up to the most severe 
– but retains oral communication where sign language can be used at times, to 
support understatement (usually used within the peer groups of deaf and hard of 
hearing). As indicated earlier, I will focus on the hard of hearing with congenital 
hearing loss, those who lost their hearing at an early age, were late-deafened and 
those with age-related hearing loss.  

On the one hand, the differentiation of hard of hearing and deaf, due to different 
nominations, self-definitions and abovementioned factors, separates them. On the 
other hand, the specific needs of hard of hearing urge them to establish their own 
organizations and advocate for access to technologies. Apart from this, since people 
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with hearing loss often find it easier to bond or communicate with the people who 
have similar issues, they come together not for political purposes, but for socializing 
and moral support. 

Suffering from the hearing impairment cannot be reduced to a social construct; it is 
more than just labelling and attitudes. The difficulties that people with disabilities 
experience cannot be said always to be a result of their impairment alone. On the 
other hand, they are not entirely a result of social attitudes, manipulation or an 
inability on the part of society to respond adequately to people with disabilities.20 In 
many cases there is a combination of factors present and hearing loss occupies a 
middle ground. This especially relates to hard of hearing people who do not belong 
to a cultural and linguistic group and rely on speech and technologies to support their 
interaction within society. Having said that, bi-culturally Deaf persons may feel at 
place in both the hearing and Deaf cultures; some people who identify themselves as 
hard of hearing but were brought up bilingually, also may feel more or less at comfort 
in the two “worlds” of hearing and Deaf community. This way we can nominally 
systematize groups of people with hearing loss: those who identify as HoH/deaf, 
HoH/hearing (those who identify with hearing culture; they may also choose to 
conceal hearing loss), HoH/Deaf (usually those who both sign and speak); and those 
who reject being called “deaf” and identify themselves as HoH, some of whom feel 
positioned in the middle of the two groups: 

‘We are between two chairs… You are not with those and with these… 
Not here and there, but in between. This is really difficult when there is 
no real understanding. No real understanding from hearing or from deaf 
people, when you are practically deaf, but your speech and mentality, 
your world outlook and perception are the same as of a hearing person.’ 
(Russian young man, 23, Moscow) 

Finally, there are also cases when medically and culturally HoH make a conscious 
choice to assume Deaf identity as this status deems less stressful and also more 
beneficial to them in terms of establishing communication and relationships.  

Allegiance to the minority logic followed by Deaf people contradicts the notion that 
there are more people across hearing loss spectrum than signing Deaf people. It also 
may appear surprising; in light of the greater visibility of Deaf organisations and issues 

 
20  Chupina, K., Baranger, A., De Marco, A., Chritsofi, M., Fuchs, D., Madsen, M., Nikitinaite, L., 
Padovani, G., Riche, N., Truszczynska, G. & Wawrzonkowska M. (2009).  “ExchangeAbility”, ERASMUS 
students’ network and European Disability Forum booklet (2009) on running mixed ability projects or 
exchanges that are inclusive for students with disabilities. 
https://exchangeability.esn.org/sites/default/files/pages/ea_handout.pdf  [Last accessed on 
04.02.2018] 



 
 

38 

as compared to HoH organisations, there is actually a greater amount of hard of 
hearing people who rely on oral communication rather than the Deaf. As mentioned, 
the amount of HoH people is growing due to the increase in elderly population in 
developed countries such as Germany, the spread of the CI that approximates 
functioning of medically deaf individuals to the functioning of people with mild or 
severe hearing loss, and hearing loss as a result of excessive noise (music, etc.) to 
which young people expose themselves. 

The issue is whether hearing “impairment” brings only occasional discomfort or 
results in permanent social and economic exclusion. The solution here could be the 
social model approach – constructing the environment and using the technologies 
according to the needs of hard of hearing people. The medical model should not be 
underestimated, either. Cochlear implant surgeries that restore hearing21 contribute 
to the HoH person’s psychological well-being, allowing better communication skills 
and successful rehabilitation (Morgan-Jones, 2001). Separation of impairment from 
disability brought about by the social model has been subject to criticism (Barnes, 
Oliver & Barton, 2002; Shakespeare, 2004; Thomas, 1999, 2001, 2007). Carol Thomas 
criticises the social model by providing a social relational understanding of disability. 
Thomas argues that it is important to take into consideration the lived experience of 
disability as well as the lived experience of impairment, and to consider full account 
of the impact of “impairment effects” on disabled people's lives. By “impairment 
effects” Thomas implies "the direct and unavoidable impacts that "impairments" 
(physical, sensory, intellectual, emotional) have on individuals' embodied functioning 
in the social world” (Thomas, 2012, p.211). 

Thomas argues that disability emerges as a result of social interactions and the 
imposition of constraints on what the disabled can and cannot do  (Thomas, 1999). 
In this way, Thomas views disability as the expression of uneven social relationships 
between the non-disabled and the disabled (Thomas, 1999). Thomas also concludes 
that psycho-emotional aspects of impairment effects (such as pain and exhaustion) 
should not be missed out and are important (Thomas, 1999). When studying the 
experience of disablement, the impact of impairment effects must be included. 
Exhaustion is characteristic for hard of hearing and deaf people that use hearing aids 
or rely on the residual hearing in communication. I would argue that Corker is wrong 
when she maintains that “people with hearing impairments…with the use of hearing 
aids or surgically implanted devices, are able to participate fully in a phonocentric 

 
21 An incorrect notion: CI surgeries do not “restore” hearing loss; cochlear implant transforms sounds 
into electrical impulses that stimulate the hearing nerve and are transmitted via the nerve to the brain 
and create hearing sensations, enhancing the ability to hear and accessibility to language at the critical 
age for language acquisition (in the case of surgery in early childhood) 
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society” (Corker, 2002, p.89). They cannot participate “fully.” While technologies and 
a hearing aid can provide good access to information, communication in most cases 
will still be impeded or complicated by external factors (fast speech, poor projection, 
background noise, facial hair, darkness and inability to see person's face in order to 
lip read, bad articulation, high pitch voices) or individual factors (not being able to 
hear all frequencies, level of hearing loss, lack of practice in audio-speech perception 
or in communication). The more severe the hearing loss, the less likely it can be 
compensated for with a hearing aid. Lip-reading is also not a good solution; it is an 
exhausting task that is partially based on intellectual guessing from deriving the 
context of what had been said. Typically, lip-reading catches only about 30% of what 
is said (Flanagan, Cuppett, 2017). Cochlear implants could be more beneficial than a 
hearing aid but even with this, additional technologies would be necessary in the 
context of background noise or large meetings, in order to amplify the sound by 
streaming it directly into a hearing aid or a CI (via telecoil and induction loops, FM 
systems, audio systems).  

In her research, Corker also fails to take into consideration “impairment effects” 
which are present in the lives of hard of hearing people nor does she explicitly 
recognize the continuum of hearing loss. One common misconception about HoH 
people is the idea that if they have a hearing aid this should be enough. However, in 
a complex auditory environment, this is far from the case: “an impaired ear cannot 
filter noise even with a hearing aid” (Karg and Nafzger 2005, Chupina 2011). Lack of 
effectiveness of a hearing aid in noise is the key reason why consumers delay or reject 
purchasing hearing aids (Kochkin 2005). Hearing aids do not correct auditory 
processing issues (Sterkens 2013) and do not improve a user’s ability to better 
understanding speech in presence of talkers in the context of group or cross-
communication. Therefore, assistive technologies – in addition to a hearing aid – are 
often necessary to ensure intelligibility of speech. Access to assistive listening devices 
can be immensely liberating and is “vital to communication capability, functionality 
and participation of the HoH in the society” (Chupina, 2011, para 3). For HoH/deaf 
people, hearing aids remain the very basic and primary need that has to be met. 
Access to it is a human right that allows people with hearing loss to take part in the 
society. Hearing aids remain the oldest and most commonly used technical aid for 
the HoH/deaf people (Stack, Zarate, Pastor, 2009; Chupina, 2011). But even the most 
advanced modern hearing aids work as intended only when fitted and adapted by 
hearing health care professionals, such as an audiologist or other hearing aid 
specialists (Kochkin, 2005). 

I would argue that the social relational model better answers the realities of the 
group of hard of hearing people, and is especially valid in relation to inclusion that 
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implies not only objective inclusion but also the dimension of full personal experience 
of a HoH person. HoH people's psycho-emotional reactions to their impairment are 
that they constantly strive to compensate for it to be as “normal” as possible, since 
they may have an underlying belief that they are inferior to others.  Furthermore, the 
stigma of hearing loss is one of the reasons – along with the issues of a cost, comfort, 
maintenanice, reliability, fitting and care issues of a hearing aid (Kochkin, 1994, 2000) 
– that, on average, only 1 in 4 persons who could benefit from wearing hearing aids, 
actually wears them (Schields, 2006; Davis, 2003; Kochkin, 2005). 

I would argue that difficulties with speech, pronunciation, articulation, mastering 
voice, intonating and understanding speech that are evoked by hearing impairment, 
and inadequate responses in communication increase social isolation and self-
isolation of HoH people. Because of this, hearing loss is stigmatized and people with 
hearing loss can be more discriminated on the background of visible disabilities. The 
expression "I hear everything, but can not understand anything" describes a very 
common case of sensoneurial hearing loss (could be also caused by noise or be age-
related) when loudness of perception of speech remains unchanged, but 
understanding of speech is significantly decreased. This phenomenon is extremely 
difficult to comprehend for a hearing person. A feature of a person with hearing loss 
who listens to speech of a regular loudness level but still reacts to it inadequately, 
continues to be interpreted as a lack of intelligence, lack of interest, rudeness or a 
bad character trait (Nimeyer, 2005). 

HoH people need more: attention and time in verbal communication; more support 
from their milieu, relatives, colleagues and friends; time in communication to adopt 
the spoken words; a variety of complementary technologies and media for 
communication; understanding that certain tasks require more time and effort than 
for hearing people; acknowledgement that some activities can be depleting of 
energy; understanding that HoH people have increased stress levels from challenges 
in communication, feeling of exclusion and discrimination. HoH persons at large face 
a lack of information and communication, access to rehabilitation, physical and 
mental health treatment services. This can be partially explained by the lack of 
competent experts who could conduct quality and effective work with HoH groups in 
public services and healthcare.  

A number of adaptations are required in the education of HoH students. These 
include the use of space, the proximity of the teacher, the visibility of teacher’s face, 
lips and body language during the entire lesson, clear articulation, concise 
explanations, a clear voice, and the ability to sum up or repeat the material when 
needed. These adaptations serve the psychophysiological specificities of hard of 
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hearing students that vary from an individual to an individual, such as: lower ability 
to perceive, analyse and use the information; sometimes, difficulties in verbal 
mediation; slower process of the concept formation; and slower development of 
thinking processes (analysis, synthesis, abstraction) and associative thinking. For 
example, during story narration hard of hearing and deaf students tend to re-write 
the text by memory in exactly the same way it was written in the handbook.    

Being effectively included in education is built on the notion of the social model that 
implies removing attitudinal, environmental, communication and physical barriers, 
as well as increasing the availability of a quality hearing aid(s) or cochlear implant. 
The studies cited above and observations made, make it evident that the discourse 
on deafness is not the same as a discourse on hard of hearing people. Deaf discourse 
rejects forced inclusion as this implies equating the functions of a Deaf person to 
those of a hearing person in terms of spoken language development and oral 
communication; HoH discourse struggles against social exclusion. 

2.2 Conceptualising the social inclusion of hard of hearing people  

2.2.1 Conceptualising social inclusion of people with disabilities: terminology and 
theoretical underpinnings 

In this section, I attempt to conceptualize and operationalize the term “inclusion”. In 
addition, I explain the use of the term “inclusion” as applied in my research across 
the two countries. In disability policy and rehabilitation field, inclusion is deemed to 
be more progressive in contrast to integration. The concept of inclusion in relation to 
persons with disabilities takes its roots in the understanding of inclusive education 
where children with disabilities should have access to education in a setting together 
with their non-disabled peers. This has spread since the 1994 UNESCO Salamanca 
Declaration on inclusive education. Nowadays, inclusion is seen as an all-
encompassing practice of including persons with disabilities into the wider society 
where physical, information and communication infrastructure, along with social 
attitudes, allow a person with a disability to be engaged in daily life on an equal basis 
with others. Inclusion in the broad sense of the term includes, apart from education, 
the entire spectrum of public relations: labour, communication, entertainment. 
Contrary to integration which implies providing certain arrangements that allow 
people a specific group (e.g. people with disabilities) to access and participate in their 
environment in limited/unchanged circumstances and in reaction to a stated need, 
inclusion means providing all arrangements that allow everyone to access and 
participate in society in advance of any stated need (Vislie, 2003; Iarskaia-Smirnova, 
2003).  
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In my work, I choose the term “inclusion” as a notion that symbolizes the paradigm 
shift that has occurred, where society creates a disability and develops proactive 
measures for this. Such measures need to be viewed in context, and in contrast to 
the uses of the term “integration”, something that implies reactive changes in the 
narrower immediate context where a person with a disability acts. Today, 
researchers argue that the inclusion concept has ended the interplay between 
exclusion and integration. However, the concept of “social inclusion” still remains 
unclear as there is no full agreement on it, neither among researchers nor in the 
different countries where the concept is used in social policies.  

In Russia, the term “inclusion” has been used as “inklyuziya” and is primarily 
connected to creating an inclusive education domain rather than integrating persons 
with disabilities into all spheres of life. The difficulties of translation of the term 
“inclusion” into a fully-fledged Russian equivalent concept contribute to a narrower 
understanding of inclusive processes. The key notions related to persons with 
disabilities in Russia within the public discourse are “accessible environment” and 
“inclusive education”, which inadvertently limits the scope of multifaceted problems 
for persons with disabilities as it focuses mostly on the physical attributes of the 
society, spaces and education. The public discourse on disability therefore appears 
to be exclusive of hard of hearing people as well as people with other invisible 
disabilities.   

In Germany the term “Gesellschaftliche Teilhabe” is an attempt to operationalize the 
wider and highly normative concept of inclusion 22 . The term “Teilhabe” is also 
predominantly used in the German translation of the UN Convention of the Rights of 
Persons with Disabilities (UN CRPD). Terminology inconsistences can be observed in 
the translations of the UN CRPD into German and Russian.23 Perhaps, as German 
linguists argue (Kretzenbacher, 2008), the term “Inklusion” could enter the German 
language in the near future.  

Authors often adopt a binary or dualistic formulation of the two terms “social 
inclusion” and “social exclusion” which are assumed, albeit not entirely correctly, to 
be the obverse of each other or an implied dichotomy exclusion/inclusion. The main 
features of these concepts as emphasized by scholars, are their dynamism, multi-
dimensional aspects (economic, social, cultural, political), cumulativeness and 
disruption of social ties. One of the key definitions of social exclusion is proposed in 
the following way: “Social exclusion is a complex and multi-dimensional process. It 

 
22 “Teilhabe” can be differentiated for practical purposes in Teilhabe am Bildungssystem, Teilhabe 
am Arbeitsleben, Teilhabe am Alltagslbene, Teilhabe am kulturellen Leben. 
23 In Article 27, paragraph 1, the word “inclusive” is translated into German as “integrative”.  
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involves the lack or denial of resources, rights, goods and services, and the inability 
to participate in the normal relationships and activities, available to the majority of 
people in society, whether in economic, social, cultural or political arenas. It affects 
both the quality of life of individuals and the equity and cohesion of society as a 
whole” (Levitas et al, 2007, p.9).   

Social exclusion in scholarly work is related to underclass theories in the idea that a 
group of people is isolated from mainstream society. Disability is an example of how 
society develops spaces structured by exclusion. Rob Kitchin (1998) argues that 
“social relations between the disabled and the able-bodied function to keep disabled 
people in their place and to signal when they may be stepping beyond this space” 
(Kitchin, 1998, p. 345). Frank Parkin defines exclusion as "an attempt of one group to 
preserve and protect its privileged position at the expense of some other group 
through the process of subordination"; he also notes usurpation as the second type 
of social closure after exclusion, which involves "the exercise of power in relation to 
the parent groups" (Parkin, 1979, p. 113). Status group of persons with disabilities is 
formed by social exclusion by other groups, in this case, from the side of the "normal", 
i.e. non-disabled people. An exception may occur in the form of attributing markers 
(labels) to individual qualities of representatives of the group (Parkin, 1979, p. 68). 
The presence of such defamatory attributes leads to stigmatization. Related to 
exclusion, stigmatization is a negative marking or categorizing of an individual or a 
group based on some characteristic that separates them from the rest of the society, 
with the further stereotypical social reactions towards the individual or 
representatives of the given social group. Stigma is based on stereotypical negative 
and deeply discrediting attribute that is absent in individuals belonging to the 
"normal" social category (Goffman, 1963, p. 14). It is a special type of relationship 
between existing defamatory attributes in humans and social stereotypes (ascribed 
attributes). Stigmatization is a variation of pressure on the individual (or social group) 
with the imposition of a status of "stigmatized” (Goffman, 1963, p. 18). With the help 
of labelling, the categorization of people is performed, and the exclusion of those 
who do not fit the socially constructed norms. Stigmatization of persons with 
disabilities here emerges as a consequence of the general patterns of attitudes 
towards atypical, which are reflected in excluding non-typical from the living space 
of the "normal." The process of establishing, approving and reproducing of normative 
boundaries is implemented in a variety of practices of exclusion that are produced at 
all levels, from everyday interactions to the socio-political programmes and scientific 
publications (Iarskaia-Smirnova, 1997, p. 124). Power that carries out exclusion is 
usually indiscernible. It can be manifested in the administrative records: in 
classification, lists of the categories or legal norms. In this way, individuals are 
transformed into objects that can be analyzed, evaluated and normalized (Foucault, 
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1999, p. 282). Prescribing social attributes, or stigma, provides people with qualities 
that are formulated by culture. The individual, nevertheless, while trying to maintain 
his/her own social identity, strengthens and develops the qualities that are attributed 
to him through prejudices and stereotypes (Iarskaia-Smirnova, 1997, p. 42). With HoH 
people, difficulties with pronunciation, articulation, accommodating voice and 
intonation, sometimes a monotonous, unclear and booming speech, as well as 
difficulties in understanding speech of others contribute to social stigma and social 
isolation of HoH people. Because of this, HoH people can be more stigmatized 
compared to other disabilities, even to Deaf people using a visible marker – sign 
language – and more discriminated on the background of other, visible disabilities. 

Raymond Hétu (1996) considers the stigma attached to the hearing impairment, to 
be the major obstacle to rehabilitation as it contributes the reluctance of seeking 
rehabilitation, professional help and using hearing aids when prescribed (Schield, 
2006). Stigma leads to overcompensating identity – for example, hard of hearing 
students often cope with their impairments by outperforming their classmates and 
peers in general. Since HoH idenitity is connected with stigmatisation, it is one of the 
reasons why HoH persons (including date-deafened) do not want to associate 
themselves into the deaf or HoH community. In the words of a young HoH German 
respondent, “when you say ‘hard of hearing’, people think of an old person with signs 
of dementia”. Stigma has also been impacting the development of social policies and 
services informed by the medical or “personal tragedy” models of disability. 

Under the influence of power, an individual should start regulating him/herself 
(Foucault, 1998, p. 78); that is, the internalization of the relevant rules and norms 
takes place. But, according to Foucault, every power can give rise to strategies of 
resistance (Foucault, 2002, p. 305). Consequently, people with disabilities can 
attempt resisting a stigmatizing pressure from the side of the non-disabled 
environment (Iarskaia-Smirnova, 2006). The practices of resistance by people with 
disabilities and hard of hearing people will be further explored in the Chapter 4. 

It would seem logical to view social exclusion as the opposite of social inclusion. 
However, Levitas argues that the notion of exclusion, which originally evolved as a 
tool for description of various effects of poverty and inequality, acquired different 
connotations in today’s context and is not opposed to the inclusion, but rather to the 
integration (mostly into the labour market). One definition emphasises an aspect of 
participation: an individual is socially excluded if he or she does not participate in key 
activities of the society in which he or she lives (Burchardt et al, 1999). This definition 
bears a specific importance in relation to persons with disabilities as it allows to 
emphasize the many types of barriers to participation that persons with disabilities 
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face: information, physical, access and structural. Room (1995) adds a new dimension 
to the discussion by a) highlighting relational aspects of social exclusion, linking 
exclusion to “inadequate social participation, lack of social integration and lack of 
power” (Room, 1995, p.5) and b) facilitating the issue of social exclusion in a rights-
based language when he talks about social exclusion as the denial or non-realisation 
of civil, political, and social rights of citizenship (Room, 1995). This approach echoes 
capability approach developed by Amartya Sen which calls for efforts to ensure that 
people have equal access to basic capabilities such as the ability to be healthy, well-
fed, housed, integrated into the community, participate in community and public life, 
and enjoy social bases of self-respect (Sen, 1992; Sen, 1999). The capabilities or 
rights-based approach is especially relevant in discussions around disability, disability 
policy and for this study on inclusion mechanisms, since social inclusion places an 
emphasis on ability and the provision of active support measures. 

The notion of social inclusion is linked with the family systems theory with its focus 
on individuals' differentiation within their systemic context (Murray Bowen 1966) 
and early rehabilitation programmes. According to the family systems theory, a 
person can be understood only as part of the family and the family, where every 
member is interdependent with another, is the main resource for habitation and 
rehabilitation of a person with a disability. Initial discourses of social inclusion are 
widely attributed to having first appeared in France in the 1970s when the 
economically disadvantaged began to be described as the “excluded” (Silver 1995; 
Allman 2013). In the policy discourse, concerns over social exclusion gave way to the 
efforts to achieve social inclusion. As a fully documented policy response, the concept 
of social inclusion to counteract social exclusion emerged toward the end of the 
1980s, when the European Community (EC) first used the term “social exclusion” 
(Wilson, 2006; Allman, 2013). At the Lisbon summit (March 2000) EU member states 
committed to promoting social inclusion through a range of social initiatives to 
combat poverty and unemployment. The Laeken summit launched a list of inclusion 
indicators to be applied by all member countries. The European Union definition of 
social inclusion revolves around encouraging the integration of those at the social 
margins and ensuring their participation in society, culture and the economy, access 
to rights and general well-being. Furthermore, social inclusion demands involvement 
in decision-making and politics (European Commission, 2004). In a policy context, 
striving for social inclusion can be interpreted as “an agenda to facilitate, enrich and 
enhance individual and group capacity for …opportunity, reciprocity and 
participation” (Peace, 2001, p. 33). Policies promoting social inclusion for people with 
disabilities should focus primarily on institutional inefficiencies which may cause or 
exacerbate multiple disadvantages based on or disability. In this way they are 
expected to redress policies that intentionally (e.g., via systematic discrimination) or 
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unintentionally exclude (e.g., via the failure to recognize the differential impact of 
certain policies on people with disabilities) (UNDP, 2009). 

Social inclusion is often seen as a coordinated strategy to combat exclusion, including 
a policy response towards social exclusion, however it is not limited to that. Social 
inclusion is characterized by proactive approach to social well-being that calls for 
more than the removal of barriers and risks. It requires investments and action to 
bring about the conditions for inclusion (Salojee, 2003). Furthermore, we can speak 
of a relative social inclusion only, as it can only be judged by comparing the 
circumstances of some individuals (or groups or communities) relative to others; it is 
relative to the norms and expectations of the society at a particular point of time. It 
is a normative concept emphasizing the individual’s right to having a life associated 
with being a member of a community. Because of the conceptual complexity of social 
inclusion, it is hard to define its conceptual framework.  

Social inclusion is often narrowly defined, and therefore needs to be reviewed from 
a disability perspective that acknowledge a full and subjective personal experience of 
a person with a disability beyond objective observations of inclusion – this would also 
reflect the social relational model approach discussed above. The scope of social 
inclusion and its definition often overlaps with the fields of social exclusion, 
deprivation and poverty. In many policy discussions, solutions for inclusion are 
primarily centred around employment (a deaf/HoH person can be unemployed, but 
involved in volunteer work and feeling valued and thus, perhaps, included) or 
independently living (which is not always achievable for persons with severe 
disabilities). Social inclusion is a dynamic process that evolves over time with the 
increase in opportunities for people with disabilities, or even with the improvement 
of their social skills. According to Cobigo et al (2012), in-depth conceptualisation of 
social inclusion that bears a particular relevance for my research, social inclusion is a 
“series of complex interactions between environmental factors and personal 
characteristics that provide opportunities to access public goods and services; to 
experience valued… social roles of one’s choosing based on his/her age, gender and 
culture; to be recognized as a competent individual and trusted to perform social 
roles in the community; and belong to a social network within which one receives 
and contributes supports” (Cobigo et al, 2012, p.82). Social inclusion, Cobigo adds, is 
not an absolute or dichotomous (included/excluded) phenomenon; the level of 
inclusion may vary across roles, environments, and over time (Cobigo et al, 2012, 
p.81). In a similar vein, Huxley and Thornicroft argue that “inclusion is not a matter 
of the manifestation of social rights but the manifestation of identification and/or 

social participation” (The British Journal of Psychiatry 2003, p. 182). Furthermore, 
social inclusion should not be understood in terms of passive participation (where 
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mere presence is enough) but rather in terms of active participation. Cobigo and 
Mahar go further and argue that for successful social inclusion – from the perspective 
of persons with disabilities – the quality of their social relationships and the sense of 
belonging to groups they choose and want to belong to, is crucial (Mahar, Cobigo and 
Stuart, 2013). This argument is especially valid for HoH people who suffer from the 
difficulties in communication which is a pre-requisite for establishing relationships.  

For persons with disabilities, social inclusion occurs in multiple contexts and covers 
all aspects of life at infrastructural, interpersonal and personal levels (Hall, 2009). I 
would argue that interpersonal dimension – meaning relationships, networks and 
social interaction – is of particular importance to HoH people, even if the 
infrastructural level and social inclusion aspect of civil rights, economics and equality 
is also significant.  Hall (2009) offers three main areas of social inclusion: participating 
in activities, keeping up reciprocal relationships, and fostering a feeling of belonging 
(Hall, 2009). In terms of the sense of belonging, social inclusion should be understood 
as relative to an individual within the groups to which he or she wants to belong 
(Cobigo et al, 2012) in the way that it should not be evaluated in terms of the 
prevailing social lifestyle and values, which poses a risk for moralistic judgements.  

2.2.2 An Operational framework of the social inclusion of HoH people 

As we see, social inclusion is somewhat controversially discussed in the overlapping 
fields in sociology (Burchardt et al, 1999; Allman, 2013; Scutella et al, 2009; Hall, 
2009), in special needs pedagogy (Chenoweth & Stehlik, 2004; Booth & Ainscow, 
2002, 2011), developmental disabilities field (Bates et al, 2004; Abbott & McConkey, 
2006; Cobigo et al, 2012; Simplican et al, 2015) and in Disability Studies (Quinn, 2012; 
Clifford, 2013). In each of these disciplines, the conceptual meanings of “inclusion” 
may differ from each other. Overview of the concepts gives me an opportunity to 
develop an operational definition of the social inclusion of hard of hearing people: 
for the purpose of my interdisciplinary study, I draw a pragmatic operational 
framework of inclusion that involves: 

1) Inclusion as an institutionalized opportunity to participate in society that enables 
self-determined and autonomous life with the right to personal decision-making 
and responsibility for the individual decisions; with access to participation in 
education, political, cultural and social life; access to development of skills that 
enable social participation (including lifelong learning); access to public and 
private services; participation in the decisions concerning HoH in the field of 
rehabilitation, medical treatment; access to rehabilitation and assistive devices 
and technologies enhancing active participation opportunities; involvement in 
activities (participation across different settings, i.e. across community/ 
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“mainstream”/ segregated HoH/deaf or semi-segregated activities); maintaining 
reciprocal relationships; 

2) Inclusion as being safe from discrimination; 

3) Inclusion as a sense of belonging to the groups they choose and want to belong 
to; receiving social supports; feeling valued; 

4) Inclusion as access to satisfying communication with/in the hearing community. 

Inclusion is seen in my work both as a state and a process, the ends and the means. 
This framework of inclusion is consistent with the social model of disability and its 
social relational aspect. Cobigo and Stuart suggested four categories of instruments 
to uphold social inclusion for people with disabilities: 

1. Legislation and policies: human rights discourses and acts that protect the 
positive rights and freedoms of persons with disabilities;  

2. Community supports and services that are person-centred and help people 
assume meaningful roles and relationships in society;  

3. Anti-stigma and anti-discrimination initiatives (such as advocacy): adequate and 
equitable access to public goods and services;  

4. System monitoring and evaluation: systematic identification and measurement of 
the barriers and factors that hinder or facilitate social inclusion for designing 
appropriate interventions and policies, and evaluating their effectiveness (Cobigo 
and Stuart, 2010). In addition and in respect to the HoH group, it is very important 
to consider access to rehabilitation (hearing care) and assistive technologies and 
devices; media contribution to inclusion of HoH people by breaking negative 
stereotypes and providing positive narratives of the lives of HoH people, creating 
a positive image of a person with hearing loss.  

Factors of social inclusion are not easy to identify. Wilson and Secker (2015) 
emphasize there is currently no standard measure of social inclusion, nor is there 
exact agreement upon the indicators of social inclusion (Huxley, 2015).  Effectiveness 
of the tools for measuring social inclusion can be also contested. There are only a few 
disability-sensitive indicators of social inclusion and disability in itself is seen as an 
indicator of social exclusion based on the social exclusion framework developed by 
the Melbourne Institute of Applied Economic and Social Research in Australia 
(Scutella et al, 2009).  

In my work, I am trying to identify the factors that can increase social inclusion for 
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HoH people24. For this, I decided to develop a limited set of domains along with 
relevant indicators, on the basis of the existing work on indicators of social 
exclusion/inclusion (Levitas et al, 2007; Scutella et al, 2009; Labonte et al, 2011), that 
are unambiguous, clear, comparable across countries, and are consistent with 
international standards.  

Such indicators would allow the level of (relative) social inclusion of a HoH person to 
be identified. This is a preliminary system of indicators that is subject to empirical 
verification. Having said that, it is difficult to develop measurable indicators for social 
inclusion as social inclusion is a dynamic process with its interconnected various 
dimensions and characteristics, which is also experienced by every HoH person in 
their own unique ways. For people with disabilities, difficulties in one aspect of life 
are interconnected with difficulties in other spheres of life, and these 
multidimensionality and interconnectedness are difficult to measure. Aiming for the 
highest level of social inclusion – absolute inclusion – in all spheres of life seems 
unachievable. In addition, HoH people with severe or profound hearing loss appear 
to be unable to achieve full independence. There are also subjective components to 
social inclusion that are very important not to be missed and are as important as 
access to civil rights, hence the use of both objective and subjective indicators. These 
components are also challenging to measure but they ensure that a HoH person’s 
perspective is taken into account. As always, the availability of data determines the 
choice of the indicators. 

Table 1.   Domains and indicators for the inclusion of hard of hearing people  

Domain Indicators 
 

Employment Employment status, access to employment; 
Employment in compliance with the qualification; 
motivation for work as the basis of well-being; inclusion in paid 
activity, in accordance with the legal norms of the company; 
positive action (if applicable); personal estimation of 
employment chances (subjective) 

Access to 
social rights 
and civil rights  

Access to protection from discrimination; access to justice/fair 
distribution of inclusion and resources; 
access to information about rights and relevant legislation; 
access to civil rights; access to information about one’s own 
rights and benefits;   
availability of social benefits, the opportunity to use them 
(including awareness); political literacy (knowledge of laws, 
rights and duties); social and political activity (participation in 
public and political associations, organizations);  

 
24 I am not specifically intending to systematise barriers to social inclusion (though they will of course 
come up and be identified throughout the study), also because inclusion implies more than 
dismantling of barriers and suggests creating the relevant conditions. 
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Income and 
economic 
resources  

Access to financial services, social security; 
Access to public and private services; the economic (material) 
situation is not lower than that of the hearing or most of the 
HoH friends; viewing the economic situation as “normal”, 
corresponding to the situation of hearing and HoH peers; a 
sense of social security, stability (subjective component). 

Education and 
skills  
 

Access to education; completed education; availability of 
education materials; a feeling of being included in the class 
(subjective); motivation to improve education levels; 
professional orientation, possession of competences important 
for future professional activity; access to quality education 
(individual, additional classes, flexible curricula, individual 
educational trajectories); additional educational opportunities 
(preparatory courses, classes on interests, etc.); 

Rehabilitation, 
Health and 
well-
being/Quality 
of life 
 

Access to rehabilitation, quality hearing care; quality hearing 
aids, cochlear implantation, assistive listening technologies; 
managing one’s own hearing loss 
 

Social 
resources  
 

Access to the required information; Having social network/ 
partnership,  
existence of a meaningful group (friends); regular social 
contact; 
Access to social institutions, access to participation (voluntary 
choice);  
social capital; 
sense of belonging to a particular disability group (subjective 
component); sense of being accepted in a particular disability 
group or a community; sense of belonging in general (subjective 
components); 
reciprocal relationships; 
feeling (mostly; completely) included: in leisure activities; in 
cultural life; in sports; in personal relationships; in family life 
(where applies);  when it comes to access to information; in 
access to communication  

Participation 
and social 
resources 

Involvement in socially significant activities; access to 
participation (both in political and the community life); 
participation in cultural and leisure activities on an equal basis 
with peers (school activities, sports, visits to theatres, museums, 
excursions, etc.); level of culture (everyday culture, artistic 
culture, ethno-culture, information culture, etc.); 

Symbolic 
subsystem and 
Self-
perception 

Positive self-perception as a HoH person; adequate self-esteem, 
positive identity; satisfaction with the quality of life; satisfaction 
with the present; having a meaningful role in the community 
(subjective); confidence in the future (success, positive vision of 
a future); 
not feeling “handicapped” by hearing loss (subjective); positive 
estimation of one’s own quality of life (subjective) 
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CHAPTER 3:  Welfare States and Disability: The Concepts of National 
Social Policies  

3.1 Welfare states and disability: background 

In this Chapter, I will look into the welfare states models as they help to identify the 
main directions of policies towards people with disabilities. In the 19 and early 20th 
centuries the governments were reluctant to intervene into the problems of the poor, 
vulnerable and disabled groups, who were seen as “individual tragedies”. Welfare 
systems, in as far as they concentrate on disabled people, were built on medically 
inspired definitions of disability that view disability as an individual rather than 
environmental or social problem. To this day, welfare services provide solutions such 
as technical aids that help disabled individuals approximate their performance to that 
of non-disabled people and adapt to their surroundings. Disabled people have been 
long stigmatized through the powerful mechanisms of conformity that operate as part 
of everyday life to secure the cohesion of society (Albrecht, 2001; Becker, 1963; 
Giddens, 1993; Goffman, 1961; 1970; Lemert, 1962). Only in recent times has a re-
appraisal of welfare policy taken place. With the development of a new civil rights 
paradigm, the problems of people with disabilities are viewed as sociopolitical in origin, 
rather than medical (Oliver, 1996; Oliver and Barnes, 2012). Robert F. Drake argues, 
however, that welfare is still more about “fitting” the individual into social and physical 
environment “rather than altering the social, political and physical contours of society” 
(Drake, 1999, p. 416). This is not surprising as the historical development of Welfare 
States has mainly been a reaction to social problems and an effort to compensate 
individual or class-specific deficits. 

The impact of any programmes and measures on people with disabilities depends on 
the conceptual model of disability upon which it is based. The social model of disability 
was symbolic of a change of perspective in welfare state approaches. It questioned the 
assumptions and values that underpinned the welfare states in Europe, especially the 
allocation of resources. The welfare state is partly founded on welfare experts who 
identify the needs of the population and carry responsibility for relevant allocations. 
The social model questions the medical categories that are applied by welfare states 
in defining who belongs to “disabled” in order to allot the provisions. By endorsing the 
social model, disability movements acknowledged social policy as an essential 
environmental factor in life of people with disabilities.  
 
To identify categories in the policies in relation to people with disabilities, Drake 
suggests that there are four overlapping strands in the evolution of disability policies 
and the development of welfare services more generally: containment, compensation, 
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care, and citizenship (Drake, 1999, p.415). Containment refers to removal of disabled 
people from the community to places such as prisons, workhouses and hospitals. 
Compensation benefits included war pensions, disability allowances, tax or other 
relief, health and rehabilitations services (Drake, 1999, p.415). Care refers to the direct 
state programmes that include day-care services, special education, sheltered 
employment, vocational training, health care, personal social services, prosthetic 
services and specific forms of financial support. Citizenship is close to the concept of 
participation and is referred to as an access to governance, society, economy where a 
person with a disability may enjoy rights guaranteed by a state and fulfil his/her duties 
towards it (Drake, 1999, p.416). Citizenship is also understood as a wide choice of 
lifestyles for people with disabilities.  
Russia has tended to fall between the two stools of compensation and care policies, 
while Germany today leans towards the citizenship model where citizenship is 
manifested through the important role of civil society.25 Citizenship is a right and a 
social duty. Citizens give money to charity purposes, with funds going to churches, 
private organisations or foundations. Citizens also volunteer their time, while 
companies may also act as corporate citizens via philanthropy and sponsorship 
programmes (Grigorieva, 2006). The individual needs of the citizens become the 
foundation of the welfare state.  
 
In connection with the reflection of medical or social models of disability in the social 
policies, it seems opportune to see models of disability policy, embodied in different 
periods of functioning of different states, through the following typology as 
conceptualised by Drake: (i) A negative policy model of non-intervention, mosaic 
model; (ii) a maximum policy; (iii) a model of social and environmental changes (Drake, 
1999, p.36).  Through a negative policy, the state actively denies the civil and human 
rights of disabled people and plays a minimal role in the lives of people with disabilities. 
The mosaic model is as follows: the state reacts to disability, but it is unsystematic and 
superficial, perhaps due to pressure and circumstances, but unwilling to create and 
implement a holistic and accurately planned strategy. The so-called maximum policy 
means a strategic approach of the state, the goal of which is to identify and respond 
to a number of problems caused by a disability. However, even in this model, the state 
considers disability to be the result of individual impairments, rather than of the 
configuration of society; as a result of this, the policy focuses on the needs to change 
the physiology of disabled people and looks to set up and maintain a network of 
services aimed at curing and improving the conditions of individuals. At the same time, 

 
25 This is an important development that places civil rights as one of the principles of the welfare 
state. It emerged not earlier than 1990s: the Social Code Book IX (2001) for the first time mentions 
civil rights explicitly in a Welfare Law.  
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even those services that are aimed at the integration of people with disabilities begin 
with the identification and nomination of their diagnosis, thereby segregating disabled 
people from society. 
 
In Russia, this model has been clearly manifested, for example, in the economic aspect 
of the social citizenship of disabled people. Here the interests of the market and the 
state intersect, and the medical approach to disability is clearly visible. It is often more 
convenient for the employer to carry out charity and assistance than to change working 
conditions in accordance with the individual needs of the employee. The system of 
social protection in modern capitalist states is more governed by the categories of 
market utility of a person. The policy of higher education for disabled people is also 
illustrative, which, although it provides good opportunities, does not provide people 
with disabilities with the right to choose a suitable program and place of study. In 
Russia, the focus of the policy towards people with disabilities has been characterized 
by the maximum involvement of the state. This involves focusing primary attention on 
people with disabilities as opposed to disabling environments while, at the same time, 
the social, political, economic and physical environment does not change (Drake, 1999; 
Iarskaia-Smirnova, Romanov, Naberushkina, 2004). Only in recent years has the focus 
shifted towards the environment, due to the ratification of the UN Convention on the 
Rights of Persons with Disabilities (see Chapter 3). 
 
The latest model in the Drake typology of disability policy is a model of social and 
environmental change, where the state recognizes its responsibility to serve all citizens 
and recognizes that disability is the product of society and the environment created by 
non-disabled people for the disabled. The result of this approach is the guarantee of 
citizenship. The concept of social citizenship includes a whole set of rights: from "the 
right to a minimum level of economic welfare and social security to the right to use the 
accumulated social wealth and the right to a dignified existence in accordance with the 
living standards of society” (Drake, 1999, p. 416).  Germany, as a country focused on 
self-determination of people with disabilities, falls more into the model of social and 
environmental change, at least more so on the policy level and to a larger degree than 
Russia. This is partially thanks to an earlier introduction of anti-discriminatory rights-
based legislation, which was also influenced by the EU legislation framework. An 
example of this are the Behindertengleichstellungsgesetz laws (2002) and Allgemeines 
Gleichbehanlunggesetz (2006). 
 
By its nature, social policy (in both a narrow and broad sense) is a concrete 
embodiment of a certain political and ideological doctrine. Furthermore, it is also 
formed by the economic model asserted in society. Each country, taking into account 
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its own specifics, forms its own social policy. Inclusion and rehabilitation are 
implemented in accordance with their local characteristics as well as their (real and 
perceived) economic and social possibilities. The majority of researchers consider 
social policy as a combination of regulatory, legislative, financial, economic and social 
conditions that guarantees the fundamental rights to every person, all social groups, 
the population of the state (Glushakova, 2012; Becker, 1964; Shultz, 1968; Eucken, 
1992). State policy towards disabled people aims to: a) ensure their maximum 
participation in the economic and social life of the society and, in particular, to 
stimulate their employment and participation in the labour market;  b) ensure a 
guaranteed income, so that people with disabilities are not deprived of the opportunity 
to live with dignity (Novikov, 2008). The main task of the policy pursued by the majority 
of developed countries has been to combine these contradictory goals. This means 
that, in addition to benefits, the states provide measures that ensure the participation 
of people with disability in economic and social life. 

To delve deeper into the mechanisms of social inclusion in various types of social 
policy, it makes sense to address the common social policy typologies developed in the 
twentieth century. The most common classifications of social policy models were 
developed by Gøsta Esping-Andersen (1990): (i) social democratic; (ii) conservative; 
and (iii) liberal types of welfare states. He also proposed parameters for the 
classification of the models of welfare states, such as the level of decommodification, 
social stratification and state intervention in the economy. 

The Social-Democratic (Scandinavian, Nordic) model is characterized by universalism 
in the social provision and maintenance of all citizens. The model assumes direct state 
financial security provision and, as a result, a minor stratification of the population. 
The main objectives of this model for a long time were full employment and income 
levelling. It is based on the concept of "solidarity" – social protection as the business 
of the whole society, and not of individuals) – and "social citizenship" – the idea that 
achieving equality in social protection is more important than the liberal doctrine that 
citizens should be free to take care of their own well-being and security. The state 
provides social rights universally and pursues equality at a high level. As social 
responsibility of the state is emphasized, there is a high degree of de-commodification 
(Waldschmidt, 2005). Individuals are the least dependent on the labour market 
compared to conservative or liberal welfare states, as benefits are granted regardless 
of family, professional status or social class (Waldschmidt, 2009).  
 
The conservative-corporatist (also called continental European, institutional) model 
has spread in France, Germany, Belgium. This type of social policy, on the contrary, 
implies limited state support and financing with the priority of non-state organizations. 
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Unlike the Scandinavian one, where dependence on the market (commodification) is 
growing, the level of decommodification is high and a significant stratification of social 
status and income is evident. The conservative model strives for equality through 
enabling formal equal access to social services and is characterized by efforts to make 
all the jobs available and workplaces accessible for employment of persons with 
disabilities (Waldschmidt et al, 2014). According to Esping-Andersen (1990), dealing 
with the inclusion of disabled people is mainly conceptualised and implies their 
inclusion in the labour market. Thus, inclusion is seen as a process through 
commodification. It can be argued that while general social policy is more concerned 
about de-commodification, the level to which individual depends on the market – i.e. 
being obliged to sell work capacity – is decreased and disability policy is mainly 
concerned about commodification, or, in other words, the employability of people 
whose capacity to work is assumed to have a lower market value (Waldschmidt, 2007). 
The patronising character of this welfare regime implies that disabled persons are 
included in basic social protection (Waldschmidt, 2009).  

The liberal (American-British) model of social policy sees the market as the most 
effective economic mechanism. Stratification of society is strong; state intervention is 
exercised in the form of market regulation. This model is focused on the least 
government intervention in all matters of public life, and it is less suited for the 
imposition of obligations or direct financial support to organizations and employ 
people with disabilities. Liberal welfare states typically provide universal but low levels 
of social security compared to conservative-corporatist welfare regimes. The majority 
is privately insured via market-dependent welfare (Waldschmidt, 2009). As this type of 
welfare state provides a low level of de-commodification, it is probable that certain 
groups remain excluded from services which cannot rely on private social services and 
private insurance (Waldschmidt, 2005). As state intervention is low, it is likely that 
there is broad civil society engagement. 

3.2 Germany: the conservative model and its implications for people with disabilities  

Germany has a highly developed social welfare state, the principle of which is 
embedded in the Basic Law (Grundgesetz) (Article 20 para 1 and Article 28 para 1) 
(BMAS 2014).  The organization of social protection is characterized as conservative in 
the sense that its main goal is not redistribution income or the eradication of poverty, 
but the preservation of living standards during one’s working life and with the onset of 
old age, as well as during illness or disability (Gutnik, 2002).  

In Germany’s conservative model (often known as the “Bismarck model”) statutory 
social insurance occupies a central place. Insurance services and social protection 
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system are financed mainly through contributions from employers and insured persons 
of wage labour, at the expense of the state budget. Social rights are stipulated by those 
deductions that are paid throughout the active working life, that is, social payments 
take the form of postponed part of wages (income-related insurance fees). Insurance 
funds managed on a parity or shared basis by employers and employees, collect payroll 
deductions from which various professional insurance funds are generated and social 
payments are made. Thus, social protection is independent of the state budget. 

Social partnership is developed through business being involved in solving social 
problems. Social welfare is mainly produced by a variety of agencies which are neither 
purely governmental (such as a national health service) nor entirely independent of 
government (such as occupational pensions and private insurance) (Leisering, 2000). 
These agencies perform an intermediate role between state and individual, and have 
been granted a privileged status as providers or coordinators of welfare services. This 
all adds up to the creation of a tightly regulated social structure (Ibid.). The state, as a 
rule, is only responsible for issuing social benefits to recipients, such as social security, 
without organizing social services. Social protection in Germany is closely tied to the 
idea of self-governance, which entails decoupling social welfare institutions from the 
state bureaucracy.  The state performs a regulatory function in relation to all social 
protection institutions. The social state principle outlined in the Basic Law does not 
provide the state with a social monopoly (Wienand, 1999).  Legislative measures 
established units known as the Länder to carry out much of this work. 

Thus, in organisational terms, social protection in Germany is not unified but spread 
out over a variety of independent bodies, such as pension funds, medical insurance 
organizations, and others. Along with social insurance, the social protection system 
provides for the mechanisms of social assistance provided in case all types of insurance 
social benefits are exhausted. This includes those with low incomes lacking the 
opportunity to receive insurance social benefits, such as people without insurance 
experience. It is through these social assistance systems that, national solidarity is 
fostered.26 In this case, we can talk about auxiliary mechanisms, which are deviations 
from the main logic of this model. To date, significant development of the social 
assistance system – built on the principle of welfare rather than insurance – has led to 
a modification of this model and an increase in the share of budgetary funding for 
social protection. Currently, the share of social services in the aggregate social product 

 
26 For example, tax-financed Sozialhilfe (SGB XII); with reference specifically to people with disabilities, 
the so-called assistance for reintegration (“Eingliederungshilfe”, formerly SGB XII, since 2018 BTHG 
Bundesteilhabegesetz). 
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of Germany is over 30%. Almost a third of the services are spent on pension insurance 
and more than 20% on statutory health insurance (Dashkevitsch, 2010, p.65). 

Esping-Andersen sees Germany as the epitomy of the conservative welfare state 
regime. The country has achieved a medium degree of decommodification, enabling 
people to live independently of the market. It has graded benefits and entitlements by 
occupation and social status, “upholding a conservative concept of society that 
emphasizes family, traditional gender roles and intermediate social bodies such as 
churches, voluntary welfare associations and occupational status groups” (Leisering, 
2000). 

The reasons for the success of this model are a highly decentralised decision-making 
and an effective negotiation system between provider parties and third-party payers 
at central, state, and local level. However, an ageing population jeopardizes the 
stability of the pay-as-you-go basis of social security (Bolderson, 2002). Accordingly to 
the OECD, less than 5% of working age persons with disabilities27 in Germany and 
France (conservative model countries) received disability assistance. This is in contrast 
to (11% of working age persons with disabilities receiving disability assistance in the 
social-democratic Scandinavian countries (OECD, 2010). Furthermore, in recent years, 
the German welfare state has increasingly followed the principle of the “activating 
welfare state” (BRK-Allianz, 2013). The allocation of socio-political benefits has also 
become increasingly dependent upon certain conditions, and beneficiaries must 
display more motivation and self-organization in order to receive social services. These 
sociopolitical goals, namely the “activation” and “self-sufficiency” of the beneficiaries, 
are accompanied by an increase in restrictions on the allocation of services, and more 
disputes in the courts (BRK-Allianz, 2013). This development causes most problems for 
people who do not have sufficient access to resources such as information, social 
networks, education and financial means. This is also an issue for those who are 
impaired by health conditions or disabilities (BRK-Allianz, 2013). 

Insurance is one of the forms of collective solidarity in the conservative model. Besides, 
the strong principle of subsidiarity plays a key role in provision of welfare services. It 
implies that assistance to an individual should be, first of all, provided from the family, 
self-help groups, voluntary welfare organizations, and only then from the state, as the 
last resort.  This principle totally contradicts Russian social policy (as legacy of the 
Soviet paternalist social policies). Voluntary welfare agencies are the actors 

 
27 The OECD report indicates that the population with disability was identified through self-assessment 
where people reported that their activities of daily living had to some degree been hampered by their 
health situation. This criteria of defining disability as different than for example, in the case of the 
German concept “severely handicapped” – “schwerbehindert”. 
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implementing the subsidiarity principle and are distinctive feature of the German social 
policy. They include all social assistance and self-help initiatives operating on a 
voluntary, non-profit, and organized basis in Germany (Wienand, 1999); volunteer and 
unpaid charity work are seen as a very important tool. Voluntary welfare agencies 
assume a certain number of the state’s tasks in the social sector as their own and 
provide services, facilities and measures for people in need, including for people with 
disabilities. Often, it is voluntary welfare agencies that best identify emerging social 
needs and generate innovative solutions.  

In most countries with the conservative social policy model, there are specialized 
workplaces for people with disabilities of two types. The first type includes transitional 
employment assistance programs that provide retraining and upgrading of the skills of 
persons with disabilities in specialised in-house training centres, with the expectation 
that this will enable them to obtain competitive professional skills. Two good examples 
of this are the BBW (the Berufsbilkdungfswerke, which helps young disabled people 
obtain formal vocational qualifications), and the BFW (the Berufsförderungswerke, 
which offers vocational retraining/requalification for those who have acquired a 
disability during the course of their lives. The second type includes extended long-term 
employment assistance programs aimed at creating permanent jobs for people with 
disabilities through specialized enterprises that exclusively employ people with 
disabilities28. At these enterprises, the labour of people with severe disabilities is used 
since it is difficult to create the necessary working conditions for them at regular 
enterprises.  

The German quota system, established in 1974, acts as a mechanism to include people 
with disabilities in the mainstream job market. It is generally considered to be 
exemplary, although it suffers from certain inherent shortcomings. Firstly, the 
implementation of the quotas is monitored by the federal employment services and 
penalties are paid by the companies who do not follow the quota. Secondly, funds 
received from payment of penalties are directed to rehabilitation programs for people 
with disabilities and grants given to employers who create more jobs for people with 
disabilities than required by the quota. The quota is quite large – 5% of “severely 
disabled” or “gleichgestellt”29 persons – and is set for public and private enterprises 

 
28 Werkstätten für Menschen mit Behinderung (WfBM) are mostly private in accordance with the 
subsidiarity principle but are supported, ratified and controlled by the state and mainly financed by 
the so called Ausgleichsabgabe that employers must pay when the rate of disabled employees is below 
a certain percentage prescribed by Law (Part 2 SGB IX, Schwerbehindertenrecht). 
29 People with a grade of disability at least 30%, are considered on a par with “severely 
disabled” people ("gleichgestellt") when without the benefits of the status of the “severely disabled” 
they would not be able to get a job or keep their job. 
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with a staff of 20 employees and more. Some workers can be counted as occupying 2 
or 3 jobs in a quota if the employment services consider them "difficult" for 
employment because of the complexity and nature of their disability, the need for 
considerable adaptation of the workplace, or age (Novikov, 2008). 

Below is the summary of the features of the conservative policy in relation to people 
with disabilities.  

Table 2. Features of the conservative model in relation to people with disabilities  

Models of social 
policy 

Conservative 

The main principles of 
social policy 

Low degree of tax redistribution from the side of the 
state, widespread use of the mutual insurance 
obligations; subsidiarity principle embodied by the 
work of voluntary welfare agencies 

Evaluation of the 
efficiency of labour of 
disabled people 

A rigid connection between the level of social 
protection and the duration of professional activity 
Majority of people with disabilities are not able to 
compete with non-disabled workers on equal terms 
and to win competition owing to their merit/capacity 

Basic forms of solution 
to the problem of 
employment 

Quotas, special enterprises  

(Source: adapted from Novikov, 2008) 

Despite the differences between all models present in Western Europe, it can be 
argued that a European model of society and social policy can be singled out, that 
unifies features of the models. This is based on a regulated market economy, social 
dialogue, consensus on the principles of solidarity in society, equality of human rights 
and freedoms. The European social model is based, on the one hand, on the common 
foundation of norms and values, and, on the other, on the institutions and instruments 
of social policy: social legislation, structural funds, social dialogue and open 
coordination of social policy at the level of national EU member states, and national 
systems of social protection. The key funding for the European social policy comes 
from the European Union's Social Fund (ESF), the European Regional Development 
Fund (ERDF), the European Foundation for Orientation and Agricultural Assurance, the 
Financial Instrument for Fisheries Orientation (FIF) and the Cohesion Fund. 

3.3 Russia: a mix of conservative and neoliberal models: the implications for people 

with disabilities  

Russian policy in the social sphere is considered, as a rule, to exist outside generally 
accepted typologies. The Soviet stage of Russia's development was marked by the 
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domination of the state and high state spending in the social sphere. The Soviet state 
was, in many ways, a model of state paternalism. The positive aspect of this model was 
the equality of the population in the consumption of material goods and services. The 
starting point of a new stage in the construction of a social state and transition to the 
targeted social system in Russia was the disintegration of the Soviet Union. The 
transition from social support to social insurance has been significant. In today's 
conditions of the implementation of a new model of social policy, the social services 
market is being created. This is expected to improve the quality of these services and 
reduce the costs of their production. 

In accordance with Esping-Andersen’s classification, the system of social welfare in 
Soviet Russia and other socialist countries was close to the social-democratic model in 
the end of 1980s. This model is marked by the dominant role of local authorities, high 
levels of expenditure on social provision, high employment, stimulated by the state, 
existence of the private sector organizations that provide various services, mandatory 
insurance, tax redistribution of financial means where the main sources of funding are 
the state and municipalities (Grigorieva, 1998). However, in reality and under pressure 
of the one-party ideology of the socialist regime, social policy had no independence. 
Therefore, the main characteristics of the socialist welfare state, according to the 
interpretation of Esping-Andersen, are anti-liberal tendencies, hierarchy, its static 
character, and the blending of socialist ideas with elements of conservative politics. 
The socialist welfare state does not quite correspond to Esping-Andersen’s models, but 
it combines features of both liberal and conservative models. In Soviet Russia, health 
care, social security, education, and benefits were widely and readily available and 
funded by the state.  Still, access to benefits and services was unequally distributed 
accordingly with the privilege and status. Civil servants, political elites and some strata 
of workers were the most favoured groups that possessed various exemptions, 
privileges and benefits. The provision of benefits was monopolized by the state that 
administered services and regulated protections and labour relations. The overall 
system was highly centralized.  

In 1990s, while most other post-communist welfare states underwent progressive 
liberalization, Russia has taken a specific trajectory:  an initial period of radical 
liberalization (1991-1993) and a shift during radical social-economic reforms; an 
extended period of political deadlock and backpedalling through the remainder of the 
decade (1994-1999); followed by a condensed period of liberalization ‘breakthrough’ 
(2000-2003) (Cook, 2007). After the end of the socialist regime, Russians had to adapt 
to the new notion that the state will no longer bear full social responsibility for its 
citizens. Partial liberalization resulted in a “hybrid” welfare system containing 
elements of informality and corresponding neither to state nor market models of social 
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provision (Cook, 2007). The Russian welfare state has been forming on the basis of an 
international experience, obtaining distinct features of its own. Michael Rassel 
maintains that Russian social welfare policy today is a chaotic mix of neoliberal and 
Soviet policies (Rassel, 2008).  

It was only by the end of 1990s that serious discussions on new principles of social 
policy took place (Volgin, 1998, 2003). These focused on the concept of targeted social 
assistance, raising quality of social services, developing civil initiatives and pension 
reform (Babich, 1993; Vikulina, 2000). The issues of disability and problems of 
vulnerable groups became more visible on the policy agenda. The system of social 
provision in Russia was substantially modernized. One important change was the right 
to found non-governmental organizations, as well as revisions the social infrastructure 
creating new authorities in social sphere along with the emergence of new social 
professions.  Nevertheless, until now there have been no sufficiently clear and concise 
approaches to the reform of social welfare system. The system has been conditioned 
by the Soviet policies, is characterized by the highly paternalist role of the state, weak 
public institutions and social issues not being priorities for politicians. Social policy is 
still contradictory and inconsistent.  

The peculiarities of the post-soviet social policy were the development of the 
disciplinary forms and tightening social control, such as scaling back support for 
assistance to the needs of people with disabilities, poor and migrant people. Russia has 
witnessed the de-institutionalization of social provisions as private forces buy social 
services from the NGOs and volunteers. It is possible that this could make social 
services more direct and of higher quality, as they are closer to the consumers. 
However, the state did not create conditions for the independent development of civil 
society institutions. In 2006, legislation on NGOs was revised and their possibilities 
were significantly limited, with the receipt of international grants restricted 
(Grigorieva, 2007). A bill on patronage and donations was revised several times 
without success. The perspectives of the social development of Russia are caught in 
the vicious circle. On the one hand, further development is impossible without active 
state participation, as in European social states, on the other, the Russian state itself, 
in certain circumstances, destroys the social sphere.  

Accordingly to the strategy of the economic development of Russia for 2010, the main 
vectors of social security reform were the cancellation of the ill-founded benefits and 
transfer of part of the in-kind benefits into payments, re-orientation of the social 
security system to support the most needy. However, attempts in this direction have 
worsened the situation. The “monetization of benefits” FZ-122 legislation introduced 
in 2005 (replacing most in-kind benefits with direct payments), only aggravated the 
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situation for disabled and elderly people, and resulted in mass protests.30 Russia today 
presents itself as a liberal country with "soft" state regulation. The responsibility for 
the individual is therefore assigned, first of all, to the labour market, and society is 
governed, first of all, by economic laws. The values of the family and society are now 
underestimated as the state is only beginning to develop a mechanism of responsibility 
for the citizens of the country. In summary, the peculiarities of the Russian model of 
social policy today still include a rather high share of state regulation and state funding 
of the social protection system.  

Policy documents such as Strategy 2020, Scenario Conditions for the Long-Term 
Forecast of the Social and Economic Development of the Russian Federation until 2030, 
are based on liberal ideas of the supply economy. In accordance with the state model 
of macroeconomic regulation, “the formation of social policy can also take place along 
the liberal path, but with the strengthening of the role of social partnership that would 
function as a mechanism for implementing social policies involving business” 
(Sochneva, Fedotov, 2016, p. 76). This, together with the similarity of the emerging 
informal and non-state institutions, indicates the formation of the Russian model of 
social policy at this stage within the framework of the conservative model. There have 
been attempts to apply the conservative model of social policy towards people with 
disabilities in Russia. For this purpose, the system of quotas at workplaces was 
introduced, and specialized enterprises supported. A criteria of workplaces for the 
disabled was set and tax benefits for enterprises employing disabled people, including 
benefits for enterprises of the disabled. In addition, special workplaces for the disabled 
were created. 

Some of the characteristics that indicate the conservative model of Russia's social 
policy are as follows: 

1. An independent social funds function: in Russia this include extrabudgetary funds 
such as the FSS (Social Insurance Fund) of the Russian Federation, PFR (Pension Fund), 
FOMS (Mandatory Health Insurance Fund). 

2. The state has shifted social policy to the private sector by stimulating the 
development of corporate social policy systems, granting some financial and economic 
independence to state (municipal) organizations insofar as they are able to engage in 

 
30 This law liquidated a lot of benefits and destroyed the concept of the Law "On the Social 
Protection of Disabled People" by introducing social support for disabled people that depends on the 
so-called “degree of limitation of working abilities. A revision of the FZ-181 Law abolished the 
infamous FZ-122 legislation completely. It was replaced by the Federal Law "On the Basics of Social 
Services for Citizens in the Russian Federation" of December 28, 2013 N 442-FZ. 
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commercial activities and spend their own money independently.31 Since 2007, “social 
entrepreneurship has continued to develop, filling those niches of social policy that the 
state has not covered” (Sochneva, Fedotov, 2016, p.77).  

3. Social partnerships are developing. For example, in St. Petersburg and Moscow, the 
state centres for the Social Rehabilitation of disabled people and children with 
disabilities have been set up, where various services are provided, including vocational 
guidance Some NGOs also engage in vocational rehabilitation and assistance in the 
professional development of disabled people. 

4. Social policy primarily covers the working population. Insured persons in 
extrabudgetary funds are in most cases employed (Ibid). 

At the same time, the leading trend of Russian policy towards transfers is in line with 
the liberal model of social policy. The main task is to increase the targeting of transfers 
and privileges, cutting off the part of recipients whose average per capita income 
exceeds the subsistence minimum. Under the liberal model of social policy, the state 
assumes responsibility for preserving only the minimum incomes of citizens and for 
the well-being of the least weak and disadvantaged segments of the population. The 
formation of the Russian model of social policy is therefore closer in institutional 
structure to the conservative model with the elements of the liberal model, and it will 
be based on the principles specific for this model.  

3.4  Comparison of the welfare state models in Russia and Germany 

Below is an attempt to compare – in terms of the most disctinctive features – the 
models of social policy in Germany and Russia today (based on Sochneva, Fedotov 
2016, p.74). This should be seen as a rather nominal comparison since the models are 
represented in their “ideal” state and the model in Russia tends to be a “mix”. There is 
no linear way that leads from general welfare to specific programs for hard of hearing 
people but these models can help to understand the different framings of welfare 
policy in the compared societies of Germany and Russia.  

 

 

 

 
31 Federal Law No. 83 of 08.05.2010 "On Amending Certain Legislative Acts of the Russian Federation 
in Connection with the Improvement of the Legal Status of State (Municipal) Institutions". 
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Table 3. Comparison of the conservative welfare state model (Germany) and 
conservative-neoliberal “mix” welfare state model (Russia)  

Institution Germany  
The conservative 
(Bismarck) model 

Russia 
A mix of conservative and 
neoliberal elements 

Key informal 
institution that 

has the 
primary 

responsibility 
for the social 

protection 

Corporate and personal 
responsibility  
 
 

The state, but with a tendency 
towards corporate and personal 
responsibility 

The basic 
principle of 

social policy 

Self-defence, self-reliance Self-defence, self-reliance 

Degree of state 
participation in 

social policy 

Limited state support and 
financing with the priority of 
non-governmental 
organizations 

High 

The share of 
GDP 

redistribution 
through the 

budget 

Limited (30-40%) Limited  

The breadth of 
coverage of 

social services 

Mainly employed 
Social policy based on 
declarative principle 
(application-based) 

Basically employed 
Social policy based on declarative 
principle (application-based)  

Primary source 
of financing 

Insurance contributions by 
employers and employees to 
independent state 
organizations 

Payroll taxes paid by employers 
and transfers from state budgets; 
insurance contributions 

Implementation 
of social policy 

in practice 

Insurance self-governing 
organizations 

Relevant ministries and 
departments, insurance self-
governing organizations 

 
Esping-Andersen showed that social policy is based on established institutions in 
society, giving priority to the analysis of informal institutions, while the combination of 
institutions in society is linked to the role of the state in the economy (Esping-
Andersen, 1990). The mechanisms through which the similar characteristics of social 
policies of different countries emerge, are informal and non-state organisations 
comprising the free market, non-governmental organisations, etc. (Sochneva, 2011). It 
makes sense to analyse further what institutions influence the formation of a model of 
social policy in Germany and Russia, and to make an attempt to compare the models. 
Of the utmost significance and priority is the institution that has primary responsibility 
for the social protection of citizens. As mentioned, in the German conservative model 
this is performed by business through collective-contractual relations. Second place 
goes to the informal institution that shows the degree of solidarity in society – citizens’ 
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ability to take responsibility for each other. The established institution of the degree 
of state participation in social policy should be taken into account as well; this is 
quantitatively determined by the share of income redistribution (gross domestic 
product – GDP) through the budget. Another institution is the breadth of the 
population's coverage of social policy. The fifth key institution that characterizes the 
primary source of financing for the social sphere in Germany (taxation system, 
insurance premiums) is insurance contributions by employers and employees to self-
administered, widely independent state organizations only controlled by the state (via 
for example Ministry of Health, Ministry of Labour and Social Affairs). Finally, the key 
actors in social policy are the institutions that implement social policy in practice: self-
governing organizations, trade unions, private insurance companies, as well as other 
social policy organizations and insurance self-governing organizations.  

In the conservative model, there is a strong emphasis on the integration into the labour 
market, something that is characteristic for both Russia and Germany. This would be 
the leading policy strand accordingly; social protection would, however, be (on the 
level of social policy) be more emphasized in Russia than in Germany where the social 
protection policies would occupy a second place after employment policies, and would 
be on a par with labour integration policies. Finally, civil rights policies in both countries 
are less developed than the other disability-related policy strands, although Germany 
has had a longer and more substantial experience in anti-discrimination legislation 
development.  

The balance between the three sectors – the state, the market and the civil society – 
and their interactions, is very important in the transformation of the social policy in 
the “West” and in Russia. Paternalism, for example, is being changed by the norms of 
participation (not necessarily in practice) and by formal regulations that are partly 
functional equivalents to paternalism (for example, the screenings of new-borns’ 
hearing). Germany provides adequate welfare provision for the financing of hearing 
aids for people with hearing loss where the insurance allows to exercise a choice of a 
suitable hearing aid and covers its cost (within certain upper limits) within a variety of 
the contemporary hearing aids at the market. 

In Germany, there is a better (generally) influence of people with disabilities and HoH 
people over policy and purposes, the policies take into account demands of the 
disability community and people with disabilities can control the outcomes of the 
policy process (see Chapter 3 and 4). Furthermore, Germany’s conservative state gives 
priority to non-governmental organisations and DPOs in solving the issues of people 
with disabilities, which gives them leverage in identifying needs of people with 
disabilities and acting on them. Corporate and personal responsibility goes hand in 
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hand with the principle of self-determination. There is less dependency on the state 
than in Russia since social protection is rather independent from the state budget. 
Since there is a rigid connection between the level of social protection and the duration 
of professional activity, people with disabilities and unemployed people with 
disabilities are disadvantaged in access to social protection as compared to non-
disabled working population (there are minimum pensions, however, for those who do 
not have a contribution record, in order to relieve these people from reliance on 
assistance). The object of social policy itself is largely only non-disabled citizens. A 
minimum standard of living for people with disabilities and people who have 
completely lost their ability to work, is guaranteed. One of the drawbacks of this model 
is that it is not very effective in combating poverty. 

The German social protection system is built on principles of solidarity, parity and the 
maintenance of living standards. The higher the salary and the amount of 
contributions, the higher the amount of future pensions or early pension and for the 
Arbeitslosengeld I (money transfer for the jobless people in the range of maximum 1 
year (SGB III), Arbeitslosengeld II (SGB II) following after it. 32  In Russia, however, 
including during the Soviet period, there was no principle of setting the amount of 
insurance payments on the size of the fees, and as a result, no tradition of personal 
responsibility towards state insurance emerged. Instead, the tendency was towards 
passive forms of support, and, therefore, mainly budgetary funding of the social needs 
of the population. In contrast to Russia where a disability allowance (so-called disability 
pension) is provided to a person who has disability status, in Germany there is no such 
practice. Social protection in Russia is carried out via social insurance and non-
contributory universal (non-means-tested) social protection schemes; in Germany 
through social insurance (ILO Social Protection 2017). 

One of the key differences between the principles embedded in social policies in 
Germany and Russia is subsidiarity principle reflected in German social policies. In 
federalism, subsidiarity is an embodiment of the decentralisation principle. In the 
Social teachings of the Catholic Church, the subsidiarity represents the principle of the 
social order, associated with the ideals of solidarity. It focuses primarily on the 
individual, on his/her role in society and the state. The Catholic Church in Russia has 
attempted to introduce this Catholic social doctrine, with the result that local Catholics 
often become leaders of charitable movements (e.g. Caritas), something that makes 

 
32  The pension amounts are differentiated by family status (e.g. extra amount for children). The 
payments such as health insurance, pension, early pension, financial assistance and services from the 
Integrationsamt (SGB IX, part 2), funding for the Sozialhilfe (Grundsichrung und Eingliederungshilfe 
SGB XII) are the same for everyone, and are only dependent on the need evaluated by the physicians 
(in case of illness) or by other experts in the Social Services (e.g. psychologists, social workers, 
administrators). 
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the charity landscape, in some aspects, resemble that of Germany (see also Chapter 4 
for a discussion of how the Russian Orthodox Church contributes to the social sphere 
in Russia).  

While the Russian Constitution does not use the term "subsidiarity", it is present in 
Russian legislation through 1998 legislation influenced by the European Charter of 
Local Self-Government.33 While there were no sustainable results from the declared 
acceptance of the idea, this did lead to the adoption of Social teachings by the 
Orthodox Church, reflecting an inclination towards European institutional models of 
social policy that are more suitable for Russia than the liberal model (Grigorieva, 2006). 
The German political scientist Lutz Roemheld also argued that the main difference 
between the implementation of the principles of federalism in Russia and in Western 
states is precisely the principle of subsidiarity.34 Germany has a decentralized system 
that allows a high degree of administrative freedom. 35  In Russia, in contrast to 
Germany, the centre seeks to control the life of regions that "receive as many powers 
as each particular one is able to wrest from the Moscow bureaucracy" (Sergunin, 1994, 
p. 150), forming a special nature of relations between the spatial units of the state. 
This relationship is "based on exchange: innovation and financial transfers from the 
centre in exchange for resources from the periphery and its political loyalty" (Busygina, 
2011, p. 54). The reality of Russian federalism can be described as a centro-peripheral 
approach with weak horizontal links. Generally in Russia, both a centralized and 
decentralised approach are used to distribute competence in specific areas of legal 
regulation, to a greater or lesser extent, respectively. The social protection system 
towards people with disabilities is characterised by the lack of a rational approach to 
spending budget funds where an unreasonable increase of prices for technical means 
of rehabilitation for people with disabilities may take place as well as stark differences 
in the costs of the same type and model of the technical means of rehabilitation 
(including hearing aids) across different regions.36 Clearly, there is a need for more 

 
33 Such as the provisions of Art. 12 of the Constitution of Russia, excluding local government from the 
system of state power, giving them organizational and functional independence within the limits of 
the assigned powers. 
34 See Roemheld L. Integral federalism. Model for Europe - a way towards a personal group society – 
Historical development, Philosophy, State, Economy, Society. Frankfurt am Main: Peter Lang GmbH, 
Internationaler Verlag der Wissenschaften. 1990. 
35 Despite the substantial degree of decentralized financing, federal lands and municipalities have 
relatively small regulatory and administrative powers. The legal basis of the system is formed by the 
Federal Law on Social Assistance, which is supplemented by federal and local directives. (International 
Experience with Social Assistance Schemes. Five Country Case Studies. Moscow, 2004. ILO, 2004 ISBN 
92-2-116806-9). 
36 The cost of the same type and model of technical means of rehabilitation purchased for people with 
disabilities, varies across the regions significantly, partially due to the fact that it is trade organisations 
that supply the means and not product manufacturers. A special corset in St. Petersburg, is purchased 
at a price of 34,100 roubles, while in Tambov region the cost of the same product from the Federal 



 
 

68 

efficiency in the division of competence between the federal centre and the regions. 
Horizontal links remain weak, although they are gradually developing. Apart from the 
federal benefits, regional ones also emerged for recipients with disabilities in the 
middle of 2000s. But at the same time, less disability status was given to people with 
disabilities, chronically and even to seriously ill people. At times, disability status was 
removed while a person in question was transferred to regional benefits, receiving no 
disability allowance in the meantime but enjoying the free provision of medications, 
which are constantly in short supply.37 

Russia, with its paternalistic state-centralized system, has been eager to adopt 
European practices since 1990, and has prerequisites for applying the conservative 
model as applied in Germany (an ideal type). In this sense, Russia could borrow 
Germany’s active and well-built state participation in redistribution policies, stability 
of the laws, 38  and the motivation of the individual to express his/her citizenship 
through contribution to the society. Something that could be of upmost importance to 
Russia would be the implementation of the “decentralization of managerial powers 
and financial resources in parallel with the development of public initiatives of mutual 
assistance” (Grigorieva, 2006, What could be borrowed from Germany section). Such 
a move could be combined with efforts to encourage an increase in the responsibility 
of each person for himself and for development of his social environment. 

 

CHAPTER 4: A Cross-national Analysis of State Social Policies for People 
with Disabilities and the Implications for the Inclusion of Hard of 
Hearing People 

4.1 International standards of social policy towards persons with disabilities 

In this Chapter, I review the international standards of social policy for people with 
disabilities and examine the current national disability-related legislation in Russia and 

 
State Unitary Enterprise "Tambov Prosthetic-Orthopedic Enterprise" amounts to 4000 rubles (almost 
10 times less). See, for example, Schetnaya palata nashla narusheniia pri raspredelenii lgotnykh 
putevok [The Chamber of Accounts found violations in the distribution of benefits] - 
https://rg.ru/2016/04/06/schetnaia-palata-nashla-narusheniia-pri-raspredelenii-lgotnyh-
putevok.html. [Last accessed on 17.08.2016] 
37 For example, people with diabetes are not given a disability status and a disability allowance, but 
only an insulin glucometer strips and pills, paid from the regional budget. People with hearing loss of 
1st-2nd degree (up to 55 dB) are not considered as “disabled” and acquire hearing aids themselves. 
But in some regions in recent years they have been given free hearing aids, including in St. Petersburg, 
especially pensioners and children. 
38 In Russia, the state constantly changes the laws and norms of interaction, something that hampers 
social sphere development in strategic long-term perspective. 
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Germany that claim to meet these standards. The international standards of disability 
policy provide a policy framework within which national disability policies can be 
compared. This is followed by the descriptive overview of international and national 
policies below is based on empirical studies analysing international and foreign 
legislation in relation to persons with disabilities, UN CRPD shadow reports, and my 
interviews with experts. The second part of the Chapter considers the national 
disability policies of Germany and Russia, identifying the points of references to people 
with hearing loss.  Finally, I compare national policies in relation to disability and 
people with hearing loss along the key aspects of inclusion that are specifically vital for 
people with hearing loss: rehabilitation, access to technical means of rehabilitation, 
information and communication; education; employment. I provide a brief overview 
of the recent situation in each field on the basis of the legislation analysis and my 
interviews with the experts.  Chapter 4 and Chapter 6 will go further in depth as regards 
the influence of NGOs and DPOs (Disabled People's Organisations) on the social policy 
in Germany and Russia accordingly and introducing international standards on the 
domestic country level. 

For the overview and comparison of the national policies related to disability, I will 
cover (in essence) the parameters of social policy accordingly to the key criteria 
development of social policy towards people with disabilities. These criteria emerged 
largely within disability movements in 1990s, and though they are often applied 
together, many of them have different historical pathways of origin. These include: an 
officially recognized policy  for  the  disabled; special anti-discriminatory legislation 
towards the disabled (the human rights policy perspective); coordination of national 
policy towards the disabled; non-state organizations for people with disabilities; access 
of people with disabilities to civil rights; legal and administrative mechanisms of 
realization of the rights of people with disabilities; benefits and compensations for the 
disabled; accessibility of physical environment for the disabled person; accessibility of 
information environment for the disabled person (Maleva et al, 1999).  

It can be argued that a fully-fledged policy towards people with disabilities can be 
realized through three main branches: welfare/income security 39  policy, 
rehabilitation40 and employment policy and human rights policy (Waldschmidt, 2007). 
Comprehensive and well-integrated (“joined-up”) sets of policies, which could 
together secure full inclusion of people with disabilities (Drake, 1999, p. 416), are not 

 
39 Income policy focuses on providing services that transfer welfare and social security to persons 
who are unable, or only partially able, to earn income (Waldschmidt 2005). 
40 Rehabilitation policy (on the European level) is understood as the policy focusing on restoring and 
protecting the ability to earn an income; it promotes social participation primarily via integration 
within the labour market and provision of specific compensations for impairments (Ibid). 
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currently in existence. The key strands of these policies will be highlighted in my 
overview of the policies in Russia and Germany respectively. 

Speaking of disability policy on the level of the European Union and countries 
belonging to the Council of Europe (both Russia and Germany included), it would 
appear the main influence here is the international environment. A general 
international framework and guide for taking measures and providing assistance to 
people with disabilities, as well as assistance in their inclusion in public life, was created 
in the Declaration on the Rights of Persons with Disabilities, adopted by the UN General 
Assembly on December 9, 1975. According to the Declaration, persons with disabilities, 
regardless of the origin and nature of the “handicaps and disabilities, have the right to 
respect for their human dignity; the same rights, with fellow citizens of the same age, 
first of all, the right to a satisfactory life, which should be as normal and full as possible” 
(Declaration on the Rights of Disabled Persons, OHCHR). Of particular importance is 
paragraph 5 of the Declaration, which states that persons with disabilities have the 
right to take measures that provide them with greater independence. In the year after 
this Declaration was proclaimed, the UN General Assembly announced an International 
Year for Disabled Persons (IYDP) in 1981, with the theme of “full participation”. 

Other key documents include the International Covenant on Economic, Social and 
Cultural Rights of 1966, the Declaration of Social Progress and Development of 1969, 
the UN Declaration on the Rights of Mentally Retarded persons in 1971, the 
Convention and the Recommendation on the Professional Rehabilitation and 
Employment of Persons with Disabilities of 1983, Convention on the Rights of the Child 
of 1989, the Article 23 of which mentions the rights of children with disabilities to 
decent life, to access to healthcare, rehabilitation and education. In 1993, the UN 
adopted a set of standardised directives to improve equal opportunities for the 
disabled, with a view to furthering their inclusion and participation in society. 

However, this document is not legally binding; it assumes that the state will carry a 
serious moral responsibility and political commitment to ensure equality of 
opportunity for disabled people. In the light of the adoption of the CIS (Commonwealth 
of the Independent States) countries' rules, the Agreement on Cooperation in Solving 
the Problems of Disability and Disabled Persons, signed in Moscow in 1994, was signed. 
Thus, the Russian government formally recognised the expediency of carrying out a 
coordinated policy towards integration of people with disabilities. 

At the European level, especially over the past two decades, disability policy has been 
transformed from a formerly disregarded branch of traditional social policy into a 
modern policy formation that comprises not only social protection and labour market 
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integration, but also equal rights and non-discrimination (Waldschmidt, 2007). The 
recent European Union disability policy is built on an explicit commitment to the social 
model of disability. Since 1983, the Commission has supported the development of a 
European disability policy through a succession of Community action programs (Helios 
I and Helios II)41, initially aimed at promoting networking among rehabilitation and 
education professionals. As a result of active involvement of disability organisations in 
Helios programs, the European Disability Forum (EDF), the platform for representation 
of people with disabilities on the EU level, was established in 1997 (Chupina, 2014). A 
non-binding Community Charter of the Fundamental Social Rights of Workers was 
adopted by the EU in 1983, which states that persons with disabilities should be able 
to demand special measures from the state for their integration into labour activity. 
After 1996, the EU developed the European Disability Strategy based on the UN 
Standard Rules, which focused on dismantling the barriers and anti-discrimination. The 
Treaty of Amsterdam (1999) marked a significant shift in both social policy and 
disability policy as it brought a new interest in the right to non-discrimination. From 
this time on, disability has been seen as a civil rights issue and the right to non-
discrimination has been acknowledged as part of social rights. The EU Charter on 
Fundamental Rights (2000) includes an article explicitly prohibiting discrimination on 
the ground of disability. Article 26 of the Charter recognises the right of people with 
disabilities to benefit from measures developed to ensure their independence, social 
and occupational integration as well as participation in the community life. With the 
specific reference to discrimination on the grounds of disability in the new Article 13 
of the Treaty of Amsterdam, and the EU Directive on Equal Treatment in Employment 
and Occupation (2000/78/EC of 27 November 2000). 

 It is from this basis that discrimination in the field of employment on the ground of 
disability is prohibited and reasonable accommodation is encouraged (Chupina, 2014). 
The new anti-discrimination direction in the main supranational legislative acts and 
social policy of the European Commission contributed to the formation of new anti-
discrimination national disability policies in member countries, even in countries, such 
as Germany, that had no previous traditions of this direction.42 

 
41 Community Social Action Programme on the Social Integration of Handicapped People, 1983-88, 
(1981); HELIOS I (Second) Community Social Action Programme for Disabled People (1988) OJ 
L104/38; HELIOS II (Third) Community Action Programme to Assist Disabled People (1993) OJ L56/30.   
42  In the official debates and the semantic of official policies and law the concept of “anti-
discrimination” per se did not appear (an exception is the “Ant-Diskriminierungsstelle des Bundes 
ADS”, and the “Anti-Diskriminierungstellen der Bundesländer”, Anti-discrimination service points). The 
official terminology is “equal rights policy” (see Gleichbehandlungsgesetz 2006) or “human rights 
policies” – this shows the difference between disability movement lobby policies and official state 
policies. 
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At the level of the Council of Europe Member states, Article 15 of the European Social 
Charter (1961) established the right of persons with disabilities to social and 
professional integration. The European Social Charter was the first international treaty 
to include explicit provisions on the rights for people with disabilities. The European 
Convention on Human Rights (1953) established the mechanism of human rights 
protection through the European Court of Human Rights, where anyone whose rights 
have been violated under the Convention by a state party can appeal for legal 
redress. Although the European Convention on Human Rights does not mention 
disability, the European Court of Human Rights established that it is covered within the 
words “or other status” in Article 14. Citizens with disabilities from both Germany and 
the Russian Federation benefited from these Court mechanisms.43 In the 1990s, EU 
institutions largely fulfilled a complementary role to the work of member states, 
following the subsidiarity principle (Bouwsma, 2003).  

In 2006 an important new direction was taken with the passing of a new resolution on 
disabled rights: the UN Convention on the Rights of Persons with Disabilities 
(resolution 61/106 of the UN General Assembly). This was the first legally-binding UN 
document to offer minimum requirements for states aross the world to follow.44  While 
the Convention does not create new rights, it specifically prohibits discrimination 
against persons with disabilities in all areas of life, including access to justice and the 
right to education, health care and access to transportation. It also includes 
mechanisms for the realization of disability rights and demands disability inclusion 
issues into all state programmes. Following the adoption of the UN CRPD, the regional 
intergovernmental bodies (Council of Europe) and the EU institutions undertook 
efforts to mainstream disability in their policies. The European Commission adopted 
the European Disability Strategy 2010-2020, which aims to empower people with 
disabilities so that they can fully benefit from participation in society and in the 
European economy. In 2011, the European Union ratified the UN CRPD, with the 

 
43  For example, in case Timergaliyev v. Russia (2002), a failure to accommodate the needs of an 
accused with a profound hearing loss, which prevented him from following the proceedings, can be 
seen as a violation of the rights of the defence and of the Article 6 (Right to a fair trial) of the 
Convention. In the case of Kutzner v. Germany (2002), the applicants complained about the rejection 
of their parental authority on the grounds of the lack of their intellectual capacity to bring up their 
children. It was held that this was a violation of Article 8 (right to respect for private and family life) of 
the Convention. 
See “Health-related issues in the case-law of the European Court of Human Rights”, Council of Europe, 
June 2015. http://www.echr.coe.int/Documents/Research_report_health.pdf.  
44 The Optional Protocol of the UN CRPD establishes a) the individual communications procedure 
allowing individuals to bring petitions to the Committee claiming breaches of their rights; b) the 
procedure giving the Committee authority to undertake inquiries of grave or systematic violations of 
the Convention (Chupina, 2014). 
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expected result that all bodies and agencies of the EU endorse the values of the UN 
CRPD and ensure the mainstreaming of disability in all policies. 

The Council of Europe "Action Plan to promote the rights and full participation of 
people with disabilities in society: improving the quality of life of persons with 
disabilities in Europe 2006-2015" and Disability Strategy 2017-2023 set out specific 
actions to be implemented by member states. This includes participation in political 
and public life, education, health care etc. In 2011, Recommendation CM/Rec (2011)14 
to member states on the participation of persons with disabilities in political and public 
life was adopted by the Committee of Ministers (Chupina, 2014). 

It is worth outlining some of the key international standards relating specifically to the 
following most important aspect of inclusion for people with hearing loss: 
rehabilitation, education, employment and accessibility. A vital step forward in this 
area was the International Classification of Functioning, Disability and Health (ICF), 
which was passed by the WHO in 2001. This is a framework for describing and 
organizing information on functioning and disability that provides a coherent 
framework for defining and measuring disability. The ICF represents a biopsychosocial 
model of disability that integrates social and medical models of disability, 
conceptualising a person's level of functioning as a dynamic interaction between her 
health conditions, environmental factors and personal factors (WHO, 2013). The ICF is 
now generally followed to further improvements in human rights (WHO 2001, p. 5-6), 
for example in the case of the UN Standard Rules and the UN CRPD, and in national 
legislation. The use of the ICF to describe, measure and collect data on disability is a 
fundamental requirement of the UN. The importance of the ICF lies also in providing a 
scientific basis for monitoring disability in general and monitoring of the 
implementation of the provisions of the UN CRPD. Comparability of data between 
countries is required on the basis of the standardization of disability measurement 
tools. Unfortunately, due to the lack of standardization instruments in the Russian 
Federation, a full comparison between the data of Germany and the Russian 
Federation is impossible.45  In addition, the ICF plays an important role in training 
specialists in the field of rehabilitation and is a vital rehabilitation tool. In Germany, the 
new German Social Code IX (SGB IX) from 2001, Rehabilitation and participation of 
people with disabilities, is based on the ICF philosophy. All guidelines and general 
recommendations within the context of rehabilitation have been adjusted to those of 

 
45 This also applies to a variety of other European states due to the fact that there is still no established 
procedure for classifying disabilities and chronic illnesses. While the ICF is employed in some cases 
(e.g. in reduced forms), it is not a mandatory requirement. On the other hand, the use of ICF is 
gradually on the rise. 
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the ICF as well (Schuntermann 2005). Russian disability assessment guidelines have 
been adjusted to the ICF accordingly since 2014, although not fully. 

The disability concept that underlines limitations in participating in the society and 
responsibility of society for these limitations, has important implications for 
developing policies for people with disabilities. Policies and programmes aimed to 
increase participation should be focused not only at the individual level, e.g. medical 
rehabilitation aimed at correcting a particular health disorder, but also at the level of 
society (for example, through introduction of universal design). In Russia, rehabilitation 
has been understood as the restoration of abilities.46 In the spirit of the UN CRPD, 
rehabilitation should be understood as restoration or compensation of limited 
functions of the body, as well as the creation of conditions for overcoming barriers that 
impede the realization of abilities. In Germany, rehabilitation is understood 
accordingly with the ICF biopsychosocial model, where the nature and degree of 
disability and environmental factors are important. On the European level 
rehabilitation is more linked to integration, but in German law and on the level of 
policies, rehabilitation is based on inclusion47 (as an example, BMAS National Action 
Plans “Our Ways into an inclusive Society”, “Inclusion Map” initiative, political and 
technical goals of the educational system tailored to inclusion).  

When we turn to the field of education, Article 13 of the International Covenant on 
Economic, Social and Cultural Rights mentions the “right of everyone to education” in 
order to facilitate meaningful participation of individuals within their society. The 
document specifies that primary, secondary and higher education should be free of 
charge and “accessible for all” along with the right of the parents or legal guardians to 
select an institution for their child. The UN Standard Rules emphasize the integrity of 
education provided for disabled children in the general system and clearly articulate 
the preference of inclusion into mainstream education over special support measures 
(Niemeyer 2014). The Salamanca Statement on Principles, Policy and Practice in Special 
Needs Education of 1994 has done much to encourage inclusive practices in education. 
Among the principles on the equal right to education for children with disabilities, this 

 
46 “Rehabilitation of people with disabilities is a system and process for the full or partial restoration 
of the abilities of people with disabilities to take part in domestic, public and professional activities. 
Rehabilitation of people with disabilities is aimed at eliminating or possibly more fully compensating 
for the disability caused by a disorder of health with a persistent disorder of the body's functions, for 
the social adaptation of disabled people, their achievement of financial independence and their 
integration into society”. Act No. 181-FZ of 24 November 1995 on Social Protection of the Disabled 
People.  
47 When we speak of inclusion, it is important to bear in mind that the term “inclusion” is understood 
differently in different disciplines; is often not congruent with the position of Disability studies or 
understanding of the term by disability movements. “Inclusion” as a rhetoric and a norm, on the one 
hand, and inclusion practices, on the other, should be differentiated.   
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framework contains a detailed medium-term plan for an expanded programme for 
inclusive schools. The implementation of this programme in Russia is only at its initial 
stage, but its principles are laid out in the legislation "On the Basics of Social Services 
for Population in the Russian Federation" No. 195-FZ of 1995 (amended on 25 
November, 2013), "On the Social Protection of Persons with Disabilities" No. 181-FZ of 
1995, and in the new law "On Education" No. 273-FZ of 2012. In Germany it is reflected 
in the administrative policies of the educational ministries of the German 
Bundesländer.   

The ILO Declaration on Fundamental Principles and Rights at Work and its 
Implementation Mechanism (1998), states that all member states have an obligation 
to respect, promote and implement a principle of non-discrimination in employment 
and occupation. The ILO Convention No. 111 (in force 1960) on discrimination in 
employment defines the concept of discrimination and prohibits it in all its 
manifestations.48  In relation to employment injury protection and the provision of 
adequate benefits for workers with injuries, sickness and disabilities, the following ILO 
standards can be mentioned: ILO Convention No. 102 (Part VI), The Employment Injury 
Benefits Convention, 1964 (No. 121), ILO Convention No. 121 (stressing integrated 
approach to improving working conditions and reintegration of people with disabilities 
in the labour market), and ILO Recommendation No. 202 (tackling social exclusion 
through income security guarantees).49  

Finally, in the field of accessibility, the main legislation standards are the "UN Standard 
Rules for Equal Opportunities for Persons with Disabilities" (also specifically in the Rule 
5 of the target areas of equal participation) and the UN CRPD (in particular, its Article 
9 on accessibility).  However, in general accessibility seems to be more often paid 
attention to from perspective of physical disability: only 12 countries in the EU adopted 
accessibility standards, most of them concern physical impairments. For sensory 
disabilities, accommodation is highly unsatisfactory if not non-existent in many EU 
countries.50 

Within our research, it is important to highlight those articles of the UN CRPD that are 
related to social inclusion and bear importance for deaf, late-deafened and HoH 
people. Social inclusion is recognized as a general principle (article 3), a general 

 
48 The other standards include the ILO Code of Practice: Managing disability in the workplace; No. 
159 Vocational Rehabilitation and Employment (Disabled Persons) Convention (1983), No. 168 
Vocational Rehabilitation and Employment (Disabled Persons) Recommendation (1983).  
49 See ILO Social Protection Report (2017), Box 3.15 “International standards relevant to employment 
injury protection”. 
50 Input by Albert Prevos, European Disability Forum, 4 December 2017, European Commission, 
Brussels. 
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obligation (article 4) and a right (articles 29 and 30). The UN CRPD covers social 
inclusion including respecting human dignity, allowing the freedom of choice; 
independence; and the inclusion of all members of society.  There are several articles 
of particular relevance to inclusion of hard of hearing persons: Article 2: Definition of 
communication (display of text and communication technology); Article 9: Accessibility 
(information and communication); Article 24: Education (most appropriate means and 
modes of communication and environment for the individual; Paragraph 3 of Article 
24 obliges participating States to provide persons with disabilities with the opportunity 
to learn "life and socialization skills in order to facilitate their participation in the 
educational process and as members of the local community"; Article 24, paragraph 4, 
of the Convention is dedicated to ensuring the education of persons with disabilities in 
order to realize their rights to education. The Convention obliges to take "appropriate 
measures to recruit teachers, including teachers with disabilities who use sign 
language; For the purposes of education and integration of persons with hearing loss, 
participating States "promote the development of a sign language and the promotion 
of the linguistic identity of the deaf" (subparagraph 3, paragraph 3 ct 24)); finally, 
Article 27: Employment (reasonable accommodation in the workplace). There is no 
direct reference to hearing loss/hard of hearing in the text, but everything addressing 
people with disabilities includes the HoH, as many of the points addressing the deaf 
are applicable to HoH as well.  

4.2 Disability policies in Russia  

4.2.1 Disability policies in Russia: the background 

During the last decade, the number of the disabled in Russia has doubled and amounts 
to about 12.5 million (8% of the population) of officially registered disabled persons 
over the age of 18.  According to Ministry of Health and Social Development data from 
2011, in Russia there are about 200,000 deaf and hard of hearing people.51 However, 
according to the statements of the All-Russian Society of the Deaf (VOG), 
approximately eight to nine million people across Russia have a hearing loss. Among 
them, up to about 1.5 million people have a severe hearing loss; 250-300 thousand are 
totally deaf and sign language is used by about 120,000 people. At the same time, the 
real scale of the target group of social policy regarding people with disabilities is much 
greater. The Ministry of Labour estimates it to be around 40 million people, referring 

 
51 See Khamzieva, L. (2011). "Strana gluhih: invalidy po sluhu chuvstvujut sebja inostrancami v Rossii" 
[The land of the deaf: people with hearing disability feel like foreigners in 
Russia]. https://ria.ru/society/20110925/443313252.html. [Last accessed on 16.05.2015]. 
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to them as citizens with “restricted mobility”52. Statistics on disability are based on the 
amount of registered people with disability status. Thus, it is only those willing to 
complete difficult bureaucratic procedures in order to achieve this status that are 
counted in the official list of those with disability status.53 In Russia there are four 
sources of statistics on people with hearing loss: Rosstat (Federal Service of the State 
Statistics), the Ministry of Labour, the Pension Fund, VOG. Yet, all of these sources refer 
to different figures. This sudden upsurge in registrations has caused financial problems 
in delivering social support to the disabled. The difficulties of analysing disability issues 
and implementation of social policy in relation to people with disabilities are related 
to the fact that disability is monitored only when it is legalized through official status.  

In Russia, there was no unified departmental registration and registration system for 
disability until the Federal Register of Disabled Persons came into force in 2016. In the 
Soviet Union, economic equality was thought to have solved all social problems. 
Disability was not recognized as a social problem but as a medical issue, and this trend 
continued into the 2000s. Government is responsible for provision of a pay-as-you-go 
“solidarity” component, which includes payments of disability pensions. The sources 
of funding for basic pensions are payroll taxes paid by employers and transfers from 
state budgets. Thus, a substantial part of expenditures continues to be a government 
responsibility. Private disability and health insurance also have emerged in Russia, and 
these risks and costs are also closely related to official disability status (Merkuryeva, 
2004, Becker, 2008). The levels of disability payments and other pensions vary 
according to economic conditions. Their amounts are not high, but for the majority of 
a population they represent the key source of income. Three ‘degrees’ of disability are 
outlined in the ‘The Law on State Pensions in the Russian Federation’: (i) ‘degree one’: 
those who are totally unable to work; (ii) ‘degree two’: those with severe but not 
permanent disability; (iii) ‘degree three’: those with only partial disability, to which 
HoH/deaf people belong (Sinyavskaya 2004). A special medical social expertise 
commission defines disability status.  

In the Russian Constitution, the term "disability" is present in conjunction with the 
notion of "guaranteed social security” (Article 39). According to this article, every 
citizen of Russia is guaranteed social security in case of disability. In 1995, the law 181-
FZ “On social protection of people with disabilities in the Russian Federation” was 

 
52 See Maleva T.M. (2017). Disability and social status of disabled people in Russia. Publishing house 
“Delo”, the Russian Presidential Academy of National Economy and Public Administration (RANEPA), 
Moscow. 
53 In St.Petersburg, for example, official data indicates 17 618 people with hearing loss who have a 
disability status (2,7% from the entire amount of people with disability status) while in reality numbers 
are larger. Data from the “Electronic social register of the population of St. Petersburg”, St. Petersburg 
City information-payments centre. 
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introduced, marking a shift in policy. For the first time, the provision of equal rights to 
the disabled in the realization of civil, economic, political and other rights and 
freedoms provided by the Constitution and following the norms of international law, 
were declared. The 1995 Law has two crucial features. The first is associated with the 
definition of the “disabled person”. If earlier only a stable impairment could be a 
ground for recognizing one’s disability, now other spheres of human life, besides one’s 
ability to work, have been included in the definition. The second change has to do with 
the shift from passive forms of support to rehabilitation and integration of the disabled 
people into society (Merkuryeva, 2004). Until today, medical categories of disability 
have been prevailing in Russian disability policy. A definition of “disability” and norms 
is absent from the law. Despite the efforts of DPOs to arrive at a new definition of the 
“disabled person”54,  the definition remained so far the same: a disabled person is a 
“person who has a health impairment with a sustained disorder of bodily functioning 
caused by disease, the consequences of injuries or defects, which limit daily activity 
and make social protection essential” (Federal Law 181-FZ). This covers restrictions on 
life activities, such as being able to look after oneself, move around, interact with 
others and account for their own actions. Limitation of life activity is presented acts as 
a cause of disability and not as a consequence of it, which contradicts the UN CRPD.  
Social protection, based on other provisions of the Law, includes professional 
rehabilitation, compensation or restoration of such a limitation of life as an ability to 
work. The Medical-Social Expertise (MSE) body identifies disability and disability 
category on the basis of the criteria and classifications defined by the Ministry of 
Health (and, consequently, the amount of the allowance is identified), and decides 
whether the disabled person needs rehabilitation such as a job placement. For 
disability assessment, the MSE considers medical documents collected by a person 
with a disability (usually over a month) and runs a medical examination for a person 
with a disability in question. 

The Russian model of social policy in relation to people with disabilities is aimed at 
providing them with payments that compensate for the loss or decrease in working 
ability, as well as services in the medical rehabilitation sector (free of charge health 
resort treatment, provision of medicines and means of rehabilitation, medical care at 
home)55.  

 
54 During the review of the Law 181-FZ in 2012-2014 in connection with the UN CRPD ratification by 
Russia in 2012, efforts were made to move to a definition that viewed the limitation of life activity as 
a consequence of disability, rather than as a cause, and to include this as an interaction with social 
barriers and environmental factors. 
55 People with disabilities have the right to receive a set of social services, which includes the provision 
of vouchers for health resort treatment, free travel on suburban railway transport, and intercity 
transport to the place of treatment and back. In the event of the refusal of state social assistance, 
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The social model of disability existed declaratively in some sections of the Russian 
legislation: e.g. to make state institutions accessible to wheelchair users. But at the 
same time, the bulk of policies, legislation and services are generally firmly based in 
the old paradigm, the biomedical model.  

4.2.2. UN CRPD ratification and implementation 

The UN CRPD, ratified in 2012 by the Russian Federation, imposes a number of serious 
obligations on the state, including the creation of a system for integrated monitoring 
of disability, and with its help, the development of a balanced and scientifically 
grounded policy. This monitoring disability in the Russian Federation has been 
characterized by fragmentation and lack of transparency. The ratification of the UN 
CRPD and the activation of the activities by disabled people's organisations (DPOs) and 
NGOs revealed the existing legal gaps or inconsistencies in the existing norms of civil 
legislation with regard to persons with disabilities, to the requirements of international 
law. This led to a Federal Law on the protection of the disabled No. 419-FZ of December 
1, 2014.56 This led to subsequent changes in the basic law on the protection of the 
rights of persons with disabilities 181-FZ. A legal framework was established to curb 
discrimination on the basis of disability. For the first time in Russian legislation, the 
norms of accessibility of objects and services vital for disabled persons, were 
developed. 

On the basis of these federal acts, state programmes were set up in various regions, 
including the development of an accessible environment, also through the state 
programme "Accessible Environment" 2011-2020. Having said that, regional 
programmes for people with disabilities often do not take into account the specific 
economic and social characteristics of each region. At the moment, most of them are 
“copies of federal programmes and operate with common numbers and cliché 
phrases” (Burdyak et al, 2017, p. 100).   

We already mentioned the criteria for the assessment of national policies towards 
people with disabilities. The Russian Federation meets those criteria in part, but still 
mostly in a formal way. 

 
people with disabilities are entitled to a monthly cash payment in accordance with the 181-FZ Law 
Article 28.1. Its value is set depending on the disability degree and is indexed annually based on the 
forecasted level of inflation. 
56 25 laws were amended regulating the provision of services to disabled persons in the spheres 
of transport, culture, information, health, communications, housing and communal services. In 
particular, the laws No. 143-FZ of 14.06.2011; No. 355-FZ of 30.11.2011; No. 110-FZ of 10.07.2012; 
No. 296-FZ of 30.12.2012; No. 302-FZ of 30.12.2012; No. 11-FZ of 23.02.2013; No. 124-FZ of 7.06.2013; 
No. 168-FZ of 2.07.2013.  



 
 

80 

4.2.3 An officially recognized policy for the disabled 

 The 1995 Law 181-FZ “On Social Protection of Disabled People” fulfills this criterion 
but there were no mechanisms of its implementation since its adoption: norms on the 
availability of social infrastructure facilities were introduced in 1995, but due to lack of 
mechanisms and failures in identifying which authorities should take responsibility, 
nothing happened until the revision of the law in 2012-2014. There is no truly inclusive 
disability policy as issues are not mainstreamed yet in most of the legislation; it is more 
a work in progress. As mentioned, the 1995 Law and its new paradigm have been 
extremely difficult to implement, since provisions of the law could not be realized even 
in the medium-term perspective. One of the “achievements” of the 1995 Law was the 
rapid growth of the amount of disabled people and complex processes of 
restructuration of this social group depending on various social benefits. One of the 
consequences has been the vicious practice whereby all norms are divided into the 
priority groups of “compulsory” (as a rule, financial or material) and secondary or 
“optional”. In relation to people with disabilities this practice is especially visible. The 
reproduction of the existing social asymmetry was observed as well. Research shows 
that most of the social support reaches low-income groups, but does not reach the 
poorest groups of the population. In this way, disability policy conveys almost all 
contradictions pertinent to the modern social-economical situation and political 
paradigm in Russia. On the other hand, many rehabilitation centres were created and 
people with disabilities received the opportunity to access new means of rehabilitation 
free of charge or with compensation, in accordance with the prescriptions of the 
Individual Programme of Rehabilitation (IPR) that was introduced in 2004. It should be 
noted that the concept of rehabilitation in the Law 181-FZ differs from the concept 
introduced by the ICF as it does not include the efforts to overcome social and 
environmental barriers (Burdyak et al, 2017). The mechanisms of the IPR did not fully 
work and their implementation required lots of time. It has been not only a problem 
of resources, but of establishing priorities and the failure to enforce implementation 
of the legislation.  

The law 419-FZ introduced the Federal Register of Disabled Persons and the concept 
of rehabilitation for disabled people and has been in force since 2016. The new register 
takes into account not only the age, the disability category, but also the educational 
level of a person, his/her housing conditions, information about the person's need for 
technical means of rehabilitation, what technical means of rehabilitation (TMR) s/he 
uses, when they were issued and for how long, how a person's employment was 
realized, what kind of education s/he received, recommended rehabilitation or 
habilitation activities, cash payments and other social protection measures. What is 
not included is any indication of needs other than TMR. Since 2012, new classifications 
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and criteria for the disability assessment have been developed and piloted in the 
implementation of medical-social expertise. An order from the Ministry of Labour No. 
1024N3 from 17.12.2015 offers clear formulations of the clinical and functional 
characteristics of persistent disorders of the body's functions caused by diseases, 
consequences of injuries or defects. In accordance with the ICF, the new classification 
introduced a classification of the main types of disorders of human body structures. In 
the new classification of disability assessment criteria, the German model for disability 
assessment is used as the basis. The quantitative system to estimate a degree of a 
manifestation of persistent disorders of bodily functions has been thoroughly 
calculated. This means that the risk of corruption acts is minimized, and uniform 
application of classifications and criteria used in conducting medical and social 
expertise is introduced. This is expected to reduce the subjective factor in the conduct 
of medical and social expertise and disability assessment as well as to minimize existing 
corruption in the MSE bodies. The classification of functional impairments, however, 
is still carried out according to the ICD-1057. The very principle of disability assessment 
has changed, however, the classification and criteria do not include the classification 
of the body structure impairments and environmental factors, which seems to be the 
most significant deviation from both the ICF model and the definition of disability as 
per the UN CRPD.  

The law 181-FZ also does not specify that the requirements for the TMR and standards 
of rehabilitation measures and services should be compulsorily reviewed in 
cooperation with the associations of disabled people. According to its stated goals, 
social policy towards people with disabilities should bear an active character. In 
practice, the proclaimed goals are often replaced with the measures on social provision 
for disabled people.  

4.2.4 Special anti-discrimination legislation towards the disabled 

Russia has a special law and common law that does not discriminate against people 
with disabilities. Although formally the social protection of disabled people in the 
Russian Federation is guaranteed, there has been no anti-discrimination normative 
document (Zhavoronkov, 2007) or an administrative measure of state responsibility for 
the rehabilitation process, which is due to the lack of regulations governing the 
financing of inclusive projects (Maleva, Vasin, 2001). The inadmissibility of 
discrimination on the basis of disability was introduced by Federal Law No. 419-FZ of 
01.12.2014. To implement this law, the regions of the Russian Federation had to make 

 
57 WHO International Classification of Diseases, Tenth Revision. See 
http://www.who.int/classifications/icd/en/. It provides information on health conditions and 
diagnosis but does not cover functional status. [Last accessed 18.03.2016] 
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changes to the regional legislation regulating legal relations in the sphere of social 
protection, health, education, employment, culture and other spheres of life. 
However, most regions approached this task without much interest in implementation. 
Federal Law No. 273-FZ of December 29, 2012 "On Education in the Russian 
Federation" has been brought into line with the norms of the UN CRPD with regard to 
non-discrimination in the field of education. The law, in addition to introducing the 
principles of inclusive education, guarantees the right to receive quality education for 
persons with disabilities (Part 5, Article 5 of the Federal Law), introducing changes in 
state educational standards (Part 6, Article 11).  

In reality, discrimination can be observed in many spheres, including in the field of 
access to health: in Russia, discrimination against citizens in relation to health care is 
usually not based on disability per se, but on the basis of a huge income gap. According 
to official data, the so-called decile coefficient, the ratio of incomes of 10% of the 
richest to the income of 10% of the poorest, is 16 times in the country (Smolin, 2012). 
People with disabilities, most of whom are low-income citizens, are discriminated 
against precisely in this capacity. The poverty problem and lack of access to the services 
were acknowledged by the state; as a countermeasure, introducing fees for services 
and the development of the private sector in the social sphere were initiated. The 
benefits of the social state only belong to those who can pay for it. 

A bill on the institution of the Commissioner for the Protection of the Rights of Persons 
with Disabilities in Russia was introduced in the recent years, but it was rejected out of 
the concern that the introduction of such position "would lead to the duplication of its 
functions with those of existing institutions". These are the ombudspersons, the 
ombudsperson on the rights of the child, and the Presidential Commission for People 
with Disabilities.58 

4.2.5 Coordination of national policy towards the disabled  

Since 2012, the key national policy coordination body with regard to disabled people 
has been the Presidential Commission for People with Disabilities, which was 
established to coordinate the efforts of various ministries, departments, public 
organizations on operational activities in the development of state policy in the field 
of protection of disability rights and social support to people with disabilities. 
Currently, at the federal level, four ministries – the Ministry of Labour and Social 
Protection, the Ministry of Health, the Ministry of Education and the Ministry of Sport 

 
58 See “V Gosdume predlozhili sozdat' post upolnomochennogo po pravam invalidov” [A proposal to 
create the position of an ombudsman on disability rights was made in the State Duma]. 
https://www.rbc.ru/politics/18/09/2017/59bfa2ac9a7947d2ac13310c. [Last accessed on 
21.09.2022] 
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– are responsible for the activity on ensuring disability rights. The Ministry of Labour 
and Social Protection has a Department on People with Disabilities in its structure and 
is the main federal executive body responsible for developing and implementing state 
policy and normative and legal regulations in the field of disability rights. This includes: 
medical and social expertise, provision of prosthetic and orthopedic assistance, 
rehabilitation of disabled persons, labour protection, employment, social protection 
and social services. However, a review of the federal statistical observations of disabled 
people and monitoring sociological studies has shown that even the key federal 
ministry (the Ministry of Labour) does not have complete information on the 
implementation of the norms of sectoral legislation in relation to people with 
disabilities either in general or in the subjects of the Russian Federation (Burdyak et al, 
2017). Collegiate bodies for people with disabilities are also established under separate 
ministries, such as the working group under the Ministry of Labour developing 
proposals on improving the mechanisms for employment of people with disabilities, 
stimulating the development of specialized work places. 59  Models similar to the 
Presidential Commission exist at the regional level. The management of the social 
insurance system is carried out with the help of specialized funds: the Pension Fund, 
the Social Insurance Fund and the Mandatory Medical Insurance Fund. At the regional 
level, the management is exercised by the executive bodies of the subject of the 
federation.  

4.2.6 Non-governmental organizations for people with disabilities 

 Since 1990s, these organizations have grown in scope, professionalism and number 
across all Russia, working for different types of disabilities. Disability NGOs were the 
force that lobbied for changes in the social policy and managed to achieve them. Over 
the past 20 years, a number of regional organizations of disabled people have 
appeared in Russia, not only providing social services to disabled people, but also 
participating in the development of public policy and legislation. The state declares its 
support for socially oriented non-profit organizations. However, in practice, the search 
for sources of financing is the main challenge in terms of organizational activity. Recent 
legislation, including an infamous law on “foreign agents”60 also drastically limited the 
possibilities of NGOs to conduct their activities (more on this in Chapter 4). 

 
59 Order No 246 of the Ministry of Labour of the Russian Federation of 07.06.2013. 
60  See 121-FZ, 2012 "On Amendments to Certain Legislative Acts of the Russian Federation Regarding 
Regulation of Activities of Non-Commercial Organizations Performing the Functions of a Foreign 
Agent" 
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4.2.7 Access of people with disabilities to civil rights 

People with disabilities have a right to form their associations. According to the revised 
181-FZ Law, federal executive bodies, executive authorities of the subjects of the 
Russian Federation, local self-government bodies, organizations, regardless of 
organizational and legal forms and forms of ownership, work with authorized 
representatives of public associations of persons with disabilities to prepare and adopt 
decisions affecting the interests of disabled people. Decisions made in violation of this 
rule may be declared invalid in court. Participation in public and political life, however, 
is impeded due to lack of accessibility and social stereotypes. To give an example, there 
are a few deputies with disabilities in the State Duma (wheelchair users and a blind 
person). Formally, the right to a public education, including preschool, primary, 
secondary and higher vocational education, is guaranteed by the Constitution of the 
Russian Federation and the Law of the Russian Federation "On Education". In reality, 
however, access to it is impeded for people with disabilities. As a step to inclusive 
education, from September 1, 2016, the federal state educational standard (FGOS) for 
primary general education of students with disabilities was approved by the order of 
the Ministry of Education and Science of the Russian Federation. 61  Its gradual 
application across the country has included free legal assistance for people with 
disabilities in degree I and II, elderly citizens and people with disabilities living in social 
service organizations that provide social services in a stationary form, and children with 
disabilities.62 

4.2.8 Legal and administrative mechanisms for protecting the rights of people with 
disabilities 

Formally and overall, the legislative and administrative base for appeals is being 
developed. A person with a disability has the right to special assistance to participate 
in the court procedures, but the assistance is limited or the means of assistance, such 
sign language interpreters, are lacking. The Code of Administrative Offenses of the 
Russian Federation introduced a mechanism allowing legal entities to monitor whether 
the rights of persons with disabilities are being infringed. This includes areas such as 
employment, with fines for employers failing to create or allocate the quota level 
allocation of jobs for disabled people (Article 5.42 of the Administrative Code). Also 

 
61 The first steps towards introducing inclusive education were manifested by “The concept of the 
Federal State Educational Standard for Students with Disabilities”, and the Order of the Ministry of 
Education and Science of the Russian Federation of December 19, 2014 No. 1599 "On approval of the 
federal state educational standard of education for students with intellectual disabilities". 
62 Federal Law "On free legal assistance in the Russian Federation" from 21.11.2011 N 324-FZ, Article 
20. 
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included is free disabled parking (Article 5.43 of the Administrative Code) and the right 
to special assistance in court cases. However, the availability of these judicial and 
administrative resources to people with disabilities remains problematic. Premises of 
courts and administrative institutions are not accessible; low legal literacy and the low 
awareness of disabled people about their rights remain an issue. Only a few people 
with disabilities undertake to defend their rights in court. Yet, most of these efforts 
gain little public interest and rarely end in success. Still, the legislative field does now 
provide far more protection for the rights of disabled people than it did ten years ago. 

In terms of legally established list of benefits, privileges, and compensations provided 
to people with disabilities, Russia should be considered a country that pays a lot of 
attention to their needs. As compared to other countries, Russian state standards of 
social security for people with disabilities seem especially consolidated. There is an 
extensive system of benefits and compensations for people with disabilities: provision 
of housing (incidentally, right to housing is missed out in the UN CRPD); a monthly cash 
disbursement; a set of social services (medicines, health resort treatment, free travel 
in suburban trains, to the place of health centre treatment and back) in kind or in the 
form of cash compensation; benefits for housing and utilities, the right to priority 
acquisition of a land property; compensation payments to persons caring for the 
disabled; social services for disabled people (in-patient and at home); and the 
provision of technical means of rehabilitation and services. There are disability 
allowances (“social pensions”) that are provided according to the degree of disability 
(I, II and II) and any person with a disability status is entitled to them. Social support is 
not tied to the means testing such as the income level of a disabled person or his 
family. The pensions do not relate to benefits and compensations for "active 
rehabilitation", that is, they do not help the disabled person to return to society. 
Instead, they perform the function of social support for disabled people and are a social 
benefit. In addition, the regions have the right to determine additional measures of 
social support for disabled people and families with children with disabilities. The main 
part of disability benefits in Russia is provided in the form of labour disability pensions 
through the Pension Fund of the Russian Federation. Apart from disability pensions, 
which comprise the main part of social security for disabled people, there is a 
complicated system of payments for industrial accident injuries and temporary 
inability to work administered by two other non-budget funds: the Social Security Fund 
and the Compulsory Medical Insurance Funds. The system provides a whole range of 
payments for those who are not eligible for labour disability pension, such as disability 
pensions to civil servants, social pensions to disabled without employment record and 
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“disabled from childhood”.63 Yet, up to now recipients of labour disability pension have 
comprised the majority of official disabled population (Merkuryeva, 2004). When 
discussing the UN CRPD implementation, the All-Russian Society of the Disabled was 
cautious to make sure that while the social approach is applied to disability policy, 
people with disabilities are not deprived of a social safety net, since conditions in the 
society do not yet allow people with disabilities to live independently without support 
via social benefits. In the field of health care, many are faced with the lack of 
specialized doctors or doctors who are well versed in the nuances of different 
diagnoses or could prescribe competent treatment or supportive therapy. There is 
some dissatisfaction with the quality of free rehabilitation services (Burdyak et al, 
2017). 

4.2.9 Accessibility of physical environment for the disabled person 

The federal target programme, “Accessible Environment”, has included some of the 
necessary measures to adjust the infrastructure to the needs of disabled people since 
2011.64 The programme seeks to improve the system of expertise and rehabilitation of 
disabled people, providing assistance in obtaining education and employment, and 
integrating disabled people into cultural, sports and social life. In practice, the 
implementation process is often delayed. The authorities claim that the problems are 
due to a lack of funding. Another key issue, however, is the lack of control over 
redistribution of resources. Wheelchair users are usually the key beneficiaries of the 
accessibility efforts as the most visible disability group, but the quality of these 
measures leaves much to be desired as ramps often cannot be used and do not meet 
the basic quality standards.  

A number of special measures have been implemented in Russia, albeit in a limited 
manner. For example, some regular TV programmes use sign language or captions for 
deaf people, but only at limited times of the day. The implementation of the 
“Accessible Environment” program was expected to produce up to 12,500 thousand 
hours of subtitles a year by 2015, which would constitute 50% of the total volume of 
broadcasting of selected all-Russian public television channels. The volume of 
broadcasting of these channels was, however, no more than 15% (Ministry of Health 

 
63 “Disabled since childhood” implies the cause of disability, established simultaneously with a degree 
of disability. This term is established for citizens over 18 years of age, in cases when a disability due to 
a disease, trauma or a defect that occurred in childhood, had taken place before the age of 18. 
64 We can date the transformation of the environment to meet the needs of disabled people started 
in Russia from 1992 Presidential Decree "On Measures on the formation of accessible living 
environment for the disabled" (Iarskaia-Smirnova, Naberushkina 2004). 
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and Social Development, 201365). Literature, including some magazines, is published in 
Braille or on audio tapes and CDs; publications with easy-to-read and large font are 
also produced, in a limited availability. The greatest attention to the needs of the 
people with disabilities is concentrated in the "Accessible Environment" and social 
security programmes. However, the proposed activities are not broken down 
according to priority target groups such as children and youth with disabilities, their 
parents; women with disabilities and elderly. The burden of responsibility is laid on 
local government, which produces progressing inequalities between the already very 
varying (in terms of economic wellness) regions.  

Overall, the norms of the Russian social legislation towards people with disabilities are 
indeed close to international standards in at least a formal sense. However, in practice, 
the goal of equal participation of people with disabilities clashes with historically 
conditioned policies of segregation. Despite significant improvements, social policy 
towards people with disabilities is still built in a way as to tie them to the state 
institutions’ services, rather than creating conditions for participation and 
independent living.  

4.2.10 Access to rehabilitation, information and communication for people with 
disabilities and HoH people 

Law 181-FZ defines medical rehabilitation as reconstructive surgery, prosthetics and 
orthotics, sanatorium treatment; professional orientation, general and vocational 
education, vocational training, assistance in employment (including development of 
special workplaces for people with disabilities), production adaptation; social-
environment, socio-educational, socio-psychological and socio-cultural rehabilitation; 
social adaptation; sports and recreation.66 Under the rehabilitation of a person with 
hearing loss, Russian experts prefer an individually oriented programme of activities 
aimed at allowing the person to achieve communicative social status, returning him or 
her to the state enjoyed before hearing loss (for late-deafened or persons with age-
induced hearing loss) (Tzyrjulnikov 2006). In other words, when we consider the 
inclusion of a person with hearing loss in the practice of diverse social interaction, the 
main goal is rehabilitation. If the hearing limitations with a child took place during the 
pre-lingual period, then the “start level” of social communication status that should be 
achieved must corresponds to the level of hearing children e.g. in the beginning of the 
“school” life period. In these cases it is opportune to use the term habilitation meaning 

 
65 See article “Subtitrov na televidenii budet bolshe”[There will be more captioning on television]. 
http://www.sluh-center.ru/news/86-subtitrov-na-televidenii-budet-bolshe. [Last accessed on 
15.05.2021] 
66 The list of directions of rehabilitation of disabled persons defined by the Law does not include 
such a direction as social services, contrary to the UN CRPD. 
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“attainment” and not the return to previously available status (Tzyrjulnikov 2006). The 
development of the communicative resources of such people is one of the most 
difficult tasks faced by rehabilitation specialists. Furthermore, Tzyrjulnikov argues that 
the rehabilitation of people with hearing loss is a multi-faceted complex process that 
comprises medical, pedagogical, psychological, professional, social, legal and law-
making rehabilitation that involves active participation from the side of the 
rehabilitated person with hearing loss (taking into consideration the age), as well as of 
his/her relatives and close ones (Tzyrjulnikov, 2006). Currently, the possibilities of 
supporting people with hearing loss have fundamentally changed due to the 
introduction of various rehabilitation methods, which can be divided into three groups 
(Koroleva, 2016): (i) technical methods that are comprised of both the means enabling 
sound amplification and the means focused on visual and tactile perception; (ii) 
medical methods such as conservative and surgical treatment; and (iii) psycho-
pedagogical methods.  

Formally, the state pursues a rather consistent policy in the development of the 
rehabilitation system for children and adults with hearing loss: Firstly, the hearing care 
centres are gradually equipped with modern diagnostic equipment; secondly, funds 
are allocated for hearing care for adults and children with disabilities, as well as for the 
planned replacement of the hearing aids every four years; thirdly, funds are allocated 
annually for cochlear implantation67 (CI) of more than 1000 HoH people68; fourthly, the 
procedures for the replacement of CI processors and the standard of auditory 
rehabilitation of patients with CI in the centres of implantation were developed; finally, 
funds are allocated for social assistance to people with hearing loss (Koroleva, 2016).  
CI surgery is generally covered by the state within the framework of the provision of 
tertiary care, but is not entirely free as funds are needed for e.g. determination of the 
indications for clinical trials, admission to the hospital, CI device setup in the future, 
and transport and accommodation costs for out-of-the-city patients. There are not 
enough qualified resources to conduct post-CI surgery rehabilitation period on the 
same level as in the EU Western countries, so the rehabilitation is often the 

 
67 CI surgeries in Russia are conducted in: Moscow "Russian Research Centre for Audiology and Hearing 
Aids"; Federal "Research and Clinical Centre of Otolaryngology”; Moscow Scientific and Practical 
Centre of Otorhinolaryngology; Burdenko Institute of Neurosurgery (private);  
Moscow Regional Clinical Research Institute of M.F.Vladimirskij; St. Petersburg Research Institute of 
Ear, Throat, Nose and Speech; "Clinical Hospital № 122”. There are also operations on the basis of 
local forces of surgeons from hospitals in Moscow and St. Petersburg, in particular, in Yekaterinburg, 
Ufa, Krasnodar, Voronezh and other cities. 
68 In 2009, St. Petersburg ranked third in Europe in terms of the number and quality of CI surgeries 
conducted. (Director of St. Petersburg Scientific Research Institute of Ear, Throat, Nose, and Speech 
Yuri Yanov). It is notable that the first CI surgery (conducted by Med-El, Austria, together with the 
Russian experts) was brought to St. Petersburg through the efforts of the author and her organization, 
Fund of Assistance to Children with Disabilities, in 1997.  
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responsibility of parents and patients themselves.69 Another part of the system for the 
rehabilitation of children with hearing loss is the law on inclusive education, which 
formally allows them to study in mass educational institutions. However, there is a lack 
of infrastructure for psychological and pedagogical rehabilitation of HoH people 
(Koroleva, 2016) as well as a lack of awareness of what assistive technologies they need 
in different rehabilitation contexts. In 1996, the Ministry of Health and Social 
Protection of Russia issued regulations No. 108 "On the introduction of audiological 
screening for new-borns and children of the first year of life". Since 2008, the new-
born hearing screening became a mandatory procedure. This had tremendously 
helped the success of rehabilitation of children with hearing loss, as early diagnosis of 
hearing loss is crucial to the successful habilitation, rehabilitation and social integration 
(Isenina, 1986, Kozhevnikova, 1995, Leongard, 1999). 

The Individual Programme of Rehabilitation (IPR) is the primary means of identifying 
disability and offering the corresponding level of support.70 This looks to consider all 
individual needs and targeting the state support as practised in advanced countries.71 
The IPR covers all things related to rehabilitation, including support for the disabled 
toward achieving independent living. The IPR of the 2004 year format included the 
sections on medical, social, professional, and psychological-pedagogical rehabilitation. 
While IPR is an obligation that state authorities must fulfil, for disabled people it 
appears more voluntary.  In various regions of the Russian Federation, IPR is introduced 
in relation to local conditions. 

Medical Social Expertise which is responsible for filling in the IPR form, does not have 
an adequately qualified staff of specialists who can develop a full-fledged, 
comprehensive individual rehabilitation programme. The IPR sections with measures 
of psychological and pedagogical rehabilitation, social rehabilitation are not filled at all 
or filled in poorly. Although the IPR fitted hearing aids without charge in St. Petersburg, 
there can be limitations on the number of specialists and equipment. There is a lack of 
competency among the staff of social-medical expertise commissions in relation to 
specific types of disabilities such as hearing loss. There are special oncology, cardiology, 
psychiatric MSE available, and though VOG (All-Russian Society of the Deaf) had called 
for the development of the surdological MSE, the VOG’s efforts were unsuccessful. In 
addition, survey results confirm that people with disabilities are not informed 

 
69 In St. Petersburg, the Association of Parents with Children with CI was founded with the aim to 
provide long-term support to parents and children during the pre-surgery period and post-surgery 
rehabilitation.  
70 Introduced by the Order of the Ministry of Health and Social Development #287 from 29.11.2004. 
71 Its introduction in Russia in 2004 symbolised the shift to the rehabilitation as conceptualised in the 
“developed countries”.  
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sufficiently about the IPR (Burdyak et al, 2017), something also found in the interviews 
conducted in this research.  

The Federal Law of 01.12.2014 N 419-FZ established general principles for the 
implementation of medical and social expertise as well as rehabilitation and the 
habilitation of disabled people, changes that have been introduced into IPR since 2016. 
If formerly, the disability degree was assigned depending on the degree of "life 
limitation" caused by the disorder of the body's functions, from 2016 the disability 
degree is determined depending on the "degree of manifestation of persistent 
disorders of the body's functions" (Federal Law N 419-FZ). As experts argue, the 
establishment of the degree of limitation of life activity implies subjective evaluation – 
it assesses an individual's ability to communicate, learn, control their behaviour, but 
the severity of persistent disorder of body functions can be objectively verified on the 
basis of a medical examination. 

A mechanism of control of the IPR prescriptions was established, where the 
responsible agencies (state institutions) are expected to report on the undertaken 
rehabilitation activities to federal MSE institutions. In turn, MSE federal institutions will 
exchange information with the employment service to promote employment for 
disabled people. One Federal order lists the means by which technical help and rehab 
is to be provided.72  This includes receiving special technical to ensure HoH/deaf people 
can understand IPR medical advice. These include: alarms with 
sound light and vibration; hearing aids, including custom-made earmoulds; TV sets 
with teletext for the reception of programs with closed captioning; 
Telephone devices with a text output (Chupina 2011).73 Between 2008 and 2010 it was 
possible for HoH to apply for full reimbursement of the hearing aids within the Federal 
list and in accordance with the IPR prescription. Order №240 guarantees disabled 
people’s rights to selecting their own equipment and services in line with their IPR, 
including full compensation for the cost of these items. The latter was a great step 
forward, one that can be attributed to the work of disability NGOs and the All-Russian 
Society of the Deaf. However, under the The Minister’s letter # 30-6/10/2-2561 from 
02.04.2010, 100% compensation was abolished due to the claim that the signing deaf 
people abused the benefits and sold televisions and hearing aids that they did not need 

 
72 Order of the State of the Russian Federation, 2005 N 2347-р. 
73 This includes telephone devices with a text output, but people could obtain mobile phones with the 
SMS function when the “telephone device with a text output” title of the product is clearly stated in 
the receipt. In 2013, the provision of services for the translation of the Russian sign language (sign 
language translation, tactile sign language translation) was added to the List by the edition of the 
Decree of the Government of the Russian Federation from March 16, 2013 No. 216. 
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to raise large amounts of cash. 74  More recent rules provide for the possibility of 
independent acquisition by a disabled person of technical means with subsequent 
compensation.75 However, compensation is only made within the tender value of the 
items. The cheapest TMR are purchased, and they are usually not the best and fail to 
improve life quality for HoH people.  

A person with hearing loss is given the opportunity to use a sign language interpreter 
up to 40 hours a year, funded, as well as TMR, from the budget of the Federal Fund of 
the Social Insurance76 or with further compensation in case of the service purchase. 
13,000 hours of captions were introduced throughout the year 2013 on the channels 
of the first multiplex (federal First Channel, Russia1, RussiaCulture, NTV, Carousel, 
TVCentre) which is nine times higher than the data for 2010 (Skripov, 2014) and which 
was close to the expected results of the “Accessible Environment” programme.77 

There are not enough sign language interpreters, however. According to the All-
Russian Society of the Deaf (VOG), it is necessary to train at least 7600 specialists while 
currently there are only 1100 specialists. Professional sign language interpreters are 
trained in the Interregional Centre for the Rehabilitation of Persons with Hearing 
Problems of the Ministry of Labour of Russia, in the Moscow Pedagogical, Volgograd 
and Orel State Universities. In ten higher educational establishments 1100 teachers of 
sign language are trained in the specialty "Surdopedagogy". Within the framework of 
the "Accessible Environment", the preparation of sign and tactile sign language 
interpreters is provided, as well as the training of Russian sign language at the basic 
level of specialists rendering public services. In 2015, a law was passed that obliges 
policemen to master the basics of sign language. It is interesting that the findings of a 
survey among people with different types of disabilities, such as those in need of 
permanent care, with mobility restrictions, with hearing loss and with sight 
impairments, 40% of people with hearing loss and 45% of people “in need of 
permanent care” claimed that social assistance, such as financial, material, services, 
plays a “vital role” and they “wouldn’t last a day without it” as compared to 30% of 

 
74 From the interviews with the hearing care centres’ staff and staff of St. Petersburg Federal Fund of 
Social Insurance. 
75 According to the adopted federal law of 8.10.2010 No. 345-FZ "On Amendments to the Federal Law 
'On State Social Assistance'", compensation for TMR acquired by the disabled person independently, 
is paid in the amount of the price at which these had been purchased for state needs. 
76  Decree of the Government of the Russian Federation from 25.09.2007 N 608 (as amended on 
18.11.2017) "On the procedure for providing services to people with disabilities translation of the 
Russian sign language (sign language interpreter, tactile sign language interpreter)" 
77 The amount of closed captioning will be curbed back, however, in 2018, to the norm of “no less 
than 5%” only. See Kulikov V. Na telekanalakh vvedut kvotu dlya program so skritimi subtitrami [TV 
channels will introduce a quote for programmes with closed captions]. https://rg.ru/2018/01/16/na-
telekanalah-vvedut-kvotu-dlia-programm-so-skrytymi-subtitrami.html. [Last accessed on 
17.01.2018]. 
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people with mobility restrictions and people with sight impairments (Fakhradova, 
2016, p. 70). 

4.2.11 Education for people with disabilities and HoH people 

Education policy of education for disabled people was regulated by the law 181-FZ “On 
Social Protection of Disabled People”, “On Education”, Federal Target Programme 
“Social Protection of Disabled people during 2000-2005”, Federal Programme for 
development of education, Presidential Programme “Children of Russia” (sub-
programme “Disabled Children”), Federal Target Programme “Developing unified 
educational informational environment (2001-2005)”, “On employment of the 
population of the Russian Federation”, the Labour Code and the Tax Code; and others 
(Sinyavskaya, Vassin, 2004). The modern education system in the Russian Federation 
has offered several options for teaching children with disabilities. These include 
education in special schools and boarding schools and specialized educational 
institutions with a 24-hour stay of students; training for children with disabilities in 
correctional classes in general education schools; home schooling; distance learning, 
in which children use specialized technology that allows the exchange of information 
at a distance, for example, multimedia equipment; and inclusive education, in 
accordance with Federal Law No. 273-FZ. Home schooling can be conducted on a 
general or ancillary programme, developed taking into account the abilities of the 
student.  

 There are eight types of correctional schools in Russia. Statistics on education of 
people with disabilities are partially published by various bodies, but they do not 
provide a complete overview of the situation. According to Rosstat statistics of 2004, 
only 250,000 disabled children got education out of 590,000 disabled children in 
Russia. Of these, 140,000 children were enrolled in general education schools, 40,000 
children were studying at home and only about 70,000 were in the special education 
system. According to the Ministry of Education and Science in 2010, university students 
with disabilities accounted for approximately 1% of the total number of students in 
Russia, in 2012 the number has changed to 0.3% (Smolin, 2016). Studies show that a 
more significant factor affecting the possibility of entering prestigious universities than 
income and place of residence of the family, is the social capital of the family (relatives, 
corporate, status connections) (Konstantinovsky, 2010). This would be an even more 
substantial factor for families of students with disabilities. 

Until now, the education of people with disabilities has been carried out mainly in a 
manner resembling segregation. Specialized educational institutions do not prepare 
people with disabilities sufficiently to compete at the job market; and some of them 
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train specialists that are not in demand. The level of education of persons with 
disabilities is mostly – and significantly – lower than of people without disabilities 
(Sinyavskaya, Vassin, 2004). Education of children with disabilities is currently not 
effective, and special (“correctional”) education cannot meet the needs of all children 
with disabilities in special correctional schools; the only way to solve problems with 
the education of persons with disabilities is the development of inclusive education. 
The 273-FZ law preserves and expands the package of social guarantees for disabled 
people to ensure the educational process (free textbooks, nutrition, medical 
monitoring of health status, services of sign and tactile sign language interpreters, 
etc.). With the aim of changing the attitude of society to disabled children, the law 
prescribes a change in the titles of “special (correctional) educational” institutions for 
students with disabilities which are to be renamed into institutions of “general 
education” (mainstream) (Article 108 of the Federal Law “On Education”). This has 
already negatively impacted specialised schools for HoH and deaf as some special 
schools started joining mainstream schools. There is a model of inclusive education 
where disabled children study together with non-disabled children in one class, but the 
system of training and retraining for teaching children with disabilities in general 
education has yet to be fully set up. This model is now being introduced as an 
experiment across various educational institutions in the regions of Russia. 
Model/pilot programmes of inclusive education are developed, although the real and 
main obstacle working against the participation of the disabled in such programmes is 
essential inaccessibility of environment. (Sinyavskaya, Vassin, 2004).   

The Psychology-Medical-Pedagogy-Commission 78  was given the role to conduct a 
comprehensive diagnostics of children with disabilities by various experts for the 
identification of disabilities and determining where they should study: in a regular 
secondary school or a “correctional” school. To ensure a child with hearing loss could 
study at a regular school, s/he should attain a certain starting level of speech and 
development by the start of the schooling period, one that allows his/her speech 
communication abilities to communicate on a par with his/her hearing peers. This is 
one of the pre-conditions for studying on an equal basis with hearing pupils, as this is 
is seen to use and develop his/her cognitive abilities to the fullest (Tzyrjulnikov, 2006). 
So far no complete system of rehabilitation for a student during the school period as 
well as supplementary and vocational education periods has been developed. The 
system should allow conditions for the interlinked interaction of medical, 
psychological, social and legal rehabilitation. The coordination of the rehabilitation 
activity of various specialists/experts is usually carried out by rehabilitation centres, 

 
78 The commission includes: a psychiatrist, a psychologist, a speech therapist, therapist, teacher and 
parents. 



 
 

94 

professional medical specialists, and rehabilitation specialists. In Russia such 
conditions have yet to be created. A crucial issue is the professional preparation of 
pedagogical human resources who understand the contemporary approaches of 
rehabilitation and can actively introduce them in practice. In regard to the 
rehabilitation of persons with hearing loss, such preparations have only just begun. 
There are no rehabilitation centres specifically for people with hearing loss that would 
provide necessary rehabilitation services through specially prepared and adequately 
trained staff who are capable of working with deaf and hard of hearing people. Another 
specific issue is the change of the function of the pre-school and school institutions for 
hard of hearing and deaf. The specialised institutions – intentionally or not – hamper 
the development of individually-oriented rehabilitation, inclusive and integrated 
education. However, it would be a mistake to close such institutions considering the 
substantial pedagogical experience that has been accumulated there throughout many 
years and the specific groups of children that need their services (Tzyrjulnikov, 2006). 
Maintenance of correctional schools is expensive; sometimes in order to save budget 
money, correctional schools are disbanded, children placed in ordinary schools where 
the school authorities "forget" to create special educational conditions for them 
(Smolin, 2012). In higher education, in accordance with the Russian Federation Law 
“On education”, the right to non-competitive admission to the bachelor's and specialist 
training programmes, subject to the entrance examinations, is provided to disabled 
people of categories I and II. With the new law, the norm is supplemented by the right 
of non-competitive admission of “disabled from childhood”. This includes young 
people up to 18 years old with the III category i.e. with hearing loss, provided they 
successfully pass the entrance examinations to higher educational institutions training 
under the bachelor's and specialist training programmes. A norm is established on the 
out-of-competition admission of disabled persons of Groups I and II and “disabled 
persons from childhood” (people with hearing loss) to higher educational institutions 
for training under the Master's programme, to receive free higher education without 
entrance examinations (part 3 of article 71 of the Federal Law “On Education). Many 
of the benefits are declarative; there is no mechanism for their implementation. For 
example, the right to non-competitive entry to higher education does not work 
without creating an appropriate barrier-free environment and ensured access to 
assistive listening technologies, suitable quality hearing aids or sign language 
interpretation. 

In higher education institutions, a fully accessible environment was established in 5% 
of universities, and partially in 25%79 (Smolin, 2012). According to available data from 
2006, at least 5 universities in the country: the Moscow Bauman State Technical 

 
79 As a rule, only accessibility for wheelchair users has been taken into account in the estimation. 
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University, Chelyabinsk State University, Krasnoyarsk Trade and Economic Institute, 
Gertsen Russian State Pedagogical University (St. Petersburg) and Moscow Pedagogical 
State University, have more than 100 students with disabilities enrolled in the context 
of educational integration, and in 18 mainstream higher education instiutions there 
are 40 to 100 disabled students (Belyavskij et al, 2006). There are three higher 
education instiutions that implement specialized programmes for disabled persons 
with state support: the Moscow Institute-boarding school for persons with disability of 
musculoskeletal system, State Specialized Institute of Arts (Moscow), and the Institute 
of Social Rehabilitation in Novosibirsk State Technical University. The most known 
universities with special groups with partial integration function that accept hard of 
hearing and deaf students are in Moscow Bauman State Technical University (well-
known for its accessibility provided specifically to students with hearing loss), Gertsen 
Russian State Pedagogical University (Saint-Petersburg) and Moscow State Pedagogical 
University (Iarskaia-Smirnova, 2004). 80  Most Russian higher education institutions, 
still, do not have minimum conditions necessary for accessible education.  

Based on the survey of unemployed people with disabilities in St. Petersburg, only 
wheelchair users have higher professional education more often than other disability 
groups. The group of respondents with hearing loss was least likely to have a higher 
professional education (only 10%). A significant proportion of people with hearing loss 
had primary vocational and secondary general education (23% each) (Akulich et al, 
2016). Distance-learning education is implemented in several institutions. There is a 
system of vocational training for people with disabilities: from active programmes in 
the labour market and specialized educational institutions functioning under the 
supervision of the Ministry of Labour of the Russian Federation to model centres for 
integrated general professional and higher education (Sinyavskaya, Vassin, 2004). A 
federal law was adopted to provide the state with services for translating sign language 
in obtaining vocational education. State programmes on education partially take into 
account the requirements of the UN CRPD on the accessibility of education, but there 
is no detailed description of measures that allow the achievement of the assigned 
goals. 

4.2.12 Employment for people with disabilities and HoH people 

According to the official data of the Auditing Chamber, about 8% of the total number 
of disabled people (Smolin, 2016) are employed. According to the all-Russian KOUZH-

 
80 The website of the All-Russian Society of the Deaf (VOG) indicates 52 universities and 51 college 
across Russia that can accept students with hearing loss. See “Kuda postupit v 2013 godu” [Where to 
apply in 2013]. http://www.voginfo.ru/obrazovanie/kuda-postupit-v-2013-godu.html. [Last accessed 
on 08.12.2017].  
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2014 survey81, however, 16% of disabled people have a paid work or a profit-making 
occupation. Among the 30- and 40-year-old disabled, the share of employees is 27% 
(Burdyak et al 2017). At this age, mainly disabled people with disability degree III work, 
almost half of them have a working income. For disabled people of the II degree, labour 
activity is less common – 15%. Every fifth unemployed respondent expressed readiness 
to return to the labour market if he/she is offered a manageable job. From the number 
of all disabled people this is 16% – almost the same as the amount of disabled who 
actually work (Burdyak et al, 2014). In other words, measures to create special jobs, 
promote employment of disabled people at home and their (re)training could double 
the inclusion of disabled people in the labour market. In the absence of normal 
unemployment insurance, people cannot afford to stay out of work for a long time and 
easily agree to various semi-formal or informal schemes of temporary employment, or 
shadow earnings (Soboleva, 2017). 

The 1995 law "On the social protection of disabled persons” is one of the most 
advanced laws in Europe, and it used the German experience. Unfortunately, in 
practice, it is poorly implemented. The 1995 law determined how to carry out special 
activities to enhance the competitiveness of disabled persons in the labour market but 
clear mechanisms for implementing these provisions were not defined. Accordingly 
with the recent legislation, for the employers whose number of employees exceeds 
100 persons, the legislation of the subject of the Russian Federation establishes a 
quota for hiring disabled people in the amount of 2-4 % from the number of employees 
(in St. Petersburg – 2.5%). For employers whose number of employees between 35 and 
100, the legislation of the subject of the Russian Federation may establish the quota in 
the amount not exceeding 3% from the average number of employees. Code of 
Administrative Offenses sets administrative responsibilities of employers for violation 
of the rights of disabled persons in the employment, but clear mechanisms and 
implementation of these provisions are not spelled out.  

De-facto the most common way of workplace allocation is through specialized 
enterprises, though economy in transition affected the specialized employment of 
disabled people in a rather negative way. Almost all specialized enterprises 
experienced difficulties even in the favourable conditions of tax benefit system. 
However, in the recent years state support of such enterprises was increased. In St. 
Petersburg, new workplaces were created and conditions and labour protection for 28 
existing work places at the All-Russian Society of the Deaf social rehabilitation 

 
81 KOUZH-2014 – Comprehensive survey of living conditions of the population conducted in 2014.  
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enterprise "Pavel"82 were improved in 201383. Under the federal program to promote 
employment by territorial bodies of the Ministry of Labour and Social Development of 
Russia on employment, they should perform counselling and career guidance, job 
search assistance, vocational training, job quotas. But quality standards for 
implementation are missing, while directions of occupational training of disabled are 
obviously narrow.   

Employment policy for people with disabilities has been mainly inclined towards 
creating special conditions instead of anti-discrimination legislation development, and 
is carried out ineffectively and in a fragmented way, not the least because 
implementing authorities can be ignorant about the needs of people with disabilities. 
The results of my interviews with the bodies responsible for creating accessible 
workplaces for people with disabilities, revealed that they are not aware of the 
accessibility requirements for people with hearing loss who rely on oral 
communication. This, along with low economic activity of people with disabilities, high 
values of long-term (over a year) unemployment and low job placement reveal the 
inefficiency of employment policies.  

People with third degree disability, which includes HoH people, are not included in the 
rule of the working week of no more than 35 hours, even though they may get very 
tired from listening, tension and communication.  People with first and second 
degrees, however, have this right.  

The legislation on the creation of special work places for people with disabilities 
mentions the conditions for workplaces for “hard-of-hearing” (no only “deaf” or 
“disabled by hearing” as used to be the case) and mentions the necessity of a “volume 
amplifying equipment”84, but does not explain what this means. No wonder that the 
staff of the St. Petersburg Employment centres working on the special work places for 
people with disabilities have never heard about “audio induction loop systems”. The 
state plans have laid down measures to create incentives for employers to hire people 
with disabilities to work, including through contests for the professional skills of 
disabled people “Abilympics”85 in which deaf people take part. 

 
82 "Pavel" VOG is the only social-rehabilitation printing house in the world. 
83 VOG has 14 limited liability companies-format social rehabilitation enterprises (OOO SRP VOG) 
designed to provide people with hearing loss with work – legacy from the VOG educational and 
production enterprise that were introduced in 1960. 
84 Order of the Ministry of Labour of Russia of November 19, 2013 N 685n "On the approval of the 
basic requirements for equipment (equipment) of special work places for the employment of disabled 
people in view of the impaired functions and restrictions of their life activity". 
85 Input by President Rukhledev V.N. of the "All-Russian Society of the Deaf" in the framework of the 
54th session of the UN Commission for Social Development, 05.02.2016.  
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4.2.13 Implications for HoH people  

As has been observed, there is no pronounced twin track approach86 yet and no really 
inclusive policy. Russia is still in search of the optimal disability policy model. 
Nevertheless, a few successes have been observed such as strong disability NGO 
activity, introduced IPR, increased state support through direct grants and payment, 
EU projects funding capacity-building of disability NGOs, an improved system of 
provision of technical means of rehabilitation, and mainstreaming disability in 30 Laws 
as a result of the UN CRPD ratification. However, the mechanisms for most of the 
measures introduced on the federal level, do not work. In general, the main difficulties 
are not at the level of federal legislation, but at the level of subordinate regulations so 
that the norms could be applied in practice.  

The most significant violations of the rights of the people with hearing loss, according 
to disability organizations in Russia, are i) violation of the right to information, to access 
information, to receive information freely; ii) a limited number of specialized 
secondary and higher education institutions, where people with disabilities can learn 
by ear; iii) a limited number of specialties, occupations accessible to persons with 
hearing loss (follows from the previous); iv) violation of the right of deaf children to 
receive education in sign language (with compulsory combined classes on the 
development of spoken language).87 

HoH people remain largely invisible as a group on the background of other disabilities 
and even deaf sign language users. The representation of HoH interests is weak or non-
existent, both on the level of the DPO activity and legislation; their needs and 
accessibility requirements are not articulated well on policy level, except for, perhaps, 
in FGOS 88  standards of education. The policy is based on social protection and 
rehabilitation. Even though more progressive steps towards people with disabilities 
are being taken on the level of policy, in practice rehabilitation is still based on the 
defectology heritage of the Soviet Union and the medical model of disability. Social 
policy towards people with disabilities is not represented by distinct, clear and 
workable mechanisms of inclusion in the sense of enabling participation of HoH 
people; such mechanisms began to form only in the recent years, owing to the 
ratification of the UN CRPD, and many of the mechanisms for the implementation of 
disability rights as per revised legislation are not fully defined to date. Thanks to the 
UN CRPD and the measures taken under revised legislation, there is an improved 

 
86 A combination of both disability-specific (increasing participation and empowerment of people with 
disabilities) and disability inclusive (mainstreaming disability, capacity-building for the institutions) 
approaches in programmes/policies.  
87 Larionov M. (2008). Rights of people with disabilities and their protection. USAID Russia. 
88 Federal State Educational Standards 
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attitude towards people with disabilities in the Russian society as a whole, but against 
their backdrop HoH and deaf people are still more stigmatised because of the lack of 
public awareness and difficulties in communication with this specific group89. Because 
of that, HoH people find it difficult to join and take part in “general” disability 
organisations as their needs are either dismissed as “less important” or are not fully 
understood. On the other hand, some HoH people (usually those who can conceal or 
adapt their hearing loss better than severely/profoundly HoH) refuse to consider 
themselves “disabled” and wish to avoid the stigma of being associated with a 
disability. Therefore, they do not take part in disability policy discussions. 

 In public perception, the policy of making environment accessible, is related to 
wheelchair users and people with physical disabilities. Accessibility of information and 
communication for deaf people is immediately associated with sign language. Evidence 
for this can be found in state programmes for training public bodies staff in sign 
language, although using assistive technologies for HoH people is practically not taught 
there. HoH people seem to be placed on the lower level of the hierarchy of disability 
along with people with intellectual disabilities, even though this group is more covered 
by the media, following the example of the “West”. VOG is helpful in terms of HoH 
concerns mostly on the level of the federal regulations about TMR provision, but the 
recent problems of receiving suitable quality hearing aids have been overshadowed by 
sign language issues in the VOG agenda. 

The rehabilitation system overall is characterized by a low level of the methodical, 
normative and information support of rehabilitation of people with disabilities, as well 
as by, as rule, an ineffective distribution of responsibilities in disability rehabilitation 
between the federal centre and the regions. One of the most important rehabilitation 
tasks for a hard of hearing person is achieving the transition towards an individually 
oriented accompanying social support. For example, hearing aids should not be 
selected from several previously purchased samples, but from all devices available on 
the market, with the cost compensation carried out only after an individual had 
adequately selected the suitable device.  

As psycho-pedagogical rehabilitation for HoH people is lacking, the creation of an 
infrastructure for this kind of rehabilitation is needed that would require the 
reorganization of the correctional and general “mainstream” educational institutions, 
rehabilitation and surdological centres: this would be possible only through the cross-
sector partnerships between the key four ministries involved in disability issues.  

 
89 For example, people with disabilities became guests of the federal TV channels talk shows, but one 
would never see a hard of hearing or a deaf person as an invited talk show guest. 
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4.3 Disability policies in Germany  

4.3.1 Disability policies in Germany: background 

By the end of 2013 Germany had a population of 10.2 million persons with recognized 
disabilities (13% of the total population), including 7.5 million severely disabled 
persons (9.4% of the total population) (BMAS, 2014). Contemporary disability policy in 
Germany can be characterised as a "policy mix", currently consisting of three main 
areas: social protection and social inclusion; rehabilitation and employment; equal 
rights and non-discrimination (Maschke, 2004; Waldschmidt, 2010). 

Welfare policy objectives in the German social market economy are defined and 
articulated by the federal government, and have been implemented at the local level 
with the increasing role of the federal government since 1980s and after reunification. 
The measures are funded both by the state and the private sector (employers and/or 
employees). The General Assistance programme covers income losses caused by 
unemployment, old age, illness or disability. Social assistance for those who are not 
able to apply for social insurance – calculated accordingly with the needs – is provided 
by the state institutions. The Lands (Länder) also provide personal social services. 
Before the 1989 reunification, Eastern Germany had universalistic and centralized 
wide-scale welfare coverage, with shortcomings in quality and a very high level of 
social control; all disabilities were to be declared before the so called 
Kreisreabilitationsstellen.  In Western Germany a decentralized, pluralist and 
corporatist system prevailed. The reunification process strived to bring the systems 
into organizational uniformity, where Western social insurance was extended to the 
east with benefits that were calculated on the basis of East German income. The main 
concerns today are that the welfare system reproduces inequalities of the labour 
market, and that the reunification caused a welfare system crisis with rising 
unemployment, more persons in need, an increased lack of resources and inequality 
between the West and the East (Theodoulou, 2002).  

Back in 1999, the Amsterdam Treaty recognized disability as a differentiation category 
along such categories as gender and race and defined disability as a dimension of 
cultural diversity, on the one hand, and as a social problem, on the other 
(Waldschmidt, 2007). In this sense and context, it was recognised that disability should 
be addressed both by rehabilitation policy and civil rights policy. A paradigm shift has 
taken its roots in the disability movements and the growing recognition of the social 
model of disability. Following the EU Directives 2000 (43), 2000/78, 2002/73, Germany 
was one of the first countries that started working on the Anti-Discrimination law 
relevant for all minorities on the basis of ethnicity, race, sexual orientation, disability, 
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gender. Two factors allowed to bring a change to the German policy: the 
Europeanization of anti-discrimination and a change in the government from the 
conservative-liberal to left-wing in 1998 (Waldschmidt, 2007).  

The official definition of disability (section 2, SGB IX) states that: people are disabled if 
their physical functions, mental capacities or psychological health are highly likely to 
deviate for more than six months from the condition which is typical for the respective 
age and whose participation in the life of society is therefore restricted (§ 3 
BGG)(Degener, 2006). 90  This is a rather narrow approach to defining disability in 
comparison to the more recent UN CRPD paradigm. Nonetheless, the Social Book Code 
IX signified a shift from welfare approach to disability to an approach of equal 
participation and self-determined integration into society that takes precedence over 
care and provision (BMAS, 2014). With regard to the ICF, it provided the basis for the 
Social Code IX; it plays an important role in the training for rehabilitation; ICIDH 
(International Classification of Impairments, Disabilities and Handicaps) – the 
predecessor of the ICF – has been part of the rehabilitation quality insurance 
programme of the German Pension Insurance since 1994. ICF was applied by the 
institutes of the German Health Insurance to their rehabilitation application form since 
2004 (Schuntermann, 2005). 

According to the official REHADAT data, at the end of 2015, there were around 7.6 
million “severely disabled” people. 50,036 of these severely disabled people were deaf 
and 253,528 were (severely/profoundly) hard of hearing.91 However, according to the 
data of Deutsche Schwerhörigenbund (DSB) that involves people with mild and 
moderate hearing loss, 19% of the German population above 14 years has hearing loss. 
People with mild hearing loss constitute 56.5% or 7.5 millions; those with moderate 
hearing loss 35,2 % or 4.7 million; severe hearing loss makes up 7.2 % or 1 million; and 
those with profound hearing loss, including deafness are only 1.2% or 0.2 million. In 
total, there are about 13.4 million of people with hearing loss in Germany.92  The 
Bundesverband der Hörgeräteindustrie estimates that around 5.3 million hearing aids 

 
90 As a general rule, it is not necessary for a disabled person to have been assessed as having a specific 
degree of disability in order to claim the help and assistance that their disability requires. The term 
severely disabled is only used in relation to individuals who have been diagnosed as being at least 50 
percent disabled. Rehabilitation and Inclusion, BMAS 2014. 
91 See statistics at  https://www.rehadat-
statistik.de/de/behinderung/Behinderungsarten/Hoerbehinderung/. [Last accessed on 17.12.2017]. 
92 Repräsentative Untersuchung über die Hörfähigkeit in der deutschen Bevölkerung ab 14 Jahren, 
durchgeführt im Mai 1999 von Dr. med. Wolfgang Sohn, Universität Witten/Herdecke in 
Zusammenarbeit mit Siemens Audiologische Technik; der Öffentlichkeit vorgestellt in einer 
Pressekonferenz in Berlin, März 2000.  
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are used in Germany and only about one-third of the people with hearing loss who 
could use them, do.93 

4.3.2 UN CRPD ratification and implementation 

In 2009 Germany ratified the UN Convention, but is reluctant to transform disability 
policies in alignment with it as public debate focuses on the principle of inclusion 
(Waldschmidt, 2010). The Federal Ministry for Labour and Social Affairs 
(Bundesministerium für Arbeit und Soziales) is a focal point in UN CRPD 
implementation, with 16 Länder having their sub-focal points. The coordination 
mechanism since 2011, as per Article 33 (1) has been the Federal Government 
Commissioner for Issues relating to Persons with Disabilities 
(Behindertenbeauftragte/r). Under the Commissioner, the Inclusion Map was 
developed that comprises information on on-going inclusion projects and provides 
examples of good practices.  In 2011, the Federal Government approved the National 
Action Plan to implement the UN CRPD as a framework for promoting and monitoring 
the UN CRPD as required by the Article 33(2). Länder Action Plans (AktionsPläne) were 
developed accordingly, which are quite different from one another. Evaluation of the 
UN CRPD implementation in 2014 in the shadow report by German Institute for Human 
Rights allows the recommendation of improvements to the German National Action 
Plan. The German Passenger Transport Act (Personenbeförderungsgesetz) from 1 
January 2013 obliges the city councils to ensure barrier-free local public transport by 
January 2022, implementing Regulation (EC) No. 1370/2007 on public passenger 
transport services by rail and by road (BRK-Allianz, 2013). Following the Article 19 of 
the CRPD that sets out the right to live independently and be included in the 
community, an adopted Federal Participation Act on strengthening care has increased 
payments to people in need of care and relatives supporting them since 2017. Under 
the Act, benefit provision will be person-centred, rather than institution-centred as 
previously the case (BMAS, 2016). The state has also developed financial incentives to 
encourage companies' employment of people with disabilities. In next section I will 
review the earlier identified parameters of social policy towards people with 
disabilities. 

4.3.3 An officially recognized policy for the disabled 

 Disability-related legislation dates back to 1884 when the “Occupational Accident 
Insurance Act” was introduced, aiming to ensure the provision of medical services as 
quickly as possible. In the 20th century, the integration of disabled persons and 
persons in danger of becoming disabled during working life and in general, was an 

 
93 See the data from www.bvhi.org. [Last accessed on 13.03.2015] 
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important goal of several acts, and the principle of early intervention was observed. 
Germany had explicitly outlined the rights of persons with disabilities in the text of the 
Constitution by including the article on non-discrimination of persons with disabilities 
in 1994; this was the result of public action and pressure of the united disability 
movement “Aktion Grundgesetz”. The Constitution also reflects the right to 
rehabilitation and integration in society. It does not demand assistance to persons with 
disabilities, but these issues should be solved on the level of legislation within the 
“framework of possibilities and with consideration of the principle of social state”. A 
number of laws were adopted during the last decades that manifest significant shifts 
in German disability policy and were set out to improve participation of people with 
disabilities at work place and in the society (Chupina, 2011):  

• The Act to Combat Unemployment among Severely Disabled Persons (2000) – 
incorporated into the SGB IX in 2001 (see below). 

• Social Code Book IX – Rehabilitation and Participation (2001). The aim of this 
legislation was to achieve more cooperation and coordination of the bodies involved 
into the rehabilitation system including the sickness insurance and the local social 
welfare bodies. For the first time the obligations of all social security authorities in the 
field of rehabilitation and of employers were regulated in one law (Kohte, 2005).  

• The Disability Equality Act (2002)  

The Disability Equality Act (Behindertengleichstellungsgesetz, BGG) laid out the 
responsibilities of the federal state related to accessibility of federal buildings and 
communication with federal authorities, and recognised German Sign Language. The 
Länder have their own laws to ensure equal opportunities for people with disabilities 
(LGG). A key target of these laws is to establish accessibility in the Federation and the 
Länder (BRK-Allianz 2013). Since the Act only deals with the responsibilities on the level 
of the federal state, more legislation was needed on the level of the Länder (most of 
them have the LGG accordingly); there was and is still a need for the Anti-
discrimination law that would protect people with disabilities from discrimination by 
private and public entities. 

• The Act to Improve Training and Employment for the Severely Disabled (2004)  

• The General Equality Act (2006)  

Since the adoption and implementation of Social Code Book IX in 2001, German 
disability policy has shifted away from welfare and care towards social participation 
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and inclusion (Chupina, 2011).94  Book IX of the Social Code marks the shift from the 
principles of care and welfare ("Fürsorge") to the ones of self-determination and 
participation ("Selbstbestimmung und soziale Teilhabe"). The policy of public and 
private organizations in Germany in relation to people with disabilities is defined by 
the concepts of inclusion and rehabilitation. Providers of rehabilitation are to finance 
and support all necessary measures that prevent a disability or a chronic disease. The 
concept of rehabilitation covers not only medical prevention and treatment, but also 
support at the working place and in social life. Gender aspects are also considered in 
this legislation (Waldschmidt, 2008). Rehabilitation activities are financed by the 
Länder with some additional federal grants. Social Code Book IX has also made direct 
payments possible (Persönliches Budget) that became a new tool of social security 
benefit: a fixed lump sum of money supporting disabled people's self-determination 
and independent living.95 Direct payments became a legal right in 2008. We can see 
that Russia followed Germany in this way but the systems of implementation 
mechanisms and bureaucratic procedures vary greatly. In Germany with its generally 
clear, differentiated and distinctive mode of welfare distribution, similar troubles 
should hardly have been expected. However, there are fears that the benefit could be 
used by local authorities in order to cut down costs, and that it could lead to new forms 
of dependencies (eg. within families and/or in guardianship). On January 1, 2017, the 
controversial Federal Participation Act (Bundesteilhabegesetz – BTHG) entered into 
force, amending several laws in order to follow the UN CRPD and re-organise the 
benefits in such a way that they strengthen participation of people with disabilities and 
their self-determination. 

4.3.4 Special anti-discriminatory legislation towards the disabled 

 In 2000, the legally binding Employment Equality Directive 2000/78/EC was adopted 
that obliges EU member states to adopt anti-discrimination law in the field of 
employment and occupation on the grounds of racial or ethnic origin, religion or belief, 
age, disability and sexual orientation. People with disabilities protected by general 
anti-discrimination legislation (this includes the General Equal Treatment Act – 
Allgemeines Gleichbehandlungsgesetz, AGG); the German Constitution contains 
discrimination ban clause on disability (article 3 Basic Law (GG)): "No one may be 

 
94 More precisely, paradigm shift was manifested in that civil rights and participation issues came 
forward along with individual self-responsibility. At the same time, key aspects of the former welfare 
grants remained, and were widened in some aspects e.g. via Supported employment (2008) and other 
features. 
95 A rather small proportion of people with disabilities could benefit from Personal Budget as mostly 
people with physical disabilities with a good level of education received it, while elderly people and 
people with intellectual and mental disabilities could not benefit from it due to its complicated formal 
and bureaucratic rules.   
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disadvantaged because of his handicap" (Degener, 2006). The Equal Opportunities for 
People with Disabilities Act, Behindertengleichstellungsgesetz (BGG) was introduced in 
2002, prohibiting discrimination and calling for the establishment of freedom from 
barriers. The German Social Code (SGB IX) also anchors the abolition of discrimination 
in law.96  These laws, however, have not yet had any significant effect on bringing 
about real structural changes (Schröttle et al, 2017). Under General Equality Act of 
2006, disabled people are not only protected against discrimination under 
employment law, but also in civil law (Sections 1, 7 and 19, General Equal Treatment 
Act (AGG)). The Federal Non-Discrimination Agency (Antidiskriminierungsstelle des 
Bundes) was created to act as a new force to influence public discourse and advise on 
non-discrimination legislation, as well as monitoring its implementation and writing 
research papers (Waldschmidt, 2009).  In the UN CRPD, the notion of “reasonable 
accommodation” represents an essential tool for ensuring non-discrimination and 
equal opportunities. However, German law provides for very few “reasonable 
accommodations”, and those that do exist are not explicitly designated as such (for 
instance, § 81, SGB IX). Part of these accommodations are insufficient, or not financially 
supported/compensated for. For example, people with hearing loss do not have the 
legal right to receive a monetary compensation refunds for assistive listening 
technologies (in contrast to a hearing aid); they are only entitled to receive financial 
support for sign language interpreters or other assistive devices/aids at their 
workplace, in legal and administrative proceedings, in welfare services. In case of 
withholding “reasonable accommodation”, there are no penalties provided by the 
German law yet (BRK-Allianz, 2013). 

4.3.5 The coordination of national policy towards the disabled 

The Federal Ministry for Labour and Social Affairs (BMAS) is responsible for social 
policies at the federal level concerning the participation of disabled people in society.97 
A variety of agencies participate in the widening of social inclusion. This includes the 
BMAS, which handles social security and the labour market along with the Federal 
Employment Agency (BA); the Federal Ministry for Families, Senior Citizens, Women 
and Youth (BMFSFJ), which supports families of people with disabilities; the Standing 
Conference of the Ministers of Education and Cultural Affairs of the Federal States 
(KMK), which provides counseling on education, collects data on youth with disabilities 
in special schools and promotes inclusive measures in education; and the Office of the 

 
96 See http://www.antidiskriminierungsstelle.de/DE/ThemenUndForschung/a 
disability_und_chronische_illnessen/Themenjahr_2013/fragen_antworten/faq_node.html. [Last 
accessed on 22.06.2016] 
 
97 See http://www.bmas.de/DE/Themen/Teilhabe-behinderter-Menschen/inhalt.html. [Last 
accessed on 22.06.2016] 



 
 

106 

Behindertenauftragter, which monitors the efforts of the responsible institutions and 
is entitled to intervene with all political activities on disability issues, while ensuring 
equal living conditions in all areas of social life for people with and without disabilities 
(Eurofound, 2012). Two important partners for promoting inclusion are the labour and 
trade unions and the German Employers’ Federation (Eurofound, 2012). The function 
of the Behindertenbeauftragter is affiliated with the Federal Ministry of Labour and 
Social Affairs, but s/he acts independently from government instructions and does not 
hold the status of a minister of state, as does the federal commissioner for migration, 
refugees and integration, which limits his or her scope of influence (BRK-Allianz, 2013).  
Administrative function is performed, under the Severely Disabled Persons Act 
(Schwerbehindertengesetz), by the Central Agencies for the Disabled 
(Hauptfürsorgestellen) at the Länder level. The agencies cooperate with the Federal 
Labour Office and work to ensure the protection of people with disabilities and welfare 
under social security and labour legislation. All Hauptfürsorgestellen und 
Integrationsämter have an Advisory Committee for Persons with Disabilities 
(Beratender Ausschuss für Behinderte). These committees help the agencies in the 
implementation of the Act by making proposals and by supporting the provisions in 
the SBG III, and support the integration of persons with disabilities in the working life. 
The committee includes members of employers' and workers' organisations, 
organisations of disabled persons, Länder administration and Laender employment 
services, local self-governing bodies, the Federal Labour Office, the statutory pension 
insurance scheme, the statutory accident insurance scheme, voluntary welfare 
organisations, occupational rehabilitation organisations.  

The Hauptfürsorgestellen are in charge of severe disability assessment and provision 
of a “Schwerbehindertenausweis”: Integrationsämter counsel people with disabilities, 
support with job-seeking, supported employment, personal assistance or funding 
employers for installing accessible workplaces for workers with disabilities. At the 
central informal platform of Bundesarbeitsgemeinschaft der Integrationsämter und 
Hauptfürsorgestellen (BiH), these institutions are formulating policies that can 
influence the central policies for people with disabilities through the 
Bundesarbeitgemeinschaft für Rehabilitation (BAR), a counselling platform for the 
Federal Government in all issues relevant to people with disabilities.  

4.3.6 Non-state organizations for people with disabilities 

 The specificity of the German legislation on people with disabilities is that it was 
largely pushed for by disability organisations since the emergence of the then 
fragmented but later more unified and stronger disability movement in Germany. In 
the late 1970s, a German Disability Rights movement started emerging in Western 
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Germany. Deutscher Behindertenrat (DBR, German Disability Council) is the national 
assembly of more than 40 cross- and mono- disability organizations representing more 
than 2.5 million people with disabilities in Germany. DBR does not possess a general 
mandate of representation and serves as a platform – not as an umbrella association 
– where organizations cooperate in order to speak and lobby with one voice on issues 
of major interest for all people with disabilities (Zhavoronkov, 2007). The principle of 
subsidiarity is applied and works in action when issues and problems can be solved at 
the lowest (local) level, which also means that non-governmental organizations’ 
activities should take precedence over state institutions' activities. The DBR is also a 
consulting member for the BAR (Bundesarbeitgemeinschaft für Rehabilitaiton) where 
all the influential mandatory players in disability politics decide on recommendations 
for Federal Government Policies in the field of disability issues. (See more on non-state 
organisations with disabilities in the Chapter 4). 

Civil rights for people with disabilities imply strengthening of self-determination and 
improved opportunities for participation, and prohibition of discrimination. The 
Antidiskriminierungsstelle des Bundes provides counselling for people who are 
discriminated against, information and support for various stakeholders; research on 
discrimination, campaigns against discrimination.98 Accessible communication at the 
courts and barrier-free access to justice and are not always provided. Legal aid does 
not cover costs associated with disability (interpretation, personal assistance, travel), 
and those people with disabilities who receive social welfare benefits, usually cannot 
afford these costs from their pocket (BRK-Allianz, 2013). 

Under Länder Acts, children with disabilities are subject to compulsory schooling. If a 
regular school cannot provide for the disability-specific needs of disabled child for 
him/her to be able to study, social assistance helps “in accordance with the procedures 
for providing integration assistance for disabled persons regardless of parental income 
and assets“.99 Higher educational institutions are required to take into consideration 
the specific needs and accessibility requirements of students with disabilities. 

4.3.7 Legal and administrative mechanisms of realization of the rights of 
people with disabilities  

A person with a disability can apply for the “arbitration procedure against a federal 
authority if he/she is of the opinion that his/her rights under the Equal Opportunities 
for Persons with Disabilities Act have been violated” (BMAS, 2014). Within the 

 
98 See http://www.antidiskriminierungsstelle.de/DE/Home/home_node.html. [Last accessed on 
15.06.2016] 
99 Social Code Book XII section 54 (1) and Section 92 (2).  
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parameters of the Equal Opportunities for Persons with Disabilities Act (BGG), a body 
will at the office of the Federal Government Commissioner for Matters to consider 
questions relating to Disabled Persons. The aim here is to offer a fast and effective 
process of arbitration procedure, on that is out-of-court and free of charge. In future, 
this arbitration procedure shall occur prior to any legal action against federal 
authorities (Ibid). 

The Federal Behindertenauftragte advises people with disabilities who think they had 
been discriminated against, on the possible legal remedies. According to Social Code 
Book IX, rehabilitation funds are obliged to provide sufficient services. However, 
rehabilitation and integration services are not united in one institution, but widely 
dispersed over the branches of social security system. There is no single body for 
helping disabled people, and they are forced to rush from one institution to another. 

Social Code Book IX stipulates that people with disabilities should receive benefits in 
order to live a self-determined life, to have equal participation opportunities in society 
and to avoid or counteract any discrimination (Kock, 2004). There are three key types 
of benefits: medical rehabilitation benefits; benefits aimed at participation in life at 
work; and benefits aimed at participation in community life. The disabled are entitled 
to claim integration support (Eingliederungshilfe), something included in the social 
assistance system (Sozialhilfe, SGB XII) that provides special support for certain 
circumstances Hilfe in besonderen Lebenslagen) for the poor and the poor disabled 
people who are entitled to more support than non-disabled people. The principle aim 
of this is to provide adequate support, such as by providing assistive technologies 
(Waldschmidt, 2009). Contrary to social protection provision in Russian policies, the 
specific needs of women and children with disabilities are taken into account in 
German benefit provision as well.  

In Germany, one can distinguish three forms of the coordination of social protection 
of people with disabilities: social insurance (health insurance, unemployment 
insurance, pension insurance, accident insurance and nursing care insurance), 
assistance and compensation. There are two large groups of assistance: social 
assistance to maintain a minimum standard of living (life support) and support in 
special life situations, which can include health centre treatment. Both types of 
assistance are implemented through the social services of the Länder (Chaaldaeva, 
Nigmatyanova, 2010).  The overall social assistance system in Germany is described as 
“dual social assistance” (related to national legal framing, but local execution) with low 
benefits on average (Fuchs, 2009). 



 
 

109 

The acting of welfare officials towards claimants may be perceived as humiliating, 
particularly if the administration acts as a fraud controller, too. Furthermore, the 
welfare goals of benefit programmes are not entirely reached; there can be a failure in 
the provision of a safety net for those in need, as the targeted benefits often do not 
reach the target group, and in reducing poverty (Fuchs, 2009). 

Participation-oriented benefits submit to the key principles of "participation-oriented 
benefits before payment of pension" and the principle of "participation-oriented 
benefits before long-term care".100 An equally differentiated system of facilities and 
services exists to serve the differentiated legal principles and their practical 
implementation. This makes it possible to provide assistance according to individual 
needs (Schian, 2004). Most of the financial benefits and social services are individually 
assessed and granted: they are mainly provided either by the municipality and/or 
regions on the basis of the integration support of the social assistance scheme. 
Additionally they are financed by the national systems of compulsory health insurance 
and long-term care insurance. Equipment and assistance at the work place is financed 
for the severely disabled persons by the agencies which administer the system of 
vocational rehabilitation, mainly the so called “integration services” 
(Integrationsämter) (Waldschmidt, ANED, 2009). Technical aids are financed by 
different bodies such as private or statutory health insurances or nursing care 
insurance (Waldschmidt, 2009) but only those technical aids that are considered to be 
medically “essential” are financed. Discrepancies between the funding agencies and 
the patients affected frequently arise here, and these issues can be very burdensome 
for people with disabilities (Schröttle et al, 2017). Until the federal Participation Act, 
many people with disabilities were in the situation worse than unemployed people on 
benefits. Since 2015 severely disabled people are allowed to maintain a bigger 
personal fortune and still be eligible for benefits amounting to 25,000 euros up to 
50,000 euros by 2020.101 Partner's incomes are not considered anymore as a factor. 

4.3.8 Accessibility of physical environment for the disabled person 

 The Equal Opportunities for Persons with Disabilities Act provides a legal definition of 
accessibility and provides for accessibility in the transport sector102 and of federal 

 
100 Section 8(3) of Book 9 of the Social Code, section 5 of Book 11 of the Social Code. 
101 Germany: Act to Strengthen the Disabled’s Participation in Society Enters into Force 
http://www.loc.gov/law/foreign-news/article/germany-act-to-strengthen-the-disableds-
participation-in-society-enters-into-force/. [Last accessed on 24.12.2017]. 
102 Public Transport Act contains relevant regulations as well as train operation regulations and 
railway construction regulations 
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buildings.103 The first steps towards the adaptation of urban life for people with special 
needs in Germany were made back in the 1990's and to date almost in all German cities 
the infrastructure is more or less adapted for the disabled. The German goal 
agreement instrument (Zielvereinbarung) is an example of particular measures (each 
agreement features a private or public body and an organization of people with 
disabilities in relation to a specific accessibility issue) that are made in a systematic 
way, with 13 agreements already signed since 2005 (Waldschmidt, 2009).  

4.3.9 Accessibility of information environment for the disabled person 

The BGG contains provisions on the right to use sign language and other 
communication aids in administrative procedures, to design decisions and forms and 
provisions on accessible information technology for federal administrative authorities 
(BMAS, 2014). On July 17, 2002, the Federal Ministry of the Interior, along with the 
Federal Ministry of Labour and Social Affairs, issued an ordinance on the Creation of 
Barrier-Free Information Technology in accordance with the Equal Opportunities Act 
for People with Disabilities. The aim of the ordinance is to ensure that people with 
disabilities can have access to all Internet content and services provided by German 
federal institutions. 104  Following the accessibility provisions for public bodies, the 
Federal Anti-Discrimination Agency developed a ”Signing Question and Answer Tool” 
that allows people with hearing loss to communicate with their staff in sign language 
via a webcam.105 It is not mandatory in Germany to broadcast TV programmes with 
subtitles and audio descriptions, but television corporations have especially expanded 
subtitling in recent years in contrast to private channels. Still, in 2012, only 19% of all 
TV programmes were subtitled in Germany. 106 In 2013 thanks to the advocacy of 
Deutsche Gehörlosenbund and Deutsche Schwerhörigenbund the percentage of 
subtitled programmes increased to 24.2%107. The percentage of programmes with sign 
language interpretation is below 1%. 

 
103 Disability NGOs criticized that the new law because its accessibility demands cover only federal 
buildings and do not extend to local job centres, youth welfare offices, and private buildings. 
https://www.state.gov/j/drl/rls/hrrpt/humanrightsreport/index.htm?year=2016&dlid=265424#wrap
per. [Last accessed on 24.12.2017]. 
104 See https://www.levelaccess.com/accessibility-regulations/germany/ 
105 Fundamental Rights Agency Annual Report 2012, p. 153. 
http://fra.europa.eu/sites/default/files/annual-report-2012_en.pdf  [Last accessed on 26.06.2015] 
106 Comparative statistics on subtitles of the Deutsche Gesellschaft der Hörgeschädigten – Selbsthilfe 
und Fachverbände e.V. http://sign-dialog.de/files/Dokumenten/201204_UT_Statistik.pdf. [Last 
accessed on 15.06.2016] 
107 Comparative statistics on subtitles of the Deutsche Gesellschaft der Hörgeschädigten – Selbsthilfe 
und Fachverbände e.V. http://sign-dialog.de/wp-content/2012/11/201301_UT_Statistik.pdf. [Last 
accessed on 15.06.2016] 
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In the table below I am making an attempt to compare the central directions of the 
German and Russian key disability legislation documents (SGB IX and Federal Law 181-
FZ) and also juxtapose with the central directions of the UN CRPD as regards social 
policy, rehabilitation, education and rights’ protection spheres. 

Table 4: Comparative analysis of the stipulations of the UN CRPD (2006), Social 
Code Book IX (Germany, 2001) and Russian Federal Law 181-FZ “On Social 
Protection of People with Disabilities (from 24.11.1995, the Russian Federation, 
amended 29.12.2015)   

 
Comparative 
parameters 

UN CRPD  Social Code 
Book IX 

Russian 
Federal Law 
181-FZ “On 
Social 
Protection of 
People with 
disabilities 
 

Disability 
definition 

Results from the 
interaction 
between persons 
with 
impairments 
and attitudinal 
and 
environmental 
barriers that 
hinders their full 
and effective 
participation in 
society on an 
equal basis with 
others” 

Focuses on 
participation 
in various 
spheres of life.  

Based on the 
medical model of 
disability 

Definition of a 
“disabled 
person” 

On the basis of 
the definition 
above, which 
implies social 
model 

“Is not based 
on real or 
supposed 
deficits” and 
focuses on 
participation 
of a person 
with disability 
in various 
spheres of life. 

Medical; focus on 
the limitation of 
life activity and 
the need for 
social protection  

Main 
directions of 
the social 
protection of 
people with 
disabilities 

Non-
discrimination 
approach 
covering 
political, civil 
and economic 
and cultural 
rights. 

Elimination of 
barriers and 
discrimination 
goes along 
with provision 
of benefits 
(aimed at 
participation), 

 Social protection 
of people with 
disabilities is a 
system of state-
guaranteed 
economic, legal 
measures and 
measures of 



 
 

112 

however, the 
benefits are 
accompanied 
with the focus 
on: individual 
abilities, 
motivation 
from the side 
of the person 
with a 
disability and 
from the 
society; 
participation-
friendly 
climate; 
individual 
assistance and 
recognition of 
its variety 
(even in case 
of the same 
type of 
disability or  
restrictions). 
This way, even 
social 
legislation on 
personal 
budgets or 
personal 
assistance 
services can 
give a certain 
degree of 
exercise of 
choice to 
people with 
disabilities. 

social support, 
providing 
conditions for 
people with 
disabilities to 
overcome, and 
compensate 
limitations of life 
activity. 
The definition is 
based on the fact 
that the disabled 
person has 
limited or lost 
abilities, and 
social protection 
is aimed at 
eliminating or 
compensating for 
such restrictions. 

Target groups  Particular 
attention is paid 
to women and 
children with 
disabilities  

Particular 
attention is 
paid to 
women, youth 
and children 
with 
disabilities  

Narrower 
definition; 
particular 
attention is paid 
to the disabled of 
war (II World 
War), veterans 
and children with 
disabilities; 
family members 
are taken into 
account  

Dimension of 
the policy 

Disability rights 
policy expressed 

Disability 
policy with the 

Constitutional 
guarantee of 
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through 
principles of 
equality of the 
rights and 
opportunities, 
and anti-
discrimination 

strands of 
rehabilitation, 
welfare and 
anti-
discrimination 
policies 

equality and 
paternalistic 
social policy 
towards people 
with disabilities.  
Emphasis on 
rehabilitation of 
people with 
disabilities. 
Tendency 
towards one-
sided policies to 
build up the 
network of state 
rehabilitation 
institutions and 
provide 
compensation. 
The services focus 
on social 
integration of 
people with 
disabilities, 
beginning after 
medical 
diagnosis, leading 
to the segregation 
of disabled 
persons on a 
biological basis 
into certain 
groups.  
The foci of social 
policy today are 
however 
gradually 
changing.  
 

Main 
directions of 
rehabilitation 

Striving towards 
maximum 
independence, 
participation 
and inclusion; 
Rehabilitation at 
earliest possible 
stage, based on 
the 
multidisciplinary 
assessment of 
individual needs 
and strengths; 
 
 Support 

“Citizen-
oriented 
approaches 
and greater 
efficiency in 
the existing 
rehabilitation 
legislation on 
the basis of a 
common law 
and uniform 
rehabilitation 
and disability 
policy 
practice." 

Rehabilitation is 
understood as the 
restoration of 
abilities. The 
need to provide 
a disabled person 
with technical 
means of 
rehabilitation is 
established on the 
basis of medical 
indications and 
contraindications. 
 
Recent important 



 
 

114 

participation 
and inclusion in 
the community 

(German 
Bundestag 
motion "The 
integration of 
people with 
disabilities is 
an urgent 
political and 
social task", 19 
May 2000 
(Printed 
Matter of the 
Bundestag 
14/2913). 
 - Self-help 
approaches, 
individual in 
the focus of 
attention, 
along with the 
ideas of 
participation 
and self-
determination 
early 
rehabilitation 
and 
intervention 
- The principle 
of 
"rehabilitation 
before care" 
-  Medical 
rehabilitation 
benefits and 
benefits aimed 
at 
participation 
in working life 
take priority 
over payments 
of pensions 
- Entitlement 
is given to the 
aids required 
in each 
individual case  
 

addition 
signifying shift to 
work on social 
barriers is 
“creation of the 
necessary 
conditions for 
unhindered 
access of the 
disabled to social, 
engineering, 
transport 
infrastructure 
and the use of 
means of 
transport, 
communication 
and information, 
as well as 
providing 
disabled people 
and their families 
with information 
on 
rehabilitation”. 
 
 

Main 
directions of 
education 

Prohibition of 
discrimination, 
ensuring 
reasonable 
accommodation; 

To promote 
the capacity 
for learning 
and 
education of 

Creating 
conditions for 
education of a 
person with a 
disability; 
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access to 
vocational 
training 
programmes; 
promoting 
vocational and 
professional 
rehabilitation; 
employment by 
the public and 
private sector 

each 
individual as 
much as 
possible in the 
light of their 
particular 
disability, if 
necessary with 
forms of 
assistance 
specific to the 
disability; 
practical 
individual 
assistance and 
assistance 
toward social 
integration 
and it must do 
so not only in 
pre-school 
education and 
schools, in the 
field of 
vocational 
training and in 
colleges and 
universities 
but also in 
further 
education; 
Principle of 
"as much 
special 
assistance as 
necessary, as 
much shared 
learning with 
nondisabled 
persons as 
possible". 

education in 
accordance with 
the individual 
rehabilitation 
programme. 

Employment 
quotas and key 
measures 

Prohibition of 
discrimination, 
ensuring 
reasonable 
accommodation, 
just conditions, 
promoting 
employment in 
provate sector 
through 
affirmative 
action 

 - benefits 
aimed at 
participation 
in working 
life, 
 - financial 
assistance 
provided by 
the integration 
offices, in 
particular 
for a 

Development of 
accessible 
working places; 
creation of 
conditions for 
working people 
with disabilities 
in accordance 
with individual 
rehabilitation 
programs. 
Quotas of 2-4% 
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programmes, 
incentives 

disability-
suited 
equipment of 
training places 
and 
workplaces 
- counselling 
of 
severely 
disabled 
persons, 
mainly at 
work 
- special 
protection 
against 
dismissal for 
severely 
disabled 
persons; 
- workshops 
for disabled 
persons. 
 
Public and 
private 
employers 
should fill 5% 
of the 
positions with 
severely 
disabled and 
“gleichgestellt” 
employees or 
pay a 
compensatory 
levy for 
unfilled 
compulsory 
places 

from the number 
of employees; for 
number of 
employees 
between 35 and 
100, the 
legislation of the 
subject of the 
Russian 
Federation may 
establish the 
quota in the 
amount not 
exceeding 3% 
from the average 
number of 
employees. 
There is no 
mechanism for 
spending the 
levies’ funds 
received for the 
purpose of 
creating jobs for 
people with 
disabilities. 
 

Involvement 
of people with 
disabilities in 
decisions 
concerning 
them 

Participation in 
non-
governmental 
organizations; in 
the activities and 
administration 
of political 
parties 

Clear 
requirements 
for people 
with 
disabilities’ 
participation 
in the report 
development 
and advisory 
boards 108.  

Officially declared 
by the law, but 
mechanisms of 
implementation 
are not yet 
thoroughly 
developed. 

 
108 The national government reports one time per legislative period (at a minimum every 4 years) on 
the living conditions of people with disabilities as well as about the development of their participation 
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From the Russian legislation analysis it can be also seen that there is a lack of the legal 
definition of discrimination against persons with disabilities and the definition of 
“reasonable accommodation” is lacking (with indications that its lack of 
implemenation amounts to discrimination). In this sense, it is not in line with the 
CRPD and follows it still less than the German legislation (at least in the field of anti-
discrimination claims). The regulations above clearly do not refer to specific 
disabilities; there are only a few very specific regulations that concern specific needs 
of people with hearing loss, such as a right to get a sign-language interpreter in the 
educational system or in communication with the state authorities in Germany. In 
the next sub-chapters we will explore the legislation and state programmes in 
Germany as they relate to people with disabilities including the HoH people. 

4.3.10 Rehabilitation strategies and access to information and communication for 
people with disabilities and HoH people 

The Social Code Book IX establishes the right to participation and the basis of 
rehabilitation. Principles of social security are subsidiarity, "integration assistance 
before long-term care", self-determination and participation, and finally, community 
care as priority. Germany has an all-encompassing differentiated system of social 
rehabilitation and spends more than 30 billion Euros on rehabilitation annually 
(Rehadat). Through the provision of social assistance, its recipient is reintegrated into 
the community of people and even gets independence from it. This could be through 
the provision of work, restoration of efficiency through care and treatment. The 
recipient of assistance in the process of its reintegration into the community of 
people is obliged to be active; the levers of social assistance are included only when 
other possibilities for rendering assistance are exhausted. Various providers of 
rehabilitation may compensate financial disadvantages related to disability: social 
welfare and basic provision according to Book XII of the German Social Code (SGB XII); 
unemployment benefits; pensions; Personal Budgets; rehabilitation services; nursing 
services; benefits for employers; housing; fiscal easements (Schröttle M. et al, 2017).  

The general management of activities for the vocational and partly medical 
rehabilitation of disabled people is entrusted to the Federal Office of Labour. For 

 
in the working life and society, with the focus on gender mainstreaming, immigration, age, barrier-
free environment, discrimination, needs for assistance and poverty.  The report looks into the impact 
of state measures and the services provided by Rehabilitation agencies. The associations of the people 
with disabilities are involved in the further development of the conceptual report.  At the BMAS, an 
advisory board for the participation of persons with disabilities is formed. Six members, at the 
suggestion of associations of disabled people, are appointed to represent persons with disabilities at 
the federal level. 
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medical rehabilitation after operations in clinics, the Ministry of Health is in charge 
alongside with the regulations of the SGB V (Anschlussheilbehandlung). National 
social law offers comprehensive rehabilitation and re-training schemes; target groups 
are young people with disabilities as well as adults having acquired a disability or 
chronic disease in later life. In most cases these programmes are offered and paid for 
by the social insurance schemes covering health, unemployment, workplace 
accidents, and invalidity (Waldschmidt, 2008). Rehabilitation of persons with 
disabilities is included into the services of social insurance system as well as into the 
system of social compensations and employment assistance. However, certain 
conditions need to be met in order to obtain the services, something not all persons 
with disabilities can do. The German social system is characterized by its strictly 
separated areas and responsibilities where rehabilitation funds are obliged to 
cooperate. The SGB IX indicates that the financial grants have to be fixed by 
negotiations between the partners, such as political bodies, insurance companies and 
commercial firms. Cooperation between the medical, social and vocational 
rehabilitation systems is the biggest challenge in defining and delivering the 
rehabilitation provisions and services, often leaving a hard of hearing person at a loss 
on where to address in regard to his/her specific request (e.g. for an assistive 
technology). 109  There is an overlap of responsibilities and a massive volume of 
regulations about which pillar of social insurance is to pay for which rehabilitation 
measures under which conditions (Pathways project on “Participation To Healthy 
Workplaces And inclusive Strategies in the Work Sector” 2016, 
https://www.pathwaysproject.eu/). It is being argued that personal budgets 
introduced from 2008 and supported employment (Unterstützte Beschäftigung) 
programs from 2009 increased the flexibility of rehabilitation bodies and measures. 
Enterprises are more interested in getting support from vocational raining centres in 
order to incorporate training, allowing more youth with disabilities to leave the 
segregated rehabilitation system. Temporary work offered through social enterprises 
creates workplaces for those in need of first working experiences in the open labour 
market (Eurofound, 2012).  

According to §33 (SGB V), insured persons have the right to apply for hearing aids, 
“prostheses and other aids that… prevent an anticipated disability or compensate a 
disability” (Rehadat, 2016; Schröttle M. et al, 2017). A listing of the required product 
in the catalogue of therapeutic appliances is the requirement for a reimbursement of 
costs (BMAS, 2013). Germany’s Hilfsmittelverzeichnis (Aids’ list) contains a wide array 

 
109 Accordingly with the newly adopted Federal Participation Act, only one application for a range of 
services will be needed and a uniform procedure is to be provided (art. 1 §§ 14, 15, & 25.) 
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of 33 different product groups of technical means of rehabilitation. According to § 
139 SGB V, the central association federation of the health insurance companies 
(GKV-Spitzenverband) creates a structured directory of technical aids.  The proper 
hearing aid supply is based on a comparative adaptation of individually suitable 
hearing aids. Notably, the Hilfsmittelverzeichnis explicitly mentions that the aim of 
the hearing aid is to achieve speech understanding in the case of ambient noise or in 
larger groups of people. This clarification is missing in the federal List of TMR in Russia 
though it is badly wanted for the appropriate understanding of the successful hearing 
care and rehabilitation. The clarification was based on a judgment of the Federal 
Social Court of 17 December 2009 (B 3 KR 20/08 R). It is also remarkable that the list 
includes devices for the treatment or alleviation of tinnitus, and hearing aids with the 
built-in generators of white noise for tinnitus treatment. The Russian list of TMR is far 
less nuanced in relation to these specific issues of people with hearing loss and does 
not include such devices. 

Every person with hearing loss is therefore entitled to full hearing aid provision 
(performance in kind) including adjustment, consultancy and repair. If the insured 
person wants a hearing aid that goes beyond what is appropriate or a more 
aesthetically pleasing one (e.g. small, less visible), the acoustician receives the 
contract price and in addition can ask for a contribution from the insured person. A 
fixed amount in the German health care system refers to the upper limit, up to which 
the statutory health insurance companies pay for: in case of normal hearing Loss 
(WHO 2 and WHO 3): EURO 733.59 for the one ear; in case of normal hearing Loss 
(WHO 2 and WHO 3): EURO 586.87 for the 2nd ear; in case of high hearing Loss (WHO 
4): EURO 786.86 for the one ear; in case of high hearing Loss (WHO 4): EURO 629.49 
for the second ear.110  It is still difficult for HoH people with severe or profound 
hearing loss to cover a difference in the compensation of hearing aids, and some of 
them have to apply for suitable hearing aids through court. Access to assistive 
technologies during education depends on the Länder – in one Land, a student can 
receive a palantype service support diring his/her studies, but in another Land, this 
would not be possible. People with disabilities should be able to buy the desired 
services through personal budget (Section 17, paragraph 2 Social Code Book IX) in 
case their application had been approved (BMAS, 2014).  

In every Land there are diagnostic clinics (in total there are about 70), in which the 
diagnosis and CI surgeries are performed (approximately 3,000 operations per year). 
There are 16 CI rehabilitation centres in Germany (Gurieva, 2015). According to CI 
experts, not all clinics provide the tuning of the CI, therapy and the post-surgery 

 
110 European Federation of Hard of Hearing People (EFHOH) Survey “European Standard EN-
15927:2010 – Services offered by hearing aid professionals.” 
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rehabilitation care in the required volume; some of them limit themselves to 
organising a patients' meeting with the CI manufacturer company representative for 
the tuning.111 CI surgeries and rehabilitation have a well-established process and a 
long start since the foundation of the first rehabilitation centre by Ernst Lenhardt in 
1989.112 In contrast to some EU countries, CI rehabilitation in Germany is considered 
medical 113  and is covered (for children, adults and elderly alike) by insurance 
(Krankenkasse). 114  The Ministry of Education only covers the local educational 
activities, transport and schools for the HoH. For people with hearing loss, there are 
also special institutions for early intervention and support (Frühförderung), 
vocational training establishments and special boarding schools.   

Despite a high level of Germany's healthcare, it took approximately 10 years of 
lobbying to achieve a law on mandatory new-born hearing screening in 2009, with 
the effect that many children could start early auditory stimulation and rehabilitation. 
Länder have been responsible for the implementation, and therefore it varies a lot.115 

In Germany a person with 50% of hearing loss qualifies for an official disability status 
and can get a disability card, thus receiving support from disability agencies and 
entering the official statistics. Decision on a disability status assessment is made only 
on the basis of medical documents without additional examination. The percentage 
of a given disability is determined according to a list of impairments and diseases and 
according to guidelines prepared by a group of medical and legal experts (Degener, 
2006; Bundesministerium für Arbeit und Sozialordnung, 1996). 

German legislation does not provide any penalties for withholding the reasonable 
accommodation, so a person with hearing loss can only enter an objection to the 
health insurance or go to the court to claim the denial of reasonable accommodation 
(such as an FM system for the work meetings). As regards HoH people, no 

 
111 In Germany, the surgeon, as a rule, takes overall responsibility for the surgery, in contrast to Eastern 
Europe. At the CI rehabilitation centre a rehabilitation is conducted under cooperation between such 
CI specialists as audiologists, speech therapists, surgeons, engineers, paedaudiologists, music 
therapists, social paedagogues, ergo therapists, psychologists etc. There is no legal requirement for a 
special degree but most CI professionals have a special pedagogy degree. See www.monika-
lenhardt.net.  
112 Many of the centres exist in Freiburg, Schleswig-Holstein, Würzburg, Dresden, Friedberg, and 
other cities.  
113 Rehabilitation is considered to be a medical treatment also for political reasons because in almost 
all European countries Ministry of Health has a larger share of funding than Ministries of Education. 
See M. Lenhardt, Rehabilitation before and after the era of Cochlear Implantation. 2010.  
114 In the UK, the CI rehabilitation is partially educational, and in Lithuania, exclusively educational. 
Educational part of rehabilitation consists of counseling parents, speech training.  
115 See www.lenhardt-akademie.net and http://www.lehnhardt-akademie.net/poraseminar09/wp-
content/uploads/screening-article-eng_v01.pdf. [Last accessed 19.04.2014] 
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differentiation is made between hearing disabilities and no needs of hard of hearing 
people are mentioned in the official documents. For example, in the Initial Report of 
the State Parties (Germany) under the Definitions section mentions the need of “sign 
language films for people with hearing disabilities”, but no need for captioning or 
speech-to-text technologies. In the same paragraph, however, a reference is made: 
“Hearing-impaired or speech-impaired persons should be enabled – also without 
incurring additional costs – to communicate with the federal authorities in 
administrative procedures in German sign language116, signed German or via other 
communication aids.117 When defining sign language, the report adds that “hearing-
impaired or speech-impaired persons have the right to use German sign language, 
signed German or indeed other suitable communication aids (including technical aids, 
prostheses, FM systems, etc.) (section 6 subs. 3 of the Act on Equal Opportunities for 
Persons with Disabilities).” A lot of emphasis is made on the telephone relay service 
for sign language users. This was a result of the legal amendment in the 
Telecommunications Act; there is also a hotline 115 for sign language users. The Act 
states: “with its sign telephone service, the Federal Ministry of Labour and Social 
Affairs offers to citizens who are hard of hearing or hearing impaired, the possibility 
to obtain information on a variety of topics relating to the Federal Government” (BRK-
Allianz 2013). Again, the hard of hearing are perceived – mainly – as sign language 
users. Predominance of the use of the term “hearing-impaired” is also noticeable, but 
this can be attributed to semantic differences and the nuances of translation from 
German to English. Subtitling is mentioned in access to Information (Article 21) and 
participation in cultural life (Article 30). There are university or university of applied 
sciences courses that provide a diploma or bachelor degree in sign language 
interpretation; there are also part-time training courses for employed people that 
lead to different degrees (BMAS, 2014). Since 2010, accessibility standard DIN 18040 
has been introduced; for the first time, accessibility requirements for freedom from 
hearing barriers. 

 
116 In 2002, the German Sign Language became officially recognized as a language in its own right, and 
sign supporting spoken language is also recognized as a communication form of the German language. 
The right to use the German Sign Language or other communication aids in communication with 
federal authorities. In addition, sign language interpreters shall be insured on request and to the 
extent necessary. The federal authorities have to bear necessary costs. See International Disability 
Rights Monitor 2007. 
117 Initial report of Germany submitted according to Article 35 of the UN CRPD, 07.05.2013. 
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD%2fC%2f
DEU%2f1&Lang=en [Last accessed on 27.06.2015] 
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4.3.11 Education for people with disabilities and HoH people 

Länder are held responsible for the education and follow their own provisions. 
Education in schools is provided in various forms: special schools – for children with 
visual and hearing impairments, intellectual disabilities, children with physical 
disabilities and chronically ill children; education together – disabled children attend 
school together with non-disabled children. Such an option is possible if the school 
has appropriate conditions such as medical personnel, specially equipped facilities 
and training places, teaching aids available. An increasing number of parents of 
children with disabilities prefer this option, so recently in schools additional 
workplaces for tutors have been created. Special groups exist both in general and 
special schools where up to eight children with various learning problems are 
involved, under special programmes. 

Inclusive schooling is an official goal in German disability and education policies, but 
the principle of inclusion is not readily accepted. For this reason, the German 
Government uses the term of integration instead of inclusion in the official German 
translation of the UN CRPD, despite protests of disability rights organisations. The 
education system of Germany has been still dominated by the segregation approach 
(Waldschmidt, 2008). School education is regulated in the laws relating to schools 
and special schools of the Länder, in implementing regulations as well as in various 
decrees (details may differ from Land to Land). It is intended to assist as many 
disabled children and young people as possible in regular schools and to provide 
additional special teaching aids and other suitable support. Where disabled children 
and young people cannot receive sufficient assistance, in other types of schools, 
special schools must help them to achieve those educational aims. Germany has a 
well-organised system of special-needs schools. Since ratification of the UN CRPD, 
children with disabilities in Germany have the right to study in ordinary schools. The 
first results of the reform are disappointing: teachers were overwhelmed, and 
children suffered from this. In Germany there are 13 kinds of special (correctional) 
educational institutions, a world record. In German preschools and kindergartens the 
inclusion rate is 67%; in primary schools it is 46.9%. Meanwhile only 29.9% of 
students with disabilities are in regular secondary schools.118 The rate of students 
with disabilities in schools across Germany varies greatly: while the city-Länder of 
Hamburg and Berlin can boast the rate of 59.1% and 54.5% respectively, only 21.5% 

 
118 See https://www.rehadat-statistik.de/de/bildung/Schule/Bertelsmann_Inklusion/index.html. Last 
accessed on 17.12.2017. Also: the Report “Inklusion in Deutschland: Daten und Fakten” (2015) by Prof. 
Dr. phil. Klaus Klemm im Auftrag der Bertelsmann Stiftung – https://www.bertelsmann-
stiftung.de/fileadmin/files/BSt/Publikationen/GrauePublikationen/Studie_IB_Klemm-
Studie_Inklusion_2015.pdf. [Last accessed on 26.12.2017]. 
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of students with disabilities study in Hessen and 23.3% in Lower Saxony.119 In the 
German multi-level school system, the division of children, according to the level of 
academic performance, occurs already at an early age. School teachers have 
difficulties in teaching children with different levels of academic achievements 
already, while teaching children with various disabilities poses a greater challenge. 
The solution to this problem could be to introduce the model of the inclusive 
education gradually, preparing teachers for it in advance. 

The integration quotas vary considerably between the different Länder; they range 
from 6% to more than 40%120, and the highest quota is found in primary schools. The 
integration quota in secondary schools differs widely between the school types: it 
amounts to 39% in lower secondary education schools (Hauptschule), but only to 5% 
in high schools (Gymnasiums).121  This places Germany far behind when compared 
to other international systems. In 2010, 75% of students with disabilities left school 
without lower secondary education diploma (Hauptschulabschluss)122. As regards 
specialised schools for the deaf, Dr. Lenhardt states that all these schools are not 
necessary anymore because almost all children with congenital hearing loss receive 
a cochlear implant, often bilaterally. She predicts that these schools will either close 
or transform their profile as schools for the HoH. 

Among providing the regulatory framework, higher education institutions have to 
raise awareness to promote positive perceptions towards students with disabilities 
especially for students with impairments that are not visible (BRK-Allianz, 2013). 
Special assistance for disabled persons is also required in the area of university 
education (Section 2(5) of the Framework Act for Higher Education). According to a 
survey of the Deutsches Studentenwerk, 19% of students in Germany have health 
problems or disability (Fassbender, 2010). To improve the study opportunities, the 
Deutsche Studentenwerk has set up an advice centre for applicants and students with 
disabilities which documents the possibilities for study available to disabled persons 
throughout the country and also provides information and advice.  Disabled students 
who require support, receive a personal assistant available for certain number of 
hours per month. Often students of the same university or young people carrying 
alternative service at the university perform this role: depending on the needs of 

 
119 Ibid. 
120 Federal education report (Bundesbildungsbericht) “Bildung in Deutschland 2012, Table D 2-7.   
121 Prof. em. Dr. Klaus Klemm, Universität Duisburg-Essen, “Eine Schule für alle: Bildungssystem und 
Inklusion”, Evangelische Akademie Tutzing, May 21, 2011. http://web.ev-akademie-
tutzing.de/cms/get_it.php?ID=1530. [Last accessed on 18.12.2017]. 
122 See BRK-Allianz report (2013) p. 56, also Statistische Veröffentlichungen der 
Kultusministerkonferenz, Dokumentation Nr. 196-Februar 2012 “Sonderpädagogische Förderung in 
Schulen” 2001 bis 2010. 
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disabled students they perform various kinds of work, such as writing outlines of 
lectures for deaf and hard of hearing persons. The education system is actually only 
partly integrative. Accessibility is rarely featured as obligatory subject matter within 
established vocational training, further education and study courses. The lack of basic 
knowledge about accessibility and universal design is noticeable. The right to bilingual 
education as well as bilingual education programs for people with hearing loss is not 
consistently implemented (BRK-Allianz, 2013). In Berlin, the only school with an open 
bilingual system is the Adolf Eschke Schule. 

In most current cases, the allocation of individual aids in the area of education is 
subjected to the same preconditions that must be fulfilled in order to receive social 
benefits. This allocation is tied to certain restrictions and isolated from other social 
welfare provisions, and is not primarily aimed at creating the best possible learning 
environment (BRK-Allianz, 2013). There is a substantial risk of young people with 
disabilities leaving the German school system undereducated and without suitable 
qualifications for open employment. Opportunities for disabled persons to engage in 
further education and training are restricted by the regulations on integration 
assistance (SGB XII). In particular, vocational education is only funded up until a first 
work or professional qualification or diploma has been received. In recent years, 
some exceptions were made, but in view of the current scarce financial resources, 
the regulations have again become stricter. General further education and training 
measures do not always comply with accessibility requirements, both with regard to 
structural layout and to communication123 (for example, induction loops for hard of 
hearing people persons and funding for Sign Language and written language 
interpreters are not provided).  There are special centres for young people with 
disabilities (deaf/HoH and blind) (BBW = Berufsbildungswerke) that provide the first 
vocational qualification as well as centres for people who have acquired a disability 
(deafness/HoH or blind/partially sighted): specialized Berufsförderungswerke. 

According to the German UN CRPD alliance, the education system lacks collective 
action from authorities on both Federal and Länder levels (BRK-Allianz, 2013).  

4.3.12 Employment for people with disabilities and HoH people 

The sphere of the employment of people with disabilities is based on the principles 
of rehabilitation before pension payments" (“Reha vor Rente”), self-determination 
and participation, integration in the regular job market as priority, and equal 

 
123 Research from “Impact of legislation in relation to the vocational integration of hearing impaired, 
deaf or late-deafened people, with support of communication and organizational measures”: 
http://www.fst.uni-halle.de/projekte/ginko/. [Last accessed on 08.10.2017] 
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treatment. Laws governing this sphere are Social Code Book III (employment 
promotion); Social Code Book II (basic support for job seeker); Social Code Book IX, 
rehabilitation and participation, the Act on the Promotion of Severely Disabled 
People’s Vocational Training and Employment, and the General Equal Treatment 
Act.124 

With respect to employment of people with disabilities, quota methods are used, 
which are imposed on employers by the state. In Germany, for people classified as 
severely disabled, enterprises with a staff of 20 people or more, should have at least 
5% of their workforce as people with severe disabilities. Enterprises that fail to meet 
these requirements have to pay compensatory levies. However, many prefer to pay 
compensation rather than create jobs for people with disabilities: one reason to this 
is that people with severe disabilities enjoy special protection from dismissal and are 
entitled to additional leave. Funds from the levies (Ausgleichsabgabe) are sent to 
rehabilitation programmes for people with disabilities and grants to employers who 
create more jobs for people with disabilities as required under the quota.  
The Federal Employment Service has to offer a qualified careers counselling. Where 
it is required by the nature or severity of the disability or in order to guarantee 
successful participation, vocational training measures are implemented in special 
centres for vocational rehabilitation (section 35 of Book 9 of the Social Code). These 
centres for the initial training of young disabled persons (50 vocational training 
centres with around 13,000 places) and for the retraining of disabled adults (27 
vocational retraining centres with around 15,000 places) are equipped with the 
necessary specialist (medical, psychological, educational and social) services. In the 
case of these measures, the rehabilitation fund responsible accepts all expenses 
related to the benefit, including board and lodging. For disabled persons who are not 
or not yet able to participate (again) in the general labour market, 
Berufsbildungswerke and specialized Berufsförderungswerke workshops for disabled 
persons offer suitable vocational training and employment while paying wages that 
are commensurate with the disabled persons' performance (section 136, Social Code 
Book IX) (Gagel & Schian, 2002). Some legal regulations in the field of employment 
have discriminatory effects on persons with disabilities. The updated decree on 
workplaces (Arbeitsstättenverordnung) 125 , which includes regulations on 
accessibility, is only applicable in those companies that already employ persons with 

 
124  In addition: health insurance (Social Code Book V), old age insurance (Social Code Book VI), 
occupational accident insurance (Social Code Book VII), social assistance: "integration support" (Social 
Code Book XII); national programmes:"Job – Jobs without Barriers" (2004 – 2010) "Job4000" (2007 – 
2013) "JobBudget" (2008 – 2011) Supported employment (section 38a, SGB IX; since 2009) (ANED 
2017), Reha-Futur (2007 – 2017) 
125 § 15, AstV, version from April 29, 2012. 
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disabilities (see Art. 27 AstV). Intergration offices (Integrationsämter) must promote 
the employment of people with severe disabilities in collaboration with the Federal 
Employment Agency. They evaluate the performance of job-seekers with disabilities, 
connect them with service providers, provide technical aids (Eurofound, 2012). 
However, the Integrationsämter do not have to cover all costs arising from the 
(re)design of an accessible workplace.126 Disabled persons are not legally entitled to 
this service, since it is not defined as a “reasonable accommodation” (BRK-Allianz, 
2013). Companies are afraid to hire persons with disabilities because they fear the 
bureaucratic burden in case of the need to fire a disabled person, and sometimes, 
due to the costs that may arising from retrofitting. In addition to this, the AGG 
provides rather limited protection from discrimination because those concerned 
must file their complaint within a very short period of two months (BRK-Allianz, 
2013). These regulations put persons with disabilities at a disadvantage when 
applying for jobs: employers fear the costs of redesigning accessible workspaces and 
prefer to hire persons without disabilities. Overall, Germany has a long-established, 
comprehensive system of vocational rehabilitation and job market integration, but 
the overall results of active labour policies are disappointing. A so-called 
rehabilitative “dead end” exists, in which “young people with disabilities who enter 
the rehabilitation system progress directly to sheltered work without exiting it” 
(Eurofound, 2012, p. 47). There is also a tendency to restrict employment actions and 
measures to people with severe disabilities with an official disability status and this 
group only includes people with hearing loss over 50%. 

In a GINKO survey research on the situation of people with hearing loss (severely 
disabled) in employment where the total of 3,189 people took part, 33% of people 
with hearing loss found that their workplace is equipped with the necessary technical 
aids.127  30 percent are estimating that their workplace is designed barrier-free for 
hard of hearing persons. Hearing loss-friendly workplace design in the interpretation 
of the surveyed people, means that 85.5% claimed they had good light conditions, 
80.6% had the opportunity to make eye contact, 54.6% used optical signals such as 
flashing systems, and 35.7% applied noise reduction measures. In regards to needed 
and available equipment that the surveyed had, 83% had a fax machine, 80.4% used 
a mobile phone (for SMS), 79.5% used Internet, e.g. for communication with webcam 
messenger or email, 38.9% used a special volume-amplifying telephone, 37.9% used 

 
126 See § 27 Severely Disabled Persons Compensatory Levy Regulation, SchwbAV 
127 The GINKO survey of workers with hearing loss was carried out in 2010/2011 by the Research 
Centre for the Rehabilitation of People with Communication Disability (FST) at the University of Halle 
Wittenberg in cooperation with the Deutsche Gehörlosenbund and Deutsche Schwerhörigenbund.  
http://ginko.fakten-zur-teilhabe.de/TXT/dieergebnisse/vorbemerkungen.html. [Last accessed on 
09.10.2017] 
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a videophone, 34.2% used an FM system, 31.3% used a sound amplifier, 19.0% had a 
writing phone, 10.4% had an auxiliary microphone and only 9.6% used an induction 
loop amplifier. For communication, majority of the workers used spoken language 
with lip-reading (81.1%) 10.9% of the surveyed used work assistance service, usually 
in the form of the Personal Budget, and 6.4% used the right to supported 
employment. 21.3% work part-time, most of them women. Of the 3,189 working 
GINKO participants, over half are not familiar with the Personal Budget (51.9%); while 
7.7% received it and used for for a work assistant, technical work aids or professional 
development.128 

As regards growing business initiatives for including people with disabilities in 
employment, one example of business involvement in employing people with 
disabilities is an Unternehmens-Forum Inklusion – an association of private sector 
employers established in 2002 to promote the joint interests of businesses and 
people with disabilities in the labour market. It started as an initiative of 15 medium 
and large companies that are mainly based in the Rhine-Main region of Germany and 
aims to develop effective strategies to enable all workers to fully participate in 
working life, including persons with disabilities.129 

4.4 Conclusion: Implications for HoH people in Russia and Germany 

Germany today has compensatory policies along with anti-discriminatory policy, 
which do not conflict with each other. It can be concluded that in Germany, under 
the Esping-Andersen theory, the strongest branch of the policy would be 
rehabilitation and employment policy, then welfare and finally, the civil rights policy, 
which still needs to be strengthened.  The system of anti-discrimination laws is not 
fundamental in the structure of social inclusion of people with disabilities and its 
effect does not directly cover the private sector.130 Policy is built on the principles of 
social inclusion, however, practices and experiences by HoH persons show that on 
the level of daily life and access to social participation, communication and 
interaction, inclusion is far to reach. The acceptance of inclusion and psycho-social 

 
128 Ibid. 
129 Disability in the Workplace: Employers’ Organizations and Business Networks Working Paper No 6 
ILO Bureau for Employers’ Activities and Skills and Employability Department, 2011. 
http://www.usbln.org/pdf-docs/ilo_working_paper_n6.pdf. [Last accessed before 2018].  
130 Germany has also obstructed the development of the EU Anti-discrimination directive which could 
be beneficial to people with disabilities due to top-down EU pressure. See BRK-Allianz report (2013), 
also https://www.euractiv.com/section/justice-home-affairs/news/ngos-tell-germany-to-stop-
blocking-anti-discrimination-directive/; http://easpd.all2all.org/en/content/anti-discrimination-
directive [Last accessed before 2018].  
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model often remains restricted by the level of programmatic rhetoric. The 
rehabilitation system in relation to the HoH people is still mostly informed by the 
medical model (audiology, tinnitus cure, hearing aid fitting, CI) which implies that 
disabled people's organisations have to actively work on awareness-raising, such as 
accessibility as a human rights issue.  

The constitutions of Russia and Germany have a lot in common, in particular, in that 
both establish social rights by the very fact of proclaiming the country a social state. 
In general, the assessment of the total volume of federal budget expenditures and 
expenditures of the consolidated budgets of the constituent entities of the Russian 
Federation for social support and social services for people with disabilities in Russia 
in 2013 was about 535 billion roubles or 0.81% of GDP (Burdyak et al, 2017). In 
contrast, in Germany in 2012, the costs of social support and social services for 
disabled people were around 2.3% of the GDP (Mossuti & Asero, 2012). In Russia, the 
Gini coefficient in 2015 was 0.412 for the period 2005-2013, according to the UN. The 
problem is aggravated by the fact that the absolute parameters of material well-being 
(GDP per capita population) are much lower, as well as by sharp transition from 
egalitarian to a strongly polarized society, when the life of the wealthy citizens is 
drastically different from life of the poor. In Germany, the Gini coefficient was 28.3 
in 2013 (World Bank) which shows the drastic difference between the access to 
resources of the population of Russia and Germany.  

Against the background of the fall in oil prices and a reduction in the revenues of the 
state budget in Russia, there is an actual refusal to promote the social state. In 
practice, this is manifested in the eventual curtailment of the social guarantees 
system that has just started to be strengthened. The social state has always been 
more declarative than factual.  

The MSE should have been reformed gradually and very cautiously (perhaps, not in 
full volume), as MSE specialists are now overloaded with more responsibilities, 
human resources are unprepared, and there is a lack of material and technical base. 
This example shows that change in the norms of legislation in Russia without an 
effective mechanism for their implementation will not produce results. 

Considering the experience of other countries and Germany in the rehabilitation field 
is of course important. However, borrowing should be weighed, partially for the 
reason that the “western” countries did not have to experience the transition from a 
socialist centralized economy to a capitalist market economy. 

In inclusive education, a similar situation is observed in both countries, where 
pedagogical personnel are not ready to work with different groups of children with 
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disabilities, and the work of special schools is not always accepted or adequately 
adapted to the demands of inclusive education. In both countries, the welfare and 
employment policies are expected to result in an increased capacity of HoH persons 
to participate. However, in Germany, HoH people with a disability degree less than 
50% are not protected by the anti-discrimination employment legislation. Russian 
legislation does not make such a distinction, but its norms do not work in practice. It 
can be said that in both countries, as Degener suggested in regard to Germany, there 
could be a situation when people with hearing loss might have to take up two roles: 
one in which they play the capable and qualified disabled employee, and another one 
in which they have to play the needy beneficiary in order to get hearing aids and 
assistive technologies. In both countries disability status brings certain benefits and 
the HoH people prefer to gain it to support. 

The system of rehabilitation and participation-oriented benefits is far less-centralized 
in Germany in comparison to the system in Russia. In Russia, the benefits by and large, 
lack pronounced participation and do not resemble active rehabilitation. While there 
is a certain level of fragmentation of benefits’ provision in both countries, in Russia it 
would be significantly harder to find and reach the most needy as there is a 
widespread practice of shadow earning and informal labour relations. 

As previously discussed, the rights-based focus and focus on an individual are the 
keys to inclusion when speaking of persons with disabilities. In Russia, however, the 
concept of “inclusion” is more firmly embedded in the approach to inclusive 
education and is less addressed in relation to other spheres of life, while the 
operationalized concept of inclusion should be a central factor in the construction of 
structures and systems in health, rehabilitation, prevention and care.   One of the 
problems in social policy development and implementation is also that profiling and 
highlighting certain groups means there is an assumption of a certain level of 
homogeneity. The HoH group, however, is far from homogeneous. Both countries 
struggle with recognition of a variety of individual needs of people with hearing loss 
(mainly through the efforts of VOG and disabled deputies in Russia and DSB, Deutsche 
Gesellschaft der Hörgeschädigten - Selbsthilfe und Fachverbände e.V. (German 
Society for Hearing-Impaired Self-Help and Professional Organisations) and DGB e.V. 
in Germany). Both countries are trying to overcome compartmentalisation of policy 
issues within the policy domains and sectors to make social protection and 
rehabilitation measures easier for HoH people to access and without long-term 
bureaucracy procedures in both countries (multi-functional centres in Russia were 
established so that applications could be submitted in one place; Germany improved 
the procedure of application as a one-step measure with the Federal Participation 
Act). It is important to note that German legislation is more gender-sensitive than 
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Russian, and legislation and NGO practices seem to be more inclusive of the families 
of the people with disabilities, which responds well to the principle of the 
conservative state model. These calls for reasonable accommodation are present in 
German legislation but this is not sufficient for anti-discrimination claims; in the 
Russian legislation the concept of “reasonable accommodation” does not exist 
explicitly at all, and this is a major drawback of the legislation, even though an “anti-
discrimination” position had been declared. The legislation does not set a priority for 
the inclusion of disabled workers in the mainstream professional environment in 
contrast with the creation of specialized jobs.131 Therefore, it is not possible yet to 
speak about the “realization of the principle of reasonable accomodation not only in 
practice, but even at a formal level in the Russian legislation” (Lyutov, 2012, p.29). 
Another remarkable difference is that there is no disability ombudsman in Russia. 
This contradicts the declared line of following the anti-discrimination as promoted by 
the UN CRPD. The principle of subsidiarity that could be helpful in solving social issues 
in Russia, also does not work well in the Russian realities of centre – peripheral 
relations. In both countries, the participation of severely and profoundly HoH in social 
life depends on their economic abilities (to purchase a hearing aid and assistive 
technologies in case the cost exceeds upper limit of the compensation132).  The 
German social system, on the other hand, provides for a decent standard of living and 
does not have the same level of poverty as in Russia. In terms of activism, it can be 
noted that although the HoH interest representation is significantly stronger in 
Germany compared to Russia, stigmatization of hearing loss is strong in both 
countries; HoH are also not perceived as “really disabled”.  In the next Chapter we 
will look at how the disability activism developed in both countries, in which context, 
and what have been the results of it for the organisations of the HoH and the deaf 
accordingly. 

CHAPTER 5:  The Role of the NGOs in Furthering the Inclusion of the 
HoH in Russia and Germany 

5.1 Researching NGO and state interaction: an overview of approaches  

In Chapter 3, I reviewed and compared national disability policies in Russia and 
Germany. In both countries, the development of disability legislation was to differing 

 
131 The Law 181-FZ establishes the requirements for reasonable accommodation through the Article 
23 stating that "for disabled people employed in organizations, regardless of organizational and legal 
forms and forms of ownership, the necessary working conditions in accordance with the individual 
rehabilitation program for the disabled person are to be created". This doesn’t clarify by what body 
and at whose cost these conditions should be developed, and the MSE has a freedom to decide, in the 
IPR, which vocational rehabilitation a disabled person should follow.  
132 More confirmation to that follows in Chapter 6 
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degrees influenced by disability organisations. Now I will explore how and through 
what means the organisations of people with disabilities pursue policies encouraging 
inclusion. Germany represents a rather specific case as its disability organisations 
were instrumental in disability-related policy formulation. Without relying on social 
partnership with the third sector in the form of NGOs, the state cannot fully ensure 
the constitutionally assigned functions of the social state previously discussed in 
Chapters 2 and 3 in relation to Russia and Germany. The “third sector” comprises civil 
associations and non-profit organizations that create a specific sphere of relations 
between society and the state. Non-profit organizations may serve as an 
intermediary between the state and the population: they lead to the adoption of 
managerial decisions beyond the narrow framework of the political elite, organize 
public dialogue on the key issues of the country's development, expand self-
government, assert active citizenship and people’s responsibility for their own lives.  
On the other hand, non-profit organizations may oppose their instrumentalization by 
the state or by the private organisations. The third sector is still increasingly becoming 
a shadow institution that operates alongside the state in all socially important areas, 
compensating for the lack of activity of the first and second in these areas. 

In this Chapter I will identify and examine the key mechanisms and strategies that 
NGOs, and in particular, organisations of people with disabilities, apply in order to 
take part in the re-formulation and development of social policy. Following this, I 
address my research questions, which look to compare the resources and strategies 
that disability organisations use in their policy work for HoH people.133 In doing so, I 
will consider the pluralist and corporatist models of the NGO-state interaction. For a 
comparative analysis of the levels of the NGO participation in social policy 
development in Russia and Germany, I will apply the framework of the welfare states. 
I will not look to measure the effectiveness of the NGO work in the sphere of 
disability. In Russia alone, the sheer number and diversity of NGOs, make it very 
difficult to apply a single universal method when evaluating their activities. Instead, I 
aim to find out what policies have specifically been influenced by disability 
organisations in both a Russian and a German context. This will be done on the basis 
of my empirical findings and expert interviews. It is worth noting that it is difficult to 
compare disability NGOs due to the distinct historical pathways and the different 
cultural and socio-political contexts of Russia and Germany. To take one example, 

 
133 I will discuss organisations that are involved in disability rights and services work and distinguish 
between DPOs (disabled people’s organisations – run by people with disabilities themselves) and 
disability NGOs – non-governmental organizations pursuing interests of people with disabilities but 
not managed by or comprised of people with disabilities.  Since I will focus on non-governmental 
organisations of and for people with hearing loss, I do not aim to categorize the NGOs in terms of 
“service providers”, movement organizations or advocacy organizations. 
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German NGOs work closely with semi-state welfare organizations such as Rotes 
Kreuz, Arbeiterwohlfahrt and Caritas Diakonie, which are also a part of the third 
sector but cannot be called NGOs in the pure sense. 

Over the past forty years, there has been a trend towards greater involvement of the 
public and consumers of services in the social policy development process in many 
countries of the world (see, for example, Charles and DeMaio, 1993; Beresford, 2001; 
Akkerman et al, 2004; Abram et al, 2004). The goal is to determine whether social 
policies and services "meet" the needs of users. The effectiveness of such 
participatory practices is deemed ambiguous (Irvin and Stansbury, 2004; Abram et al, 
2004). However, the very idea of engaging objects in the development of social policy 
as a means of ensuring universal "recognition, understanding and dissemination" 
(Beresford, 2001), remains a powerful element of international social policy.  

The concept of participation in policy development underwent a transformation in 
both practice and research. In the 1960s and 1970s, the emerging forms of 
participation in decision-making processes took place mainly through establishing 
consultative mechanisms, often in the form of user committees. As this raised issues 
over access to participation, mostly from the side of self-interested user groups who 
have most power to articulate their interests, users have come to be seen as 
“consumers” or “clients”. As a result, a focus on empowerment became clear, which 
aims to achieve the redistribution of power that enables people to gain more control 
over their lives (Croft and Beresford, 1992). Civil society organizations have become 
significant co-producers of what in the past were largely state functions. It was 
acknowledged that in effect, NGOs that take part in policy development, reflect – but 
also create and institutionalize – new norms in society (Hardy et al, 2003). To some, 
these new roles are welcomed as a new type of partnership between the state, the 
market and civil society. For others, they represent threat in as far as the state is off-
loading its larger social responsibilities to private or non-governmental actors 
(Cornwall and Gaventa, 2000). A more radical version of people’s participation 
increasingly came to be seen as a ‘third option for social policy’; one that would go 
beyond the more paternalistic versions of the welfare state and the narrow 
consumerist approaches to user involvement (Croft and Beresford, 1992). Growing 
from the struggles of the disability rights movement, this approach began to talk 
about participation not only in terms of having a say and being involved in the delivery 
of existing programmes, but also about more active participation in provisioning and 
in policy formulation. 

The public can participate in the creation of social policy in different ways. These can 
be research initiatives, "public planning" (Abram and Cowell, 2004), and involvement 
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in the direct activities of local authorities, for example, major consultation meetings 
with the public (Akkerman et al, 2004). Such forms have spread widely in the 
advanced liberal democratic countries over the past decade as people become more 
interested in governance with the help of the community (Abram and Cowell, 2004). 
However, a review of the literature on the issue of social policy development in Russia 
gave very little information about participation in such a process. It can be argued 
that in Russia the NGOs that are included in the process of social policy development, 
represent a number of groups, but their participation remains mostly formal, and 
participation of some could even be called tokenistic. In contemporary research on 
the field of cooperation between the state and NGOs in the social sector, three major 
directions can be discerned:  

(i) an emphasis on the economy of the provision of social services, an 
approach that precipitated the concept of "failures" of the market and the 
state;  

(ii) a focus on socio-political factors of interaction between government and 
NGOs. Among the most well-known developed concepts is the hypothesis 
of social capital, put forward by Robert Putnam in 1993, which highlights 
the relationship of cooperation and mutual support between people 
through participation in the activities of voluntary non-profit 
associations134;  

(iii) underlining the historical perspective and cross-country comparisons. The 
third sector has been built into models of welfare: Esping-Andersen drew 
attention to the dependence of the role of NGOs in providing social 
services upon the historically established state type in a particular 
country, highlighting the social-democratic, liberal and conservative 
model of government. 

The first type is the universal or social–democratic system of Scandinavian countries. 
The second type covers liberal and dual systems where services are generally not 
provided by the state and public assistance is concentrated on the most 
disadvantaged sectors of the population. The third type of association–state 
relationship is the corporatist regime that assigns a significant role to the third sector. 
Besides its role as a service financing and guaranteeing institution, the state sets rules 

 
134  The presence of social capital, according to Putnam, enhances the effectiveness of the state 
programmes of civic development considerably, resulting in the state's interest in cooperation with 
NGOs.  
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for service delivery procedures, as well as regulating working conditions in the sector. 

In modern Western political science, there are two basic models of interaction 
between the state and interest groups in the political decision-making: a pluralistic 
and corporatist. The first is the part of the designed in the 1950s in the United States 
model of pluralist democracy, the main thesis of which is that politics is the 
relationship of interest groups that compete with each other for influence upon 
political decision-making. The state is given only the role of an arbitrator during 
coordination of interests and development of a compromise solution. Robert Dahl 
acknowledged that the state may also have their own interests and give preference 
to one or another interest group according to them. This results in unequal 
opportunities for political participation among interest groups (Dahl, 1971). The 
advantage is most often with those who have more economic or organizational 
resources. 

The corporate model was developed in the mid 70-s within the neocorporatism 
theory framework opposing pluralism. According to the classic definition by F. 
Schmitter, corporatism "is a system of representation of interests, parts of which are 
organized in several specific, compulsory, not competing with each other, 
hierarchically ordered, functionally different ranks, officially recognized or approved 
(or even just created) by the state that gives them a monopoly for representation in 
their field, in exchange for a certain control over the selection of leaders and 
articulation of demands and commitment” (Schmitter, 1997). 

The corporatist model, in principle, implies the existence of two basic elements 
(Czada, 1994): (i) a defined structure of interest groups with a limited number of 
organizations, functional differentiation, lack of competition between them, 
hierarchical internal organization; (ii) close relationship of the stakeholders with 
government agencies that is reflected in of the organizations and their monopoly for 
their interests' representation by the state in exchange for the state's control in the 
articulation of interests. 

A distinction must be made between “state” and “liberal” corporatist tendencies: in 
the first case, state actors initiate the corporatist structure, while in the second case 
the structure is initiated by the third sector organizations. In other words, the 
corporate structure development can take place from "top-to-the-bottom" (state 
corporatism) and from "bottom-to-the-top" (liberal corporatism). 

In comparison to the above findings, development in Russia has gone down a 
different path that, nonetheless, shares some features similar to the Western 
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experience.135 

5.2 Strategies and resources applied by the NGOs in influencing and re-defining 

policies in Russia 

5.2.1 Emergence of the third sector in 1990s: models of interaction with the state 

The terms "civil society" and the "third sector" emerged in Russian socio-political 
discourse for the first time in the late 1980s leading up to the collapse of the USSR. 
This period (known as "perestroika") of Russian history is connected with the 
emergence of various social movements. The massive emergence of the 
organizations aimed at solving social problems was conditioned by the vast potential 
of financial support (funds from foreign organizations), as well as by the legal 
framework development that regulated activities of non-governmental 
organizations. Before "perestroika" took place in the USSR, there were the so-called 
"voluntary social organizations", which could formally be attributed to the third 
sector, but in fact were part of the state structures, because they were entirely 
dependent on the authorities. Their interactions can be described as state-corporate 
since these organizations were created by the state, who enjoyed a monopoly on 
representing the interests of their members and clients. This applied to such 
organizations as the All-Union Society of the Deaf (later All-Russian Society of the 
Deaf). After the era of "perestroika", especially with the beginning of economic 
reforms, the state started to lose its grip on this monopoly due to the emergence of 
"new" third sector organizations. 

An important resource for the development of new third sector organizations in post-
Soviet Russia was the support of the West and its role in financing and training 
"western" methods of work. New NGOs that did not have a steady source of income, 
had to engage in constant struggle for survival, and addressed regional or local 
authorities for help. NGOs that did not receive grant funds (due to competition, lack 
of resources or non-compliance to the criteria) perceived the state as a partner in 
solving urgent social problems. However, in most cases these NGOs represented their 
own interests and viewed others as competitors, which can be taken as reflecting the 
pluralistic model. Coalitions in such a situation are possible, but, as a rule, they are 
quite unstable. Because of this, their interaction with the state was originally built on 

 
135 Much diversity can be found in the cultural and social representations of the welfare policies 
across the world. Much of the scholarly discussions revolve around the Anglo-Saxon 
(Americand/British) experience. Yet the work of Anglo-Saxons such as Putnam applies poorly to 
countries such as Germany (consider the “Freiwilligensurveys” of the “Bundesregierung”). 
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the basis of a pluralistic model: they were rare and chaotic. 

A state-corporatist political network developed, when the initially weak third sector 
gained opportunities to influence political decision-making on the level of national or 
regional authorities. In Russia, public initiatives were initially caused by the decline of 
the social services sphere in the 1990s, which led to the cooperation between the 
state and NGOs (Salamon, Anheier, 1998). Subsequently, the non-state social services 
were discredited by the high level of corruption in the third sector in the 1990s, which 
made the joint projects of the state and NGOs more reliable to subsidize in the 
perception of the Russian public (Thomson, 2006). 

 By the end of the 1990s the landscape of the Russian NGOs’ interaction with the 
state had changed: "the NGOs that have, within their ranks, individuals known in the 
political environment, such as former or current members of the executive and 
legislative branches, are enjoying the support and regarded with favour of power 
structures” (Lushchenko, Redenkova, 1998, p.44). Thus, the formed political network 
was no longer purely pluralistic, where all organizations have a roughly equal chance 
of support, but has gradually acquired elements of state corporatism. 

Overall in Russia, there are regions with less developed third sectors that 
demonstrate elements of state corporatism; there are also regions such as  St. 
Petersburg with the more well-developed third sector that signify the elements of 
liberal corporatism. In the latter case we can find NGOs advocating for cooperation 
with the regional authorities able to the influence decision-making process on their 
own. 

In general, the interaction of the Russian NGOs third sector with the state is difficult 
to describe within a framework of Western corporatist or pluralist models, because 
this interaction has been constantly changing before it ever could get a clear shape. 
Another reason for difficulties in classifying the context is that the pure neo-
corporatism model is not sufficient for today's realities. Instead, a mixed model, 
which demands deeper conceptual reflection, is needed. 

Moreover, approaches to NGO support were pretty erratic in Russia when compared 
with the European approaches. This was because at the initial stage in the 90s, 
foreign funds supported different regions in different ways (from technical assistance 
to NGO management education to supporting provision of social services). 

5.2.2 The socio-political context of the NGO activity: 2000-2016 

In 2011, according to the Russia state statistics agency records of all non-profit 
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organizations in the country (except state and municipal authorities), a third of them 
(31.4%) belonged to state and municipal authorities. The upper limit of the number 
of the NGO sector is at around 434 thousand institutional units. At this time, the issue 
of an actual number of active Russian NGO remains open. In terms of financial well-
being, the NGO situation is challenging. According to the All-Russian NGO research 
conducted in 2010 by the Centre for Civil Society Studies and the non-profit sector of 
the National Research University "Higher School of Economics", Russian NGOs for the 
most part are extremely weak economically and often are on the verge of liquidation 
(Mersiyanova, 2011). 

In regard to citizens’ involvement in the NGOs, and according to researchers' surveys 
in 2010, the informal, non-institutionalized social activity is much more popular 
among the Russians than participation in registered NGOs (ZIRCON, 2010). The 
preferred scope of participation is helping children, seniors, veterans and people with 
disabilities – the most “vulnerable” categories of the population. While majority of 
the common Russian population still perceives supporting vulnerable groups as a 
form of a "charity", there is a tendency towards "individualization" of charitable 
activities. 136  This stereotype is shared very widely, by up to 70% to 80% of 
respondents in different cities. Supporting and helping people with disabilities is in 
the 4th place in the rank on average in the cities of Russia behind assisting orphans, 
street children, the elderly and veterans (ZIRCON 2010, p. 29). 

Low awareness of the population about NGOs and the opportunities they provide, is 
the main factor that prevents potentially ready citizens from getting involved in the 
NGO activities.  In addition, a low level of credibility among the population, a lack of 
understanding of the third sector philosophy and mistrust towards any form of 
organisations inherited from the Soviet times, serve to weaken NGOs potential as 
mobilisers of public activity (Mersiyanova, 2011). So far, only a third of Russians trust 
the NGOs as one type of support, and only 4% trust NGOs as one of the more effective 
means. Only 7% of respondents trust the disability organizations most of all, in 
comparison to other types of NGOs. (Mersiyanova, 2011) 

Within the government and the media the NGOs can be considered as lacking 
competence, being negligent, or as a marginal field that does not require professional 
and material investments (Tarasenko, 2011). The system of the social assistance was 
monopolised by the state institutions and only recently the market of the social 
services started emerging in Russia. Therefore, most NGOs in 2000-2010s providing 
rather simple social services such as counselling on benefits, programmes and 

 
136 By individualization I mean making charity a personal matter, rather than joining any concrete 
organizations. 
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projects of the social and psychological rehabilitation, training programmes and 
support to the elderly. Overall, the main tendency of the non-profit sector in 2000s 
was to complement the activities of traditional social protection institutions rather 
than compel them to compete. (Gukova, 2009) 

Today, the relationship between the third sector and the government possesses both 
elements of dialogue and confrontation. Christian Fröhlich offers to highlight two 
characteristics of the contemporary political environment of the Russian NGOs: 

(i) barriers to interaction between state and non-governmental organizations; 

(ii) the tendency to perceive their actions as criminal and the opposition to the state 
(Fröhlich, 2010). 

When we consider the barriers to interaction between state and non-governmental 
organizations, the 2000s saw an increased state control of the NGOs. At the same 
time, their social legitimacy was limited and the scope and repertoire of their 
activities were curtailed (Fröhlich, 2010). Since the 2006 Federal law limited the 
activities of foreign donors in Russia, access to international grants was reduced.137  
Thus, the segregation of the third sector took place, largely as a result of a purposeful 
state policy. A number of socially oriented organizations had to reorient themselves 
towards state funding, both in competitive and non-competitive terms. At the same 
time, the Russian government extended financial security schemes of government 
social programmes, which gradually became the main source of funding Russian 
NGOs. This was seen to strengthen the partnership between the government and the 
third sector. The NGOs that survived this lack of non-state financing and overcame 
the legal barriers, were forced to spend a lot of resources to ensure their continued 
existence. Some organizations with credibility with government agencies were forced 
to become the state organisations, facing at the same time the risk of total 
transformation in their NGO leadership and orientation. 

The absence of a legislative framework governing all aspects of the relationship 
between government agencies and NGOs in preparing, adopting and implementing 
decisions in the social sphere and the lack of a consistent, stable interaction of a 
binding nature, prevented the strengthening of social policy. On the other hand, the 
NGO sector failed to develop a mechanism to represent itself before government 
agencies, or to set up an adequate means of interaction with other NGOs.  

The second key barrier has been the tendency to perceive independent NGO actions 
 

137 Federal Law 275 "On the order of formation and use of financial endowment by non-commercial 
organisations", 30.12.2006. 
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as criminal and the oppositional to the state. This adversely affects the formation of 
NGO policy together with the government, as well as foreign and other funding. On 
20.07.2012 the Federal Law № 121-FZ "On Foreign Agents" came into force. The term 
"Foreign agent" includes any non-profit organization engaged in "political activities" 
that receives funding from abroad. This "financing from abroad" refers to any means 
of funding from abroad, technically received on an account of the organization. The 
current legislation on NGOs stipulates that "political activity does not include 
activities in the field of health, prevention and health protection, social support and 
protection of citizens, social support of persons with disabilities, charity, although 
under the new definition proposed in 2016, any work of non-profit organizations 
involving interaction with the authorities can be deemed "political". 138   This, 
combined with funding from abroad, allows NGO to be put on the register of foreign 
agents. For the opposition to this status and the restrictions it imposes, the 
organization is subject to liquidation, and its staff to criminal charges under 330.1 of 
the Criminal Code139. If an ordinary Russian NGO meets the requirements of the law 
on foreign agents in terms of auditing, maintaining its account statements will require 
more money than all of its statutory activities. Therefore, for any NGO, created "from 
below" by volunteers but lacking a rich Russian sponsor, the status of "foreign agent" 
essentially makes them a non-viable organization. 

5.2.3 Economic forms of interaction between NGOs and the State 

According to the Boston Consulting Group, the share of state funds in the budgets of 
NGOs in Russia does not exceed 15% and is 2-3 times lower than the level of funding 
abroad (Civic Chamber of the Russian Federation 2012). The amount of charitable 
donations in Russia is about 45 billion roubles a year, 4-6 times less than in Germany. 
After the signing of major international conventions by Russia and the adoption of 
the 1995 law "On charity and charitable organizations", support of the state gradually 
took form of the targeted tax and non-tax incentives. However, the Tax Code, which 
entered into force in 2002, abolished the tax benefits for NGOs, except for its partial 
preservation for NGOs of people with disabilities (Gamolsky 2002). In recent years 
the following funding approaches have taken shape in Russia, in particular on the 
local and regional level, in the mechanisms of interaction between the state and 
NGOs in solving socially important problems: (i) state and municipal social mandate; 

 
138 For example, this could include counselling people with disabilities on their legal rights to benefits 
and allowances, participation in round table discussions with government officials and expert 
councils, publications and media interviews.  
139 "Malicious evasion from fulfillment of obligations of the Russian Federation legislation on non-
profit organizations that perform the functions of a foreign agent". Federal Law No. 121-FZ “On 
Amendments to Several Legislative Acts of the Russian Federation Concerning the Regulation 
of Nonprofit Organizations Acting as Foreign Agents” 
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(ii) state social sponsorship such as benefits on payment of certain taxes, customs 
and other fees, total or partial exemption from fees for the use of state and municipal 
property; (iii) encouraging social activity through direct funding (e.g. subsidies and 
municipal grants); (iv) encouraging non-state corporate and individual sponsors 
(Gukova, 2009; Oleynikova, Muravyov, 2006). These mechanisms, however, have a 
much smaller share than the grant competitions in the practice of NGO support in 
Russia. The main problem is that large grants operators are structures that are close 
to the government and the ruling party, so-called loyal NGOs. In more than 40% of 
these cases, NGOs receiving the “presidential grant” are linked to government 
agencies or headed by a deputy or a member of the Civic Chamber (Yakoreva, 
2014).140 

5.2.4 The emergence of “socially-oriented NGOs”: the shift to the recognition of 
public beneficiary organisations by the state  

As the institutional consolidation of NGOs evolved, they turned into active social 
service providers. Along with state and municipal institutions, NGOs began to render 
social services to the population, such as disability clubs, associations of graduates of 
children's homes, and the parents' associations of children with disabilities. However, 
the volume of social services was extremely low due to lack of funding and necessary 
infrastructure. The solution was to engage non-governmental organizations on a par 
with the state. Therefore, the volume of state support to the NGOs increased in the 
past years, also for the purpose of state control over the activities of NGOs versus 
foreign funders. Socially oriented non-profit organizations became the target of 
government subsidies.141 The concept of "socially oriented non-profit organizations" 
was introduced by the Federal Law #40 on 5.04.2010. This defines the powers of 
public authorities and local governments in supporting these organizations, 
charitable work and volunteering, as well as the forms of support. Thus, Russia has 
borrowed from the Western European experience institutionally. In many countries, 
instead of the term "socially-oriented organization" the term "public benefit 
organization” (public beneficiary organization) is used. This means that NGOs are 
working to assist primarily or only third parties. This status enables organizations to 
qualify for a reduction of the tax burden and to receive other benefits from the state. 
The priority areas for the implementation of socially-oriented NGO projects in 2011-

 
140 The Civic Chamber is a pro-government body created, in part, to facilitate coordination between 
the socially significant interests of citizens of Russia, NGOs, and national and local authorities 
141 In 2011, in 53 constituent entities of the Russian Federation special regional support programmes 
were adopted by socially-oriented non-profit organizations with a total funding volume of more than 
3 billion rubles in 2011 (in 2012 this amounted to more than 4 billion rubles) (Report on the state of 
civil society in the Russian Federation for 2012. The Civic Chamber of the Russian Federation, 2012). 
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2012 also included the social adaptation of persons with disabilities and their 
families. 

Unlike many Western European countries, however, even within the legal 
framework, the inclusion of the NGOs into the register of "socially-oriented NGOs" is 
not determined on the basis of objective criteria for assessing the activity of NGOs, 
but by the fact of its financial support from the state (Tarasenko, 2011). Furthermore, 
contests for NGO funding have a relatively closed nature, which raises the issues of 
transparency, adequacy of the tools of these funds' distributions, and prospects for 
the NGO sector actual development.  The experience of the adoption of the law on 
socially-oriented organisations in St. Petersburg showed that the regional authorities 
are not interested in developing legal framework that would meet the requirements 
of the non-profit sector and provide its ability for further development. The share of 
socially-oriented NGOs in Russia remains low compared with developed countries. 
According to the Civil Society Development Fund, "as of March 2013, the share of 
socially-oriented NGOs from the total number of NGOs in the developed countries is 
60-70%, while in Russia it is only 13.5%" (Civil Society Development Fund website, 
2013).  

The share of non-state organizations, according to the Federal State Statistics Service 
in 2014, is rather low: 15.5% in health care, 1.6%, in education – 1% in social services. 

5.2.5 Various forms of the NGO involvement in the interaction with the state 

The following classifications of mechanisms can be identified in the interaction 
between the state and the NGOs: 

- Competitive mechanisms (state and municipal social order, municipal grant 
competition for social projects, etc.); 

- Social and technological (transfer of social innovation technology to the authorities, 
the developer of which, as a rule, is a non-profit organization); 

- Organizational-structural (joint development of structures to address socially 
important issues – as a rule, with the financial support of the authorities and /or 
business); 

- Procedural, governing the rules of cooperation in solving certain social issues 
(agreements, civic councils and parliaments); 

- Integrated or combined – combining the features of at least two of the methods 
above (for example, funds for the local community development are combining the 
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features of competitive, social, technological and organizational structural 
mechanisms) (Yakimetz, 2004). 

It is still a long way to go before the interaction of government and non-profit 
organizations in solving the problems of the social sphere will be truly effective. So 
far, the most common form of interaction is an exchange of information and 
participation in public councils. As practice shows, the participation of non-profit 
organizations in the implementation of targeted federal social programmes is the 
widest form of participation in the implementation of regional social policy. The main 
forms of participation and, respectively, of possible impact of the NGOs are written 
appeals to the authorities, media campaigns and involvement, participation in 
legislative initiatives, attempts or agreements on the public expertise, lobbying 
through the authorities, personal contacts with those responsible for decision-
making. In the Russia-wide research conducted, 43% of NGO leaders participate in 
joint ventures with local government public (coordination) councils; 27 % in working 
groups, and conflict reconciliation commissions; 33 % in providing information and 
analyses to the authorities. Only 13% of NGOs receive municipal grants (subsidies) 
and the same amount carries out work by the municipal order. Only 16% NGOs 
develop recommendations to the local authorities. 

NGOs and state interaction largely depend on the actions of administrative system, 
and overcoming barriers is possible only through a radical change in the entire system 
of the social sphere control. As for grassroots NGOs, they often display three distinct 
types of behaviour toward politics: avoiding participation, searching for political 
partners, and using NGO as a means to gain access to political power (Cook, 
Vinogradova 2006). Given the current political climate, grassroots NGOs have a hard 
time surviving if they lack a sponsor or state support. They are also at times not taken 
seriously by the officials; one of the traditional challenges for Russia is the status of 
the local associations and NGO representatives is perceived to be lower in 
comparison with the status of the authorities. 

5.2.6. Disability NGOs as actors of social policy 

In the first half of the 1990s, the failure of state social security as well as the volatile 
and relatively open political environment gave rise to the rapid growth of non-
governmental organizations and non-registered civic associations, seeking to make 
up for the health and social care gaps for people with disabilities (Holland, 2003, p. 
136). 

At that time, the definition of disability as formulated by the World Health 
Organization in 1990, had certain significance. For that reason, disability NGOs 
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seeking funding support (mainly from foreign donors) formulated their project aims 
as rendering necessary social services to persons with disabilities (Fröhlich 2010). This 
fully corresponded to the country's political situation. The first changes in the field of 
integration at that time took place owing to the work of professionals in the third 
sector. This aspect was crucial since NGOs practised the approaches of social services, 
advocacy, integration and technologies that would go on to become the basis of the 
state policy of integration.142 The activities of NGOs in promoting integration included 
professional community development, protection of disability rights and direct work 
with the authorities. 

Until the 1990s, social disability policy was mainly compensatory, and the measures 
were limited to the provision of cash payments and services. In 1995, the Federal Law 
"On social protection of disabled persons in the Russian Federation" upheld the equal 
political, economic, and civic opportunities for people with disabilities, giving them a 
new legal status and stimulating further development of public policy. However, an 
approach towards people with disabilities as a social minority in need of 
rehabilitation and integration conditions, remained. The regulatory framework of 
disability policy with a focus on social security measures encouraged the 
implementation of social safety nets. Therefore, non-governmental organizations 
engaged in the provision of social and health services, enjoyed the favour of the 
authorities (Fröhlich, 2010). All-Russian societies of people with disabilities143 that 
were long subsidised by the government, retained their connections with the 
authorities and worked together with them towards the implementation of the 
“Accessible Environment” federal programme, 181-FZ Law on the “Social Protection 
of Persons with Disabilities”, and cooperated with foreign organizations of people 
with disabilities. 

With the help of the "West", disability NGOs were gradually trained not only to 
render social services, but to conduct awareness-raising, run advocacy programmes, 
political lobbying, were trained in organisational management, fundraising and 
accounting, and addressed specific issues such as inclusive education. The 
representatives of DPOs in 1990s were learning from German Diakonie to collect fees 
for their activities at the NGO city exhibits, to hold competitions, fairs of social 
projects, charitable events. It were DPOs who learned about the individual 
programme of rehabilitation from the example of the “West” and demanded from 

 
142 At that time and accordingly to the international definitions of disability, integration was the 
pursued goal by the authorities. 
143 All-Russian Society of the disabled (VOI), All-Russian Society of the Deaf (VOG), All-Russian Society 
of the Blind (VOS) 
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the state to introduce it into legislation.  

However, as international funders often preferred funding NGOs engaged in 
protection of human rights (thus reflecting Western norms and values of human 
rights and citizenship), many operational NGOs working with persons with disabilities 
remained ignored by international donors. Unfortunately, the side effect of donor 
funding was the formation of “elite” disability NGOs, competition and gaps in 
interaction between disability NGOs. For many Russian disability NGOs and NGOs 
working with disabilities, human rights protection was not the main goal as such: their 
activities focused on including people with disabilities into “mainstream” social, sport 
and cultural life. Thus, social inclusion was the key focus. Such was the work of the 
author’s Fund of Assistance to Disabled Children and Youth in St. Petersburg, Russia, 
as well.  

While recently many NGOs re-oriented their advocacy and lobbying actions towards 
cultural and social activities out of the fear of multiple prosecutor inspections and 
repressions, only few disability NGOs suffered from inspections so far. Some of 
disability and disability-related Russian NGOs that work on the human rights agenda 
and advocacy in the West-sponsored activities, at a time establish relations with the 
public authorities. The most successful disability NGOs sought to “balance the 
implementation of internationally funded projects with an emphasis on human 
rights, and simultaneous delivery of social services” (Fröhlich, 2010). One example of 
a regional disability organization that became an active advocate for the social model 
of disability in Russia is “Perspektiva”. 

In 1990s, regional human rights work in the area of disability was carried out in many 
parent associations and manifested itself in lobbying for the interests of children they 
represented in the municipal systems of social protection and education. Association 
of parents of children with disabilities today significantly complement the work of 
government agencies. In a number of regions in which the parent associations 
managed to gain a foothold in the municipal legislative and executive bodies, such as 
the GAOORDI parent organization in St. Petersburg. Serious successes in the 
implementation of social benefits to children and their families were achieved 
(Rogers, 2006).   

Unfortunately, disability organisations are rarely connected to human rights 
organizations, women's or youth organizations in their social partnership projects. 
This represents a missed opportunity in terms of resources of impact on social policy, 
and raising awareness on disability issues. Disability organisations can also quite 
often be isolated from each other. This is not always due to mutual competiton for 
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financial resources, but almost to the same degree, out of the desire to hide 
information resources (contacts abroad, opportunities for training members and 
staff), which are very important for an NGO's consolidation and status. 

Participation norms in decision-making have been, generally, changing for the better. 
The revised law 181-FZ states that federal, regional and local bodies of legislative and 
executive power should consult representatives of associations of persons with 
disabilities to prepare and adopt decisions affecting their interests. Decisions made 
in violation of this rule may be declared invalid in court. It is notable that the revision 
of the law 181-FZ took place with numerous proposals of organizations of people with 
disabilities, bringing conceptual changes in connection with the ratification of the UN 
CRPD. It especially helped that representatives of the VOI and VOS have seats in the 
Russian Duma and are the mediators of the disability discourse in many political 
discussions on lawmaking, especially in the fields of social protection and education 

. 144  The next sub-section will look specifically into the practices of disability 
organisations involved in protection of the rights of people with hearing loss in Russia.  

5.2.7 All-Russia Deaf Society and examples of good practices 

The All-Russian Society of the Deaf (VOG) unites about 100,000 Russians with hearing 
loss in 82 regional and more than 700 local branches throughout the Russian 
Federation. In 2007, the VOG received special consultative status with the UN 
ECOSOC, and its President has a seat on the UN CRPD Committee reviewing 
implementation of the UN CRPD in the States Parties to the Convention. In 2005 and 
2006, representatives of VOG as part of the Russian state delegation took part in the 
work of the UN Special Committee for the Elaboration of the Convention on the 
Rights of Persons with Disabilities. Formally, VOG is engaged in development of 
normative legal acts affecting the rights of the deaf and hard of hearing people; the 
examination of the normative-legal acts affecting the rights of the deaf and hard of 
hearing people; implementation of social programs related to people with hearing 
loss; improvement of the legislation of the Russian Federation in order to determine 
the status of national sign language of the deaf and its use. VOG can boast close 
connections to the authorities on both federal and regional levels and membership 
in the key decision-making commissions on disability, such as the commission of the 
Ministry of Communications on "Accessible Environment"; Presidential Council for 
People with Disabilities (Commission on Education and Socio-Cultural Activity of 
People with Disabilities); Board of the Social Insurance Fund; the General Council of 

 
144 Such as Oleg Smolin (a blind deputy), Mikhail Terentjev (wheelchair user) and Alexander Lomakin-
Rumyantsev (disability of the First degree). For people with hearing loss, membership in the State or 
city Duma still remains a dream despite several efforts of the hard of hearing individuals. 
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the All-Russian Political Party "United Russia" and other bodies. Just a few of the 
policy impact successes of VOG include: (i) Amendments to the Law 181-FZ that raise 
the status of the Russian sign language and recognize it as a full-fledged linguistic 
system; (ii) approval of the qualification characteristics of the specialists in the field 
of translation for interpreters of the Russian sign language by the Ministry of Public 
Health and Social Development of the Russian Federation (former Ministry of Health) 
of 16.05.12, N547n; (iii) discussions on the issue of payment to sign language 
interpreters with the Ministry of Labour, Ministry of Finance and the  Federal Fund of 
Social Insurance; (iv) agreement with the Federal Fund of Social Insurance within the 
framework of forming and functioning of the social monitoring control; 145  (v) 
interdepartmental plan of measures to create conditions for vocational education in 
professional educational institutions people with disabilities (2014-2017); 
interdepartmental plan (2014-2017) on inclusive education and the development of 
special conditions for the education of children with disabilities;146 (vi) amendment 
of the Federal Law 273-FZ on the benefits in access to higher education, which had a 
major importance for access to education of young people with hearing loss147; (vii) 
proposals for the Federal Educational Standards (FGOS) on the basic and secondary 
general education for the deaf, hard of hearing and late-deafened children in the 
context of inclusive education. 

In 21 regions VOG has held courses for the preparation and further training of 
interpreters of the Russian sign language; they contributed to the development of 
the subtitling on Russian TV channels and telephone relay service centres under the 
“Accessible Environment” programme. In cooperation with the government, 
opportunities and "social lifts" are created for active young deaf people, champions 
and prize-winners of the Paralympic Games, Deaflympics and Abilympics. Tthis 
includes scholarships, financial support, benefits at the entry to higher education. 
VOG promoted the participation of deaf people in political and public life through 
assisting access of the deaf population to elections – by coordinating regional VOG 
organisations in preparation and involving SL interpreters. In religious life, VOG has 
been fostering access to sign language interpretation in the church services. Capacity-

 
145  Over the quality of the services and technical means of rehabilitation provided by the FSS. 
Nevertheless, the control doesn’t seem to work fully due to under-funding. 
146  Including the research: "Development and experimental approbation of scientific and 
methodological support for the use of the Russian sign language in the development of an adapted 
basic educational program for an elementary school for the deaf." 
147 Previously, only degree I and II disabled persons had the privilege of entering universities, and the 
deputies were not ready to give this privilege to the III degree. Therefore, the wording "disabled from 
childhood" was proposed by VOG, given the fact that there are disabled children in the list, while deaf 
and hard of hearing young people, as a rule, finish school at the age of 19 and thus lose the right to 
benefit. Since then, the graduates of special correctional schools who have a MSE certificate with 
"disabled since childhood" term, get the right to enter the universities under quotas. 
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building element has appeared in the last years through the fundraising seminars for 
the VOG regional branches. Interestingly, VOG was not previously perceived as an 
organization for deaf people because its leaders were predominantly people of 
hearing. Now the proportion of people with hearing loss in the staff and hearing staff 
is 70% deaf versus 30% hearing.  VOG is subsidized by the state federal budget to 
support to national disability organisations148, and all funding goes to consolidation 
of the material-technical base of VOG and its enterprises. The reputation of the 
organization among the deaf is, however, controversial: VOG is believed to sell their 
enterprises149 and so-called “houses of culture150” in the regions, and its name was 
connected with property corruption scandals; furthermore, former and recent VOG 
insiders claim VOG is connected with Chechen organised crime.151 HoH individuals 
tried to articulate their specific needs through VOG but did not succeed. An 
Interregional Organization “Union of the Hard of Hearing People” was formed but it 
was unable to compete with VOG in relation to access to resources and channels of 
influence. Since HoH people lack a pronounced political identity and part of the HoH 
manage their problems on their own without seeing the need to self-organise, 
creating a team was difficult; instead of pushing for more activity within HoH 
organisation, some of the HoH leaders found a job with VOG and formally joined the 
Deaf culture. 

Leaders of the VOG organizations are experts in issues related to solving problems of 
the deaf and HoH in, for example, benefit provision and undergoing a lengthy 
bureaucratic disability degree assessment, and advise politicians on the strategic 
steps to improve the processes. The closeness of the VOG leadership to the 
authorities is very noticeable. As a chair of the VOG branch in St. Petersburg says, “I 
can call Rzhanenkov [Chair of St. Petersburg City social policy Committee] at one in 
the morning, we’ve worked so closely together”. Close relationships and mutual 
friendships among VOG leaders with the leading social policy actors take place on 
individual level and on the level of the systematic furthering of the d/Deaf interests 
among local, regional and national officials and politicians. The main resource of 

 
148 In 2010 it received 100 million roubles, in 2015 it rose to 148 million roubles, although this increase 
is more connected to currency inflation. 
149  VOI and VOS managed to keep a large part of their enterprises from the Soviet times during 
transition to the market (see Smolin 2012), while VOG is said to have sold many enterprises “under 
shadow schemes” (from interviews). 
150 A special feature of the deaf organisations in Russia: an establishment where deaf people organise 
art rehabilitation – another specific feature of the Russian approach to rehabilitation of the deaf (sign 
language performance, theatre, dance choreography) and leisure activities. 
151 This is not surprising, given the history of VOG and ordered killings in the 1990s of the several VOG 
leaders at a time. VOG has often been connected with the amassing and division of property, status, 
influence and resources. See https://news.rambler.ru/other/38855605-gluhaya-mafiya-v-90e-gody/ 
and https://public.wikireading.ru/124229. [Last accessed 26.01.2014] 
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influence is often the authority of the leader and the organization itself, as well as the 
personal connections. This close relationship between a supposedly independent 
civic body and the state is also part of the Soviet legacy. The empirical material in this 
PhD makes it possible to single out several mechanisms of interaction between the 
VOG and the authorities: (i) the use of political, organizational and administrative 
resources to solve problems of people with disabilities (ii) the provision of legal aid 
and rehabilitation counseling (iii) fostering the organisation's agenda through 
interactions with the state. 

From the forms of dialogue between the state and the NGOs, the following are the 
most common: (i) public forms: participation in public discussions, meetings and 
campaigns in the media, other forms of advertising; (ii) expert forms: monitoring by 
NGO, proposing professional recommendations, projects, social and other programs, 
educational programs for the authorities and government officials; (iii) non-public 
forms: appeals to authorities’ representatives, appeals to the courts, etc.; (iv) Direct 
participation: in implementing social service procurement, grants, and other 
programs from the side of the state); (v) indirect forms: one-time coalition actions, 
formation of sustainable local community centres, inter-sector social partnership, 
promoting organisation’s representatives into the power positions, use of election 
campaigns and referendums for indirect influence (Prikhozhan, 2017). 

VOG keeps all forms of dialogue in a complex, where the most common and 
successful forms are expert and non-public. Both public events (media, campaigns), 
and expert events (for example, the international scientific and practical conference 
on the Linguistic Rights of the Deaf in 2007152) bring the desired results. A very 
important role is played by non-public forms, “when there is contact with a high-level 
government representative and an opportunity to explain, in a calm atmosphere, 
reasonably the essence of the problem solution” (Interview with Larionov M., Head 
of the Department of Social Programs and Projects of the All-Russian Society of the 
Deaf, 2015). VOG also participates directly as the direct executor of the sign language 
translation and is, in the eyes of state bodies, an expert in this matter (and the only 
one). 

It makes sense to cover the activity of the key parents' organisations as they were 
instrumental in bringing forward changes in the 1990s. The St. Petersburg City 
Association of Parents of Children with Disabilities (GAOORDI), founded in 1992, is a 
platform for 62 disability and parents' organisations in St. Petersburg, and has been 

 
152 In September of the same year, the Government of the Russian Federation adopted Decree No. 
608 "On order to provide hearing impaired people with sign language translation services through 
means of the federal budget ". 
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a member of numerous consultative bodies with the authorities.153  This allowed 
GAOORDI to achieve changes in legislation such as: Federal Law FZ 181 offering 
monthly childcare payments to those with children of first degree of disability.  In the 
St. Petersburg law 728-132 “Social Codex of St. Petersburg” from 29.10.2014, the list 
of the TMR was expanded to the use by people without disabilities but with the 
relevant medical indicators. Advantages of the GAOORDI in their exemplary 
achievements in policy dialogue have been: being close to the state, finding a 
common language with all city governors throughout more than 20 years of activity. 
It is a parents' umbrella organization that is the first of its kind in Russia and has been 
a regular recipient of the funding from the presidential grants and city committees 
on social policy. However, the GAOORDI has tended to focus on the needs of children 
with learning/intellectual disabilities due to the fact that most leaders had children 
with this type of disability. Children and youth with hearing loss were sometimes 
formally included into GAOORDI activities (mostly leisure activities and health resort 
treatment) and were involved in GAOORDI activities for numbers in the reports, with 
the result that their participation was mostly tokenistic. The drawback of being close 
to the city administration made GAOORDI also partially dependent on them and likely 
to follow their edicts; sometimes proximity to city administration was abused by 
GAOORDI in the interests of the own GAOORDI staff versus other member disability 
parents' organisations (e.g. using venue property for their activities only). 

Parents from the St. Petersburg city parents' organization of children with hearing 
loss (ARDIS) observed that GAOORDI staff and their member parents were often 
envious of the children with hearing loss as perceived them as “having less problems” 
than children with cerebral palsy or intellectual disabilities. This shows lack of 
understanding of the underlying implications of hearing loss such as social isolation, 
depression and mental health issues, and on the other hand, showed that ARDIS 
failed to do enough to raise awareness on HoH issues. Social protection and 
rehabilitation issues were a priority compared to advocacy, in the 1990s, and they 
remain so today, especially in relation to HoH children who undergo early 
rehabilitation.   

Russian grassroots and parents' NGOs brought best western practices of 
rehabilitation of HoH children to St. Petersburg and Russia. The first cochlear surgery 
implantation in 1997 in St. Petersburg would have not been possible without the 

 
153 Council of the NGOs on the protection of the patients' rights with the Ministry of Health; Civic 
Chamber of the Russian Federation, Ministry of Labour; Ombudsman on children’s rights 
St.Petersburg; Civic Chamber St. Petersburg; Coordination Council on Disabilities, St. Petersburg 
Governor; and a number of other city level councils. 
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disability NGO “Fund of Assistance to Disabled Children and Youth”.154 This served as 
a key mediator between the Med-EL cochlear implant firm in Austria and St. 
Petersburg Research Institute of Nose, Ear, Throat and Speech audiologists. NGOs 
brought rehabilitation techniques with exercises and drawings from international 
seminars and distributed to medical professionals, pedagogues and acousticians. 
NGOs also assisted in the introduction and translation (from German) of new 
methodologies in speech training of HoH children, with the result that the Institute 
of early intervention (an NGO in St. Petersburg) and Herzen University (defectology 
faculty) published and disseminated these methodologies in Russian.  

ARDIS established contacts with the European Association of Parents of Hearing-
Impaired Children (FEPEDA), International Federation of Hard of Hearing People 
(IFHOH), International Federation of Hard of Hearing Young People (IFHOHYP) in the 
1990s and applied their practices in their work. In sum, many new practices in 
rehabilitation of HoH children and adults came to Russia through the DPOs, NGOs, 
mutual NGO, charity and university contacts with partners in Western European 
countries, including Germany.  

Deaf students at specialised schools for the deaf and hard of hearing automatically 
became members of VOG by default and were given a disability status. HoH students 
in mainstream school were not VOG members and were often rejected a disability 
status by MSE (even despite the severe or profound hearing loss) because “they could 
speak” and were from mainstream schools, so “adapted and not really disabled”.155 
Obtaining MSE regulations was impossible. ARDIS decided to help HoH by enrolling 
all of them as VOG members, and invited sign language interpreters to the MSE 
commissions when the HoH students were examined for a disability status. In 
contrast to their upbringing and identity, HoH students learned some sign language 
and displayed sign language as a marker of deafness during the commission and in 
presence of a sign language interpreter. At the same time they took off their hearing 
aids. Only then was everyone given a disability status, because the situation of the 
HoH students seemed “clear” now. This is just one example when it is more beneficial 
for HoH to join the Deaf community or adopt a Deaf identity, because, in the words 
of one German HoH respondent, “when you are Deaf, everything is clear to others 
who you are and how to communicate with you”. HoH people are rarely invited by 
VOG to their events or programmes, only with a few exceptions when HoH 

 
154 “Fund” meaning only a category of a “social fund” in the nominations of various NGOs according 
to the Russian legislation, and not a financial foundation. 
155 Rejection of a disability status meant that HoH could not receive the same social disability 
pension like the deaf students (despite greater support needs due to mainstream school study) and 
use other social benefits and resources of the status. 
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experience is needed in establishing the accessibility of the audio induction loops in 
metro underground.156 

A characteristic feature common to the voluntary welfare agencies church support in 
Germany, emerged in Russia. The Russian Orthodox Church, in its contacts with the 
secular part of civil society and state authorities, does consider the problems of 
people with disabilities. Social service to deaf people (with sign language translation) 
has been carried out in more than 20 metropolises and dioceses of the Russian 
Church. In the online course "Helping people with hearing impairments and their 
families", developed by the Synodal Charity Department, such practical issues as the 
organization of service to deaf people in the parish, are addressed. The Church has 
developed number of its own institutions for the rehabilitation of people with 
disabilities: a group of daytime stay for disabled children in the framework of the 
project "Charity: the current model", a charitable organization "Pokrovskaya 
community" helping elderly disabled people, and "Slovo", an Interregional Orthodox 
Centre for spiritual and moral education and confirmation  of the deaf and hard of 
hearing. At the same time, in cooperation with the Russian Orthodox Church and 
Russian organizations in St. Petersburg, Hamburg Diakonia (Diakonisches Werk 
Hamburg) supports a number of social projects in the spirit of subsidiarity. Apart from 
the church organisations, the German organization Perspektiven e.V., together with 
a Russian partner in St. Petersburg, provides targeted assistance to children with 
physical and mental disabilities, and supports families with children with disabilities. 

Overall, the main successful strategies of the cooperation with the state from the side 
of disability organisations such as VOG, GAOORDI and ARDIS, are non-public forms 
and expert forms of dialogue. The key tendencies in the state-NGO/DPO interaction 
are the negative image of the state with the NGOs, and vice versa, tendency to 
tokenistic participation of the disability NGOs (especially those having less power 
than VOG) when their opinion is listened to but not taken into serious consideration. 
Furthermore, there is lack of competences (perceived or real) and lack of resources 
for partnership (usually on the side of smaller NGOs as compared to VOG). One can 
observe the obvious pragmatic nature of the interest of the state of the Russian 
Federation towards organizations of disabled people: they are viewed as an electoral 
base. Tellingly, support to people with disabilities, also through the DPOs and 
disability NGOs, is increased during the pre-electoral phase. 

 
156 The author was testing the audio induction loop systems in St. Petersburg as part of a private 
initiative from the underground staff.  
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5.3 Strategies and resources applied by the NGOs in influencing and re-defining 

policies in Germany 

5.3.1 Introduction 

In the EU member countries over the past decades essential reform steps have been 
taken in public governance and management. These reform steps were triggered by 
a changing (civil) society with new and different expectations, and by the demand of 
third sector organizations for more involvement in service provision, more 
empowerment in public policy making, and a more efficient, open and transparent, 
more customer oriented, flexible, accessible and consultative government. (Jenei, 
Kuti, 2008). The German NGO landscape development is one good example of this 
process, which includes participation of the NGOs of people with disabilities. 

The cooperation practice implemented within the German model is a unique 
phenomenon in European NGO landscape for several reasons: these organizations 
are "umbrella-like structures", i.e. representing a large number of local NGO 
associations; they are merged into the Federal Consortium at the federal level; due 
to subsidiarity principle adoption, their role in society is not only recognized de facto, 
but also fixed in the legal system.157 According to some estimates, about one million 
jobs were created in "third sector" organizations. Based on the Consortium statistical 
data, it is known that German “third sector” owned 39% of hospitals, 68% of 
institutions for children and youth, and 55% of full-time care for elderly and people 
with disabilities (Borodkin, 1997). It currently has more than 70 000 organizations in 
the field of health, family and youth services, assistance to people with disabilities, 
the elderly and the poor. In the end of the 1990s the consortium provided 70% of 
family services, 40% of hospital beds, and 90% of jobs for people with disabilities 
(Borodkin, 1997). Nearly 30,000 self-help groups, clubs, and local volunteer 
associations are associated with them. Clubs that are of particular importance to the 
third sector, constitute the largest number of the associations.158 Organizations as 
owners of monopolies and public support, ensure the legitimization of state policy 
through their participation in the process of political decision-making. 

The “non-profit” sector accounts for about 3% of the total number of organizations 

 
157 NGOs in Germany have a different meaning in conrast to the the Anglo-Saxon research literature; 
instead of being part of the third sector in Germany, they are large welfare organizations that have a 
great influence on German social policy. The leaders of these organizations are often functionaries of 
the leading German political parties and enjoy considerable political influence. Thus, the use of the 
“NGO” term across this Chapter in reference to Germany should be considered in light of this 
circumstance. 
158 According to the data of 2000, from 681,000 NGOs in Germany, 544,700 were the clubs. 
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of all forms of ownership. 68% of NGOs are engaged in the provision of essential 
social services and education.159 NGOs are a powerful economic force: about 2.5 
million people are involved in this field, and the share of non-profit organizations in 
GDP is 4%, about 90 billion euros a year (Davletzyanova, 2011). Every fourth person 
has worked as a volunteer in NGOs, and 58% of the population have helped a stranger 
(Pevnaya, 2015, p. 378). The term "non-governmental organization" covers all 
associations or groups that are independent from the government or public bodies 
and have a common interest in achieving the socio-political goals.160 A large part of 
social assistance goes through NGOs (including the church). In Germany, civil 
initiatives are the very element of social capital, without which effective development 
of society and a democratic state is deemed impossible.  

Germany – in a general sense – falls under a corporatist regime as authorities 
establish close partnerships with NGOs in the capacity of service providers. As Evers 
argues, “German associations were… service pioneers, identifying emerging social 
requirements and then responding to them within their own associative contexts 
while at the same time being increasingly supported and regulated by the state” 
(Evers, Laville, 2004). The German third sector is one of the driving forces of public 
goods production and has a leading position in social services sector (Tarasenko, 
2011). In the practice of Russian social work, however, its main implementing actors 
are government authorities, institutions, social services composing the public 
sector.  Focus on the non-governmental structures in Germany is made with 
consideration of the NGOs’ ability to provide the population with socially important 
services with significantly lower costs and using innovative methods (in contrast to 
governmental authorities and institutions). This corresponds to "new public 
management" concept which implies introduction of decentralization principle; this 
is realized, among other things, through a transfer of the part of certain state 
functions (such as social services provision) to non-state institutions. This is an 
important tradition in German social policy, which has been combined with 
neoliberal policies since the late 1990s. The state not only confers the rights to 
implement social services to non-profit organizations, but also purchases this sector’s 

 
159 According to this definition, NGOs are the para-state welfare organizations (Rotes Kreuz, Caritas, 
Diakonisches Werk, Arbeitswehlfahrt and Paritätischer Verband). These NGOs are 80% financed by the 
state. Thus, in the German context it is hard to talk of “pure” NGOs; they are heavily linked at the level 
of cities and towns and at the level of the Länder to the strategies of the welfare state. In fact there is 
a kind of a labour-division here: the NGOs function as organizations that work almost in commission 
for the state in that they are delivering the services that are legally guaranteed for the clients. This 
form of NGO should be strictly to be differentiated form self-help organizations or civil rights 
organizations initiated by the disabled people themselves. 
160 Non-Governmental Organisations, Federal Ministry for Economic Cooperation and Development, 
BMZ 
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services. Even though things are beginning to change now, it remains a peculiarity of 
the traditional German welfare system that the responsibility for running social 
services is preferably handed over to a non-state and non-profit organization (Bönker 
and Wollmann, 1996).  

Such approach is explained by one of the main principles of non-profit activities in 
Germany and approaches to social policy implementation: state subsidization. As 
mentioned earlier in Chapter 3, the principle of subsidiarity works in action when 
issues and problems can be solved at the lowest (local) level; non-governmental 
organizations’ activities should take precedence over state institutions' activities. The 
application of the principle of subsidiarity between the state and the "third sector" is 
limited to the sphere of charity. Whereas giving preference to the activities of non-
profit organizations in social sphere and recognising the NGOs’ rights to determine 
their goals and the ways to achieve them independently, the state guarantees the 
NGOs provision of state financial support.  

Through the subsidiarity principle, the “third sector” in Germany has attained a 
monopoly on the majority of social services. NGOs are funded through distribution of 
federal funds such as social insurance, taxes, donations funds, and also have their 
own sources of funding, such as churches, international organizations and 
foundations. Organizations financed by church or voluntary charitable foundations, 
church communities or non-state associations are defined as "independently socially 
useful".  It is more profitable for the state to finance "socially useful" programmes of 
these organizations than to create their own social services. Another positive aspect 
for NGOs is the so-called "intermediary" function, as they are closer to the practices 
and specific interests of the population.  

5.3.2 Forms of interaction between NGOs and the State 

One common feature among NGOs in Germany is that they do not possess state 
power and vice versa, the state has no direct influence on them. The public regulation 
has been based on two elements, the mentioned “subsidiarity principle” and “for 
public good assumption” (Daum, 1998). Elena Belokurova identifies several models 
of interaction of NGOs with the state in Germany: the first of these is neocorporatism, 
where German NGOs are to a certain degree controlled by the state and may have a 
monopoly on representation of their interests in their field. The second model is 
pluralism (or a mixed model), supporters of which believe that NGOs are not 
controlled by the state and compete with each other. Analysing these two types of 
models, the author arrives at the conclusion that the modern neocorporatist model 
of interaction between the state and NGOs includes signs of a pluralistic model 
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(Belokurova, 1999). 

In terms of funding, the following six main mechanisms of the state funding are 
applied to the NGOs in the social sector: grants and cooperation agreements; 
operational subsidies; contracts; reimbursement of services provided; public loans 
and state loan guarantees; and tax benefits. The sphere of social services, and in 
particular, support to people with disabilities, is governed by the laws of social 
assistance payments, as well as by the control system on the basis of contracts or 
agreements. They prescribe the types of products and services an NGO provides, 
specifies conditions for cooperation between the NGO providing the services and the 
public organization (state fund) that finances the costs – agreement on on-going 
services. The prices that are based on performance/volume of services provided are 
being coordinated (tariff agreement). In recent years, this approach has contributed 
to the emergence of a robust system of good quality proposals that can be 
appropriately monitored and controlled (so-called control agreement). At the same 
time, the development of the system started, through which funding organisations 
seek to ensure a transfer of the social order for the provision of social services 
through open tenders/competitions. Part of the work is done on a volunteer basis 
and at no charge (Maas, 2010). 

Two-thirds or more funds’ inflow to the third sector organizations are from the state. 
The share of state funding of NGOs' income in German public health service sector 
comprises 94% (Mersiyanova & Benevolensky, 2016). Other sources (as for example, 
Priemer et al, 2015) indicate that respectable income flow for NGOs came also from 
membership fees and from charity donations. The difference in the data may result 
from the fact that NGOs in Germany are partitioned into two groups, a) para-statal 
organizations as Caritas, Diakonisches Werk that are delivering services which will be 
refunded by the social insurance and b) NGOs that function as lobby-groups with 
counselling facilities for the disabled people as DGB e.V.; the 94% of statal refunding 
is only referring to the NGOs type a), but not to the NGOs type b). However, health 
and social care organizations are very closely connected with public sector, are 
staffed with professional personnel, therefore they can only to a small extent be the 
social movement and mainly depend on insurance contributions and direct 
government grants. NGOs in these spheres are, in essence, quasi-public and can be 
hardly distinguished from the state institutions; for this reason they cannot engage 
private sponsors to a significant degree.  

The aspect of the “public good assumption” of the corporatist partnership not only 
has been at the core of the political exchange between the state and its intermediary 
partners, but it also gave legitimacy to the specific fiscal treatment (grants through 
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tax exemptions) of welfare associations (“Gemeinnützigkeitsrecht”).  So far, welfare 
organisations have been expected to provide for universal services inasmuch as 
possible, without being accountable. Overall, the concept of subsidiarity essentially 
determines the structure of relations between the state and the "third sector" in 
Germany. Belokurova argues that this cooperation remains mutually beneficial for 
both parties (the NGOs and the state): the effectiveness of neo-corporatist 
cooperation of the "third sector" organizations with the state is explained by the fact 
that they are able, through adherence to different ideologies, to divide industry 
sectors between themselves and achieve a monopoly in interest intermediation 
(Belokurova, 1999). However, from an economic perspective, the "third sector" in 
Germany depends heavily on public finances, presenting a certain burden on the 
state, which runs counter to its civil functions. The special position of charitable 
unions and their strong dependence on public funds lead to a marked dependence of 
the structure of financing of the "third sector" on the state. What is considered 
worthy of support in the public sphere is mainly determined by the legal framework 
that significantly limits the degree of freedom of small organizations. In this case, as 
Helmut Anheier argues, the primary interests supported here are those of the state 
and communes, not an independent civil society (Anheier, 1999).  As Anheier 
maintains, it is the new organizations emerging outside the sphere of state charity 
that are the expression of an active and self-confident civil society for which the 
traditional proximity of the "third sector" to the state is no longer characteristic. 
These new, pluralistic elements have been added to the former neo-corporatist 
interaction model. The system that has developed in recent years in Germany, can be 
therefore characterized as mixed. 

5.3.3 Typology of the NGOs in Germany 

Non-state associations are voluntary, self-governed non-profit organizations 
established by the initiative of citizens united for common goals specified in the 
charter of the non-governmental association implementation. If, however, they 
provide social services, they must follow the regulations of a larger Welfare 
Organization (usually the Paritätitscher Verband) in order to recognised by the state 
or by the Social Security System (the Krankenkassse, for example). Overall, they can 
be the following: social organization, social movement, social fund, social institution, 
social self-activity body, political party. According to age category there are youth 
organisations (from 14 years old) and children’s organisations (from 8 years old). 
NGOs have a hierarchical structure: from the smallest departments at local level, to 
organisations at regional, interregional, land and federal levels.  

According to the nature of their activity, the associations can be divided into social, 
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socio-cultural, political, religious and economic (Schwartz, 1992). There are six key 
large all-national associations which consist of a number of many member 
organisations performing specific social work throughout the country. These 
correspond to the principle of "social benefit" ("freie WohlFahrtsverbände") and from 
a Bundesarbeitsgemeinschaft der Freien Wohlfahrtspflege: Diaconal charitable 
organization (Diakonische Werk), German Red Cross (Deutsches Rotes Kreuz), 
German Caritas Union (Deutscher Caritas Verband), Jewish charitable organization 
(Zentralwohlfahrtsstelle der Juden in Deutschland), Workers Benevolent Association 
(Arbeiterwohlfahrtsverband), German Parity Social Union (Paritatischer 
Wohlfahrtsverband) (Lijphart, 1984). The state provides support to national umbrella 
organizations of NGOs, which in turn distribute funds to their constituent 
organizations. Thus, the dominance of large, established charities is characteristic of 
the German non-profit sector. 

The interests of individual social groups are organized in large associations: youth – 
in Deutsche Jugendring, disability “self-determined living” centres 
(Interessenvertretung Selbstbestimmt Leben). About one-third of all local groups are 
members of an umbrella organization at the regional or central level (for example, a 
national association of the blind) and another third are members of a welfare 
association, mainly in the non-traditional “Deutscher Paritätischer 
Wohlfahrtsverband” (DPWV). Almost all NGOs belong to some platform or entity, and 
this principle of the German NGO is very important for Russian NGO context where 
cohesion between NGOs is lacking. Many of the social assistance organizations in 
Germany are associated with religious and political beliefs and represent a “unique 
case both in the field of social protection, and in the field of representation and 
articulation of interests" (Borodkin, 1997, p. 91). 

DPOs have specific funding opportunities, namely self-help groups can be supported 
financially by the public health insurance, stipulated in Section 20c of the Social Code 
Book Five: to be funded, the self-help groups on a federal level have to fulfil certain 
requirements, such as the aspect of self-representation, the purpose of self-help, 
cooperation with the health insurance company, registration as an association etc. 
(DISCIT, 2013). 

In Germany there is no special law regulating the activities of both domestic and 
foreign NGOs in the country. They both are subject to provisions of the German Civil 
Code with regard to their registration as unions, funds and their financial records. 
There are also no direct prohibitions against foreign NGOs activities in German 
legislation, contrary to Russia. However, the idea of special law “On the status of 
foreign NGOs performing their activities on an international scale in Germany” was 
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under discussion. It proposed to equate the status of foreign employees of their 
German branches to legal status of employees of international organizations.  

When establishing socially useful unions or associations (gemeinnütziger 
eingetragener Verein), no authorised fund is required. Only socially oriented NGOs 
registered in the relevant registries can count on additional funding from the state. 
An example of such organization would be the self-help organization “Lebenshilfe”, 
which is a member of the Paritätischer Wohlfahrtsverband. Non-profit unions do not 
have the right to pursue profit generation for the purpose of their business 
operations. This is directly stated in 21 Buergerliches Gesetzbuch (the German Civil 
Code, hereinafter BGB). The key point of the German BGB, in contrast to the Russian 
Civil Code, is that it contains only the most basic regulations. When establishing an 
association, its members have the right to specify them within the limits permitted 
by law. Civil society registration in Germany requires a minimum of 7 persons (see 
BGB; DISCIT, 2013).  A registered union (eigetragener Verein) is one of the most 
widespread public forms of association in Germany: their number is about 600,000. 
With rare exception, it can be referred to as a so-called "ideal union". i.e. one that 
does not pursue commercial goals or profit-making activities.  

Like most civil law countries, Germany has two types of not-for-profit organizations 
that may generally engage in what the common law refers to as charity. These are 
the association (Verein), referred to in the Bundesgesetzbuch (BGB) 1; 21 ff, and the 
foundation (Stiftung), referred to in BGB 1; 80 ff. It is also possible to register not-for-
profit organizations in the GmbH (limited liability) or AG (stock company) corporate 
forms (Simon, 2001). Communities defined by German legislation also include 
partnerships (GbR), LLC (GmbH), association (Verein), cooperative society 
(Genossenschaft) and so on. The tax law (Abgabenordnung or AO) refers to 
“charitable” (mildtaetige), “public benefit” (gemeinnuetzige), and “religious” 
(kirchliche) purposes, and defines each of them with a list of permitted purposes. 
While the term “charitable” in AO §53 permits a fairly limited group of purposes, e.g., 
organizations that care for the sick, the disabled, the homeless, etc. (Simon, 2001), 
the “public benefit” term used in AO §52 is more appropriate to describe the broader 
range of purposes referred to as the fourth head of charity in the common law 
system. The category “public benefit” has some restrictions with respect to political 
activities contrary to the categories of “charitable” (mildtaetige) and “religious” 
(kirchliche). German charities are not allowed to support political parties, but political 
parties can support charities. Each political party has a charitable foundation that is 
active both in Germany and abroad (Simon, 2001). Apart from the status as a legal 
entity, a different kind of registration in the lobby register at the German Parliament 
is possible for an NGO that provides a possibility to attend a hearing in relation to 
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legislative procedures (DISCIT, Deutscher Bundestag, 2013). 

5.3.4 NGO participation in decision-making 

Traditionally, NGOs participate in the public debate and play the role of pressuring 
groups through the political and administrative system. They argue their case in the 
press, at public meetings, via petitions, demonstrations and other events. 
Increasingly, they have also been directly co-opted into the state and policy-making 
process. This is done through intensive lobbying and professional networking, since 
NGOs participate in the work of the parliamentary commissions developing the 
legislation. Furthermore, they often help to review and even administer the 
distribution of public funding without extensive external control from or involvement 
by public authorities. In this sense they take part both in the preparatory work of 
public decision making and in implementation of these decisions (Klausen and Selle, 
1996) in the corporatist fashion – in the disability field an example to this is platforms 
of BAR (Bundesarbeitsgemeinschaft für Rehabilitation) and Deutscher 
Behindertenrat, which includes the organisations which can be more easily called 
NGOs. Along with churches, political foundations and other private development 
organizations, NGOs regularly participate in the development of national state 
strategies by the BMAS, in cooperation with the BMG (the Federal Ministry of Health) 
and the BMFJSS (The Federal Ministry for Family Affairs, Senior Citizens, Women and 
Youth), where questions of disabled people also discussed. In the federal type of 
state, to which Germany belongs, there are three main levels of political decision-
making: local, länder and national. The länder have a rather extensive set of powers, 
especially in the field of social policy; new trends in the development of the 
relationship between the state and interested groups have originated there. 

Generally, forms of interaction of the state and "third sector" organisations in the 
parliament include open parliamentary hearings in committees in the process of a bill 
discussion, statement or proposal, that are held at the request of at least one 
parliamentary faction; work of organizations with individual deputies who specialize 
in the problem of interest; regular events – meetings, round tables, parliamentary 
evenings, seminars, initiated by both interested groups and members of the 
Bundestag; the work of interested groups with the public, such as speeches in the 
press and the release of their own printed publications. 

5.4 Disability NGOs as actors of social policy 

5.4.1 Disability NGOs as actors of social policy: disability movement background 

The emerging women's and self-help movements precipitated the development of 
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disability groups and clubs such as “Club 68” in 1968, which became a model for the 
consecutive “Clubs of Disabled People and their Friends” that were established across 
Germany. At one time, the most active and effective force was the "Movement for 
Independent Living", which arose among young disabled people who were 
dissatisfied with the fact that their interests were not upheld by them, but by parents 
who had joined associations on the basis of diagnosis. The peak of the disability 
movements' development that started in the West Germany, was in 1981, the official 
UN Year of the Disabled. Since its founding, the movement pursued self-
determination, de-medicalization of disability, anti-discrimination and equalization, 
securing disabled people's right to life, integration into the community, and as much 
control as possible over services for disabled people (Köbsell, 2006). The first 
disability rights activists in Germany focused their actions around accessibility issues 
(transport, infrastructure, built environment) and tried to attract attention to them 
through public events that were seen as provocative at the time. Established in 1977, 
"Cripples' Groups" (Krüppelgruppen) maintained that disability manifests itself in 
social oppression of people with disabilities and the “form of cultural enslavement” 
to the non-disabled society that imposes its ideals and values (Köbsell, 2006). They 
tried to show that despite the "crippled" term was no longer in use, people with 
disabilities were still marginalized and looked upon as inferior by the mainstream 
society. After the infamous "Frankfort Judgment" (Frankfurter Urteil), when a 
pensioner was allowed a reduction in travel expenses because of having to witness 
severely disabled people on her trips, a demonstration of about 5000 people (with 
and without disabilities) protested against discrimination towards people with 
disabilities. For the first time, protests by people with disabilities were noticed by the 
national media; the resistance also became a starting point for a stronger disability 
rights movement. The first – and almost successful – attempt of the disability 
movement to produce an impact upon policy took place in 1983 as a result of 
successful cooperation between the Green party161 and the disability movement. This 
led to the development of the bill for legislation on the funding of care and assistance, 
which identified abolishment of all residential institutions by 1995 as its main aim. 
Unfortunately, the bill was not adopted.  

After the reunification of East and West Germany, people with disabilities from the 
German Democratic Republic joined the already existing western movement. In the 
1990s, disability movement in Germany learned lessons from the US disability rights 
movement with the Americans with Disabilities Act legislation, and centred its 
interests around anti-discrimination legislation. The new "Initiative for the Legal 

 
161 The Green party since the beginning proposed to raise social minority issues, and the disability 
movement partnered with the party in an effort to put forward disability issues. 
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Equalization of Disabled People" was founded, due to lobbying efforts of which the 
sentence was inserted in the new Constitution in 1994, Article 3, paragraph 3: "No 
person shall be disfavoured because of disability”.162  Despite being an important 
achievement of the disability organisations, this, however, did not bring structural 
changes in everyday life. Aktion Mensch, therefore, tried to render Constitutional 
provision into legislation by launching a media campaign. The campaign, along with 
the efforts of disability organisations, forced the state in 1998 to include the aim of a 
federal law for the equalization of people with disabilities into their coalition 
agreement, but unfortunately, this did not bring results. The Forum of Disabled 
Lawyers therefore proposed a bill for an equalization law (Forum, 2000). With 
support from the Federal Commissioner for Persons with Disabilities, a working group 
was established in 2001 in the relevant ministry where – for the first time – people 
with disabilities worked on the issues relevant to them. Two lawyers with disabilities, 
one of them Prof. Theresia Degener, assisted in writing the Federal Disability Equality 
Act which came into force on May 1, 2002. The small disability groups have shaped 
the Deutscher Behindertenrat (German Disability Council) in 1999 which consolidated 
the ability of DPOs to articulate their interests in a more visible way. Germany 
manifests “moderate” representation requirements towards disabled persons in 
national assembly institutions such as German Disability Council as argued by 
Waldschmidt et al (2015). This is in contrast to the UK, which has high representation 
requirements and quota in the statutes: “The members of the German Disability 
Council are organisations of persons with disabilities and their relatives and 
supporters. They have to ensure that persons with disabilities and/or chronic illness 
and their relatives and supporters make up the majority both among members and 
the board.”163 

Today, the mission of the DPOs remained the same as was in the outset of disability 
movement: self-determination and anti-discrimination. Despite not having achieved 
all their goals, the disability movement achieved establishment of more than 20 
centres for self-determined living (Zentren für Selbstbestimmtes Leben), where 
people with disabilities are responsible for all decision-making. DPO representatives 
also hold seats in several Länder parliaments and political institutions, and German 
disability politics has performed a much quoted "paradigm shift" from welfare 
recipients to equal participation in society (Haack, 2001), at least on the level of policy 
measures.  In the beginning of 2000s, German civil society representatives from DPOs 
were closely involved in the negotiating process for key UN CRPD draft articles when 
Germany acted as the EU’s chief negotiator; a representative of the German Disability 

 
162 Bundesgesetz, https://www.btg-bestellservice.de/pdf/80201000.pdf. [Last accessed on 03.12.17] 
163 Deutscher Behindertenrat: Statut des Deutschen Behindertenrats, Art. 3. 



 
 

162 

was a member of the German delegation and played an active role in the 
negotiations.164  

5.4.2. An overview of the key disability organisations in contemporary Germany 

Apart from a DBR platform comprising 46 organisations, other significant national 
organisations representing interests of people with disabilities are 
Bundesarbeitsgemeinschaft Selbsthilfe (umbrella organization of self-help groups) 
are; Sozialverband VDK Deutschland (organization of people with disabilities); 
Bundesvereinigung Lebenshilfe Menschen mit geistiger Behinderung (association for 
people with cognitive disabilities); Interessenvertretung Selbstbestimmt Leben in 
Deutschland (umbrella organization for independent living); Bundesverband für 
Körper- und Mehrfachbehinderte e. V. (association for people with physical and 
multiple disabilities); Deutscher Blinden-und Sehbehindertenverband (association of 
blind and visually impaired people); Deutscher Gehörlosen-Bund, DGB (association of 
deaf people) (Waldschmidt, 2009). Deutsches Schwerhörigenbund is not mentioned 
as a significant national organisation, probably also due to its lack of visibility and/or 
impact (as compared to the DGB) or due to lack of understanding of the difference 
between the Deaf and hard of hearing, rather than due to a difference in a number 
of members. The (professional) non-governmental organisations that do not fall 
under DPO definition but provide assistance to people with disabilities, are, for 
example, the German Society for Rehabilitation of the Disabled (Deutsche 
Vereinigung für die Rehabilitation Behinderter, DVfR), and the Federal Rehabilitation 
Council (Bundesarbeitsgemeinschaft für Rehabilitation, BAR). BAR is the most 
influential platform where the key disability and welfare organisations (“Big Five”), 
and all social security organisations negotiate over the national disability policies for 
the recommendation to the Parliament. DVfR is the organization for medical, 
educational, vocational, and social rehabilitation that unites societies of 
rehabilitation experts, national organizations of people with disabilities or chronic 
illnesses, and a number of non-profit and private rehabilitation service providers. BAR 
is comprised of all statutory insurance associations of health, accident, invalidity, 
pension, and unemployment, together with the social assistance and war-victims' 
care administrations, the states of federal Germany, the self-administrative bodies of 
the German physicians, and the workers' and employers' organizations. This 
representation pursues coordination and consolidation of all measures related to 
medical, educational, vocational and social rehabilitation in Germany. 

 
164 See http://www.auswaertiges-
amt.de/sid_A2EBC87D92A42B532A0F078237128332/EN/Aussenpolitik/Menschenrechte/01_Aktions
felder/Behinderte_node.html. [Last accessed on 04.05.2015] 
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5.4.3 Interactions between DPOs and the state: strategies and mechanisms 

Legal provisions mandate participation of the representatives of people with 
disabilities in policy-making in cooperation with the state authorities. Under Article 
29 of the UNCRPD, States Parties undertake to ensure that people with hearing loss 
are equally entitled to participate in other areas and can effectively and fully 
participate in political and public life. This Federal legislation has laid the foundation 
for strengthening the participation of persons with disabilities in the design of public 
affairs at the federal level with § 19 of the Disability Equality Act (BGG). 

During the legislation/regulation development, disability organisations are requested 
to submit their views at local, regional and national levels. DPOs in Germany see their 
most effective advocacy strategies as publicity, demonstrations and presenting 
individual cases (Zhavoronkov, 2007). 

The main contact point for DPOs for the co-ordination of disability policy at the 
national level is the Federal Ministry for Labour and Social Security 
(Bundesministerium für Arbeit und Soziales, BMAS), mentioned in Chapter 3. The 
State Focal Point responsible for the implementation of the UN CRPD was also 
established at the BMAS. 

Federal Government Commissioner for Matters relating to Persons with Disabilities 
(Der Beauftragte der Bundesregierung für die Belange behinderter Menschen), 
mentioned in the 3rd Chapter as well, is also a point of contact and consultation for 
DPOs. The ombudsperson intervenes on behalf of disabled people, and has the right 
to intervene with all political activities concerning disabled people in order to develop 
and establish national strategies that foster equal and social rights. All Central 
Agencies for the Disabled (Hauptfürsorgestellen) at Länder level have an Advisory 
Committee for Persons with Disabilities (Beratender Ausschuss für Behinderte).  

In 2010, immediately after the EU accession to the UN CRPD, the European Disability 
Forum called on member states to unconditionally use the Convention, as well as to 
commit to a permanent dialogue with all organizations representing disabled people. 
Since then, the disability movement in Europe has stressed the importance of 
involving civil society organizations in the UN CRPD implementation and monitoring 
process. Germany has been a State Party to the UN CRPD and the Optional Protocol 
since 24 February 2009.165 A National Action Plan to monitor and implement UN 
CRPD was established on a national level, which stresses the importance of DPOs’ 

 
165 Signed in 2007, ratified in 2008 and came into force on 26 March 2009. 
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participation in the CRPD implementation processes (Schröttle et al, 2017). By stating 
this, the German Government has committed itself to strengthen the empowerment 
and political participation of people with disabilities and their organisations along the 
letter of the UN CRPD (BMAS, 2011). Responsibility for implementation of the 
National Action Plan in Germany is borne by both public authorities and NGOs. It is 
notable that a “mainstream” organisation, Deutsche Institut für Menschenrechte e.V. 
(German Institute for Human Rights) was entrusted with the responsibility of national 
monitoring of the UN CRPD under the Article 33(2), which shows the high degree of 
cross-organisational partnerships in the field of disability, something that is 
uncommon in the Russian Federation. 

In 2012, the German CRPD Alliance (BRK-Allianz) comprised of DPOs, was founded 
with the aim to take part in the review of the state report on the implementation of 
the UN CRPD in Germany, and of developing a parallel report. BRK-Allianz is 
comprised of 78 organizations, including three organisations of people with hearing 
loss: Deutscher Gehörlosen Bund e.V., Deutscher Schwerhörigenbund e.V. – DSB und 
Deutsche Gesellschaft der Hörgeschädigten – Selbsthilfe und Fachverbände e.V. DPO 
representatives also participate in the activities of the Inclusion Advisory Council, 
which is the main coordinating body on the basis of the provisions of the 33th article 
of the UN CRPD. Commission develops expert opinions on political issues related to 
the rights of persons with disabilities as well as individual projects (e.g. development 
of a single map of inclusion cases). On behalf of DPOs of people with hearing loss, Dr. 
Hase from Deutsche Gesellschaft der Hörgeschädigten - Selbsthilfe und Fachverbände 
e.V. (German Society for Hearing-Impaired Self-Help and Professional Organisations) 
was appointed a member of the Inclusion Advisory Council.  

5.4.4 Resources and strategies of disability organisations in policy re-formulation and 
development towards HoH people 

Deutsche Gesellschaft der Hörgeschädigten – Selbsthilfe und Fachverbände e.V., 
comprises of a number of associations of deaf and hard of hearing and professionals 
working on the hearing loss issue. This is a distinct feature of the disability and 
hearing-loss related organisations – the tendency to partnership cooperation, which, 
by and large, is missing in Russia. VOG has been criticised for its bureaucracy and 
difficulties to implement changes without being close to the top of the VOG 
hierarchy. Small HoH associations’ initiatives are overshadowed by the VOG 
monopoly of the deaf interests. The case of the German HoH and d/Deaf 
organisations is not exactly like that – there is more cooperation, but often, the 
political strategies of the organizations taking part in the policy work, may still go 
different ways (Deaf, hard of hearing, CI organisations, etc.) (Chupina, 2011). 
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 Aims of the Gesellschaft are to inform the public about the special living conditions 
of deaf, hard of hearing and deaf-blind people, and to establish educational, training, 
habilitation and rehabilitation facilities, and influencing legislation affecting the deaf, 
the hard of hearing and the deaf in agreement with their member associations. 

The Deutsche Schwerhörigenbund (DSB), founded in Berlin in 1901 (making it one of 
the oldest self-help organizations in Germany), represents one of the largest groups 
of people with disabilities in Germany, with around 14 million people with hearing 
loss.166 The DSB is one of the largest members of the Deutsche Gesellschaft and 
represents the interests of deaf and deaf people in Germany at local, state and 
federal level, where the basis of their work are the local associations and self-help 
groups, which have joined together to national associations and the Federal 
Association. In comparison to VOG, it explicitly addresses the interests of a very wide 
and heterogeneous group of HoH people, including cochlear implant users and HoH 
people with tinnitus, as well as their relatives and caregivers.167 It is also specifically 
focused on the needs of assistive listening technologies, hearing aids’ provision and 
development, accessibility and matters of psychosocial coping with hearing loss, 
tinnitus and hyperacusis.  

DSB is represented at the Arbeitsausschuss Deutscher Behindertenrat (German 
Disability Forum), Gemeinsamer Bundesausschuss (Federal Joint Committee), 
Inklusionsbeirat168  (Advisory Counsil for Inclusion), Bundesarbeitsgemeinschaft für 
Rehabilitation, Monitoringstelle CRPD (BRK-Alliance), BAG Selbsthilfe e.V., 
Bundesarbeitsgemeinschaft der Seniorenorganisationen (BAGSO) e.V., Deutscher 
Paritätischer Wohlfahrtsverband e.V. (DPWV), the European Federation of Hard of 
Hearing People (EFHOH), International Federation of Hard of Hearing People (IFHOH), 
Liga Selbstvertretung. 

The DSB managed to bring impact on the policies, such as Festbeträge für Hörhilfen 
(since 1998) where they fought for the new fixed amount for patients with a hearing 
loss bordering on deafness. 169  During 1998-2001 the DSB worked on the 

 
166 See https://www.schwerhoerigen-netz.de/informationen/wir-ueber-uns/wir-ueber-uns/?L=0 
[Last accessed 12.10.2016] 
167 I have not compared the German organization of the Deaf with the VOG here as the main interest 
of this research is HoH people and VOG has been viewed mainly in relation to the interests of HoH 
people in this work. 
168 See 
https://www.behindertenbeauftragte.de/DE/Koordinierungsstelle/ArbeitKO/Inklusionsbeirat/Inklusi
onsbeirat_node.html- [Last accessed before 2018] 
169 On the basis of the judgment of the social court of 17.12.2009 (B 3 KR 20/08 R), the health insurance 
companies have to pay for the supply of hearing aids, which according to the state of the art of medical 
technology allow the best possible harmonization with the hearing of healthy people. Plaintiff was a 
deafness-bordering deaf person. The Central Association of Statutory Health Insurance Funds (GKV-
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Sozialgesetzbuch IX for more than one year on the government working group and 
speech-to-text-interpreters (providing the service of simultaneous text on screen 
that accompanies speech) became recognised as a profession which enabled DSB to 
work later on the education programme for multiplying the number of speech-to-
text-reporters in Germany. Behindertengleichstellungsgesetz (2001-2002), 
Kommunikationshilfenverordnung in 2002-2003 (speech-to-text interpreters 
formalities); 2003-2006 work on Allgemeines Gleichstellungsgesetz. Since 2004 DSB 
has worked on several policies in Gemeinsamer Bundesausschuss (Federal Joint 
Committee): on the hearing aids170 where the DSB representative is the Patient´s 
Chair; on the Kinderichtlinie on New-born-hearing screening that provides 
information for parents about the new-born screening, and on Hilfsmittelgesetz 
(Gesetz zur Stärkung der Heil- und Hilfsmittelversorgung-HHVG) in 2014-2017 - the 
Law for the strengthening of the healing and aids supply (HHVG) from 16.02.2017171. 

DSB claims to have a good cooperation with the deaf organization Deutsche 
Gehörlosenbund, in particular with its president Helmut Vogel, and has had fruitful 
examples of cooperation such as in the Ginko project, DBR Deutscher Behindertenrat, 
KHV Kommunikationshilfenverordnung, Bundesteilhabegesetz discussions, and 
Ergänzende unabhängige Teilhabeberatung. 

Of the key challenges in cooperation with the state authorities is that the DSB staff 
should be available for numbers of meetings which not only means to spend 
volunteer time but also be available whenever other authorities set them up, and 
spend their volunteer time along with other voluntary commitments in DSB. Similarly 
to the Russian VOG and disability organisations corporatist work style, DSB is mostly 
investing in expert forms of interaction with the state (such as their statement 
positions on hearing aids, on the draft Regulation on the use of sign language and 
other communication aids in the administrative procedures, published at the DSB 
website, and commentaries to the legislation including the recent Teilhabegesetz) 
and non-public forms (manifested through special commentaries to the legislation 
bills). All forms and possible tools of influence are used, but the challenge is to focus 

 
Spitzenverband) then decided that a separate fixed amount should be formed for deaf people with 
hearing loss bordering on deafness; new fixed amounts introduced since 01.03.2012. 
170 The Aid Guideline of the Joint Federal Committee (G-BA) regulates the adequate, expedient and 
economic provision of the insured persons with aids. The guideline contains general prescriptive 
principles as well as separate sections on sight and hearing aids. 
171 The law to strengthen the supply of remedies and aids (HHVG) aims to bring more quality and 
transparency to this market; the health insurance companies must take into account not only the price 
but also the qualitative requirements for the aids. The service providers must advise the insured in 
future which aids and additional services are suitable for them and are paid by the health insurance 
funds as a standard benefit. 
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the efforts of the voluntary-based working staff on the priorities of policy work as the 
most effective forms of dialogue are those where there is “enough staff to contribute 
to”. 

One of the examples of the good practices of the DSB work in relation to the specific 
accessibility needs of the HoH (such as the speech-to-text service) is their Speech to 
Text Interpreter trans.SCRIPT Training. Accordingly with the requirements of 
technical support for people with hearing loss (speech-to-text interpreters for late-
deafened people, people with severe and profound hearing loss), DSB launched the 
preparation of type reporters as the type of the social service that aimed to enable 
hard of hearing people to participate in the community and increase their chances of 
market rehabilitation. DSB started developing an approved occupational profile since 
2004, followed by preparing quality standards in 2005 and first nationwide 
examination and certification in 2007. The DSB department of the Training and 
further education has been certified according to the Accreditation and License 
Regulation (AZAV), and since 2009 DSB is allowed to perform vocational trainings 
according to SGB III. In 2012, DSB developed a new training curriculum and since then 
has conducted trainings across Germany. In 2013 the Speech to Text Interpreter 
Training trans.SCRIPT was certified by QuaCert and allowed by the Federal 
employment agency. The Qualification course for a Schriftdolmetscher concludes 
with an exam and the certification for 3 years. Supporters from the third and state 
sectors for the implementation of the Qualification program included the 
Schwerbehindertenauftragte, the executive director of the Berlin Integrationsamt, 
the Landesbeauftragte of Berlin for people with disabilities and the Federal 
Employment Agency.  

Importantly, members of the examination board are the DSB staff and Board 
members, not the state institution.  Up to now the small number of well-trained 
speech-to-text Interpreters is accompanied by a high need which is founded in 
national legal regulations and the UN CRPD. 

Still, the state does not always fully understand the specific needs of the HoH despite 
the best advocacy efforts of the DSB. Under Ergänzende unabhängige 
Teilhabeberatung” (EUTB – Supplementary Independent Participation Consulting) 
programme, DSB applied for a network centre consisting of one information centre 
in each German federal state and a connecting online centre in Berlin. But only the 4 
centres in Niedersachsen, NRW, Bayern and Baden-Württemberg were approved so 
far – in contrast to 10 similar centres approved for the DGB, the d/Deaf organization. 
As the vice president of the DSB recalls, “the ministry told me that they cannot follow 
why the HoH need special counselling centre and cannot use a regular counselling 
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one. The ministry also said that it is ‘Deaf people who need counselling in sign 
language, need special centres’. 172 ” This speaks volumes about the lack of 
understanding that the (especially severe and profoundly) HoH need special acoustic 
environment, need to ask for repetition and explanation several times, often cannot 
use the phone, need more time and also may have specific requests in relation to 
hearing loss and in connection to being a HoH using oral communication.  

5.5 A comparison of the disability NGOs’ activity context and strategies in Russia and 

Germany  

Disability organisations in both countries differ greatly from each other in terms of 
structures, practices, strategies, resources and histories. In Russia, the social model 
is still less represented in the discourse of the disability organisations who are more 
focused on social protection contrary to Germany where it is a more dominant 
framework of the DPOs activism. The German DSB presents a strong case of HoH 
political activity and involvement in decision-making, but their profile is still less 
visible compared to the Deaf organisation. 

NGOs in Germany make it possible to create an associative democracy based on 
active citizen's participation and the principles of a subsidiary state. This is in contrast 
to a (still) formal (though less than before) "manipulative democracy" in Russia, when 
nothing seems to depends on a person's initiative after the elections.  In Russia, the 
overall interaction between NGOs and the state is characterised by the lack of 
mechanisms for partnership as well as the lack of the understanding of the common 
goals and strategic vision. The state is interested in using the resources that the 
disability NGOs have (sometimes this includes abuse and plagiarism of the policy 
recommendations and programmes as suggested by the disability organisations), 
which contributes to a confrontation between the state and the NGOs and DPOs, or 
a desire of both sides to work in their own independent ways. Unlike VOG, smaller 
DPOs cannot afford to hire staff and professionals, while using volunteers' pro bono 
work is rare due to the due to the difficult economic situation of citizens, the crisis 
status of many non-governmental organizations, and the underdevelopment of civil 
society. 

Given knowledge of the German experience and experience of disability NGOs/DPOs 
cooperation within the governmental consultative bodies in Russia, it is visible that 

 
172  From 2018 on the federal budget includes 50 Million Euros per year under the “Ergänzende 
unabhängige Teilhabeberatung” (EUTB - Supplementary Independent Participation Consulting) 
programme for information centres of disability associations (in addition to the statutory counselling 
obligations of the rehabilitation providers). 
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one way to increase resources is to create more or less stable associations and 
platforms of public organizations. Important factors of the success of DPOs in 
Germany (as compared to Russia), include the good image and reputation of the 
volunteer work (successes of the DSB are extremely impressive given that their staff 
works on a voluntary basis in contrast to the staff of VOG), as well as the 
organisational and information interaction between the NGOs. There is more 
cohesion in Germany between the disability organisations that manifests itself in 
tendencies to organise in platforms, in comparison to Russia where the work of 
disability NGOs and DPOs can be very fragmented by comparison. German platforms 
of DPOs and HoH organisations, in addition to their national level work, are also 
usually involved in the work on the European level such work with the European 
Disability Forum (EDF). The amount of HoH-related organisations in Germany is 
astounding in comparison to Russia. HoH as a group are largely underrepresented in 
Russia as no DPO of HoH people exists on a national level; VOG does not represent 
the HoH issues in full spectrum due to the popularization of the sign language. In 
terms of organisational and political representation, the HoH in Russia are in a 
marginal position, and part of them joins D/deaf organization securing for themselves 
a more steady, easily recognised and beneficial status. 

Interest groups in Germany have a formal, institutionalized place in the policymaking 
process (Wilson, 2003), also for the reason of economic efficiency (Doh and Guay, 
2006). In Russia, the imperfection of the legislative base of the NGOs stops DPOs from 
having equal chances for finding a secure place in the policy-making process.  

Germany is a classic example of the (mostly) corporatist type of relationship between 
civil society organizations and the state, and this also seems to account for the 
disability organisations. Therefore, practices of “classical” lobbying could be 
prevalent and also “mirrored in disability rights activism featuring DPOs that are well-
established and formalised” (DISCIT 2013), and this is seen in the examples of the DSB 
work. On the other hand, harmonisation might affect claims of persons with 
disabilities and their DPOs, leading to more universalistic claims. While modern 
Germany manifests the partnership type of liberal corporatism, Russia shows all the 
signs of the state corporatism model. There is a substantial state intervention in the 
relationships with NGOs, in terms of the development of hierarchical structure of the 
relationship processes, selective involvement of the NGOs in the adoption and the 
implementation of political decisions. For example, consultative bodies in Russia are 
usually initiated by the state, which plays a substantial role in selecting Civic Chamber 
members. Social partnership in Germany is well developed, while it is rather difficult 
to claim that the relationship between NGOs and the state in Russia bears a character 
of genuine social partnership.  
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There is more emphasis on advocacy function of the German NGOs in contrast to 
Russian NGOs: Like many other countries in the Western Europe, advocacy is the cost 
that the German state is ready to pay in order to share responsibility with NGOs. VOG 
has also taken up more advocacy initiatives in the recent years, also due to the UN 
CRPD ratification; other or smaller disability organisations can usually afford 
advocacy work if they have resources for it and their other priorities are well covered. 

In Russia, the emergence of NGOs of the HoH could help to not only tackle the stigma 
of being “hard-of-hearing” but also complement the Deaf NGOs discourse. This could 
be done through advocacy on the assistive listening technologies, training 
palantypists, and media coverage initiatives. These could act as mechanisms for 
inclusion, providing self-help, training the HoH in the development of “soft” and 
professional skills, providing social lifts and resources for professional development. 
The reality is that being HoH “does not consign them to a recognizable group, a 
common identity recognized by society” (Ross, 1996). More organizations of HoH are 
needed in Russia, not exclusively to establish a "hard of hearing" identity versus the 
“Deaf” identity, but rather for support and self-help purposes, that can especially 
ease the transition of HoH youth into the society (Chupina, 2007). Organizations of 
HoH adults and youth could help other adults and a younger generation of HoH 
“come out of the (often) self-constructed isolation, engage them and provide visibility 
to HoH condition” (Chupina, 2007). Furthermore, active and well-integrated HoH 
people who can act as role models and self-advocates, could encourage a greater 
amount of HoH people to participate in community projects/ NGO work or 
programmes.  

CHAPTER 6. Research Design and Methodology of Comparative Cross-
national Research 

I conducted this research work in a double role: as an expert on the HoH issues with 
the lived experience of a profound hearing loss, and a researcher. The specific quality 
of this research is that I am able to understand the specific needs of the HoH people 
and contextualise hearing loss. I also have a certain scientific experience in identifying 
misconceptions regarding hearing loss with the HoH people that a non-HoH 
researcher may miss. I am able to understand what HoH respondents mean and say 
despite the speech impediments that many of them have, and able to contextualize 
the observations and the derived data. In addition, I have been involved in the HoH 
advocacy and policy work on local and international levels through my NGO 
engagement, which contributes to the developed context sensitivity.  
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A large part of my research is based on the comparative analysis of the social policies 
in Russia and Germany which implies a comparison of the content, conditions and 
problems of implementing social policies in the given countries in terms of 
understanding the capabilities and limitations of using the experience of one country 
in the conditions of the other. Successful or unsuccessful experience of other states 
is primarily used as a benchmark for others to follow or avoid when choosing one or 
another option of socio-economic development. My expectation was that this 
comparison would provide an analytical framework for examining the factors for 
inclusion of HoH persons, and perhaps explaining them. 

The complexity of the problems of social inclusion of people with disabilities at many 
different levels requires a multi-faceted approach in research. Disability challenges 
as social sphere challenges, are of a multi-level character; policy gaps, social 
stereotypes, imperfect mechanisms of rendering social assistance, problematic social 
institutions are all “blended” into one source of various social difficulties (Hopton 
1997, p. 231). Overcoming these challenges – and researching them – should 
therefore be of a complex and systematic nature.  

Here are just some of the issues, difficulties and differences emerging in various 
approaches to the social policy comparative research: Oyen suggests four main 
approaches to comparative research among sociologists: “the purists” – who share 
firm belief that conducting comparative research across national boundaries is no 
different from any other kind of sociological research; “the ignorants” – who pursue 
their ideas and data across national boundaries without acknowledging the possibility 
that such comparisons may add to the complexity in interpreting the results of the 
study; “the totalists” who consciously ignore the many challenges, settle for 
methodological compromises and vagueness in relation to concepts and variables; 
and “the true comparativists” who acknowledge the challenges and argue that it is 
necessary to raise questions about the distinctive characteristics of comparative 
studies (Oyen, 1990). Marsh is making a distinction between intra-social comparative 
analysis when the analysis of variations within a given society is taking place, and an 
intra-social comparative analysis when systematic and clear comparison of the data 
of two or more societies or subsystems is carried out (Marsh, 1967). Turner was 
attempting to justify the “state of art” in comparative social research as the main 
criterion for the systematic cross-national research that studies a single phenomenon 
in two or more countries. Rose suggests that “concepts are necessary as common 
point of reference for grouping phenomena that are differentiated geographically 
and often linguistically” (Rose, 1991). Hantrais and Mangen argue that language is 
not only a medium for conveying concepts, but part of the conceptual system that 
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reflects institutions, thought processes, values and ideology (Hantrais and Mangen, 
1996).  

Thus, the approach to a topic and the interpretation of it will differ according to the 
language of expression. This implies that in my research I have been operating with 
the country-specific German and Russian terminology accordingly (in disability issues, 
rehabilitation, education) in each country´s research context, and made careful 
reservations or explanations when rendering the conclusions to English language. I 
also tailored the quantitative questionnaires for HoH groups in different countries 
accordingly. I informed myself of the linguistic conceptual differences, followed 
linguistic equivalence173  and measurement equivalence as a pre-requisite for my 
cross-comparative research, while also understanding that theoretical concepts and 
their meaning can be dynamic in nature. I had to develop quantitative questionnaires 
on my own because there is no standardized questionnaire that would fulfil the aim 
of my research; the questionnaires do not have a statistical validity and are of 
exploratory nature that can support content validity. 

In my work, I decided to examine: 

(i) German and Russian national policies towards people with disabilities and how 
global disability rights agenda is taken into account (through implementation of the 
UN CRPD and other international standards), specifically in regard the fields of 
rehabilitation and access to information and communication; education and 
employment;  

(ii) Disability and HoH organisations’ participation in the policy-making concerning 
the HoH people in Russia and Germany, differences and commonalities in their 
strategies in development and re-formulation of the social policies, and the results of 
their impact; 

(iii) State-of-the-art situation for the HoH people (young aged 18-35 years old, and 
the elderly HoH people aged over 65 years old) in terms of access to rehabilitation, 
information and communication, education and employment,  and their subjective 
experience of being included in the society.  

 
173 For example, the Russian definition of "social policy" in the English-language literature corresponds 
to the three non-fully equivalent definitions – “social policy”, “public policy” and “welfare policy”. 
“Third sector” in Germany is not equivalent to the common Anglo-Saxon understanding of the “third 
sector” in research literature, and apart from NGOs, includes “welfare organisations”. 
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6.1 Limitations of the study 

The main limitation of the study is that data on HoH persons is not representative in 
Germany and Russia. This leads to a non-representative sampling dataset. In 
Germany, the data only on persons with severe disabilities exist and those who have 
the official disability status; accordingly with the German regulation, no data on 
insured persons can be collected. In Russia, the statistics reflects the numbers of HoH 
persons with official disability status; in addition, disability data is not disaggregated. 
Rosstat poorly coordinates the collection of data from various departments and does 
not compare the forms of statistical observation and indicators. 174  As a result, 
statistical information is fragmented and incommensurable. The availability of 
disability statistics is in fact not sufficient, as evidenced by the almost complete lack 
of data on Russia in publications and databases of the UN and WHO.175.This also 
means that there is no representative data or data that could be compared one to 
one. These are the key reasons this research is exploratory in nature. Other major 
limitations include: 

• The lack of empirical research studies and literature on hard of hearing 
persons both in Russian and German context.  

• Lack of theoretical reflection on hard of hearing in literature and disability 
studies 

• Access to respondents was very difficult, even with the researcher’s 
involvement in the HoH NGO field.  

6.1.1 Methodological challenges  

In my research, I faced challenges in establishing comparable data in the sense that 
cross-social equivalence of concepts is crucial as phenomena and may have different 
meanings in different societies and contexts. An additional issue in researching such 
a sensitive social issue as disability is the difference in concept definitions and 
perceptions in Russia and Germany. Furthermore, Russia and Germany are 
characterized by different stages of economic and social development, different 
value systems, thought and perception patterns. The criteria that I developed, cannot 

 
174 Russian Federal Service of the State Statistics. 
175 In the World Disability Report 2011 there is no data for Russia except for 2002-2004, obtained from 
surveys conducted in 70 countries on the WHO Global Burden of Disease project. In order to obtain a 
representative portrait of disability in Russia, I had to resort to an alternative source of data - selective 
surveys. 
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always be applied uniformly to the existing data; this led to compromise and a few 
pragmatic decisions on part of, for instance, quantitative datasets on elderly HoH 
persons.  There was also the problem of measurement related to quantitative 
comparative studies, as in comparative studies metric scales are often combined with 
non-metric, which is an obstacle for data processing. In terms of approaches I faced 
the challenges of looking into limited geographical areas (regions and subregions) and 
at the same time keeping the macro view of the situation of people with disabilities 
in the entire countries. I carried out the research within defined units such as 
subsocial units, separate organisational or structural fields (i.e. rehabilitation and 
education) and sectors (civil society and state activity). These are intrinsically 
different in Germany and Russia in terms of the structure, and, at the same time I had 
to use same conceptual (and functional) equivalence and research parameters. I had 
a minimal dataset and made comparing groupings from the most available data, and 
synthesised gathered information on key standpoints and issues.  

6.1.2 Data collection, procedure and process challenges 

• The study was conducted in three languages: (i) Russian (interviews and 
qualitative and quantitative processing in Russia); (ii) German (part of interviews and 
qualitative + quantitative data processing in Germany); (iii) English: the final 
translation of the entire research data and comparative analysis for the thesis body.   

• Linguistic and conceptual equivalence 

• Sampling equivalence and response rates 

• HoH people in Germany and Russia often preferred to be interviewed via 
email, rather than in person, as it is easier for their communication. Oral 
communication is much more difficult as HoH people would ask to write a question 
on paper or explain the meaning of a concept on a paper due to lack of a vocabulary. 
Often, HoH people’s speech is not understandable because of a speech 
impediment/lack of early rehabilitation and speech training. Digitally recorded 
interviews do not make sense in this case as the records are totally indecipherable. 
Interviews therefore had to be documented in handwriting or typing; questions have 
to be repeated or explained to interviewees several times; interviewing and surveying 
process was several times more time-consuming. For the researcher who is hard of 
hearing herself, processing interviews on the digital recorder was an extremely 
challenging task.  

• Finding respondents was possible only owing to the researcher being HoH and 
her involvement in non-governmental organization work towards inclusion of hard of 
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hearing people. HoH respondents were willing answer the questions only to the 
person who they trust, who they know and who is also HoH.  

• HoH people’s preference was to be introduced through common contact 
(“gatekeeper”), and, being at times cautious or shy because of communication 
difficulties, giving interview, even to another HoH person, was something many were 
reluctant to do.   

• The elderly HoH could be reached mostly through a local HoH organization (in 
Germany) or at the hearing care centres (in Russia, St. Petersburg) as there are no 
local HoH organisations in St. Petersburg. This meant that elderly HoH had to fill in 
questionnaires often after the audiogramme testing and hearing aid fitting when they 
had been exhausted from energy-draining hearing aid fine-tuning procedures. This 
made it more difficult for them to understand the questions, which, in turn, also 
made the survey process more challenging for both the surveyed elderly people and 
the researcher. 

• From the sample it is evident that mostly educated HoH people could take 
part in the research. Some HoH people with a high school/specialized college 
background could not answer most of the questions or were unwilling to do the 
interviews, while socially active and most integrated HoH were willing to contribute 
to awareness-raising about their situation. 

• In a Russian discursive context, the heritage of the Soviet mentality played an 
important role in the reluctance of HoH persons to be surveyed/interviewed. A 
survey is approximated to an interrogation; the intended result of the survey (policy 
recommendations initiative) was perceived sceptically by part of the respondents 
who tend to mistrust towards both civic or state activities.  

6.2 Frame of reference for comparison between Germany and Russian Federation: 

comparable data 

In view of the challenges in identifying indicators of social inclusion of HoH people as 
I elaborated in the Chapter 1, I identified a few points of reference or frame of 
reference for comparison between Germany and Russia. Firstly, subjective meaning 
of being a HoH person can serve as a comparison category in Russia and Germany, as 
well as perceived barriers and perceived discrimination experiences, perceptions of 
the conditions for inclusion and socialization conditions. Subjective difficulties in 
hearing, subjective coping strategies will be compared as well as the objective 
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indicators of being included as a HoH person will be compared as well. Factor analysis 
stemming from the data from answers to identical questions will be conducted.  

I selected the following practical categories/dimensions for comparing national 
policies: 

- Welfare state models (though the “ideal”-type models are used, they help to 
single out tendencies in relation to the policies towards people with 
disabilities) 

- Concepts of disabilities as reflected in the social policies 

- Models of disabilities as reflected in the social policies 

- ICF and its reflection in the disability policies 

- Discernment of the strands of disability policies: rehabilitation, welfare and 
anti-discrimination policies 

- UN CRPD implementation and mainstreaming in the national social and 
human rights policies (relevant amendments in the existing legislation 
accordingly to the paradigm change, emergence of the new legislation that is 
intended to reflect the social rights’ based model and, as Theresia Degener 
argues, a human rights model, embedded in the UN CRPD) 

The historical, economic and socio-political context of each country that precipitated 
the social policy formation in Germany and Russia accordingly, is taken into account. 
For the comparison of the third sector in Russia and Germany, I used pluralist and 
corporatist models of the NGO-state interaction. For the comparative analysis of the 
levels of the NGO/TSO176 participation in social policy development in Russia and 
Germany, I applied the framework of the welfare states and the classification of the 
forms of dialogue between the TSO and the state. 

6.3 Research Methodology 

6.3.1 Setting and Participants 

The theoretical basis for the research is the new "post-traditional" paradigm of 
disability, consisting of a range of social models of disability, including the Britain’s 
materialistic social model of disability stemming from the Marx’s theory based on 

 
176 Third sector organization 
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Marxist sociology.  The methodology approach relies largely on the substantial 
empirical research data and its interpretation within the disability models framework. 

I used a mix of qualitative and quantitative methodologies to allow for a rich texture 
of interpretation. I employed a qualitative strategy in order to explore the feelings, 
attitudes, perceptions and cases of HoH persons and around the issues pertinent to 
inclusion of HoH persons. The quantitative strategy served to complement the 
qualitative data, analyse the data, draw some hypothetical conclusions or highlight 
clear differences, as well as to test the hypotheses, add perspectives of different 
aspects of inclusion of HoH persons and strengthen the outcomes of the overall 
study. One of the reasons for conducting both qualitative and quantitative research 
is due to the fact that substantial information on subjective meaning of being a HoH 
person is not representative as a sample, therefore a more complex description is 
needed, as emphasised in the beginning of this Chapter.  

In Qualitative research, analysis of the documentation, I applied semi-structured in-
depth interviews with persons with hearing loss and representatives of various 
governmental and non-governmental structures. In-depth interviews in both Russia 
and Germany with rehabilitation workers, social policy officers, disability 
organization officers, medical clinics specialists, educators in special education, 
employers of people with disabilities, staff of the social welfare services, charity 
organizations were conducted. In addition, focus groups with parents of persons with 
hearing loss were held. In the first stages, the descriptive and survey methods helped 
draw an up-to-date picture of the situation.  

For data triangulation, hearing experts in the fields of education for hard of hearing, 
employment and rehabilitation for hard of hearing were interviewed (2 rehabilitation 
experts at HörBiz, employment expert and business consultant from the Institute for 
Management and Organization (IMO) Bochum, teachers at the Elbschule for the HoH 
and deaf in Hamburg and Margarethe von Witzleben-Schule in Berlin), and others. 

Semi-structured interviews: 

I conducted series of semi-structured qualitative in-depth interviews with 3 sampling 
groups of cases in Russia and Germany: 

1) Hard of hearing activists in NGOs and hard of hearing individuals (youth, adult and 
retired) 

2) Experts on disability and hearing loss issues (in audiology, rehabilitation, social 
policy, state);  
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3) Experts in the other fields, for the triangulation effect (psychologists, non-
disabled social workers, educators…) 

The following criteria for the selection of the HoH respondents were adhered to:  

1. Hearing loss: since birth or acquired  

2. Self-identification as a hard of hearing person  

3. Youth group, respondents aged 18-35 (young people were chosen as one of the 
most vulnerable groups; the age was chosen as a period of transition of young 
people from school to employment and analysing themselves in relation to their 
identity and place in society) 

4. Elderly group, 65 and older (experience of employment, losing job, 
unemployment, retirement) 

5. Representation of both genders 

6. Part of respondents were bilingual i.e. HoH who use both oral speech and sign 
language depending on the context 

7. Respondents who use cochlear implants (the implant that raises level of hearing, 
increases chances for inclusion and re-defines self-identity: deaf people with 
cochlear implant tend to identify themselves more in terms of hard of hearing or 
belonging to hearing community). 

6.3.2 Sampling method in qualitative study 

A mix of sampling methods was chosen by the researcher. During sampling planning 
phase, interview cases were selected according to intensity (analysis of critical cases). 
The informants were, on the one hand, those who risk exclusion and had no access 
to higher education, early (re)habilitation and speech development, were educated 
only in special schools. The other group was made up of more integrated HoH persons 
with experience of mainstream school and university education, including activists of 
youth or adult chapters of Schwerhörigenbund, Russian VOG and HoH activist NGOs 
who are more knowledgeable of the political, social and economic realities of the 
country for HoH people and are expected to have more resources to be included. In 
addition, typical cases were sought; experts and key informants were expected to 
uncover typical experiences in the field.  
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In a variety of cases, snowball sampling was applied for the research. This method is 
also known as chain referral sampling and is considered a type of purposive sampling. 
This sampling is often used to find and recruit groups that are not easily accessible to 
researchers through other sampling strategies (Mack et al, 2005). Despite the 
researcher’s access to the field of civic society organisations, access to HoH 
individuals was still very difficult. This was due to (i) confidentiality issues (in 
Germany) b) HoH individuals often ascribe themselves to the hearing society and do 
not mingle with the circles that they consider predominantly deaf. To take one 
example, the key Russian organization dealing with hearing loss issues, VOG, mostly 
caters for deaf sign language users and those who identify themselves as deaf, not 
hard of hearing (in Russia). Overall, the sampling was not representative in the 
statistical sense; it rather reflected the relevance of the phenomenon of hearing loss 
and various inclusion/exclusion practices with the research respondents.  

6.3.3 Data collection and analysis 

The interviews were conducted in Russian (in Russia) and German and English (in 
Germany) and translated into English. Part of the interviews could only be conducted 
in writing or online as this method was more accessible for the interviewees. The 
method of dense description was used during the analysis of the interviews that 
suggests the fixation of the main meanings, reproduced in the interview text, as well 
as the content analysis through axial coding. Focus groups were chosen as a method 
that would afford comparison in an international context, contribute to triangulation 
and richness of data. Purposive sampling of parents and relatives of HoH adults and 
young persons (in Berlin and St. Petersburg) was followed. Two groups were 
conducted accordingly as no more were possible due to lack of resources. Sequential 
method of analysis was employed for processing the focus group data. 

Quantitative research was exploratory in nature as representative data is not 
available, and was intended to support testing of the researcher’s hypotheses and 
predictions, as well as in the attempt to illuminate the little studied problem of HoH 
persons’ inclusion from a variety of angles. Quantitative research was conducted 
through a self-designed, anonymous extensive structured questionnaire survey: 

Two types of self-reported questionnaires were applied in Germany and Russia: 

(i) targeted at hard of hearing youth (18-35 years old) 

(ii) targeted at retired groups  (age 65 and older) 

Self-reported questionnaires were developed for two age groups in Germany and 
Russia: young men and women with hearing loss aged 18-35 years old, and elderly 
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men and women of a retirement age, 65 years and older in Germany and 55 years 
(women’s retirement age) and 60 years (men’s retirement age) in Russia. The type of 
questionnaire chosen was a structured questionnaire containing a set of 
straightforward sequential questions with multiple choice and open answer options.  

The questionnaire for the youth group contained 46 questions focused on: the family 
and social environment, education (school/college/university) as a bridge or a barrier 
to inclusion. It also addressed perceptions and knowledge by youth of their rights, as 
well as participation in community spaces such as civil society organizations. On the 
levels of country comparison, the awareness by German and Russian HoH respondent 
groups was compared in terms of individual rights, discrimination experiences and 
access to social rights. 

For the elderly group, the questionnaire examined access to information, 
communication and rehabilitation by elderly HoH, and their rehabilitation needs. The 
extensive questionnaire consisted of 66 questions including multiple choice 
questions and some open questions. It centred around the key following themes: 
Education, Hearing Loss and Communication, Social benefits, Family support, 
Employment, Integration and Rehabilitation (including access to hearing aids and 
assistive listening devices), Accessibility of Information, Well-being and Quality of life 
(including self-awareness, assertiveness, participation, income, psychological well-
being).   

Since the questionnaires measured attitudes, awareness and perceptions, the Likert 
scale was applied in many questions. It allowed to sum item responses to create a 
score for a group of items and summarizing the central tendency of responses from 
a Likert scale by using either the median or the mode. The Likert scale method 
seemed appropriate for the sensitive topics researched; it produces more 
homogeneous scales and increases the likelihood of measuring a unitary attitude. 
This ensures validity (concurrent and construct) and reliability are reasonably high. A 
forced 4-Likert scale was applied in the questions for elderly regarding well-being and 
perception of quality of life in order to extract specific response (on opinion) from 
participants. Anonymity in filling in questionnaires was offered to reduce social 
pressure “to look good” that could compromise validity of the respondents’ answers.  
In Russia the questionnaire was provided in Russian and the findings were translated 
into English; in Germany the questionnaire was in German accordingly and the 
findings were translated into English. 
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6.3.4 Sampling method in quantitative study 

Randomised and snowball sampling was applied in the quantitative research, with 
the fixed sample frames: 

I. Youth group: An extensive self-reported survey targeted at youth aged 14-35 
in Berlin, Germany and St. Petersburg, Russia. The two samples were compliant to 
each other in terms of age, disability status, hearing loss, used hearing aids, assistive 
listening devices, education, as well as other social–demographic characteristics.   
II. Elderly group: An extensive self-reported survey targeted at retired HoH men 
and women aged 65 and older (Germany) and retired HoH men and women aged 55-
89: men from 60 and women from 55, accordingly to retirement ages, in Russia. The 
initial sample in both countries men and women covered different types and degrees 
of hearing loss, as defined: Late-deafened (aged 5-45 years); Age-related hearing loss 
(after 45 years); Congenital / early hearing loss (up to 5 years old). 
 
The chosen mode for distribution and collection of the questionnaires for youth 
group was Survey Monkey and e-mail that allowed for: dynamic interaction with 
respondents where difficulties in interpretation/understanding of relevant concepts 
could be easily clarified in writing; and in paper copies that were filled in by hand by 
young HoH persons or students at specialised schools for hard of hearing. Paper 
copies were disseminated at schools, colleges and through organisations; during 
collection of the data, the researcher personally assisted face-to-face in clarifying the 
questions to hard of hearing respondents due to their lack of vocabulary. For 
collecting data from elderly group, the paper copies were disseminated through post 
and email in HoH organisations, at the church, organizational meetings and in the 
halls of the surdological centres or deaf/ HoH organisations. Substantial resources in 
terms of time were used in order to assist both youth and elderly group in filling in 
the questionnaires. Statistical processing of the quantitative data was carried out in 
the SPSS v.17.0 programme; applied methods were: Descriptive statistics, Chi-Square 
test of independence, Nonparametric Mann-Whitney test and T-test for comparison 
of quantitative variables.  

In youth group, in Berlin, Germany the total of 136 respondents was surveyed, and in 
St. Petersburg, Russia, 150 respondents were surveyed. Two types of analysis were 
conducted: (i) Comparative analysis of the answers from Russia and Germany, (ii) 
Combination of the questions for the entire sample (A), also with consideration of a 
disability status (B) and two age subgroups (C) – 14-25 years old and 26-35 years old. 
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In elderly group, three groups within each sample were examined, accordingly to 
various types and degrees of hearing loss. 
PRELINGUAL:  
1. Congenital hearing loss + early-deafened (2-3 years old) – hard of hearing 
since birth or early childhood    
POSTLINGUAL: 
2. Late-deafened (older than 4 and before 45) – includes illnesses, job-related 
hearing loss, accidents  
3. Age-related hearing loss – 45 and after – otosclerosis, illnesses, noise at work, 
previous accidents, genetic predisposition 
In Russia, the total of 67 HoH elderly people aged 54-89 years old were surveyed in 
Moscow at All-Russia Society of the Deaf and at four sites in St. Petersburg City: St. 
Petersburg City Surdology Centre SPbGUZ "City geriatric medical-social centre", 
Laboratory of Hearing and Speech (State Medical University n.a. Pavlov), Laboratory 
of hearing "Otoks", the regional branch of the All-Russian Society for the Deaf. 

In Germany, the total of 43 questionnaires was collected via hearing aid offices, but 
mostly through the Deutscher Schwerhörigenbund and HörBiz, non-governmental 
organisations of and for HoH persons. Due to a lack of respondents the decision was 
to divide the sample into two groups as defined, accordingly to varying types and 
degrees of hearing loss. Thus, subgroups 2 and 3 were joined into one group. As a 
result, there are two groups instead of three as in the country-level analysis: 

II groups: I (1+2) – “early” and II (3) – “late” 
1. Congenital hearing loss + early-deafened (2-3 years old) – hard of hearing 
since birth or early childhood    
2. Late-deafened (older than 4 and before 45) – includes illnesses, job-related 
hearing loss, accidents  
3. Age-related hearing loss – 45 and after – otosclerosis, illnesses, noise at work, 
previous accidents, genetic predisposition. 
For the country-level comparison between datasets of elderly HoH, the division of 
the groups in both countries was made in the following way: 
1) “Young” group – persons who acquired hearing loss during the age of 0-44 
years old 
2)  “Senior” group – persons who acquired hearing loss at the age of 45 years 
and older. 

Table 5. The respondents’ overview  

Germany: Russia: 
136 extensive questionnaires – youth  150 extensive questionnaires – youth  
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43 extensive questionnaires – elderly  
7 expert interviews  
4 elderly HoH interviews  
7 young HoH adult interviews  
1 focus group of parents and relatives  
Policy analysis 

67 extensive questionnaires – elderly  
12 expert interviews  
6 elderly HoH interviews  
10 young HoH adult interviews  
1 focus group of parents and relatives  
Policy analysis 

 

6.3.5 Integration of qualitative and quantitative methods 

Mixing the two strategies was done through sequential approach: first the major part 
of qualitative interviews from HoH persons was collected. Then, on the basis of these 
data, a hypothesis was developed and questionnaire constructed for a larger survey. 
Integration of qualitative and quantitative data was performed through structural 
generalisation of qualitative interviews was connected to the quantitative data for the 
interpretation and the application of indicators of inclusion in both data studies.  

As mentioned, data triangulation was added to support the interpretation and better 
contextualisation. 

6.3.6 Document analysis  

Through the document analysis I aimed to explore the central idea and central features 
of the differences of the positions towards rehabilitation, integration, inclusion, 
education and employment of people with disabilities in both countries. This could 
provide a contextualisation of the more general policy strategy. Contemporary social 
policy was intended to be interpreted in relation to people with disabilities in both 
countries, based on assessments obtained from qualitative interviews with experts and 
the HoH people, and help to formulate author's recommendations on improving the 
effectiveness of public policy in Russia. It was intended to see whether the logic that 
underlies the German and international policies can be used in Russia, taking into 
account the Russian specifics.  

The analysis of the following legislation was conducted:  
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Table 6: List of the studied legislation  

Russian Federation  
The Federal Law 181-FZ "On Social Protection of Persons with Disabilities in the 
Russian Federation" (amended from 29.12.2017) from November 24, 1995  
The Federal Law "On Education in the Russian Federation" of December 29, 2012 
N 273-FZ  
The Federal Law No. 442-FZ of December 28, 2013 (as amended on July 21, 
2014) "On the basics of social services citizens in the Russian Federation" 
Resolution of the Government of the Russian Federation "On Approval order of 
education and training of disabled children at home and in non-state educational 
institutions "No. 861 of July 18, 1996. 
Decree of the Government of the Russian Federation "On granting free social 
services and paid social services to state social services" No. 739 of June 24, 1996. 
The Federal Law "On Basic Guarantees of the Rights of the Child in the Russian 
Federation" No. 124-FZ of July 24, 1998 
The Federal Law "On the Basics of Social Services for Population in 
Russian Federation" No. 195-FZ of December 10, 1995 
Resolution of the Government of the Russian Federation "On ensuring formation 
of accessible living environment for disabled people "№ 927 of 12 August 1994 
Decree of the President of the Russian Federation "On scientific and information 
to ensure the problems of disability and disabled people "№ 802 of July 27 
1992 
The Federal Law "On civic associations" (1995), 
The Federal Law "On Charitable Activities and Charitable Organizations" (1995), 
The Federal Law "On non-profit organizations" (1996) 
The Federal Law "On the general principles of the organization of local self-
government in the Russian Federation "(1995), 
The Federal Law "On non-profit organizations" (1996), 
The Federal Law "On the Adoption and Placement of Federal Targeted Programs" 
(1996), 
The Federal Law "On tenders for placing orders for the supply of goods, 
performance of work and provision of services for state needs" (1999) 
The Federal Law 275 "On the order of formation and use of financial endowment 
by non-commercial organisations", 30.12.2006. 
The Federal Law 40 "On Amendments to Certain Legislative Acts of the Russian 
Federation on the issue of support for socially oriented non-profit organizations" 
from 5.04.2010 
The Federal Law 121-FZ “On Amendments to Legislative Acts of the Russian 
Federation regarding the Regulation of the Activities of Non-profit Organisations 
Performing the Functions of a Foreign Agent" from 21 November 2012 
The Federal Law of 23.05.2015 N 129-FZ "On amendments of some legislative 
acts of the Russian Federation" 
 
Industry normative acts 
Resolution of the Ministry of Social Protection of the Population of the Russian 
Federation "On Pensions for Children in Full State Content" No. 1-6-y of June 23, 
1995. 
Decree of the Ministry of Labour "On Approving the Model Provision on an 
Individual Rehabilitation Program for the Disabled" No. 42 of December 14, 
1996. 
Order of the Ministry of Education of the Russian Federation of October 22, 1999 
No. 636 "On Approval provisions on the service of practical psychology in the 



 
 

185 

system of the Ministry of Education of the Russian Federation " 
Letter of the Ministry of Education of the Russian Federation of March 25, 1999 
N 27 / 502-6 "On the conditions reception and training of disabled people in 
institutions of higher professional education" 
Resolution of the Ministry of Labour of the Russian Federation of July 27, 1999 
No. 29 "On Approval Methodological recommendations on the organization of 
socio- 
health centres of elderly people and disabled people " 
Decree of the Ministry of Labour of the Russian Federation and the Ministry of 
Health of the Russian Federation of January 29, 1997 N 1/30 "On approval of the 
Classifications and time criteria used in the implementation of medical and social 
expertise " 
Order of the Ministry of Labour of the Russian Federation, Ministry of Health of 
the Russian Federation and the Ministry of Education 
Order of the Ministry of Labour of Russia of 17.12.2015 N 1024n "On 
classifications and criteria, used in implementing medical and social expertise of 
citizens federal medical and social examination" (Registered with the Ministry of 
Justice of Russia 01/20/2016 N 40650) 
Federal Programme "Social Support for Disabled Persons, 2006-2010", Russian 
Federation 
Federal Programme “Accessible Environment, 2011-2025”, Russian Federation 
 

 
Germany 
The Act to Combat Unemployment among Severely Disabled Persons (2000)  
Social Code Book IX – Rehabilitation and Participation (2001)  
The Disability Equality Act (2002) 
The Act to Improve Training and Employment for the Severely Disabled (2004)  
The General Equality Act (2006)  
Social Code Fifth Book (SGB V) 
Federal Law on Social Assistance (SGB XII) 
Hilfsmittelgesetz (HHVG) 

 
International 
The UN Convention on the Rights of People with Disabilities (UN CRPD) 
 Council of Europe Action Plan on Persons with Disabilities, 2006-2015 
Council of Europe "Action Plan to promote the rights and full participation of 
people with disabilities in society: improving the quality of life of persons with 
disabilities in Europe 2006-2015"  
Council of Europe Disability Strategy 2017-2023 
EU Disability Strategy 2010-2010 
EU Directive on Equal Treatment in Employment and Occupation 
(2000/78/EC of 27 November 2000) 
EU Charter on Fundamental Rights (2000) 
Treaty of Amsterdam (1999) 
European Social Charter (1961) 
The European Convention on Human Rights (1953)  
 
 

The recommendations of the NGOs of persons with hearing loss in Russia and Germany 
were analysed: from Deutscher Schwerhörigenbund, Deutsche Gesellschaft der 
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Hörgeschädigten, Selbsthilfe und Fachverbände e.V, All-Russian Society of the Deaf, 
EFHOH, IFHOH and others. 

Internal validity was tested through pilot testing to ensure that instruments (interviews 
and questionnaires) are clear and non-ambiguous. Questionnaires were not a 
validated instrument. Triangulation of the outcomes (through interviews with experts 
and examining the results from several perspectives) enhanced the validity of 
qualitative and quantitative findings: triangulation of the interviews, legislative 
documents, and methods were applied.  

 

Chapter 7. The Research Findings  

7.1 Qualitative findings on young HoH people (Russia and Germany) 

From all the empirical data gathered here, both quantitative and qualitative, several 
main categories of findings emerged. These were:  

• Data on identity formation among HoH people, including their subjective 
experience of hearing loss and (non)inclusion into society  

• Data on access to rehabilitation, including AT (assistive listening technologies) 
and other aspects of rehabilitation be they about medical, social, pedagogical-
psychological, or professional rehabilitation,  

• Data on access and inclusiveness of education and employment  
• Data on participation and self-determination (access, pre-requisites) 

 
Much of this data was reflected in the discussion about policies and NGO work in the 
third and forth chapter. In this chapter, I am mostly presenting the individual 
experiences of people with hearing loss in Russia and Germany and make an attempt 
to highlight the most challenging and problematic aspects of the key spheres 
pertinent to inclusion in each country accordingly.  
This Chapter will explore the strategies that people with hearing loss employ in their 
daily life to achieve the goals of their inclusion, and what mechanisms are used in the 
inclusion of people with hearing loss in the key spheres of rehabilitation, education 
and employment. This research was conducted through analysis of the results of a) 
qualitative semi-structured interviews with the HoH individuals and experts in the 
field (policy experts, leaders of the non-profit organizations of/for people with 
hearing loss, government representatives) b) quantitative questionnaires on access 
to information, education, employment, communication, governmental support and 
knowledge of national protective legal framework – the questionnaires were 
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disseminated amongst HoH individuals. In Germany, the research centered around 
two different federal Lands (Länder) and cities (Hamburg and Berlin accordingly). In 
Russia, the research centered around Northwestern district (St. Petersburg) and 
Central federal district (Moscow). 
 
7.1.1 Russian HoH youth: self-identification and the subjective experiences 
of hearing loss 

It can be said that within disability circles, the HoH constitute a ‘minority within a 
minority’. Respondents in this research also expressed this sentiment: ‘we are a part 
of a group in which most of us are isolated, invisible in society’ (Chupina, 2011). In 
order to claim their rights, the HoH need to achieve a certain level of visibility (Ibid). 
Another respondent implied that having an invisible disability makes it harder to 
understand what hearing loss entails and puts hearing loss in a hierarchy of ‘less 
important’ disabilities less deserving of attention:  
 

‘We have a hidden disability – we don’t use glasses, crutches or 
wheelchairs. We are viewed by other people like we are totally “normal”, 
and should “stop pretending that we have problem”’’  (Russian HoH 
woman, 34)  

Many responses indicated that the public attitude towards HoH persons functions as 
a social-psychological factor of their rehabilitation, social integration and inclusion.  
The HoH are partially conditioned by the expectations of others that they should act 
and be, in the words of a respondent, ‘like everyone else’. In Russia the status of a 
HoH person is perceived to be threatening and stigmatizing, not only for the HoH 
person herself, but for the person’s image and personal relationships: 

‘One guy likes me, he is hearing. He said that he would like to stay 
friends with me, because if we continue dating, he would not be able to 
hide from his friends that I am hard of hearing, and he can't fully accept 
fact that I have a hearing problem. He can't accept my speech defect.’177 
(Russian HoH woman, 24, Moscow)  

This is where ‘impairments' effects’ play a large role in determining the relationships 
and the circle of communication of a HoH person, not to speak of the psychological 
well-being and the sense of self-esteem. As mentioned in the Chapter 1, in different 
contexts the HoH may choose to express their identity differently: for example, in a 
deaf club HoH youth may speak sign language with their friends while at school or at 

 
177 It should be noted here that the ‘speech defect’ is minimal with this respondent and she doesn’t 
use signs. But even the smallest deviation from the ‘norm’ can be detrimental to the social status or 
relationships.  
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work, they may communicate orally with their hearing colleagues (Chupina, 2011).  
Furthermore, many HoH with mild hearing loss prefer to hide it from colleagues, 
employers and even spouses:  

‘I have a mild hearing loss, so I am able to hide it, and I do not share 
anything about it with my colleagues or my husband. He does not even 
guess because I can talk to him across the room’ (Russian HoH woman, 
31, St. Petersburg). 

For one respondent, the desire to blend in with the hearing environment and to 
improve social mobility led her to purchase a hearing aid and use it at work  (Russian 
HoH woman, 31, St. Petersburg). Communication skills are highly valued in the labour 
market. It is no surprise that those HoH with limited communication skills are 
restricted in the choice of the professions. Most respondents are unable to take jobs 
involving extensive telephone use or meetings in noisy places (restaurant, 
manufacturing enterprise etc.).  Another hard of hearing respondent, even after 
years of successful work, refuses to disclose her hearing loss to colleagues as it feels 
so stigmatising to her:  
 

‘Talking about this would be traumatizing for me because this is very 
difficult to discuss with people who have no idea what it is like. You start 
fearing that people will treat you on the basis of stereotypes…I prefer to 
be treated like a person without any disadvantages’ (Russian HoH 
woman, 34, St. Petersburg). 

While a few respondents prefer to pretend to be hearing, others try to find, establish 
and conceptualise their cultural and social identity between the HoH and the deaf 
concepts. The definitions of deaf and HoH by HoH respondents (Russia) show the 
fluid boundary between deaf and hard of hearing identity, on the one hand, and on 
the other hand, differences in mentalities, level of education, modes of 
communication:  
 

‘They [the deaf – K.C.] have different worlds of communication and 
mentality’ (Russian deaf man, 23, St. Petersburg).  

Incidentally, some of the judgements about deaf by HoH people express 
generalizations based only on medical or/and communication differences, such as 
claims that deaf people cannot rely on their remaining hearing while the HoH can 
hear with a hearing aid. Others reinstate the level of hearing loss as a key difference 
but also add the mode of communication as a difference despite the fact that in 
Russia many HoH people can sign too due to studying at specialised schools:  
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‘The hard of hearing can hear with hearing aids, but deaf don't. Deaf lip-
read and sign.’ (Russian HoH young woman, 24, Moscow).  

A few HoH went further to emphasize the difference in education level (special for 
deaf, mainstream for HoH) that contributes to the development of a hard of hearing 
identity: 
 

‘The deaf usually have a not very good education in specialised schools 
and a narrower outlook – that's why they usually spend life in their own 
community, speak signs and have problems interacting with an “outer” 
hearing world. The hard of hearing have a higher level of development 
because of multi-faceted inclusion efforts. They develop speech and 
hearing since childhood, have mainstream education together with 
hearing people.’ (Russian HoH young woman, 29, St. Petersburg) 

For others the main criteria differentiating HoH and d/Deaf is that  
 

‘…hard of hearing are usually more integrated because they can use 
speech, while deaf mostly cannot.’ (Russian HoH young man, 23). 

 Part of the responses reflected stereotypes that can be discriminating and labelling 
towards deaf people, calling them less sociable, less literate, secluded in their group 
and resistant to reading. Incidentally, this viewpoint was shared by respondents who 
identified themselves as deaf. Others, in addition to drawing differences in 
communication, ascribe barriers and boundaries to the deaf community/ group that 
is deemed more exclusive than the HoH community. They emphasize that the main 
difference is in different perceptions of the world, different attitudes toward hearing 
people, and greater reluctance toward integration among deaf groups. The 
motivation of HoH people to be more included in the society in contrast to deaf 
people was also stressed. In addition, the deaf were thought of as people with less 
social and communication skills who understand many things literally and fail to 
understand jokes or varying intonation, hints and word-play. 
A few respondents alluded to the thin boundary between being ‘medically deaf’ and 
‘culturally hard-of-hearing’ that can be in some cases eroded by the early 
rehabilitation process in which the family often plays the major role. They insist that 
deaf could be more like HoH people and be more open to communication with 
hearing people ‘if their family started early rehabilitation on time’. On the other hand, 
HoH people try to get rid of the labels used by the deaf to describe them, and in doing 
this, and try to attain and defend their unique identity.  The HoH are often called 
‘speaking’ (‘govoryaschie’) in deaf circles, often in a derogatory manner. When a hard 
of hearing person joins the deaf community (e.g. in special education), s/he might be 
perceived as deaf and not a hard of hearing person who does actually speak: 
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‘Who are those ‘oral/speaking’? Seems like they are those who can use 
oral speech. However strange, not only in the deaf environment, but 
sometimes in the environment of hard of hearing people who rely on 
speech, ‘oral/speaking’ means ‘hearing’.  Deaf people have tried for so 
many years to get rid of the label ‘deaf-and-dumb’, but now, with the 
word ‘oral/speaking’ they are creating new incorrect labels. When I 
studied at school, [special school for the deaf – K.C.] they told me: 
‘’speaking’ are coming to visit’. After my objection ‘am I not a speaking 
one?’ (I always communicated with voice and through speech), the class 
only laughed. Why do we refuse the right of a hard of hearing or a deaf 
person to be self-identified?’ (Young HoH Russian man, 22, Moscow) 

Like many deaf people, not all hard of hearing respondents perceive themselves as 
‘disabled’ persons and see disability status mainly as a resource for access to social 
benefits. The term ‘disability’, as well as an official disability status, has a negative 
connotation for them. In a Russian context, a person with a hearing loss is perceived 
either as a ‘deaf’ or ‘hearing’, with no place on the continuum in between:  
 

‘In our country, it seems like there are just deaf and hearing. If you say 
you have a problem with your hearing, people ask if you can sign!’ 
(Young HoH Russian woman, 27, St. Petersburg).  

Even for medical staff trained in the Soviet system, it is difficult to find the correct 
words defining deaf and hard of hearing people. The use of the totally outdated and 
misleading term ‘deaf-and-dumb’ is very widespread, also because the Russian terms 
for ‘hard of hearing’ and, furthermore, the newer ‘non-hearing’ (‘neslyschaschij’), 
terms more in line with the correct terminology, are not in wide use by the media. 
Furthermore, even medical staff might be not aware about the differences between 
deaf and hard of hearing, and are not aware of how speech rehabilitation processes 
can influence the ability to communicate. 
According to the data derived from my interviews with Russian HoH youth, the public 
is not informed about the specific needs of people with disabilities at large or HoH 
people in particular, which leads to great number of prejudices towards abilities and 
potential of HoH young people. A lack of media coverage on the needs and rights of 
HoH people has made this worse. Hearing aids or cochlear implants are very rarely 
the subject of the news. Invisible impairment does not trigger a social response 
contrary to visible one. Therefore, the low level of public awareness leads to 
insufficient implementation of the accessibility requirements. An example is a 
viewpoint that installing audio induction loops is of not much importance since 
‘everyone can hear’ and people with hearing loss simply do not participate in the 
mainstream’ (Chupina, 2011). Attitudinal barriers may therefore lead to structural 
barriers. Lack of societal awareness about the needs of the HoH often makes the HoH 
fight with direct or indirect discrimination. 
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For this reason, Russian respondents prefer to hide their status of a hard of hearing 
person: 

'[When I miss out something in a conversation] I pretend that I need to 
make a phone call or say that ‘I need to leave briefly and will come back’, 
after which the conversation starts again and I can now fully understand 
the topic. Or I move closer to a speaking person under some pretext.’  
(Russian HoH young woman, 34) 

This approach may serve as a coping strategy in itself, but it also causes stress and 
exhaustion, making it counter-effective in the long-term. It should be emphasized 
that the subjective perception of HoH persons about how they (successfully or not) 
cope with hearing loss and its consequences in communication does not always 
reflect the opinion of their close circle such as relatives, parents or colleagues. Focus 
groups revealed this divergence:  

‘They thought [at school] that my granddaughter is a bit stupid or weird, 
because she never confessed about her hearing loss’ (Grandmother of a 
HoH respondent).  

A young HoH woman gave an example of perception of her hearing loss by others 
which made her re-define her strategy and be always open about her hearing loss 
upfront:  

‘In a company I met new people, and at first time I didn’t want to say I 
am hard of hearing. Later, after a noisy café, I had to tell one man, and 
he said he had been very relieved, because he had thought that I was 
mentally retarded’ (Russian HoH woman, 21, St. Petersburg).  

Here, the strategy of delaying disclosure about hearing loss was intended to allow 
one to fit in with their environment. After the initial period of getting to know each 
other, it is hoped that revealing one’s hearing loss will be taken more a simple matter 
of fact than a surprise. This approach may work and evoke the reaction ‘we didn’t 
even notice that you have a hearing problem’, ‘you manage so well’. However, this 
approach brings with it the risk of further stigmatisation for pre-assumed mental 
disabilities. In many situations, HoH people seem to navigate and try to balance 
between the stigmas of assumed of being ‘stupid’ or even ‘retarded’ and the stigma 
of hearing loss. A number of HoH respondents believe that being hard of hearing is a 
skill or a talent, since no one understands how difficult it is.  

Many Russian respondents said they adopt a humour approach to their own hearing 
loss which helps them raise self-esteem in various circumstances and raises their 
image in the eyes of their peers. However, humour was used by them mostly to 
alleviate the negative ‘effects’ of their hearing loss  and not as much to educate the 
environment about their communications needs and specific situation; they 
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remained rather reserved on that. Others added that the self-irony and self-
deprecating humour help them to be more accepted in a company of hearing people; 
a ‘clown’ or an ‘entertainer’ role diminishes the effect of ‘strangeness’ of the hearing 
loss, fear of the ‘Other’. It also smoothens the feeling of being threatened by the 
unknown situation when a hearing person doesn’t know how to deal with the hearing 
loss and feels at a loss on how to act ‘properly’.  

Some Russian respondents who were in contact with the European HoH peers in the 
international youth HoH projects conducted by the author of the thesis, claimed that 
they have learned a lot from their Dutch, German, UK and Scandinavian peers in 
terms of positive self-representation as a HoH person. They said that they saw how 
young HoH people could self-advocate and explain their needs in the way that didn’t 
relay pity or made them looked ‘needy’, but in the way that raised respect, was 
dignified and represented the needs of a HoH person from a rights-based 
perspective. Whereas German and the UK peers were more demanding in their 
accessibility requests, the Russians found themselves following more of the 
‘pleading’ or ‘asking for a favour’ pattern as they got used to the fact that ‘nobody 
cares about us’. Seeing the ways of self-representation of the HoH young people from 
the West, with an added humour, helped a few Russian HoH respondents to adopt 
this behaviour strategy and being more open and aware of their hearing loss.  

Self-awareness was felt as a critical element of advancing one’s own needs and rights. 
A better self-awareness (implying a realistic self-perception of one’s strengths and 
limitations) felt for them as a sort of a ‘coming out’. They said that they were so tired 
of trying to be like everyone all the time, they rather preferred to relax in the 
company of friends or colleagues and start telling them openly what hearing loss 
means and how it manifests itself, thereby educating their milieu and making 
communication easier for themselves. By familiarising others, including strangers 
they came across, with their hearing loss (beyond a fact statement – which does not 
convey much), communication and accessibility requirements, they made mutual 
interaction easier for both parties, felt more comfortable, and contributed to 
‘normalising’ the hearing loss to some degree. 

Nevertheless, one strategy adopted by all HoH respondents, across both researched 
countries, still remains the same: nodding in the sign of understanding when in fact 
s/he did not understand everything conveyed to him/her. This usually happens in the 
cases when a HoH person have had already asked one or more questions to repeat 
or clarify, but didn’t reach the necessary understanding – and is afraid and ashamed 
to look stupid or bothersome by asking the same question over and again, especially 
when this takes place publicly. The HoH people nod and then try to clarify the 
information given to them, through other ways or asking the same person later in the 
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one-to-one setting. The fear of being seen as stupid, feeling embarrassed or falling 
into a publicly humiliating situation is the biggest and the most common fear for HoH 
respondents that accompanies them throughout their life and period of hearing loss.  

Despite the seemingly better access of hard of hearing to communication and/or 
information (as well as better education and integration levels) in comparison to the 
deaf, the communication patterns of hard of hearing are characterised by strain and 
tension, and constant uncertainty in processing information, all of which impacts the 
quality and enjoyment of communication, as well as the quality of social 
relationships. There are not many studies on comparing deaf and hard-of-hearing, 
but as an example, one study aiming to compare levels of distress and the quality of 
life in the hard of hearing with levels reported by the signing deaf, supports the view 
that the hard of hearing have worse social relationships than the signing deaf.178  This 
is confirmed by the responses that indicate feelings of tiredness from tense listening 
in unfriendly acoustic environments, irritation and frustration. Furthermore, this can 
lead to HoH people avoiding socialising with peer students in the noisy cafes and 
venues, feelings of loneliness, and a need to take more time to be on one’s own to 
‘recharge batteries’ and ‘switch my hearing aid off as soon as I come back home’, to 
‘fall on bed and sleep’ after the long days of lectures at the university. 

In terms of access to information, the respondents indicate that they may miss trains 
in case of a lacking visual announcements on the change of the route, feel stressed 
navigating through the city and need better access to television programmes: 

‘There is a problem to be informed about anything – of course, you can 
find lots of info in Internet, but public transport, cultural, educational, 
medical institutions must be fitted with subtitles on screens …the officials 
should be accessible by email, and TV shows should be equipped with 
captions.’  (Russian HoH young man, 33) 

Regardless of the importance of the social factors such as accessibility, the medical 
dimension of hearing loss still matters in the fact that the lesser is a hearing loss, the 
easier is the rehabilitation and integration and training and lesser are the additional 
costs of the TMR and rehabilitation activities. However, the more severe and 
profound the hearing loss is (neurosensory, bordering on deafness), the more 
difficult it is to gain the skills of full speech and the less success is achieved in 
integration. This leads to psychological discomfort in interaction with the hearing 
world, in communication or relationship building, and makes it difficult to enter 
school and university education, forcing the HoH to spend enormous amounts of 

 
178 Mental distress and quality of life in the hard of hearing. J. Fellinger, D. Holzinger, J. Gerich, D. 
Goldberg, Acta Psychiatrica Scandinavica. Volume 115, Issue 3, pages 243–245, March 2007 
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money on hearing aids and/or assistive listening devices. All of this must be done with 
little or no support from the state, leaving family and friends as the main support 
resource.  

7.1.2 Access to rehabilitation 

As explored in the previous chapters, the rehabilitation of HoH people implies 
individually targeted programme of activities that allows an improvement in 
communicative/communication social status. In the beginning of life, and especially 
so for children with congenital hearing loss or hearing loss in the early age, the family 
plays the key role in enabling early (re)habilitation, speech development and 
adaptation to the hearing world for HoH:  

‘I was 5 and still didn't talk normally. My mother…started taking me to 
the logopedics classes on speech and hearing development, we went to 
the ‘oral’ kindergarten (mainstream kindergarten – K.C.) even though I 
was sent to a kindergarten for hard of hearing. I was observed at the 
Ear, Nose and Throat Scientific Research Institute, and also at home my 
mother always trained me. The aim was – regular school, not a special 
school…to grow up and live like a hearing person. My mother created all 
necessary conditions for me and I went to a regular kindergarten, 
regular school and grew up among hearing people.’ (Russian HoH young 
woman, 29, St. Petersburg) 

HoH respondents now working on a par with hearing colleagues or studying at 
mainstream colleges/universities, recall that they had literally ‘no childhood’, 
because their mothers were working with them on their speech development and 
auditory perception every day and night. The findings show that it is the 
preparedness of the family of a hard of hearing child to render him an all-complex 
support that is the necessary precondition for successful (re)habilitation. This is 
supported by the claim of all respondents that a very supportive environment and 
understanding is crucial in the successful rehabilitation throughout life, especially in 
the early and teenage years. Help and information is also, and especially, needed to 
mothers of hard of hearing children so that they could fully carry out their 
rehabilitation work with the child while possibly realizing their professional potential. 
Comparing to 15 years ago, more sources of information are available to families of 
a hard of hearing child, but this alone is not always sufficient for developing out the 
strategies of rehabilitation and being able to take care of self and the child.  

As surdology experts point out, the awareness about hearing loss and the ways to 
deal with it has greatly improved thanks to the Internet. Nevertheless, awareness of 
the possibilities of modern rehabilitation is still insufficient, primarily due to lack of 
work with parents and the lack of specialists who are competent to deal with 
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different aspects of the problem. Families of hard of hearing children, especially 
mothers, often seek out innovative methods of rehabilitation in the quest to gain 
their children’s inclusion within society. In doing this, they follow experts’ 
recommendations on the early rehabilitation of children with hearing loss: ‘to include 
daily training of the hearing perception (including the development of phonemic 
hearing), and pronunciation skills’ (Interview with Prof. Koroleva I., ENT Research 
Scientific Institute, St. Petersburg). Training should be motivating, focusing on the 
themes that are interesting to a child and have link to real life skills. Forms of musical 
perception are encouraged: listening to music, playing an instrument, dancing to 
develop the rhythm and intonation of the speech.  

A central issue for in everyday life for HoH people is access to information and 
communication. Lacking this access entails loss or reduction of participation for HoH 
in society. Hearing aids or a CI are usually the first step to introducing the HoH person 
to accessing communication and aural information. Finding and getting used to a 
quality hearing aid in early childhood is the primary task of parents of a hard of 
hearing child on the way to successful rehabilitation. Modern cochlear implants (CI) 
and powerful hearing aids provide the HoH child with a great opportunity to hear 
even soft and low speech and all the sounds of speech, and thus the possibility to 
learn the language in a natural way: through hearing. Later in life, the personal 
interest of a person HoH from birth or late-deafened in access to hearing aids and 
assistive listening devices is encouraged by the personal motivation to make a good 
career and reduce communication challenges.  However, a lack of information about 
possible assistive devices and understanding of their benefit often is connected to a 
passive attitude among HoH respondents towards applying for AT (Chupina, 2011). 
Some respondents say they do not want to change anything or to get assistive 
listening devices. At the same time, they claim to have few friends; they can 
communicate in noisy places only by writing on pieces of paper – whereas a quality 
assistive listening device could prevent these problems.  Some respondents lack the 
motivation to learn about new possibilities and are complacent about the very 
limited choice that they have. Obtaining ALD is also viewed as a bureaucratic hassle 
(if an aid is provided free from the state) or a high cost (from a private seller). This 
group is characterised by a high reliance and dependence upon others: 

‘Vibroalarm clock? Why? I can wake up myself. [Light signal] I don’t 
need, I can hear the door bell; they usually send me an sms before 
coming, and I put on my hearing aid and open the door.’  (Russian HoH 
young woman, 26, St. Petersburg) 
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Other respondents complained about a lack of information on how to apply for and 
receive hearing aids and assistive devices, and on what kind of services can be 
provided.  

‘We didn’t know until 2007 that the hearing aid [frequencies] can and 
should be tuned up by an audiologist so that it fits me better and I could 
actually use it!’ (Russian woman, 36, St. Petersburg)  

The fitting of hearing aids in Russia started in the mid-1990s with the visits of foreign 
acoustic experts who taught local specialists how to tune modern hearing aids. The 
experts often came to Russia with the help of the NGOs, including the author’s Fund 
of Assistance to Disabled Children and Youth. Prior to that time, accordingly with the 
soviet tradition, the manufacturer’s setting of hearing aids remained intact.    

Individual programmes of rehabilitation is the key mechanism allowing a person with 
the disability to apply for various rehabilitation services, including hearing aids. As 
stated earlier in Chapter 3, since 2008 it became possible for HoH to apply for full 
reimbursement of the hearing aids within the Federal list of Technical Means of 
Rehabilitation (further TMR) and in accordance with the IPR prescription. However, 
this period lasted for 2 years only. Since 2010 such financial support was limited 
within certain bounds, something that served to reduce the range of choice for those 
with disabilities.  Before this the Ministry of Health and Social Development 
announced a 2010 measure (#30-6/10/2-2561) that reduced the amount of 
compensation to HoH people looking to purchase mobile phones and TV sets. Due to 
this, many HoH people were unable to gain any support when buying such devices, 
even though they applied in full accordance with the law and submitted IPR forms 
containing clear indications of their need of a TV set and the phone with the text 
output.   

Some of my HoH respondents viewed the restriction of TMR support as breaking the 
provisions of Order № 240 and, thus, infringing on their civil liberties.  This is 
especially the case in the sense that they sent receipts for such goods to the state 
with the understanding they would receive full compensation within a matter of 
months. It is worth pointing out that the 2010 measure # 30-6/10/2-2561 was only 
advisory in style and without hard legal grounds.  It is possible the measure was 
intended to stop misuse of such funds, such as deaf and HoH people using the funds 
to buy the most expensive televisions available. It was in this period that a number 
of specialists and experts, including from the Fund of the Social Insurance, as well as 
HoH interviewees, raised accusations that some deaf people were using the 
compensation money to buy costly hearing aids, TV sets and mobile phones only to 
sell them on at a profit to themselves. The advisory letter that put limits on 
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reimbursement for people with hearing loss was a shock to the hard of hearing who 
need quality communication devices the most.  

In the same year, the Federal programme ‘Accessible Environment 2011 - 2015’ was 
brought into force that raised hopes of the HoH for more accessibility. It soon became 
clear, however, that the aims of this programme brought it into disputes with TMR 
reimbursement regulations. The programme, which aims to bring about inclusive 
education, is hindered by TMR obstacles stopping thousands of HoH children from 
using FM system in mainstream schools, leaving them using low quality, unsuitable 
and irritating hearing aids. 

The responses emphasised that all HoH people are different by their level of hearing 
loss, communication and access needs – and that the stereotype that ‘a hearing aid 
is enough’ should be broken. Even in those cases where the level of hearing loss is 
the same, one deaf/HoH person may possess less developed social and language skills 
and go to specialised school with the lower education level, while the other, 
benefiting from early habilitation and longer use of technical help, can talk 
effectively, and enter higher education; s/he may even learn to use the phone for 
oral conversations in quiet environments, with or without assistive listening devices 
and a T-coil. It was unfortunately common for parents in the 1980s and 1990s to send 
their HoH children (with mild hearing loss) to specialised schools for the deaf and 
HoH though with the relevant approach the same kids could study in the regular 
school. This situation changed with the introduction of the CI and better access to 
hearing aids since the 2000s, but the role of parents and how well they manage to 
find information and plan the (re)habilitation process of their child, remains crucial 
for the child’s self-identification and choice of deaf signing and/or oral environment 
in the future:  

‘They say that using SMS is enough for the deaf, which means that the 
cheapest mobile phone will suit. They think deaf and hard of hearing 
have the same needs!’ (Russian HoH woman, 34, Moscow).  

Based on respondents’ comments, it appears TMR regulations do not leave HoH 
people with much in the way of free choice. It also appears that negative views 
remain towards the deaf while HoH people are neglected and seen to be the same as 
other ‘deaf people’.  

‘He [the chief of the TMR allocation in St. Petersburg] thinks that it's 
enough for deaf to use an outdated mobile to send sms only. And he 
says: they are deaf, what else do they need? Deaf and hard of hearing 
are painted with the same brush.’ (Russian HoH young man, 27, St. 
Petersburg) 
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Many of those working in the TMR programme, especially the decision-makers, lack 
time and even the desire to get to grips with the concerns and requirements of HoH 
people. The government’s approach to providing necessary TMR that would allow 
the HoH access to education and employment is often viewed by respondents as 
‘short-term’ in nature.  

‘I received a hearing aid under the IPR that was allocated once in 4 years, 
but couldn't wear it – I couldn't hear everything in it. And there was no 
other choice. Then I tried to receive television set with subtitles and a 
mobile phone as I was entitled. I received back only a part of the amount 
– even though the legislation promised 100 % coverage. And they 
explained that deaf don't need more expensive devices. But I am hard of 
hearing, and I chose the equipment with a very good speakers and 
quality acoustics that I would be able to hear and understand.’ (Russian 
HoH young woman, 29, St. Petersburg) 

Surdologists also expressed their concerns about the abuse of the TMR benefits by 
the deaf people which negatively reflects on the hard of hearing who solely rely on 
the TMR: 

‘I was shocked by the cases when deaf people came to our office to pick 
hearing aids and then came back to us to sell them because they don't 
need them. Personally, I think that a hearing aid should not be 
completely covered by the state: when a person pays at least 10%, then 
he or she will really value it.’ (Surdologist, St. Petersburg).   

An integral part of using of a hearing aid in a beneficial way is having it fitted correctly 
by an expert. The effectiveness of hearing aid fitting depends on the correct diagnosis 
of the degree of hearing loss, the level of destruction of the auditory analyzer, on the 
approaches to the rehabilitation and treatment, and, importantly, on the skills and 
experience of the hearing aid fitter. Surdologists study at specialised medical 
institutions, but acoustic specialists/ technicians are mainly trained by the hearing 
aid manufacturers – Phonak, Siemens, Widex, Bernafon. Many of the acoustic 
specialists / hearing aid fitters have trained throughout their life through learning by 
doing, and from the ‘western’ practices. In the beginning of 2000s, a Russian 
company ISTOK-AUDIO was the first in Russia to start the basics of audiology and 
hearing aid fitting. Thus, it is a young field compared to Germany. In Russia, there is 
still a lack of scientific centres for hearing aid fitting, since all materials are from the 
West. Russian hearing care centers send their staff for study visit to Lübeck, Germany, 
where German audiologists share their practices in dealing with the HoH clients, ear 
mould production and hearing aid fitting. Sometimes, German audiologists are 
helped in this exchange by HoH volunteers of different ages, who are observed in the 
Center for Surgery at the Lübeck Academy. Russian experts receive invaluable 
experience in working with otoplastics for the earmould production (a fairly large 
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block of knowledge, of which Russian acousticians have basically a superficial 
information). Earmould is a very important part of the hearing aid fitting that enables 
a comfortable use of a hearing aid or may prevent from using a hearing aid at all. The 
earmould production field still needs more training and development in Russia, and 
one is considered to be lucky to get an earmould from an experienced technical 
expert. Due to lack of technical base, HoH persons who can afford it, order individual 
earmoulds during their trips to Europe: 

 ‘Earmould is of an incorrect size and whistles. I am ashamed to walk 
with a whistling sound from my ears, people turn around to look’ 
(Russian HoH young woman, 22, St. Petersburg) 

The nuances of hearing aid fitting for different age groups can be unexpected: 
accordingly to the experts, a hearing aid is much harder to fit for a hard of 
hearingperson (since birth) with a mild to profound hearing loss than it is for the 
elderly persons with age-induced hearing loss. 

‘There are different requirements for comfort in hearing aids for late-
deafened and elderly [with age-induced hearing loss], and for those who 
are hard of hearing or have a bit less hearing loss: they need a very, very 
comfortable hearing aid with a very careful and thorough fitting 
process.’ (Surdologist, St. Petersburg) 

Even in the big cities there are very few competent specialists in fitting the hearing 
aids. Usually such specialists pass short courses, and many specialists trust hearing 
aid fitting to the computer programmes, taking little account of the individual 
features of the HoH person's auditory perception. Oftentimes, specialists in hearing 
aid fitting are the Ear, Nose and Throat doctors without technical education who 
completed short courses. In Germany, the hearing aid fitting is conducted in different 
acoustic conditions or with the help of recorded noises and sounds, as well as with 
surround sound. In contrast, there are outrageous cases in Russia when the hearing 
aids can be given to a HoH person – especially the ones free of charge (fully 
compensated by the state) – with no factory settings adjusted to individual HoH user 
needs, to retired or to deaf children of deaf parents, and are ‘fit’ just by knocking on 
the table to check whether a potential user hears the sounds.  

‘An important issue is providing individuals with hearing loss with 
modern hearing aids. In connection with the existing system of tenders 
for preferential hearing aid distribution and fitting, the hearing aid 
devices that are being allotted, are not of the best quality, which is 
particularly detrimental to children.’ (M. Boboshko, Head of the Ear and 
Speech Laboratory, St. Petersburg) 

In particular, despite the government's allocation of funds for binaural hearing aid 
fitting, some hearing aids (HA) are incorrectly fine-tuned for children. Many children 
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use HA irregularly as parents are not aware of auditory capabilities of children in HA. 
It was revealed that 70% of children with hearing impairment of early age from 
different regions of the Russian Federation, including children with cochlear implants 
(CI), do not receive psychological and pedagogical support. The main reasons for this 
are: 1) absence of surdopedagogues and centres for early intervention at the place 
of residence; 2) the rehabilitation specialist is not ready to work with a child of an 
early age; 3) the faculty adviser postpones studying with the child before hearing aid 
fitting or cochlear implantation (Interview with Prof. Koroleva I., ENT Research 
Scientific Institute, St.Petersburg). 
 
The situation with the assistive listening devices that are a necessary addition to a 
hearing aid for a HoH person’s adjustment to different acoustic environments and 
distant voices leaves much to be desired. As FM systems do not appear in the Federal 
list of TMR, HoH people are not able to afford them. In actual fact, the state is 
obligated to help the disabled gain access to technical devices that can help with 
rehabilitation (UN CRPD Articles 4, 20, 26, 29 and 32). Despite this, distribution of 
technical aids follows an out-of-date medical model of disability that does not take 
into account social factors. The purpose of the IPR is not fulfilled as respondents 
indicate over and again the incomplete IPR forms where MSE experts fail to include 
rehabilitation measures, and complain on the lack of the monitoring of IPR 
implementation.179 Within a hearing loss group, there is a wide range of differences 
in the level of socialization, communication, integration – hence the varying needs 
for specific means of technical rehabilitation. Therefore, an individual-based 
approach to every person with a hearing loss has to be applied that includes social 
factors – taking into account the HoH person’s needs, environment, family 
conditions, education, the type of work activity, personal characteristics, the level of 
hearing development and development, the level of socialization. This will also 
prevent the state from losing technical means of rehabilitation by distribution of 
expensive hearing aids to totally deaf people who will not use them. 

Experts claim that for access to quality TMR it is necessary to change the legislation, 
including legislation on tenders and state purchases – Law #44 [The law ‘On contract 
system’ replaced law №94 FZ and entered into force in Jan 2014 180 – K.C.]. They claim 
that it was amended already but not enough for the IPR implementation, because it 
does not have imperative technical conditions laid out for IPR and technical means of 
rehabilitation, while well-informed experts on TMR are lacking in the Fund of Social 
Insurance. Deputies are waiting for thoroughly developed proposals, and at the 

 
179 This refers mostly to the responses received before the newly introduced IPRA  
180 See “O tendere” [About tender] http://otendere.com/pro-tendery/zakonodatelstvo/federalnyj-
zakon-fz-o-konkursax-i-tenderax.html. [Last accessed on 09.05.2014]. 
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moment everything is done accordingly to the letter of the law so it is difficult to 
complain or reject the assigned TMR because nowhere, including in the IPR all 
specifics on what type of TMR a disabled person actually needs, are indicated (as 
mentioned, IPR does not even contain the recommendations of doctors). Thus, 
‘medical-social expertise is in cahoots with the Ministry of Labour and Social Security, 
because the Ministry has no money’ (St. Petersburg GAOORDI association of parents 
of children with disabilities, expert). 
 
In both St. Petersburg and Moscow, the contemporary rehabilitation process is in the 
making. Opportunities for rehabilitation of people with hearing loss as a whole have 
improved significantly compared to the situation 10-15 years ago. First of all, this is 
due to the development of medical and technical components of the rehabilitation 
system. Compulsory newborn hearing screening since 2008 that enables early 
identification of children with hearing loss, is the cornerstone of successful 
(re)habilitation. However, the measures were still insufficient in 2013:  
 

‘Of great importance are the neonatal screening measures to timely 
identify candidates for cochlear implants, but even in St. Petersburg the 
screening programmes have not yet been implemented everywhere.’ 
(Interview with Boboshko M.)  

One expert in genetics of hearing loss indicates that in contrast to prenatal genetic 
study ‘this method makes it possible to only suspect a hearing loss and send the child 
to complete audiological examination to confirm or rule out hearing loss.’ 
Notwithstanding the importance of hearing screening, it is important to remember 
that not all forms of deafness may manifest themselves at birth. It is believed that 
the ‘prevalence of symptomatic forms of congenital hearing loss is about 1 in 700 
births, and it is proved that among them more than 50% have a genetic origin’.181 
Genetic tests can provide early identification of children with abnormal genotype and 
hereditary form of hearing loss, with whom hearing loss at birth is not expressed, or 
expressed only slightly. These children may not be detected during the hearing 
screening,182 which may subsequently impact the success of their rehabilitation. As 
experts of the Russian Scientific-Practical Center for Audiology and Hearing Aid Fitting 

 
181 Tavartkiladze, G.A., Polyakov, A.V., Markova, T.G., Lalayants, M.R. & Bliznets, E.A. (2010). 
Sochetanie geneticheskogo i audiologicheskogo skrininga novorozhdennyh [Genetic screening in 
newborn infants in combination with audiological screening], Vestnik Otolaringologii, 3, 15–18. 
http://www.mediasphera.aha.ru/uppic/Vestn%20Otorinolaringol/2010/3/5/LOR_2010_03_15.pdf. 
[Last accessed on 26.05.2015]   
182 Ibid. 
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suggest, genetic screening of the most common mutations can be conducted on the 
basis of the materials remaining from the common biochemical screening that is 
performed on newborn children (for often occurring hereditary diseases) through 
passing it over to the molecular-genetic laboratories in Moscow and St. Petersburg 
that are able to perform a large volume of DNA research. The role of the laboratories 
could be performed by the medical-genetical research centre of the Russian Academy 
of Medical Science in Moscow and a laboratory of prenatal diagnostics of the Institute 
of Obstetrics and Gynaecology in St. Petersburg. However, despite the relatively low 
cost, high efficiency and importance, genetic infant testing is unfortunately not 
provided in Russian obstetrics institutions from the federal budget. 
The ‘eternal’ problems that have remained for the state institutions of the 
audiologopedic profile, are a lack of the state means allotted for the purchase of 
audiology equipment (though the situation has been improving from a place to 
place), and the lack of qualified experts among audiologists and surdopedagogues. 
Quality contemporary equipment at state laboratories of speech and hearing is often 
donated through sponsors. Children’s hearing aid fitting is problematic and pupils at 
schools do not have well enough fitted hearing aids. The state hearing care 
laboratories take upon the cooperation with specialised so-called ‘correctional’ 
schools for the deaf and the HoH (i.e. such as #1 and #33 in St. Petersburg 
accordingly) in order to conduct hearing examination of early grades’ pupils by a 
surdopedagogue and hearing aid fitter.  
Parents assume the main role in rehabilitation of their children, and the state – in 
providing hearing aids and support. The question of who must coordinate 
rehabilitation remains open: is this the responsibility of a medical professional who 
acts accordingly with a disability diagnosis or a specially prepared 
coordinator/rehabilitation specialist. In Russia the coordinator’s role is usually 
assumed by a medical professional of a corresponding disability profile or, at times, 
a specialist from the medical-social expertise. Often the (informal) role of a 
rehabilitation coordinator is taken by parents of people with hearing loss, their 
relatives or people with hearing loss of an adult age. The latter two options can be 
viewed as a characteristic of a transition period. The more treatment-rehabilitation 
centres are created in Russia which work, in addition to rehabilitation treatment, on 
rehabilitation in various life periods (including pre-school, school, period of 
addditional and professional education, active employment and retirement), the 
more adequate and effective the rehabilitation will be.  
The next step from neonatal hearing screening is the cochlear implantation that has 
become, since the end of the 1990s, the key rehabilitation procedure for deaf and 
HoH people in Russia. Cochlear implantation is a system of measures which includes: 
selection of children (determination of indications and contraindications for the CI); 
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surgical operation; the first connection of the speech processor and its set-up; 
postoperative audioverbal rehabilitation (Koroleva, 2011). As a regular practice 
borrowed from the West, a passage by the child of all stages of the cochlear 
implantation requires the coordinated work of various specialists who typically are 
composed of: a surgeon, audiologist, speech therapist, surdopedagogue, and a 
technician-acoustician. Other experts (mediator, radiologist, psychologist, etc.), if 
necessary, may also be included in the team. The experts must collaborate to identify 
the features of child development and to support his/her audio-verbal abilities. The 
most important stage in the process is not the surgery, but subsequent oral 
(re)habilitation process by a team of specialists with the active participation of 
parents and close friends. The rapid spread of cochlear implantation determines the 
need to revise the traditional approaches to rehabilitation of deaf children. As one 
expert on CI implantation argues: 

‘Currently, 2 groups of traditional methods of teaching deaf children 
speech, oral and signed methods should be replaced by methods based 
on the development of speech through hearing, as modern cochlear 
implants allow deaf children to perceive all sounds of speech.’(Interview 
with Koroleva) 

A CI user may change his/her environment from deaf to hard of hearing or to hearing 
some time after the CI rehabilitation process. A non-verbal child may stay in school 
for the deaf for about a year, with a subsequent transition to school for hard-of-
hearing, given the positive dynamics of the speech and oral speech understanding 
development. A child attending the school for the hard of hearing or deaf, after 2-3 
years can attend a logopaedic183 or secondary school. 
Cochlear implantation is deemed by state officials of the Ministry of Health and Social 
Development to be a more economically effective form of rehabilitation of children 
with hearing loss than traditional hearing aid fitting184. "Along with the medical and 
social rehabilitation of the child, his/her integration into speech environment, 
providing opportunities for quality education and professional activities, cochlear 
implants is cost-effective for the state" (Tavartkiladze, 2009) and is 3.5 times more 
profitable than the hearing aid fitting (Ibid).185  

 
183 Logopaedic (speech) school - correctional institution (type V) is created for training and education 
of children with severe speech disorders, providing them with specialized assistance, contributing to 
overcoming speech disorders 
184 See “Minzdravsocrazvitiya pozabotitsya o slaboslischaschikh detyakh”[The Ministry of Health and 
Social Development will take care of hard of hearing children] 
http://dislife.ru/articles/view/964?comment_id=4729. [Last accessed on 25.09.2022]. 
185 The calculations by the Department of medical care for children and obstetric services of the 
Ministry of Health and Social Development included the cost of audiological examination, the cost of 
binaural hearing aid fitting with modern digital hearing aids, production of two individual earmolds, 
subsequent costs of audiological examination, change of hearing aids every two years, manufacturing 
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Mostly, patients in need of CI can be operated within 1 to 5 months. The vast majority 
of the operations are covered by the state in the provision of tertiary care. However, 
as mentioned in Chapter 3, in essence, the operation is not completely free, because 
funds are needed for additional expenses such as a preliminary examination to 
determine the indications for CI, travel of the residents of cities different from the 
place of surgery (for person with an official disability status, the state covers a trip to 
the treatment site). The rehabilitation process is also not provided for free, including 
speech development classes, which are not included in the IPR. For example, a CI 
surgery is performed on a child from the boarding school for the deaf who goes back 
into the same environment where they communicate via sign language, without 
proper regular support with rehabilitation speech development classes. There are 
about 3-4 classes that are free, after which the child’s family has to seek competent 
specialists at the place of residence for rehabilitation support and to make sure that 
the CI surgery is appropriate. They will need another year to deal with the audiologist 
and/or surdologist, and pay for their services. Apart from the rehabilitation aspect, 
the technical aspect requires additional funds, e.g. for the change of the speech 
processor that processes the sounds and transfers them to the electrodes that are 
implanted into the cochlea that may break and gradually becomes obsolete. The IPR 
may indicate this need, but not always. Parents are not always informed about these 
pitfalls in advance. For this reason, as the experts claim, the effectiveness of cochlear 
implantation is still small, since there are gaps in the legislation that need to be 
covered so as to reflect the post-surgery rehabilitation aid in the structure of the 
hearing care provision. 
Given the limited funding from the federal budget, cochlear implantation is 
performed today in three federal government agencies: the Russian Research Centre 
for Audiology and Hearing Aids, of St. Petersburg Institute of Ear, Nose and Throat 
and Speech, and the Scientific-Clinical Centre of Otorhinolaryngology. ENT Research 
Institute in St. Petersburg is the only centre that offers 2-week primary rehabilitation 
while repeated rehabilitation courses are offered for a fee. In Moscow, the city 
implantation centre provides support for implanted children at the expense of the 
city budget. 
 

‘To improve the situation, resources need to be allocated to create the 
conditions for further auditory-speech therapy lessons, CI setting up, 

 
of individual earmoulds (in accordance with changes in the size of the external ear canal (the amount 
varied depending on age), the value of the second, third and subsequent years of surdology-
pedagogic/audio and speech therapy  rehabilitation. The cost of education in secondary and special 
school was included into costs (it was assumed that both the cochlear implants and electroacoustic 
correction are implemented in the first year of life). Finally, the tax paid by the implanted patient given 
his/her full integration and professional activity, was taken into consideration. Disability allowance 
paid to people with hearing loss who use hearing aids, was also included. 
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work with families in the patient's place of residence – the expansion of 
existing and creation of new rehabilitation centers, training of specialists 
in the regions. The main rehabilitation work (the most complex and long-
term) should be carried out at the place of residence of the patient.’ 
(Koroleva I.)  

Recently, respondents highlighted the fact that the CI users were at times deprived 
of their disability status as they were considered ‘not disabled anymore’. MSE often 
did not take into account further rehabilitation needs of the CI users after the end of 
the post-CI surgery rehabilitation programme: the need to update the external 
processor (may cost thousands of dollars) and maintain its work. Since a CI user is 
deprived of a disability status, s/he has no right to the benefits. MSE experts, 
unfortunately, are not all aware of the principle of the CI work: the fact that it has an 
inner and outer portion that should be technically supported with the batteries and 
the processor that has to be regularly replaced. This leads to the effect of the CI user 
remaining deaf without the functioning processor – despite his/her progress in the 
development of speech after cochlear implantation, the CI implantation does not 
serve its ultimate aim of rehabilitation. A CI user's opportunity to hear and be 
integrated is directly linked to the state of the technical means of rehabilitation (here: 
CI). This means that the disability status should be saved with the CI user to enable 
and maintain long-term – lifelong - rehabilitation effect as intended. The introduction 
and spread of the CI should not be a state strategy causing people with hearing loss 
to lose the benefits they are entitled to, that can support their participation and 
inclusion in the society.  

Before a long-term economic effect of the CI can be established, it is necessary, firstly, 
to establish a complete process of comprehensive rehabilitation after surgery 
throughout CI user's life. Secondly, it is necessary to provide a CI user with a complete 
package of necessary services as well as to train appropriate specialists who would 
serve the entire CI rehabilitation process. To assist the process of rehabilitation, the 
Ministry of Health and Social Development would be also expected to create the 
health resort-type all-Russian centre for the post-CI surgery rehabilitation – 
something that was planned but not constructed. Respondent experts are convinced 
that the fact that CI is missing in the Federal List of Technical Means of Rehabilitation 
is a technical mistake that has a very negative impact on the post-surgery 
rehabilitation.  The IPR should therefore include, ideally: configuration of the CI 
processor, technical support (replacement of damaged parts, replacement with more 
advanced models of the processor, replacement of the CI processor every 6 years and 
annually – of a cable), 2-year duration extra classes for the development of hearing 
and speech amounting to 140-180 hours, 60-80 hour sessions with a psychologist, 
including work with the family. Work on the audiologopedics (hearing and speech) 
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rehabilitation of patients after CI should be an integral part of the treatment carried 
out in the framework of the provision of tertiary medical care with the state 
allocation of the budget means for this purpose from the CI surgery budget. This 
rehabilitation support for implanted children should be implemented not only in 
centres where surgery is performed, but also in other institutions of the 
audiologopedic profile to make it accessible and geographically close to each patient 
(accordingly to the experts, this is the practice pursued in Germany). For this, the 
development of integrated training groups for children with CI could be implemented 
in kindergartens/ schools for children with hearing loss, kindergartens/ schools for 
children with speech disorders, and in mainstream kindergartens and schools. 

‘The work performed by correctional education preschool and school 
institutions shouldn't be forgotten. They observe a constant increase in 
the number of children after CI surgery, because individual circumstances 
of the child often does not allow to immediately integrate him/her into 
mainstream education... for example, the school #33 [St. Petersburg] has 
38 students with CI already.’ (Boboshko M.) 

To enable a smooth transition of a child with a CI to the mainstream school of a 
kindergarten, a development of the regulatory framework of psycho-pedagogical 
support for children with CI, who attend logopaedic and mainstream kindergartens / 
schools, or integrated groups in kindergartens / schools for children with hearing loss, 
is needed. This may include advisory groups for young children at audio-and-speech 
rehabilitation (surdopedagogy) centres; advisory groups for young children in the 
kindergarten for children with hearing loss; early intervention services at doctor 
clinics; consultations at home. In addition, preparation of surdopedagogy experts 
competent in family-oriented methods of rehabilitation / training of children with 
hearing loss, is wanted – there are only a few experts in this field. The key obstacles 
to the implementation of these changes consist of the lack of regulatory norms, lack 
of development of methodological issues of organization of rehabilitation of children 
with contemporary CI, insufficient number of professionals and workplaces for them, 
the need for continuous additional training of experts, and the difficulty of the 
interaction between Ministry of Health, other ministries and rehabilitation 
institutions. 
Some of the rehabilitation components such as legal and law-making rehabilitation, 
are not developed; others, such as pedagogical, medical, professional rehabilitation, 
are gradually approximating the contemporary level. To a certain extent the 
psychological-pedagogical component of the rehabilitation system is lagging behind. 
Infrastructure for the integration of children and adults with hearing loss is 
underdeveloped. So far, as indicated by experts, the close interaction of all stages of 
rehabilitation process, is not developed. 
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Other rehabilitation challenges include: (i) the absence of centres where disabled 
people or their families can apply for full consultation on their rights and benefits or 
being re-directed to a specific body that could solve the problem in question; (ii) 
limited information on the disabled person’s rights to rehabilitation and how to 
implement them 186 ; (iii) the lack of rehabilitation centres tailored to a specific 
disability profile and located in the near surroundings; (iv) the lack of psychological 
support specifically to people with disabilities and people with hearing loss; (v) 
bureaucratic, time-consuming and psychologically draining process of registration 
and re-registration of disability; (vi) poor compensations for the hearing aids (12-13 
000 roubles in the regions, with the biggest compensation in Moscow and adjacent 
areas), lack of provision of the assistive listening devices. 

Drawing from the HoH respondents’ and experts’ interviews, a list of the factors that 
need to be fully addressed in regard to assistive listening devices and hearing aids 
include:  
• Raising awareness of hearing loss by putting up posters in all surdology centres, 

offering free booklets and seminars on the use of modern hearing aids; Federal 
list of the technical means of rehabilitation, regulations on the compensation, 
timing for replacement and repair of the technical means of rehabilitation; the 
role and the use of assistive listening devices – induction loops, FM system; rights 
of people with hearing loss and relevant legislation. 

• Simplifying the mechanism of registration documents to obtain necessary 
technical means of rehabilitation. 

• Educating ENT specialists and staff in all health facilities on appropriate 
communication and working with people with hearing loss, providing hard of 
hearing patients with information about possible ways of rehabilitation as well as 
free referrals to specialized clinics. 

• An increase in volume, variety and quality of ear prosthetics is necessary. 
• User-friendly types of registration and appointments in surdology centres 

through email and mobile texting, rather than phone calls that cannot be made 
by deaf and HoH people  

 
The main strategies and resources for access to rehabilitation for young HoH people 
and children are based on the substantial role of parents in this process, on accessing 
relevant information, including through VOG, NGOs, schools, speech and hearing 
care labs. The state strategy is still mostly based on medical intervention and control. 

 
186 There are no brochures in the surdology centers, and even no information posters about the IPR 
and how to obtain a hearing aid, on the walls. 
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The resources of accessing quality rehabilitation for the respondents were standing 
for the differences between Deaf and HoH in the struggle to obtain necessary hearing 
aid and assistive listening devices, through letters to the FSS and city officials, 
complaints through VOG.  

7.1.3 Access to school education 

Most individual coping strategies relate to overcoming communication and 
information barriers in different contexts – study, home, job, leisure and cultural 
activities. The first major challenges usually come with starting education at school. 
The experiences of the hard of hearing people overall demonstrate the importance 
of the balanced approach that considers social factors (attitudes, understanding 
environment, support) and at the same time ensures access to quality medical and 
technical advances.   

 ‘I was always sitting at a first desk [at school], teachers tried to stand in 
such a way that I could see their face. Sometimes, when a dictation work 
was done, teachers abated and admitted my skipping some words in 
case I misheard them or missed them, they knew it wasn’t a mistake. My 
grandma talked to all teachers at school and informed them from the 
very beginning how to communicate with me.’ (Russian HoH woman, 
34).  

Again, the parents’ and relatives’ role is crucial in ensuring the psychological comfort 
of their HoH child in the mainstream classroom since children with hearing loss are 
usually too shy to make requests or self-advocate for their needs. The parents’ role 
is to educate the teachers about their child’s condition and make sure the learning 
process is comfortable, given that a child is already stressed from the need to listen, 
take notes and follow teachers’ instructions within lengthy periods of time. 

No support was normally provided at Russian mainstream schools for children with 
disabilities, except for the few extra hours of private lessons with the teachers 
(available in 1990s), but the compensation to teachers for this work was so meagre 
they mostly escaped it. Many parents were simply unaware of this possibility or were 
not prepared to fight to extract this information from city education departments. 
Experiences of feeling excluded at schools were observed on several levels: in terms 
of communication with peers, communication with teachers, access to information 
during lessons, and, at times, pressure for bribes.  

‘There were bribes in my school from all parents of other hearing 
children, not only from my parents. The class leading teacher openly 
extorted contributions, saying “If I don’t help you, you’ll have to send 
your daughter to special school’’.’ (Russian HoH woman, 34 years old).  
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Some respondents indicated feeling tense in classrooms when listening to the 
teachers, but feeling even more uncomfortable during noisy breaks when peers play 
games involving whispers and get together in small groups where HoH respondents 
felt outsiders as they could not play or communicate at the same speed. Some hid 
behind reading books during breaks. Others claimed they felt worse during lessons.  

 ‘At school I felt discomfort and bitterness during dictation works or 
when I couldn’t understand something at lessons. The study process was 
more uncomfortable than communication with peers.’  (Russian HoH 
young man, 25 years old) 

Specialised schools for the deaf and HoH can pay more attention to their students 
and as a rule, students with hearing loss may feel better there (in terms of comfort 
and less stress) than in the regular schools. But the quality of education and 
communication at the special schools may turn parents off from choosing them. 
There are four specialized schools for deaf and HoH in St. Petersburg. Psychology-
Medical-Pedagogy-Commission is responsible for assigning children to the certain 
school type, and parents fear the commission’s verdict. But as practice and parents’ 
and teachers’ responses show, they may meet expectations of parents and make a 
provisional decision. When students enter high school for HoH, they fill in an 
application and take psychological evaluation and audiometry tests. A student might 
indicate in his/her response that he is ‘deaf’, since he/she doesn’t wear a hearing aid, 
communicates mostly through sign language. However, audiogram shows the 
remaining percentage of hearing that could be developed and that a person is rather 
hard of hearing (medically).  According to school teachers, NGO staff and parents of 
HoH children, this is a typical situation for many HoH / deaf students at special 
schools. 

The schools obtain payment for each new student, and every school is interested in 
accepting a group of students, which leads to schools for HoH accepting deaf students 
and vice versa. The main problems at special schools as identified by teachers, were 
a) the interaction between parents and teachers b) lack of parents’ attention to their 
kid’s rehabilitation c) lack of the use of the hearing aids by students or improperly fit 
hearing aids. 

‘Today’s generation of parents bring a kid to school and think that school 
must “make the kid work”. When I tell parents at the first meeting that 
they have to work with their child for 24 hours a day, accumulate his/her 
vocabulary, do extended homework, they are in shock. In the end of 
1980s there was no family that abstained from homework over 
weekend.’  (Teacher at special school #20, St. Petersburg).  



210 

It is claimed that ‘parents are illiterate and need more education themselves’. 
Teachers assume that consultation lessons are needed for parents and open lessons 
for parents’ visits where parents can observe children’s progress and learn how to 
best complement it at home. Despite the efforts by teachers to conduct open lessons, 
parents often ignore them. Teachers from the school 10 and 20 in St. Petersburg in 
general are convinced that the (re)habilitation of HoH children is worse than 15 years 
ago, because of less attention from the side of parents to training the child at home 
and the increasing prevalence of problematic families. As a result, some kids follow 
the programme easier, others do not or have great difficulties. While tools are better, 
access to them is impeded and attitudes towards putting more effort into a child’s 
rehabilitation need to be developed. 

Sign language is considered a necessary aide by quite a few teachers at (formerly) 
specialised schools for HoH and deaf, though it was forbidden to use sign language 
at lessons in schools in the Soviet times – as pupils with hearing loss have a specificity 
of linguistic perception and/or limited vocabulary. 

‘It happens that you cannot explain through words to a student. And you 
use sign – ‘fine, I got it’. Sometimes signs are needed. Not to conduct all 
lesson, but to help visually explain the meaning of the word that you 
can’t explain in words familiar to a kid.’ (Teacher at school #10, St. 
Petersburg) 

The teachers are also convinced that knowing at least a minimum of sign language 
can be a good support for hard of hearing in their socialization at school, since classes 
are a mixture of deaf and hard of hearing. In the educational context of schools like 
#10 where classes from 7 to 11 are taught, it is essential – and sometimes necessary 
– to practice sign language as a support to learning because the school programme is
more challenging. The vocabulary is more advanced than in 1-5th grades and relies
on the use of foreign terminology that makes it difficult to explain without signs. Lack
of assistive technologies (no FM systems, no induction loops) and accessible study
formats also encourages the use of sign language. With the recognition of the sign
language as the linguistic system in 2012, the use of the sign language at schools
became easier and more justified. Notably, there are differences in sign language
used even across schools, with the result that sometimes deaf and hard of hearing
do not understand the classic sign language from television state channel
interpreters.

The programme of secondary school is similar in both mainstream and special school 
with the difference that the latter is simplified. Unfortunately, there are no DVD or 
CD materials that could be developed with captions and without, with a varied level 
of complexity, and disseminated across all schools. Teachers have to adapt all 
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textbooks and study materials themselves to make them accessible for students. 
They create the PowerPoint presentations, cut episodes from the movies and insert 
them into the presentations, sign them with explanations and captions, sometimes 
use the handbooks of a lower grade, for example, of the 2-3rd grade for 4th grade 
students. The special school curricula is envisioned for 11 years (9 grades) instead of 
10 as previously, which helps teachers to manage the challenges in teaching full 
programme and catch up for some gaps in following with ‘difficult’ students.  
Since 1990s, programme can be taught with general education handbooks designed 
for mainstream non-specialised schools, which entails a lot of teachers’ personal 
efforts in adaptation of the programme delivery. Hearing aids are not used much by 
students at special schools, even though they can receive those covered by the state 
under the IPR. It just ‘bothers them’, and makes a ‘lot of noise’. In communication 
with each other they do not need support of hearing aids and some of them use 
hearing aids only when dealing with hearing people in other spaces. In this case, the 
possibility of practice in using a hearing aid during childhood and teenage period is 
often lost, which makes it more difficult to get used to the hearing aid afterwards. 
The responses show that the IPR is of little application and benefit for students of 
special schools when it comes to the use of hearing aids. Moreover, in special schools 
the study process can be well-adapted to the needs of hard of hearing students and 
there seems to be a lesser need in FM systems on induction loops, compared to the 
mainstream schools and big classes with one hard of hearing student who usually 
makes all effort to adapt himself to the environment and teachers walking around 
the class and turning backs on him so that he cannot lip-read or follow. No 
respondents in special schools had FM systems and many have not heard of it. 
Schools find the ways to obtain audio assistive equipment through sponsors’ 
donations (also under state programmes), and situation varies greatly from school to 
school. There are cases when the assistive listening equipment cannot be used in 
combination with hearing aids. Children have to take off hearing aids in order to be 
able to put on headphones, something that does not improve understanding at all: 
 

‘There are headphones and microphones but no projectors, screens, 
laptops, though they are all very much needed for work. The headphones 
and microphones are mounted to the tables and a student cannot walk 
to the blackboard with them…a teacher speaks into a microphone behind 
a screen, and kids listen in headphones, but the sound quality is very 
bad.’ (Teacher at school #20, St. Petersburg) 

There is much evidence of hard of hearing students moving from mainstream high 
school to a special high school for the deaf and hard of hearing where they feel much 
better psychologically.  
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‘We had this hard of hearing guy from Kronshtadt (suburb of St. 
Petersburg – K.C.) who came to us in the 8th grade... He didn’t know that 
schools like ours exist, he studied in mainstream one. He was so 
oppressed, didn’t even look into people’s eyes because no one paid 
attention to him at mainstream school and he missed out lots of 
information. Here his development improved a lot and he started 
studying better.’ (Teacher at school #10, St. Petersburg) 

Some respondents acknowledged that they never felt included at a regular school, 
especially during a teenage period when teenagers are used to take advantage of the 
others. For part of these respondents, moving to a special school for hard of hearing 
or entering a college for deaf and hard of hearing helped to (re)gain more 
psychological comfort. However, still not all persons who changed to special 
schooling environment, found a common language with the deaf students. Some 
recognized that the mentality is still very different. Experiences related by HoH 
respondents reveal a sense of ‘being between the two worlds’. Parents realise the 
importance of the psychological comfort for HoH children, but also indicate that the 
difference in the methods of communication in daily life at school, and the difference 
in the mentalities may not always be the best choice for the HoH child who can 
communicate orally and has a hearing-speech perception well-developed enough for 
mainstream school. 

‘If a kid speaks and can understand people, he can be sent to a 
mainstream school, because he will be bored at school among deaf and 
hard of hearing who speak sign language between classes …and 
moreover, cannot understand others when they talk to them like to 
hearing people.’ (Mother from focus group, St. Petersburg) 

Experts confirm that 80% of children implanted at an early age who received 
adequate rehabilitation and without concomitant disabilities are prepared enough 
for studying in a mainstream school. At the same time, when choosing a school for 
children implanted in preschool age, parents should secure their possibility to 
organize child education at home and to assist their child in mastering the school 
curriculum. It is believed that a child with a CI in mainstream school requires support 
for a period of 4-5 years. 

Meanwhile, at special schools common complaints from teaching staff respondents 
also include lack of teachers that leads to some teachers hired next door “from 
nowhere”, and a lack of good defectology education. They claim that defectology 
students should have longer practice at school – 6 months instead of 1 month in both 
school for deaf and for HoH. A defectology institute graduate should also first work 
at school for about 3 years as this amount of practice will show whether s/he is 
capable of working there. According with the claims of several teaching staff at 
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various schools, university graduates come unprepared, with little sense of 
responsibility: ‘They know only finger spelling, no sign language’. Furthermore, there 
is a very high workload on teachers and a salary is small – this influences the quality 
of teaching. No support is provided at school and no resource specialist is provided 
to assist a young teacher in writing curricula programmes, while not all teachers who 
come to work at school can stay and accept the specificity of working with deaf and 
HoH. Meanwhile, the respondents emphasise that systematic general education and 
correctional help can be received by children with hearing loss only in a special 
general education school where each student is provided with polytechnical and 
labor training for one of the types of labor. After school, graduates can continue 
education in one of the types of institutions of a special or general educational type 
(the school ensures the continuity of education) or seek a job. 

Special schools seem to be shifted to the background as inclusive education “has 
become the main vector of state policy in the sphere of social protection of disabled 
people” (Ministry of Health 2014). However, VOG is certain that without the creation 
of appropriate conditions, without the training of professional personnel, it is 
premature to promote the education of children with hearing loss in mainstream 
schools, and respondents echo this concern. VOG advocates for the creation of 
resource centers and the training of specialists on inclusive education based on 
secondary and higher professional education. 

7.1.4 Access to higher education 

For entry to higher education the hard of hearing do not enjoy have any privileges, 
unless they hold a 2nd disability degree (as a rule, with concomitant disabilities). This 
was the case until 2012, when VOG managed to achieve amendments to the Law on 
Education that allowed applicants with hearing loss and a 3rd disability degree, to 
have entry benefits. The HoH often concealed their hearing loss: 

‘I didn't have any benefits during university entry. Of course I asked, but 
they told me there are no benefits or support for hard of hearing. What's 
more, I even concealed from some lecturers that I am hard of hearing 
because the first reaction from the lecturers was negative.’ (Russian HoH 
man, 33) 

During higher education entry, HoH applicants were required, until recently, to show 
their disability certificate. University entry commission could state that since the IPR 
indicates studying only in specially created conditions, and the university doesn’t 
have such conditions which means it cannot cannot accept them. The single use of 
the benefit thus becomes its liquidation. 
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Respondents confirmed that there was no special support from their universities, 
apart from a more attentive attitude from some teachers and classmates to whom 
they confided their hearing problems and needs. On the other hand, there were cases 
of discrimination with several HoH respondents, and all of the identified cases were 
based on generalised prejudices about deaf people: 

‘One lecturer claimed that if I am hard of hearing, I should study in a 
specialised educational institution. There was a lowering of grades, 
which was explained by the assumption that I have a different level of 
development, that the work is not done by myself independently. I had to 
do more work than my classmates, and finally I managed to convince the 
lecturer and dean’s office staff in my abilities.’ (Russian HoH woman, 28).  

Socially the HoH are conflated with the deaf because, in the view of some lecturers, 
there are only two types: the deaf or the hearing:  

‘My teacher had a deaf friend who had problems with literacy and 
overall development. And she [teacher – K.C.] couldn’t believe that I can 
perceive all the nuances of literature and correctly convey them in 
drawing illustrations!’ (Russian HoH woman, 29).  

Even when HoH respondents choose the majors at the Universities that do not 
require professional work implying a lot of communication (visual arts), they are still 
confronted with prejudices:  

‘One art teacher at the University had a “fascist viewpoint” in that he 
thought that a deaf person can never be a full-fledged artist: that colour 
palette can be compared with musical sounds, and this must be heard 
and felt, so this is impossible without hearing’ (Russian HoH woman, 35). 

In another case, the teachers assumed that a hard of hearing person is manipulating 
the situation, a viewpoint based on the widespread stereotype that a hearing aid 
cancels out the effects of hearing loss: 

‘Then the teacher who disliked me, said: don’t pretend to be deaf, you 
understand everything perfectly and don’t use your situation to an 
advantage. This was when I asked to repeat or explain something from 
lectures. Since you have a hearing aid, then you hear everything, so just 
study like everyone else, I don’t have to repeat anything to you.’ (Russian 
HoH woman, 34) 

All respondents emphasized that in order to feel more included in the study and 
classroom process, they had to study twice more than their hearing peers. Feeling 
different from others was stated as ‘unavoidable’ and was compensated by a ‘huge 
amount of reading and studying’. This strategy gave respondents the feeling of having 
a privilege in terms of knowing more than their classmates, and even though it was a 
boost to their self-esteem, it still did not help them feel completely and fully 
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accepted. This effect of compensation is very common for almost all HoH 
respondents studying in mainstream schools along with hearing peers. As a result, 
many of them received very good grades due to the extra efforts they put into their 
studies. As an aide to studying, HoH respondents tried to develop social connections 
and friendships; sometimes friendships were initiated by the HoH based on the desire 
to get access to information: 

‘I tried to explain to teachers and classmates my problem with hearing. 
Mainly I tried to make friends with someone so that I could ask them 
about missed information. If I couldn't set up a contact, I tried to ask 
teachers or students myself about any relevant information, and I also 
looked for information from lectures in books.’ (Russian HoH woman, 29) 

A number of HoH respondents try not to draw too much attention so as not to feel 
‘too different’, ‘needy’ or ‘dependent’. An often adopted strategy in the mainstream 
university/ college class environment was to pretend that everything is clear and then 
to look for answers in books independently. Absolutely every respondent admitted 
feelings of frustration throughout school and university, and having had to seek 
support from friends and family: 

‘[At University] I had to follow …complex lectures and material, and you 
can’t, simply because you miss half of it – and then you are angry at 
yourself, you start loathing yourself, why this all is happening to me? In 
these moments I needed some kind of help, probably professional 
psychologists’ help, but at that time it wasn’t popular. I was venting my 
frustration out at home…’ (Russian HoH woman, 34) 

Some respondents preferred to study mostly by books and skip lectures, as the 
reverberation from the walls, distances in big classrooms, lack of equipment and well-
lit environment did not allow them to follow the content:  

‘I couldn’t hear the lecturers in huge classroom halls, especially when 
they switch off the lights and start showing slides on screen. It was 
terrible!’ (Russian HoH woman, 35) 

Having to very often – if not always – rely on someone else’s help could support the 
education process. Thus, acts such as borrowing lectures’ notes from peer students, 
copying them, asking peer students questions could be useful. But, on the other 
hand, this brought with it uneasy feelings of dependency on others and damages self-
esteem, especially when parents got involved in the learning process. To take one 
example, mothers of HoH students at the Graduate School of Printing and Media 
Technologies of the St. Petersburg State University of Industrial Technology and 
Design (where a HoH group was admitted), sat at the back of the classroom with 
digital voice recorders and transcribing all lectures at home afterwards. 
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When provided examples from other HoH respondents on how self-advocacy can be 
done and that it is important not just to say ‘I have a hearing loss’, but to explain 
strategies for communication (looking at the face, clear lip articulation, repeating 
when needed), a few respondents claimed nobody would listen to that. This 
indicates, partially, a lack of self-esteem and self-awareness and inability to fully 
communicate / explain the challenges of hearing loss in the immediate environment. 
This is a crucial element of self-advocacy and to feeling more included in the process. 

The other side of the coin was also highlighted: hearing and HoH lecturers at the 
universities where small groups of HoH and deaf students study in the mainstream 
classrooms (such as St. Petersburg Art and Industry Academy named after A. L. 
Stieglitz), claim that quite a few HoH students try to manipulate professors with their 
disability. In this way, they try to establish the control over professor’s decisions; the 
rather common mentality ‘everyone owes to me because I have a disability’.  Thus, it 
appears two directions are visible: students either try to mask their disability and 
impairment effects of hearing loss or apply their disability as a tool of 
control/manipulation.  
 
There is a group of hard of hearing respondents who tend to distance themselves 
from the ‘hard-of-hearing’ identity in the public context (mostly spaces of work or 
study). They characterized themselves as having mild hearing loss (that can be 
concealed) and did not seek disability status. Nevertheless, many of the ‘mild’ hard 
of hearing respondents seek support from hard of hearing people like them, meet 
together to discuss communication challenges, new assistive technologies, hearing 
aids. 

There are no disability councils at the Russian colleges and universities, but there are 
positive examples of education by HoH students such as at the Bauman State 
Technical University where education is made fully accessible for HoH students.  

Better inclusion climate and accommodations for HoH pupils and students requires 
relevant preparation of the pedagogical staff at the higher educational institutions. A 
number of programmes and the Master's programme of the Faculty of Correctional 
Pedagogics of the Herzen State Pedagogical University of Russia.187 ‘Psychological 
and Pedagogical Rehabilitation of Persons with Disabilities’, has been training 
students in the field of rehabilitation work since 2005, including with people with 
hearing loss. Students undergo practical internships in, among other institutions, the 
Interregional Centre for the Rehabilitation of Persons with Hearing Loss (in Pavlovsk, 
suburb of St. Petersburg) and the St. Petersburg City Audiology Centre for Adults 

 
187 The oldest scientific and educational center in Russia in the field of special pedagogy and psychology 
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where they interact with people with hearing loss. Surdopedagogy direction at the 
Institute of Defectology Education and Rehabilitation has been popular with a lot of 
HoH and deaf students. However, a lecturer of the faculty of correctional pedagogy 
claims that in this case, inclusion is a double-edged issue:  

‘A deaf guy comes here to become a surdopedagogue …here we violate 
children’s rights, because they wouldn’t benefit from a good level of 
surdopedagogue’s preparation that can be provided. And we don’t know 
– would a deaf guy be able to teach kids pronunciation and speech 
therapy well? Half of our groups are deaf, the others are hard of hearing 
mostly. Deaf students once demanded for a sign language interpreter to 
study audiopedagogy, but then they gave up – they understood that they 
can’t study this topic in sign language...Hard of hearing are a different 
issue, they rely on speech.’ (Professor, Herzen State University, St. 
Petersburg) 

He claims that social integration and professional rehabilitation of a hard of hearing 
person should be realistic and emphasizes that hearing loss has concomitant 
consequences apart from not being able to hear well:  

‘In 1960s, when you asked a hard of hearing or a deaf person what they 
want to be, many people answered – ‘a cosmonaut’. But one should 
understand that even if this is possible to achieve, hearing loss entails a 
whole chain of other impairments or comorbid conditions that influence 
activity…a vestibular apparatus, for example.’  

He called the teaching staff enumeration at the faculty of correctional pedagogy 
‘poverty-struck beggar earnings’, something which depletes lecturers’ motivation for 
teaching and professional development, as well as discouraging many potential 
lecturers from taking a job at the university. In other words, professors earn ‘less than 
a tram conductor’. While employing teaching staff is a challenge, the technical base 
of the University that must be used by students, needs upgrading and financial 
support for replacement with modern technologies that allow better quality first-
hand education. In line with these needs, for optimizing learning process for HoH 
students, it is necessary to create an inclusive educational process, organize 
technical-rehabilitation, psychology-pedagogical, and scientific-methodological 
support/ guiding/ maintenance of students, while developing new educational 
programmes and distance learning programmes. 

On the side of the sign language accommodations in education and outside of its 
context, an important development was the 1st graduation of sign language 
interpreters with higher education from the Moscow State Linguistic University in 
2016. Such specialists are very much in demand for universities due to constant need 
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of knowledge of new terms in developing academic spheres, for training new sign 
language interpreters and for helping the deaf people. 

7.1.5 Access to employment 

When asked about search of employment, a few respondents admitted that they lack 
confidence in seeking a job. Part of them admitted that they have psychological 
problems that prevent them from job-seeking. Other unemployed respondents 
insisted that they cannot find a job because of their hearing loss or due to lack of 
connections. In case a job is found independently, extra requirements can be put 
forward before the HoH applicants:  

‘I found the job myself, online. But before I could be accepted on a full-
time basis, I had to work 3 months on a probation period instead of an 
entitled 1 month’ (Russian HoH woman, 30).  

Hearing loss was a hindrance during interviews (both as a fact and as an acoustic 
barrier). Additionally, the job had to be rejected because of extra requirements 
connected with an acoustic work load:  

‘When I was interviewed and I mentioned that I have “little hearing 
problem”, without emphasizing it, employers immediately rejected me 
for different reasons. They were concerned about my speech and 
questions to repeat, even though my job doesn't require communication 
or even hearing skills… Sometimes I concealed my hearing loss, but then I 
had to turn down a job offer when it turned out that it required many 
phone calls.’ (Russian HoH woman, 29) 

As a generally accepted informal practice in Russia, HoH people also look for jobs 
through connections. A small part of respondents with mild hearing loss admitted 
that they conceal their disability completely. However, respondents with both mild 
and severe hearing loss also acknowledged that when they could hardly understand 
their boss (speaking at the frequencies which can’t be perceived or extremely fast to 
be able to be understood), they had to leave the job altogether. Respondents have 
to carefully filter their social environment at work by their level of understanding 
colleagues’ and employer’s speech – this, apart from a tolerant attitude to hearing 
loss, becomes a crucial criteria for the choice of the workplace. As in education, HoH 
people have to apply their best efforts at workplace in order to compete with hearing 
non-disabled colleagues and sustain their position. 

HoH respondents admitted that they did not know enough about their working rights 
and benefits entitled to them as people with disabilities. They had been not informed 
of the benefits at their workplace and found out (e.g. about extended leave or a 
possibility to have limited hours of work) only years after they had worked at the job. 
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They are still extremely cautious about applying for benefits in practice because of 
the unstable economic situation and fear of being replaced by non-disabled workers 
who do not require such benefits.  

MSE often provides deaf and HoH with the disability certificate that contains a rather 
vague instruction: ‘Can work in conditions that do not require hearing, in a specially 
equipped workplace’. This provides a basis or an excuse for rejection of a deaf/HoH 
candidate. Sometimes a HoH person is able to communicate on the phone, stationary 
or a mobile, so no specially equipped place is needed in his/her context; in the cases 
of working as a gardener or a courier, a specially equipped workspace hardly applies. 
Still, employers are afraid to carry out reasonable adjustments in labour 
recommendations, so the HoH person can lose out on quite suitable work. These are 
additional difficulties in finding a job. Given that HoH person can hardly get a job with 
high wages, s/he cannot afford a quality hearing aid or assistive listening devices 
(being able to compete on the equal basis with non-disabled people on the market 
implies substantial investments in the devices); at the same time, getting a decent 
job is not possible without a good suitable hearing aid, which results in a vicious circle.  

Still, in terms of enhancing communication access at work, as the experiences of 
several HoH respondents show, the accessibility of the working place and 
environment does not always require additional costs; this can be done through a 
reconstruction of enterprise working processes. For example, modern computer 
technologies coupled with the individual's ability to self-advocate and negotiate, help 
hard of hearing stay included in the work environment where otherwise their 
communication with colleagues would be impossible:  

‘I couldn't talk to clients on the phone because I can't understand every 
kind of speech. Later I negotiated with the management and managers 
now take phone calls instead of me. We also introduced a practice of 
real-time communication via chat software that worked well for 
everyone because we all see messages on computer screens right away.’ 
(Russian HoH woman, 30) 

However, sensitizing an employer and colleagues, as well as establishing agreed upon 
clear modes of communication, requires a lot of time. Inversely, introducing a HoH 
employee into the course of the matter also takes an extra time and effort from the 
side of the employer and not every company is ready for this.  

‘There was no special equipment provided – on the contrary, I had to 
make phone calls to contact clients, though this was not part of my 
designer responsibilities. After some time colleagues and a boss 
understood my hearing problem, and freed me from making phone calls. 
They try to give instructions loudly and repeat if I don't hear something. 
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But to reach this stage of understanding I needed minimum 2 years.’ 
(Russian HoH woman, 29) 

Many HoH are trying to find work also in organizations related to work on hearing 
loss, such as VOG. Some HoH who manage to graduate from technical universities, 
such as Bauman State University (with a group of HoH students and well known for 
its fully accessible study environment for HoH) still go to work as educators in a 
special school for hard of hearing. The HoH try to compensate for the lack of ability 
to communicate in various acoustic environments or on the phone, by pursuing a 
computer-based work such as design, programming or a job in technical specialties. 
Even there they face difficulties in adjustment in communication practices or in facing 
attitudes of non-understanding from their employers. Still, companies may have an 
interest in hiring HoH persons from the perspective of filling a quota – or perhaps 
from the perspective of positioning itself as a social responsibility oriented company. 
Motivation can be different, but for the HoH people the strategy that has most 
chance of succeeding is to constantly market oneself as a competent professional in 
his/her field. Here, the Abilympics competitions and NGO employment projects, such 
as by ‘Perspektiva’, are of a great support as a platform where people with disabilities 
and HoH people can showcase their talents.  

An example of the lack of awareness of the access requirement needs for HoH people 
with the state employment authorities can be demonstrated by an example of the 
interviews with the staff of an employment centre in St. Petersburg. In 2011, the St. 
Petersburg budget allocated 50,000 roubles for the development of a special working 
places for person with a disability  (SWPPWD). This money is a limit allocated by the 
state spent for the equipment for a working place; the rest is decided by the 
employer. Next year, 30 000 roubles more were allocated for creating working places 
for parents with many children and parents of children with disabilities. In 
accordance with Art. 22 of the Federal Law of 24.11.1995 N 181-FZ ‘On Social 
Protection of Disabled Persons in the Russian Federation’, special jobs for persons 
with disabilities were defined as ‘jobs, requiring additional measures for work 
organization, including the adaptation of the main and auxiliary equipment, technical 
and organizational equipment, additional equipment and provision of technical 
equipment with consideration of individual abilities of persons with disabilities’.  The 
programme is mainly aimed at creating new working places for unemployed people 
with disabilities. When asked how and through which means the abilities and 
personal needs of persons with disabilities are identified, the staff of the employment 
centre (Frunzenskij district, St. Petersburg) acknowledged that ‘in principle, there is 
no information [about the needs of persons with disabilities] provided’.  In case of a 
client with mobility impairments, the employment centre staff and an employer get 
in contact with the social security services or manufacturers of the special chairs for 
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this kind of disability. The details for equipping a working place for a person with a 
specific disability – such as type of the equipment, special brand, size, usability, 
individual preferences – should be outlined in the IPR, but they are not. IPR cites 
‘creation of the special working place’ instruction and the type of a disability only. 
The staff hands are tied without the explicit instruments, definitions, concepts and 
guidelines. The findings showed that there are no standards developed for special 
working places.188 The examples for the most claimed jobs or professions taught at 
the professional colleges for the deaf and professional rehabilitation centres are 
lacking. No comprehensive instructions or guidelines on creating special working 
places were provided to the city employment centres at the time of the research.  

Information about the specific needs and requirements by a variety of specific 
disabilities is acquired by the staff spontaneously, on an ad hoc basis. The staff is 
responsible themselves for seeking and verifying information, calling the disability 
NGOs, social policy and social security institutions, although sufficient efforts are not 
always deployed to find out the needs as in their perception, the main responsibility 
for this lies with the employer. Employment centres are responsible for finding 
employers; in parallel they also identify unemployed people with disabilities and 
bring an employer and a person with a disability together to discuss the necessary 
adaptations. But the lack of the definition of the ‘specially created working 
conditions’ for various types of disabilities makes the process incomplete and 
superficial. 

‘We see in the IPR this recommendation… and we can make a shorter 
working day, special entrance, size of the working place. But for 
example, for a hard of hearing or a blind person, they would probably 
need a computer, first of all. And the rest [of equipment] can be bought 
within the limit of 50,000 roubles.189 Everything that goes beyond the 
limit, is decided by an employer, he decides what he needs [for a person 
with a disability].’ (Staff person at the Employment centre, Frunzensky 
district, St. Petersburg) 

 
188 The recommendations for the character of the work for people with hearing loss were developed 
later in 2014, but for the HoH and deaf persons, they are remarkably unspecific. Accordingly with the 
Order of the Ministry of Labor and Social Protection of the Russian Federation of August 4, 2014 No. 
515 (“On the approval of methodological recommendations on the list of recommended types of labor 
and professional activities of disabled people with the account of impaired functions and limitations 
of their life activity”), it turns out that any activity is accessible to HoH people – the description is 
exremely general. Order No. 685n of the Ministry of Labor and Social Protection from 19.11.2013 “On 
approval of the basic requirements for equipping special workplaces for the employment of disabled 
persons, taking into account the impaired functions and limitations of their life activity” suggests the 
use of sound-amplifying equipment and phones for the HoH, but doesn’t specify what kind of 
equipment. 
189 Budget limit allocated for the specially created workplace in 2011.  
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This is an example of a) lack of motivation by the employment centre to find out 
about specific disability requirements; b) placing (shifting) the entire responsibility 
upon the employer; c) a paternalistic medical approach when a person with a 
disability is not expected to be included in decision-making regarding his/her own 
needs. There is an assumption that an employer always discusses the needs with an 
employee with a disability. The employer should also decide whether, for example, a 
mobile phone with large screen that may serve as an aide to hard of hearing, could 
be considered as special equipment for SWPPWD. 

When asked whether sign language interpretation is included into the budget of 
50,000 roubles, the staff replied that this is not ‘in our competence, we don’t know’.  
As one officer added, the special working place is ‘only about equipment, not about 
involving another person for support (sign language interpreter – K.C.)’. The easiest 
thing is to create a working place for a person with mobility impairment, staff 
claimed. On the other hand, the staff also noted passive attitudes in people with 
disabilities:  they ‘can be rather capricious sometimes’ or ‘think that everyone owes 
to them’. 

In relation to employment, vocational rehabilitation is considered to be of assistance 
to people with disabilities. Vocational rehabilitation services are defined as a set of 
services aimed at restoring the disabled person's ability to work in conditions that are 
accessible to him, to the maximum possible inclusion in labor activity, taking into 
account existing impairments of the body's functions and restrictions to work with 
the aim of achieving competitiveness on the labor market, material independence, 
self-sufficiency and integration into society. The basis to the initiation of vocational 
rehabilitation in the PRC vocational rehabilitation centres is a recommendation 
developed by specialists of medical and social expertise in the individual 
rehabilitation program for disabled people (IPRA).  However, the absence or, in some 
cases, the lack of completeness of recording the needs of the disabled person in 
specific types of vocational rehabilitation in the IPR creates difficulties in conducting 
vocational guidance activities to select the direction and level of possible vocational 
training. 

7.1.6 German HoH youth: self-identification and the subjective experiences 
of hearing loss  

The ways of self-perception and identity formation are very different across the 
respondents. Cochlear implant users affirm their hard of hearing identity despite 
being (medically) deaf based on their feeling: 

‘I am not sure [about my level of hearing loss], because I got two 
Cochlear implants now. I think it's the middle level of hearing loss now. 
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Without [CI] I am completely deaf. [I identify as] definitely hard of 
hearing and sometimes I almost forget about being hearing 
impaired…And sometimes, yes, I formed the image of myself as a hard of 
hearing person. And that's what I regained from my Cochlear implant.’ 
(German young HoH woman, 24) 

While others define themselves specifically as “culturally hard of hearing” despite 
knowing how to sign and growing up in the signing environment. 

‘Yes, I am hard of hearing, not deaf (laughing). Because I think, it's a 
different identity. A cultural identity. Because, uhm, I don't like to be 
identified with the deaf. I can hear and I can speak. And my language is 
not the sign language, even though I grew up with the sign language 
(parents are deaf – K.C.). My language is the oral speech.’ (German 
young HoH woman, 23) 

Some respondents indicate that they find it hard to fit with the mentality of the deaf 
peers and their habits of communication (not meaning the sign language). 

‘For me it's easier to communicate with people from other countries than 
with the 'deaf'.  Because they're, it's a small society… Sometimes, they're 
a bit indiscrete, you know…because they're much more dependent on 
each other and share information for support, because they need more 
help. A lot of information. If you give some information, somebody in 
Munich will soon know about that…’  (German HoH woman, 29) 

Deaf young people regularly meet and have their own world, have their own 
competitions, events and cultural spaces and seem to be more bonded together than 
hard of hearing young people.  
 

‘There are not as strong relations between the hard of hearing here as 
between the deaf, because most of them are integrated and have 
hearing friends and are not that interested in meeting other hard of 
hearing peoples at clubs and so on.’ (German HoH young woman, 24) 

The hard of hearing may feel not welcome by the deaf as they do not speak ‘their’ 
language – sign language. Having a Cochlear implant user may also evoke negative 
reactions as CI is seen as a threat to the established Deaf culture.   

‘If one wears hearing aids, it's much easier than when one has a Cochlear 
implant. I don't have a problem with the deaf. I'm really open-minded to 
that…but I don't like it that it's always a big issue if you are liked or 
disliked [by the deaf – K.C.] just because you got a Cochlear implant.’ 
(German HoH young woman, 25) 

Not all HoH prefer to disclose their hearing loss or disclose it later with the age, 
learning to accept themselves first or when entering a mainstream university after 
mixed school:  
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‘I really started telling people a few years ago. Before that I was 
ashamed or I didn't say anything. I really started when I was 19, 20. 
Listen, I am hard of hearing, please speak slowly.’ (German HoH young 
woman, 23) 

Part of hard of hearing respondents consider the experience of being a HoH person 
more challenging than being deaf. As a respondent says: 

‘I think they can have the excuse that they are deaf. And when hearing 
people see you are deaf, they say 'ok, you are deaf'; they don't have 
expectations. It's discrimination, but it's true, that's a fact. When you are 
hard of hearing and you are able to speak and people understand you, 
they have expectations. But maybe the expectations you can't fulfil 
because of your hearing impairment. But people don't know that. So you 
have to explain. And I think that makes it difficult. While deaf people can 
say 'I can't speak I am deaf'. And everybody says 'ok, ok, ok'. And then 
they leave them alone.’ (German HoH young woman, 23)  

7.1.7 Access to rehabilitation 

The value of the hearing aids market in Germany was as high as € 200 million in 2006 
(Stack et al 2009). A variety of rehabilitation centres and advice offices are available, 
such as Hörbiz, offering free advice on what hearing aid is most suitable, as well as 
advising on assistive listening technologies such as FM systems and induction loop 
systems, and how to put forward an application for a hearing aid. Statutory pension 
insurance system pays for medical rehabilitation and participation among the 
working population. Hearing aids are paid for through compensation from public and 
private insurance companies (Stack et al 2009). As interviews and surveys 
demonstrated, ‘lack of information / stereotypes, costs of devices (real or assumed), 
unavailability / lack of assessment information, limited training on device use and 
rehabilitation services, which can create disincentives and barriers to work, as well 
as device complexity and/or long period of waiting, were considered as the main 
constraints in accessing needed technologies’ (Chupina, 2011).  

HoH people can apply for hearing aids amounting to contract prices with the upper 
fixed limits. Upper fixed limit practice relatively restricts the range of choice to the 
individual and puts financial strain on severely and profoundly HoH people who have 
to rely on the most powerful and costly hearing aids, also in order to distinguish high 
frequency sounds that are instrumental for understanding speech. Assessments 
conform to the medical model of disability rather than considering a HoH person’s 
actual needs, such as a demand for more powerful dB coverage or the increased 
frequency output of a hearing aid. In words of a German interviewee, ‘you can hear 
with an inexpensive hearing aid, but how will you understand speech with it?’  
(Chupina, 2011). 
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Respondents viewed bureaucracy as a serious impediment. Price limitations severely 
reduce the options for independent living among HoH people (health insurance only 
paid up to 420 or 360 Euros of the cost of a hearing aid until 2012, when upper fixed 
limits were increased) was while the price of a good level hearing aid is usually in the 
range of 1000 to 2500 Euros; binaural hearing aid fitting (on both ears) would cost 
almost double. German respondents often complained about being unable to afford 
the hearing aids they actually want, viewing state support as ridiculously meagre. The 
change in upper fixed limit was met as a much needed and relevant, but for some 
groups of HoH it seems to be still insufficient for their needs. In connection with this, 
German respondents often raised the issue of fixed pricing amounts for hearing aids 
established by the health insurance and rehabilitation bodies, and stressed the lack 
of awareness of the needs of the HoH with the government and health insurance. 
Those HoH people keen to receive their own high quality digital hearing aid must dig 
deep into their own pockets, practise appealing for the hearing aids through the 
lengthy court procedures, funding binaural hearing aid setting through the parents’ 
legacy or support. The situation improved to some extent in 2012 when the adopted 
regulation of 03.01.2012 introduced several fixed amounts on a national level (upper 
price limits) for hearing aids’ coverage by insurance companies, according to the level 
of hearing loss (bordering on deafness, mild, severe); and expanded minimum of 
requirements of the hearing aid technical characteristics accordingly with the level of 
hearing loss. For example, for the hearing loss bordering on deafness, the fixed 
amount would be 841.94 Euros and some of the absolute minimum requirements 
are: digital, multi-channel, feedback and noise suppression, power gain 75 dB. 

Notably, in Germany there is a different practice of hearing aid fitting as compared 
to Russia. First, a person with hearing loss gets to an audiologist who conducts a 
comprehensive hearing examination and diagnoses. Then the patient goes to the 
hearing center to fit a hearing aid. If a child has a hearing impairment, then in addition 
to medical and audiological examination, pedagogical diagnostics is mandatory for 
him.  Another distinctive feature is that in Germany there is a regulation, as 
mentioned in Chapter 3, accordingly with which the patient will not receive monetary 
compensation for the acquired hearing aids until it is documented that these models 
suit her and she is satisfied with the results of their trial. Only after at least three 
trials, a joint decision is made on which HAs provide the maximum effect and 
comfort.  

It is problematic to get support for FM systems after school education, partly due to 
the gap between the obligatory period of schooling (e.g. until the age of 15) and start 
of the employment. In case of an apprenticeship a HoH young person might get paid 
or receive money for special support such as a costly FM system, and in this case, 
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apprenticeship is more beneficial for a young person. Young HoH people continue to 
use FM systems from school into their university studies as the insurance might not 
cover FM system or the University might not provide one. All respondents claim that 
it is very difficult to get coverage for an FM system or other assistive listening device: 

‘The health insurance didn't want to pay for my FM system. And then we 
had to argue, who pays for my FM system. It's normal that health 
insurance doesn't want to pay. It often depends on the person that is in 
charge of your case, who mostly doesn't know you…or your personal 
circumstances. He just has your file and thinks, 'ok, he gets 50%. Or I 
don't like her name that's why I don't pay for her FM system'.’ (German 
HoH young woman, 24) 

In many cases there is a confusion of responsibility, which cost carrier (employment 
agency, Integration Office, Federal Labour Office, Sozialamt, Rentenversicherung) 
can support a HoH person:  
 

‘It's your health insurance, depending on what you want. It might be 
Sozialamt, because you have got not enough money. It might be 
Arbeitsamt during the period you work. Or Rentenversicherung.’ 
(German HoH young woman, 22) 

CI surgery is covered by the health insurance. Most German citizens are covered by a 
compulsory health insurance, which can be chosen among several mandatory health 
insurance providers with each of them offering a slightly different service. Every 
insurance company makes its own contracts with the CI operation clinic.  The 
possibilities of having all CI-related needs met by the health insurance vary greatly 
and can be limited: 
 

‘When I got my Cochlear implant, I needed a new receiver for it. And I 
told my health insurance, and I was in grade 11 then. And they told me 
'Oh, you are not obliged to go to school now. And that's why we don't 
pay for it. You have to pay for it yourself.' (German HoH young woman, 
24) 

There is no clear line between various steps and measures in the CI rehabilitation and 
every insurance company handles it differently. For minors and pensioners (seniors) 
all CI rehabilitation stages are financed by their health insurance. For the HoH in 
employment, the health insurance covers almost everything except rehabilitation 
which is financed by the old-age pension insurance. The impetus behind this 
regulation is the «rehabilitation before pension principle»: the employer would like 
the employee to return to work as soon as possible until he/she reaches the standard 
age of retirement.     Overall, the initial care of “CI implantation package” covers the 
surgery and rehabilitation: after the surgery the immediate care is offered by the 
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operation clinic (including speech therapy, psychological and technical support) for 
about 1 1/2 year, four times per year, for about two days. Alternatively, 
hospitalization for intensive care “all in one” is from 3 to 5 weeks. The „after care" 
process which is the period after the “CI implantation package” year consists of the 
CI tuning and help with technical knowledge and problems, offered/covered by the 
clinic.  
 
The lack of clear boundaries between these measures and steps of the CI 
rehabilitation process is problematic. The focus of clinics and health insurance is on 
the first step: operation, intense care and rehabilitation.  However, recently all actors 
involved in the process, start realising that every CI patient is a lifelong patient who 
regularly needs upgrades, rehabilitation, fine-tuning, technical and other support. As 
the number of CI patients rises every year in Germany by around 3.500 people, the 
‘after care’ stage becomes more and more demanding, and clinics are not able to 
handle the increasing number of patients. Most of them have to rely on hearing 
specialists and acousticians outside the clinics – these services are costly and demand 
even more funding. In other words, the existing contracts between clinics and health 
insurance companies do not allow to cater for all patients’ needs and more 
investment is needed. In addition, hearing specialists and acousticians ‘from the 
outside’ need to be suitably trained to become expert tuners and provide support to 
the patients as there are complaints from the respondents about the lack of expertise 
with these acousticians.  
 
7.1.8 Access to school education 

Educational policy for schools (with the exception of higher education, where there 
is federal legislation to a certain degree) is solely the responsibility of the states 
according to 30 GG (the 30th article of the Grundgesetz). This means that in spite of 
the ratification of the UN CRPD that became legally binding in 2009, there was a slow 
and uneven approach to inclusion in the 16 Länder. Some have stalled the 
implementation openly. It is surprising, given that larger cities have some advantages 
in overcoming practical inclusion obstacles and given the progressive approach in the 
German capital in many other societal policies, that Berlin has been late in officially 
introducing an inclusive policy and a strategy to implement it, later than Bremen, 
Hesse, North Rhine-Westfalia, Lower Saxony and even rural Mecklenburg-Western 
Pomerania. Like other Länder, Berlin has so far declared that inclusion has been 
practiced in the capital even before the UN CRPD became binding. But the practical 
experience for parents wishing to have their children with disabilites enrolled in a 
regular school has been often a different one. Just as recently as in 2016 the Berlin 
Senate started with to introduce inclusion in all schools of Berlin. Deliberately, this is 
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done in steps.  The capital wanted to avoid negative experiences that had been made 
in Bremen and Mecklenburg-Western Pomerania, where inclusion was introduced 
too suddenly and without sufficient material and financial basis and where there was 
a lack of qualified personnel.  

The framework curriculum provides that there will be a differentiated approach and 
focuses on fostering competence in students. According to the inclusion plan all 
primary schools shall introduce complete inclusion before this will be introduced on 
all secondary levels and in vocational training schools. The idea is that certain schools 
have a funding priority. This means that for all practical purposes the choice of 
schools for parents is restricted. This is true for students without disabilities as well. 
This will be particularly problematic for children with hearing loss. 

For 2018 there is only one school announced in Berlin in this stepwise introduction 
of inclusion that is planned a so called ‘Förderschwerpunktschule’ (priority school for 
inclusive learning for a certain disability) for the inclusion of Hard of Hearing – the 
Heide Schule in Treptow-Köpenick, a primary school. This means, if parents want 
their child with a hearing loss to be enrolled in a general school that also has qualified 
staff and can provide equipment, they have only this one primary school as a choice. 
This could mean for a pupil from Heiligensee in the North of Berlin e. g. a way to 
school from 2 to 2.5 hours (5 hours daily). Since the so-called Sekundarstufenreform 
(reform of secondary schools) in 2010, parents of students without disabilites have 
two times a choice to make into which school they want to enrol their children. In 
the first grade and before the secondary level starts – in 7th grade.  They can name 
three choices rating from first to third choice. Although the choice officially is valid 
for all students, they have practically only the choice between this one primary school 
that is inclusive or to sending their child to a special school. There seem to be no plans 
so far to close one of the existing special schools for the hard of hearing or the deaf 
students. 

This inclusion plan deviates from the acclaimed "Bielefelder Model". This city in North 
Rhine-Westphalia approaches inclusion stepwise as well, but nevertheless in a 
different way. The goal is to reduce the special schools over time further and further, 
but at the same time use them as a resource tool for providing teaching staff, 
organizational staff and expertise on the special disability (in this case heard of 
hearing) for the general schools that funtion inclusively. The ultimate goal is to switch 
fluently, but completely to inclusive schooling. This also avoids the problem that the 
continuation of the special schools, that exist in parallel and drain resources that are 
needed for inclusion. This latter problem has been reported from Bremen. In NRW, 
the special schools are providing staff and resources to assist mainstream schools in 
their support of students with disabilities and this way of inclusion is especially 
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feasible and successful with hard of hearing pupils. Inclusion for the hard of hearing 
is practically offered in every school in the school district.  

In the neighbouring states of Niedersachsen and Hesse, the situation is statistically 
comparable to North-Rhine Westphalia. Those three states as well as Mecklenburg-
Vorpommern are pioneering inclusion, but there are also great differences on how 
the new challenges are being met and how inclusion is being implemented. There are 
also differences between rural areas and large cities in Germany. Inclusion is now 
being achieved by special teachers visiting a large area of schools. This is easier to 
carry out in metropolitan areas, and it is therefore easier to implement inclusion in 
large cities like Köln, Hamburg or Munich although Berlin is lagging behind. 

While there is a cooperative body amongst all sixteen federal states – the 
‘Kulturministerkonferenz’, the sitting council of the Ministers of culture and 
education of the states – no rules or regulations in regard to hearing loss have been 
influenced by this political entity. For my research, I interviewed the staff of the three 
schools in Germany: LWL-Förderschule Förderschwerpunkt Hören und 
Kommunikation Bielefeld, mainstream Stadtteilschule Hamburg Mitte, and the 
Elbschule, a special school for HoH and Deaf pupils. An example of a special school 
for HoH with priority ‘hearing and communication’ disabilities in NRW is a 
Westkampschule (LWL-Förderschule Förderschwerpunkt Hören und Kommunikation 
Bielefeld). The Westkampschule is a 10th grade ‘Hauptschule’190. At Westkampschule 
in NRW, there is a child care ratio that recommends a teacher to pupil ratio of 1 to 4 
for deaf children and 1 to 6 for HoH children191. The school has HoH pupils and deaf 
pupils in mixed classes from 10 to 12 pupils. The maximum is 14 pupils according to 
state law in mixed HoH and deaf classes, but the school has been successful in 
keeping the classes smaller.  

Special schools for hard of hearing in Berlin, like the Margarethe von Witzleben 
Schule (for hard of hearing) or the Ernst-Adolf-Eschke Schule für Gehörlose (for deaf) 
are providing a qualified staff and equipment, but do not provide mixed classes of 
hard of hearing and deaf students. In the latter one, the instruction is in sign language 
(Deutsche Gebärdensprache - DGS). In the hard of hearing classes, the instruction can 
be bilingual, depending on the grade of the disability. A general lack of social workers 

 
190 According to the German three-level system of schools, it is a "Hauptschule" from 1th to 10th grade. 
Students can finish with the "Hauptschulabschluss" after 9 years or with the "erweiterter 
Hauptschulabschluss" (extented Hauptschulabschluss) after 10 years. The latter one is comparable to 
the German "Mittlere Reife" (which is the middle of the three certificate levels: "Hauptschulabschluss" 
"Mittle Reife" and "Abitur"). 
191 This disability child care ratio is from the "Verordnung zur Ausführung des § 93 Abs. 2 Schulgesetz 
(VO zu § 93 Abs. 2 SchulG) Vom 18. März 2005 (Fn 1)" (regulation how to execute §93 paragraph 2 of 
the school law of North Rhine-Westphalia from 18.03.2005). 
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is observed in Berlin schools.  
Mainstream Stadtteilschule Hamburg Mitte that has been teaching HoH pupils 
inclusively for about 40 years, starts with grade 5. There are HoH pupils in ones or 
twos in several classes from 5 to 10 (middle school), depending on whether any HoH 
pupils have been enrolled by their parents. There are considerably more HoH pupils 
in grades 11 to 13 (about 4 to 8 per grade), due to the fact that special schools do not 
go past grade 10 and that this school has a long tradition of teaching HoH pupils. 
Therefore HoH pupils from all over Hamburg but also from other cities seek 
enrolment. Currently there are two Deaf, signing students enrolled in grade 11. In 
2017 the first Deaf, signing student of the school successfully finished her Abitur-
examination (school exit state exam that also serves as a University entrance 
exam).192 At the moment this is only the second place in Germany, besides a college-
like High School in Essen (North Rhine-Westphalia), where Deaf students can reach 
the Abitur using sign language. People with disabilities, including hard of hearing 
people, are provided special adjustments at the Abitur:   

‘Hard of hearing students can take 30 minutes longer to complete the 
Abitur, usually this is helpful and enough.’ (German HoH young woman, 
26). 

All classes with Deaf, signing students are taught by two teachers in a team – one 
from the regular school and another (sign-competent) one from the special school.  
Classes with HoH (or Deaf) pupils are usually smaller, placed in special classrooms 
with carpeting and sound-absorbing wall-panels. The classes get access to class-FM 
systems and the teachers are encouraged to use teaching technology (PC, interactive 
Whiteboards) more. HoH pupils (as all pupils with a definite disability) have the right 
to an individually customized catalogue of measures to counter disadvantages 
(‘Nachteilsausgleich’), such as additional written information, additional support in 
German, more time for exams or written assignments, different grading for such 
things as spelling or grammar etc. There are two teachers especially tasked with 
ensuring that the HoH or Deaf students get an education suited to their needs. They 
also regularly summon the HoH and Deaf students for a special meeting, where their 
special needs, questions, complaints, wishes etc. are discussed and then taken into 
general school life. Generally, when a HoH pupil is enrolled in a mainstream school, 
it is the responsibility of the support teacher to educate teachers, classmates and 
parents about the special situation of the HoH pupil and to initiate measures of social 
learning. Whether he or she can do this successfully, often depends very much on the 

 
192 In most specialized schools, Abitur cannot be provided due to insufficient level of academic 
preparation. Until recently, only gymnasiums and Witzleben school for hard of hearing and for deaf 
in Berlin were entitled to provide the Abitur test.   
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mainstream school’s teachers’ and principal’s readiness to open their doors and 
minds to a special teacher. 
The specialised Elbschule has set up inclusive classes with HoH and hearing pupils 
(ratio 50:50 for class-size of about 14 pupils) since 2016. At the moment there are 
inclusive classes in grades 1, 5 and 6. Rather similar adjustments for hard of hearing 
pupils are secured at all special schools, this includes the standard technical 
equipment for use in classrooms as well as careful organisation of spaces, with small 
classrooms of 10-12 people where tables are set up in a form of a horseshoe so that 
students can see each other and read lips. 
 
Each of the three schools interviewed represented the range of models: Hamburg-
Mitte presents itself as an inclusive school where HoH and deaf students within a 
grade are in the same class; Elbschule has some classes that are close to being 
inclusive but many are still more integrative, in the staffäs perception; and 
Westkampschule in NRW, having only HoH and deaf pupils, has an integrative 
approach. The latter offers lessons in sign language for the deaf pupils, which is 
facultative. In addition, the Westkampschule teaching staff also teaches HoH and 
non-disabled students at inclusive schools within region as well as in a mutual 
learning program called ‘Gemeinsames Lerne’. Its guidance counselors are trained 
teachers with a specialization in HoH education, yet they do not hold any teaching 
obligations. School funding for all inclusive and integrative programs comes from the 
Länder. Some schools, like the specialized school Westkampschule in NRW, receive 
additional funds from the district.  

Whether a HoH or deaf child attends an inclusive/integrative or special school is 
usually decided by the parent. Parents receive advice and support from specialized 
guidance counselling centres. According to the Hamburg school guidelines, the 
default is for all children to visit a regular school closest to their homes. The Elbschule, 
for example, invites parents and their children for one week of supervised learning 
and play. The children are observed by special education teachers throughout the 
week. Afterwards the parents are advised about the most suitable place of education 
(bilingual classes, spoken language classes, mainstream with support) for their child 
and they make the final decision. In North-Rhine-Westphalia, when a hearing loss is 
detected early on, the child is enrolled in the pre-school support program of the 
aforementioned counselling centre. Support can be provided from the age of 2 
months onward. The purpose is to develop language acquisition at an early age.193 

 
193 In Germany, this process is defined by state law as explained in the AO-SF (Allgemeine Ordnung 
für sonderpädagogischen Förderungsbedarf), the general regulations for pedagogical support for 
students with special needs. 
 



 
 

232 

98% of the children enrolled in this support program continue on in regular inclusive 
schools, and only 2 % end up going to special schools.  

Social integration of HoH and deaf pupils at schools seems to depend on how 
naturally the teachers and the school in general accept and promote diversity.  It also 
helps, for example at the Stadtteilschule Hamburg-Mitte that the HoH students know 
they have contact persons charged with their well-being. It helps when the non-
disabled children are sensitized to the fact that hard of hearing and deafness are 
invisible problems which result in communication misunderstandings.   

The type of language instruction offered in the three sample schools vary: At 
Hamburg-Mitte, in the city with the strong sign language tradition, bilingual classes 
use written and spoken German, DGS and LBG (spoken language accompanied by 
gestures). Interestingly, English classes use English and ASL (American Sign 
Language). At the specialized school Elbschule in Hamburg, LBG may be used as well 
depending on competence and need of pupils and teachers. At Westkampscule in 
NRW, the teachers prefer LBG (spoken language supported by gestures) but the 
German sign language DGS is also taught for 2 to 4 hours per week in primary school 
classes.  DGS is not required by the curriculum of North Rhine-Westphalia, therefore, 
there are also not many courses at University, where future teachers can learn it. 
From the 50 teachers on staff at the Westkampschule, only one is hard of hearing, 
but teachers are able to take part in additional and optional training in DGS. There 
never was an official prohibition of sign language by the state of the Lands but, as in 
Russia, most schools followed the notion that deaf pupils should not use sign 
language. This started changing since the 1980s and later with the recognition of the 
sign language in 2002. 

In addition, to ensure accessibility of the learning process and regardless of the type 
of school, most HoH respondents usually used FM systems in classrooms to 
complement their use of hearing aids or cochlear implants. There were hardly any 
complaints about access to the technology during school learning. In general, the FM 
devices are financed by the responsible body that governs the school should the 
system be needed for the entire class (this would include a microphone for the 
teacher, the receivers and access for several HoH pupils). In the regular/inclusive 
schools, the parents are responsible for purchasing the FM devices which are usually 
reimbursed by their health insurance. Acoustic environment may differ from school 
to school, though – a gymnasium may have a new special acoustic ceiling, laid carpet, 
while elementary schools may have poor acoustic conditions that hardly change.  
For the accessibility of teaching materials, whether in the Hamburg or NRW school, 
teachers continuously adapt them to make them more accessible for the learners 
with hearing loss. For exams and state-wide or nationwide tests, pupils with hearing 
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loss have a right to choose an adapted version. In terms of additional scholastic 
tutoring, in Stadtteilschule Hamburg Mitte two additional tutorial classes per week 
are offered for language-related or other issues that require support. In the regular/ 
inclusive schools there are usually extra 2 hours of teaching, of 1 teacher per child, 
additionally to the school curriculum. In the integrative school Westkampschule in 
NRW there is no tutoring after school because class lessons are adjusted to meet the 
special needs during the school day. 

During exams at mainstream schools, teachers are obliged to use FM systems 
regardless of their wish, students are given extra time of 10-20 minutes for written 
work, dictation can be conducted face-to-face instead of a group setting, and 
listening tasks allow for repeat listening or dismissed in case it is too difficult to 
understand a record (due to a frequency distortion resulting from the record and 
computer sound transmission). 

The percent of HoH and deaf students who receive a high school diploma (Abitur) 
differ based on school sample. At the Elbschule, about 25% of those finishing with a 
mid-level diploma continue on to high school with the goal of finishing with the 
Abitur. Unfortunately, the interviewee did not know any graduation statistics. At the 
Westkampschule in NRW, less than 1 % graduate with a diploma (Abitur or 
Fachabitur) required for continuing on to university. From the 125 students in the 
inclusive program in NRW (Gemeinsames Lernen/ mutual learning), there are 8 
(6.4%) attending a higher level school called Gymnasium which enables them to get 
a high school diploma. The other 93.6 % will continue on in vocational trainings after 
the completion of their school studies. 

The tendency to develop schooling for both deaf and hard of hearing, the use of sign 
language evokes mixed feelings from the HoH respondents:  

‘They made …Witzleben school open for both deaf and hard of hearing 
students, and they can use sign language. But it is still difficult for 
everyone, because not all teachers can sign.’ (German HoH woman, 29). 

The assumed lower quality of education and the tendency towards joint education 
for deaf and hard of hearing decreases willingness from the side of some families and 
HoH children to study at special schools:  
 

‘Education is going to become worse because they are going to put deaf 
and HoH pupils in one school. Not to mention that the quality of 
education in special schools is already not so good in comparison to 
mainstream.’ (Parent in a focus group, Berlin) 
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Specialists on staff that ensure inclusion at the school include special education 
teachers, educators, social workers or persons accompanying a student throughout 
the school day. External specialists such as audiologists, pedaudiologists and 
pediatricians work with the school staff as well. Furthermore, there is cooperation 
with the IFD (Integrationsfachdienst, known as the integration special authority), who 
counsels the 9th and 10th grade students with finding internships and later a 
vocational training or other training.  

The possibility of having a personal assistant may encourage some HoH people to study 
at a mainstream school rather than attend a special one, even though the latter may 
offer some degree of psychological comfort. Such an assistant, known as an ‘ambulant 
teacher’ (Ambulantlehrer), helps smoothen the student’s adaptation to mainstream 
school by outlining the degree of hearing loss to teachers and offering guidance on 
how beat to deploy technical aids. An ‘ambulant teacher’ also provides consultations 
to the students and can facilitate the progress of communication. Unfortunately, some 
HoH students in regular schools do not know they have the right to such assistance. 
Nonetheless, German legislation outlines a future where most HoH students will find 
places in regular schools decked out with micro port facilities and assisted by support 
teacher. However, the ability of the support teacher to communicate the specific 
requirements of a HoH student to the school staff is at times under question: 
 

‘She [ambulant teacher] told teachers how to communicate with me and 
make teaching better. But it didn't help much. They didn't understand or 
they didn't do it properly. They said 'aha, hm, she's hard of hearing 
hmmm'. But then after a few days, they forgot. It's always the same.’ 
(German HoH young woman, 24) 

Most support teachers try their best to keep an eye on the students’ social well-being, 
but they do not get enough hours to see everyone very often.  
Despite provisions at mainstream schools, there are cases similar to the cases in 
Russia when HoH students prefer to change to a special school because of the 
attitudes in the hearing environment, in order to ensure psychosocial comfort:  

‘Six years and then I changed…because I was not lucky there. The 
situation was bad. There was also bullying. The first four years no 
problem, but then teenage period…’ (German HoH young woman, 23). 

Some special schools, despite the different quality of education, still strive to prepare 
the HoH and deaf students better for taking part in mainstream social life. The 
traditional curricula at some special schools was complemented with the subjects 
directed towards active participation and learning about access to social welfare:  
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‘Some schools for the deaf and hard of hearing have introduced lessons 
on how to cope with hearing loss or how to apply for aid from the 
government.’ (Parent in the focus group, Berlin)  

The UN CRPD ratification follows the rhetoric of ‘inclusion’ and has led to a more 
equal distribution of funds across all school. As a Hamburg interviewee teacher 
states:  

‘One consequence is that finances are not concentrated in a certain 
number of integrative schools anymore (some of which had already been 
quite inclusive), but are distributed among almost all schools. This has 
created positive and negative results.’  

There is a lot of discussion about what the ‘right inclusion’ is. Some interviewees, 
such as from the Westkampschule, felt the state of North Rhine-Westfalia already 
had a favourable inclusion policy. The impact of the UN CRPD at the specialized 
Westkampschule led to pupils with disabilities other than HoH or non-hearing to be 
integrated into the school. Deputy director from the Westfalia shared,  

‘in the regular schools we are cooperating with, one can say that there is 
a mix of inclusion and integration. Certain disabilities remain in special 
schools yet for hard of hearing the inclusion works better and better over 
time.’ (Deputy director, Westfalia Westkampschule) 

When identifying main challenges in inclusion, Hamburg interviewees shared that 
financing, teacher resources, creating inclusive mind-sets (mostly in the heads of 
parents and teachers), finding a good balance between the right to participation and 
the right to being different are the biggest challenges for inclusion. In 
Westkampschule in NRW, staff resources and lack of structural support, organization 
and material aid are were noted as the biggest challenges.  
 

‘We need far more help from the authorities. Hearing aids and even FM 
devices or even implants are not sufficient to include HoH people 
effectively into society.’ (Teacher, Hamburg-Mitte). 

Finally, inclusion is challenged by logistical aspects (time and form of personnel and 
equipment available) and market supply. There are insufficient interpreters to meet 
the demand needed to support inclusive teaching. As Westkampschule deputy 
director shared:  
 

‘It could literally happen that the interpreter assisting a student in an 
inclusive school at a certain time, misses class because he/she is at city 
hall assisting this very student's parents with matters that are of great 
importance for this family.’ 
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In the case of Berlin where research took place, there are two special schools that 
work primarily with HoH in Berlin: The Magarethe von Witzleben Schule and the 
Ernst-Adolf-Eschke-Schule. A third school, the Reinefelder Schule, specializes in 
teaching the deaf. All three schools are by definition special schools. As experts state, 
there is practically no inclusion for hard of hearing students in regular schools as far 
as they are not able to hear with hearing aids or FM systems nearly as good as normal 
students, which is practically never the case. It remains to be seen how this will 
change when the plan to introduce ‘Förderschwerpunktschulen’ (especially equipped 
regular schools) for HoH will be launched. 

The Witzleben school is an integrated school that has HoH and deaf students. It 
includes a Grundschule (grammar school - from grades 1 to 6), Sekundarstufe I and 
Sekundarstufe II. The Sekundarstufe I leads to the German "Mittlere Reife" (which is 
the middle of the three certificate levels: "Hauptschulabschluss" "Mittle Reife" and 
"Abitur") and is achieved with an exam at the end of the 10th grade. After the 6th 
grade, students go on either to the Gymnasium to make the Abitur or to the 
Realschule. In those two school forms students are normally passing the 
Sekundarstufe I (6th to 10th grade) separated. The Sekundarstufe II is for students 
attending the  Gymnasium, which goes from 11th to 12th grade. If they pass the final 
exams they get the Abitur. The Witzleben school offers two paths, offering the Abitur 
and the Realschul diploma after the 10th grade. This school form is called ISS 
(Integrierte Sekundarschule) where all classmates stay together from the 1st to the 
10th grade only, then the "Abiturschüler" (Gymnasium) stay for another two years in 
the Sekundarstufe II (Gymnasium 11th and 12th grade). This concept was introduced 
to reduce pressure and to foster better long-term relationships amongst students, 
and is especially beneficial to HoH students who are challenged with many obstacles 
during their time in school. For every student, the change to another school level and 
basically another school (this is necessary in this system) is always very difficult and 
usually causes a decline in academic performance. For HoH students, this is all the 
more true because of the communication and information access difficulties. The 
Witzleben school offers them to stay together in the same school with the same 
school comrades till the end of their school studies. Furthermore, the Witzleben 
school is also a boarding school for students that come from outside of Berlin or that 
have additional special needs. 

The Adolf Eschke school has almost exclusively HoH students. The Adolf Eschke 
school has integrated the Grundschule (grammar school 1st to 6th grade) and 
Realschule (Sekundarstufe I 7th to 10th grade), and offers vocational education194. 

 
194 Generally, HoH youth have the opportunity of the vocational training within the framework of 
school education. Mandatory school attendance does not end with the receipt of a basic education, it 



 
 

237 

The Reinefelder school is solely a Grundschule (grammar school), specializing on work 
with deaf children and with HoH who have a more significant hearing loss. As the 
Reinefelder school is primarily a school for the deaf, the language of instruction there 
is the DGS (Deutsche Gebärdensprache – German sign language). The language of 
instruction in the Witzleben school is completely bilingual (German sign language and 
German together with "lautbegleitenden Gebärden" accompanying gestures), which 
seems to be a very positive and sensible approach. The Witzleben school instructs as 
well in the daktyl system and in the phonem based manual system. The Eschke school 
is focused on German together with accompanying gestures but offers in the special 
vocational classes some additional DGS tutoring as well.  Children from the 
Reinefelder grammar school have the choice to go to either one of the two other 
special schools in Berlin after finishing the 6th grade – one of them focuses more on 
the preparation for a vocational career, whereas the Witzleben school offers a wider 
variety of training which can lead to Abitur and later University, or to  vocational 
training. From the children of the Adolf Eschke school, less than 1 percent continue 
after the 10th grade on to a Gymnasium to get the Abitur. In Witzleben schule, over 
the last 10–year period 32.61 % of the pupils made Abitur or Fachabitur. 

The Adolf-Eschke Schule has incorporated a counselling center that supports parents 
from all over Berlin in finding the right school for their child. All three special schools 
cooperate in this regard, especially the Witzleben and the Eschke schools which 
belong to the same department within the Berlin-Charlottenburg school board. The 
counselling center is responsible for a project that supports Berlin’s children with 
hearing loss since kindergarten age. Because of this network, parents have much time 
to make an informed decision and the leaning capabilities are evaluated over a long 
time period by professionals before the children are start first grade. The legal base 
for this process is the state level school law of Berlin  (Das Schulgesetz Berlin - SchulG 
Berlin – especially § 55). In practice, the majority of parents of children with hearing 
loss decide to send their children to a special school. The reason is that Berlin is 
lagging far behind other states in Germany in introducing inclusion in schools. Despite 
declarations of the Senate, parents of HoH children that are interested in sending 
their child to a regular school nearby will often hear that their child can be accepted, 
but that they have neither the staff nor the equipment to educate an HoH disabled 
child accordingly to regular students standards. The difficulties in schooling are also 
related to the fact that in recent years, Berlin had to integrate thousands of children 
with a migrant background lacking German language skills. This strained capacities 

 
also includes vocational training, sometimes in professional special schools, – but it doesn't guarantee 
employment. 
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also given that there are children from refugees who have a lately diagnosed hearing 
loss which causes difficulties in educational and communication process. 

Overall, Berlin is behind schedule in introducing inclusion in its regular school system 
in comparison to other states that have been officially completing implementation of 
the UN CRPD. So far in Berlin, only one regular grammar school was chosen to start 
next school season as an inclusive school with special staff and equipment. The three 
special schools for HoH persons in Berlin have an excellent reputation. It has been 
proven advantageous in North-Rhine Westphalia to announce a deadline after which 
special schools will be closed and to plan the change from integrated to inclusive 
education meticulously and then enact this plan. In Bremen and Mecklenburg-
Pommerania, it was criticized that there weren't even considerations for closing 
special schools after the introduction of inclusion. Resources are split to the 
detriment of inclusion and the quality of the education in the traditional special 
schools as well. Berlin, with its long haul implementation plan, might be able to 
recognize this in time and avoid this split funding problem, but so far, parents of 
children with hearing loss as well as parents of not disabled children are skeptical. 
This is not a blanket rejection of inclusion, since parents of non-disabled children as 
well as parents of disabled (especially HoH) children are generally in favor of 
inclusion, but the negative media coverage of bureaucratic failure to prepare schools 
in time for the challenge causes skepticism. The parents of HoH students and future 
students know about the reputation of Witzleben and Eschke school and are so far 
reluctant in regard to the change.  

It is obvious that the approaches to the inclusion at schools vary greatly, but by and 
large, the rhetorical goal of education on the programmatic level is inclusive 
education in mainstream schools and children do not go automatically to the 
correctional school. Special schools may remain in the background but they still play 
an important role as centres of knowledge and competence. Teachers and the 
experts believe that, compared to teaching in a special school, teaching in a 
mainstream school gives a HoH pupil more information and immersion in the speech 
environment which helps the HoH child's speech development. As in Russia, the 
success of a HoH child at a mainstream (mostly) school is believed to depend on many 
factors, including personal motivation, average general intelligence, concomitant 
disabilities, and parents' availability to do additional work together with the child 
after school. However, if the bilingual approach is pursued with its appropriate 
methodology, practice and ongoing support, special schools could be a (more) 
inclusive place psychologically – especially for profoundly HoH children – that could 
also prepare for inclusion into the mainstream speech-based society.  
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7.1.9 Access to higher education 

Accordingly with the law, German students with disabilities can expect to receive 
special assistance in order to improve the effectiveness of their education in the 
university. As a rule, the costs of such assistance are borne by the Land social services. 
Parents are obliged to pay part of the cost only if their income is much higher than 
the average earnings. Individual disability counselors (as “ambulant teachers” at 
schools) are not provided in higher education. HoH students must deal with the 
difficulties themselves, apply to university disability councils or responsible for the 
students with disabilities at Studentenwerk. In general, HoH students may get 
assistants for note-taking, apply for palantype or sign language interpreter, but the 
availability of support varies from Länd to Länd or the university. While HoH students 
are provided with portable induction loops, FM systems or sign language interpreters 
up to the age of eighteen, afterwards things become more difficult. Young HoH 
people ask for assistance from their universities to obtain assistive listening 
technologies at the universities or to rent them, and it is mostly at more prestigious 
well-known universities where they can get them.  

Given the scarcity of state support, HoH students must come up with their own ways 
of gaining access to communication and, ultimately, secure inclusion in education. 
Not always HoH students are able to articulate their needs strongly: ‘I was too shy’ – 
says a respondent about not reminding teachers at school when they forgot to face 
her or to sum up the assignment. 

Respondents reported a limited amount of induction loop systems for lectures and 
other technical equipment as well as a serious lack of well-trained interpreters or, 
stenographists. Thus, the students have to fight to get an interpreter. Disability 
councils tend to be active and useful only in the larger universities, such as the Free 
University in Berlin. 
Some Deaf and HoH students engage in self-advocacy and strive to increase the pubic 
profile of their needs; written pieces are published in print media on the need for 
sign language interpreters and the prohibitive cost of interpreters (state-provided 
ones cost 60 Euros per hour in Berlin). Rather than merely being a question of 
technical equipment, educational integration is also about attitudes and knowledge 
about what HoH people require. An invisible hearing loss is not recognised as 
something that can disable a learning process:  

‘I asked my math professor to use the FM system and he put it in his 
trousers. Of course, I could not hear anything. I tried to explain him that I 
am profoundly hard of hearing and need the system to help me to follow 
the classes, but it did not work. He forgot or did not want to use it. 
Several weeks later he saw that I was talking to my friend in sign 
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language and said “Ah! She is deaf! I did not know that”.’ (German HoH 
young woman, 25) (Chupina 2011) 

It is always a challenge to make clear to a hearing person from the very first time 
what it means to be hard of hearing and what hearing loss entails. The realisation of 
HoH needs comes about only in the process of communication and requires time, 
something that is true in both Russia and Germany. Because of the time and effort 
that explanations and negotiations with the professors may take, respondents often 
are forced to skip the class altogether or to prepare for exams with support of their 
peers’ notes. This was seen in the example of German respondents whose lecturers 
did not want to wear FM system transmitters. 
 
If the student is a deaf user of sign language, he or she can take a written exam. A 
deaf or HoH student who needs help, may apply for a personal assistant for a few 
hours per month, and receive help in note-taking. In addition, HoH students may have 
the right for semester assignment's deadline extension, and modified exams. When 
hearing loss is an obstacle to the education, other type of support is the direct 
financial support from the state auch as Bafög scholarships-loans195. For students 
with disabilities and hard of hearing students the age limit for state support can be 
waived. Support from the foundations that offer scholarship programs for students 
with disabilities, is also available, such as from Willy-Rebelein Stiftung, Dahesch 
Stiftung, Georg-Gottlob-Stiftung and the Paul und Charlotte Kniese-Stiftung. Hard of 
hearing students realize the benefits provided to them:  

‘If it wasn’t for the Bafög, I wouldn’t be able to study here and live on 
campus. 50 % of this scholarship has to be paid back to the state, but as 
a HoH student, I can pay less. This also depends on how well I will 
continue my study.’ (German HoH young woman, 22). 

The choice of the University often depends on the access to support and supportive 
environment of HoH friends:  
 

‘[I chose my Uni], because Hamburg is a big city, were many hard of 
hearing people live, and it's important for me to be with other hard of 
hearing people.’ (German HoH young woman, 24).  

Hamburg respondents considered themselves ‘quite privileged’ at the university due 
to available support and service point as compared to other Lands such as Sachsen 
where their peers couldn't get a palantype assistance during study.  

 
195 Financial support to students up to the age of 30 whose parents cannot afford supporting their 
child’s study. 
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Sozialamt may assist with the funding for books' purchase (such as 250 EUR per term) 
when HoH respondents convince the structure that support for books and more text 
material is needed for study.  

7.1.10  Access to employment 

The state institution delegated with achieving integration (Integrationsamt) in the 
workplace is hobbled by lengthy paperwork trails to determine the level of support 
each HoH person requires. According to the General Equality Act adoption in 2006, 
deaf or hard of hearing people enjoy the right to a personal assistant at work, 
especially when answering and making phone calls, or taking notes: 
 

‘My friend at work has this personal assistant who replies phone 
calls…Mark looks at the assistant who is speaking on the phone, and 
reads his lips. And assistant sits across Mark with a phone receiver in his 
hand, speaks with a very clear articulation so Mark can understand what 
the conversation is about. Sometimes assistant repeats, just with lip 
movement or sounds, and then the person on the other end of the line 
has to wait…’ (German HoH young woman, 29) (Chupina 2011)   

The problem with personal assistants is their cost (1100 Euros a month according to 
respondents in 2009); integration agencies are keen to reduce their use when possible 
or replace them with the technical equipment and assistive listening devices.  In some 
instances, such as in the case of the Hamburg Integrationsamt, the use of personal 
assistants was completely stopped. In their place, the council suggested HoH people 
should work in jobs requiring less communication, such as fitness trainers.  

 
The self-determination as the key principle of German disability policy, is ignored by 
these measures:  
 

‘We do not like the idea of such projects, because as a result, hard of 
hearing people are told to not be independent.’ (German HoH young 
woman, 31) 

Getting a job poses the dilemma for deaf and HoH: whether they should disclose their 
disability or not, at their CV sent to potential employer. The employer cannot reject an 
applicant on the basis of disability, but practice shows that when applications of the 
openly HoH or deaf persons are refused, it remains unclear whether the reason was a 
biased attitude to hearing disability or lack of the required skills.  The DSB experts 
suggest to definitely inform the employer about hearing loss in order to secure oneself, 
for example, in case of an emergency, fire or unexpected acoustic situations: 
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‘If a fire strikes at a workplace or an emergency breaks out and you do 
not hear, who is responsible for your safety – you? Employer? When you 
say in advance about your hearing loss, you have a right to demand 
necessary technical equipment and if your request is not satisfied, you 
can appeal against the decision.’  (DSB expert, 51) 

Some HoH respondents who applied to work at the government service institutions, 
did not conceal their hearing loss and Schwerbehinderte status in the CV and the cover 
letter because of their awareness of the quota system and better level of protection of 
people with Schwerbehinderte status from dismissal.  However, some respondents 
used an FM system hidden under their shirt, during the job interview, out of the fear 
that an employer would reject them because of being too “dependent” on 
technologies’ support or an assumption that they can't handle different kinds of 
communication situations at work. The knowledge that Integrationsamt may provide 
for the costs of technologies, didn’t prevent them from hiding their access needs.  
Employers are provided funding by the state for severely disabled (deaf and 
profoundly hard of hearing people fall under this category). There is no general 
practice of positive discrimination but employers should give preferential treatment 
to disabled people in case of vocational training at workplace. Despite various 
incentives and the regulations for public and private employees to employ disabled 
people on 5% of working positions, employers often still prefer to pay a levy than to 
take a HoH person:  
 

‘If they want to employ disabled people to meet the quota requirement, 
they still prefer to employ people with other disabilities, but not HoH 
who are too strange and unknown to them.’ (German HoH man, 34) 

Or, in case of state supported projects, personnel managers hire HoH people because 
70% of their salary is a grant provided by the labour office. Respondents also argue 
that since hearing loss is associated with old people and seen as a reason to retire, 
employers are so prejudiced towards it. 
 
Even though the employers are obliged to employ disabled people correspondingly 
with their work capacity, the career opportunities of hard of hearing are significantly 
limited because marketable skills such as communication skills and formal 
qualifications are given an increased attention. The outcome of this is that HoH seldom 
get managerial positions or promotion, or most often are accepted for the internships 
but without the chance to get a job.  Most HoH work in the computing sphere, technical 
editing, design, programming, as well as in carpentry, cooking industry, machinery, 
waste recycling, and other spheres. 
Nevertheless, the employment expert suggests that HoH possess important qualities 
that distinguish them for the rest and should be noticed by employers, such as 
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patience, responsibility, high attention to detail, more concentration, applying effor to 
try to listen carefully. Often, the HoH would care about the results of their work much 
more than non-disabled colleagues, because “they learnt in life that in order to 
succeed, they have to be better than others and to work more than others”. 
 
A special practice in the assistance in vocational training should be mentioned as 
carried out by Integrationsfachdienst in Berlin. Integrationsfachdienst, before the 
funding cuts, helped unemployed people with disability over 50% to find a job. 
Recently, their services focused on assisting employed people, visiting their place of 
work, producing recommendations to employers on the accessibility of the working 
place and environment. Importantly, each employment issue of a HoH person is 
discussed case by case, without the uniform approach to a “specially equipped place 
standard/recommendation” for a HoH person as has often been the case in Russia. In 
their work on preparing employers or companies providing vocational training for HoH 
people, they used audio samples to train hearing staff about hearing loss and sensing 
the sound distortions in various acoustic situations. This has had more impact on the 
staff learning than theoretical explanations, and this practice has to be adopted in 
Russia. 
 
Advances in technology and laws regarding rights to assistance, assistive devices and 
“Nachteilsausgleich” have broadened the job possibilities, specifically of people with 
hearing loss who can operate with spoken language well. It remains more difficult for 
deaf signing people, but technological advances are broadening their chances as well. 
Yet, the situation remains very difficult for people with hearing loss who have 
additional disabilities, learning difficulties or a very low level of education. A few big 
companies (e.g. Telekom, Airbus, Lufthansa) are well-known for giving vocational 
training and employment for suitably educated people with hearing loss. The majority 
of students go on to train for classical blue collar professions to become, for example 
metalworkers, electricians, bakers, and carpenters. Certain blue collar professions 
which require hearing, such as roofing, are not feasible. Likewise, many service 
professions such as sales are not sought (or are underrepresented), because they rely 
heavily on communication. 
 
7.1.11 Civic participation 

Schwerhoerigenbund employs active institutional strategies addressed towards 
cooperation with the authorities, other disability organizations, educational, 
scientific and medical institutions, and companies. But despite the large number of 
HoH organisations and HoH people in Germany, there are still not enough activists 
and the will to intensively advocate for the rights of the HoH people. In comparison 



 
 

244 

with Russia, however, the HoH activism in Germany can be considered a success. 
 
‘There are only 8000 hard of hearing people across Germany who are 
actively involved in Schwerhoerigenbund. This, comparing to 80 mln. of 
entire population and a huge amount of HoH whom we do not see in 
organizations, is nothing. And hard of hearing people do not fight 
enough for themselves and their rights – at school, at work, wherever.’ 
(HoH activist, Germany, 58). 

In the words of one disability rights activist that very well decsribe the approach of 
the HoH organisations as compared to the Deaf organisations, “HoH are too peaceful. 
They need to be more militant, like the Deaf.” 

 
The HoH organizations recognize that inclusion starts only from themselves and their 
own inivitatives; HoH people take the responsibility for advocating hearing loss 
issues. No one will be able to express the needs of HoH except for the HoH people 
themselves:  
 

‘The only activities against discrimination of hard of hearing people 
come from hard of hearing people themselves – from DSB and 
sometimes from the local clubs.’ (German HoH man, 32) 

There is a regret that HoH organisations do not train public enough on the awareness 
of hearing loss as they are more focused on supporting the needs of their members. 
 

‘Our organizations have to “train” the public for the specific needs of 
HoH.’ (German HoH man, 37) 

On the other hand, many HoH people are acknowledging the usefulness of the 
seminars by HoH organisations on coping with psychological and other aspects of 
hearing loss. In this way, HoH organisations assumes the role of rehabilitation 
guidance for people with hearing loss, being the only ones who can provide this kind 
of (self-help) service. 

 

7.2 Qualitative findings on elderly HoH group (Russia and Germany) 

7.2.1 Qualitative findings on the Russian elderly HoH group: self-
identification and the subjective experiences of hearing loss 

Often people with age-induced hearing loss do not realise the extent to which their 
behaviour changes in connection with the hearing loss and how it impacts the people 
around them: 
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‘He is thinking he is very good at communication, but at a family table, 
he is not reacting to many things and missing them, but he isn’t even 
aware of that and doesn’t want to wear a hearing aid. He doesn’t even 
understand that he can be very irritating to others.’ (Relative of an 
elderly HoH person) 

There is a difference between self-awareness between young HoH and elderly HoH 
because for elderly hearing loss (related to the age) can be a normal ageing feature 
and the elderly were not placed in the rehabilitation process in the same way as 
people with a hearing loss from birth or early age.  

7.2.2 Access to rehabilitation and communication 

A few respondents, notably from the elderly generation, complained that their 
hearing aid microphones beep which prevents them from communication and 
irritates people around. Often, they admitted, they didn’t know that the hearing aid 
was beeping until a family member told them. Again, even the technology aspect is 
connected with stigma for HoH respondents. Many respondents do not want to wear 
a hearing aid as it makes them look too different and disabled. If they do wear one, 
they try to conceal it under a haircut.  

Elderly respondents have problems with managing small settings at modern hearing 
aids that require good motility of fingers. As indicated by their responses, this is the 
reason why they may often prefer older outdated models of hearing aids that can be 
managed through using a separate pocket box.  Outdated pocket hearing aids that 
have been discontinued, are very much needed by elderly people after a stroke who 
have a damaged motility. Former generation of analogue hearing aids leaves the 
market which makes it very difficult for the elderly generation to adjust to the sound 
and form of the new digital hearing aids. Respondents noted that they don’t need a 
multitude of new fancy functions at the hearing aid, which make hearing aids only 
more expensive and difficult to use. 

There were lots of complaints on the difficulties in filling in the IPR and bureacracy of 
the disability assessment process. Elderly and young HoH alike have to rely on their 
relatives or friends to be able to sign up for the Adult Surdology Centre appointment 
in St. Petersburg because the signup is available by phone calls only. 
 
7.2.3 Qualitative findings on the German elderly HoH group: self-
identification and the subjective experiences of hearing loss 

The responses by the elder group on what it is like to be and feel hard-of-hearing, 
were generally similar to the ones by youth. 
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‘…people think if you are hard of hearing, it's just like wearing glasses. 
Yeah, it's very easy, you just speak five minutes very loud to them and 
then you forget, but they will handle it. But that's not true.’  (German 
HoH elderly woman, 64) 

Elder respondents share a similar recognition of the invisibility of hearing loss that 
hinders public understanding of what it actually entails. They also mention the 
general expectations towards hard of hearing people to act like hearing:  
 

‘A deaf person is much more visible…But, uhm, hard hearing, is a big 
problem. It's invisible. You can't see it, but people think, it's just a small 
problem. Because those people they expect hard of hearing people to act 
as normal people. And they cannot do it.’ (German HoH elderly woman, 
64) 

The invisibility of the hearing condition and the burden it brings, was stressed by all 
respondents: 
 

‘…there are lots of hard hearing people, but I think the lobby is too weak. 
People don't notice it. They don't see it. It's a problem which is hidden.’ 

In the interviews, respondents often acknowledge their reliance and dependency on 
others (most often, family members) in access to information or understanding the 
situation. 
 

‘Sometimes it's difficult for me to understand what's spoken on the 
television. I have to ask my wife. Or, in the theatre, I have to ask my wife. 
But that's not a major problem.’  (German HoH elderly person, 65) 

In the certain sphers of everyday action, elderly people had to invent coping 
strategies with hearing loss – at big cultural events, noisy restaurants, places of 
socializing, and in telephone communication. 
 

‘I have to be very very attentive and that's very, that almost exhausting if 
the conversation is long. So I usually have only very short conversations 
on the telephone, yeah.’ (…) 

In comparison with Russian respondents, most German elderly respondents explain 
their needs in communication in a clearer and more straightforward way: 

‘Talking with people whom I don't know, I often have to tell them, please 
face me, please look at me, and then I can understand you better.’ (…) 

A substantial amount of energy is required for communication, overcoming noise 
barriers and functioning at the events or places that are deemed “normal” for a 
hearing person. Some respondents admit that experiencing hearing loss has 
implications for their relationships and intimate life.  
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Much of the contentedness and being on good terms with hearing loss is ascribed to 
the supportive environment: 
 

‘I'm married to a lovely woman, who herself is a medical doctor, and 
she's used to disabilities.’ (German HoH elderly man, 67) 

Elderly people didn't reminisce of any negative attitudes towards them: on the one 
hand, they explain this by a common occurence of hearing loss with people of their 
age - an ageing feature that they wouldn’t categorise.  On the other hand, they 
explain it by the resources of the status earned over lifespan: 
 

‘No, they do not [demonstrate any negative attitudes]. Probably, 
because I'm a pastor. They would not think it's polite to say something 
like that to a pastor, yeah.’ (German HoH elderly man, 67).   

Based on the outcomes of the interviews, for elderly HoH in both countries provision 
of support and information for relatives of elderly HoH, enhancing the self-advocacy 
skills of elderly HoH are especially wanted. 
 
7.2.4 Access to employment 

Respondents claim the hearing loss has a compound effect in addition to the age:  
‘If HoH people are well educated (age under 40 years) they have a good 
chance to get a job, if they are over 40 years – difficult.’ (German HoH 
elderly man, 60) 

Several respondents note that there are few incentives for employers: 
 

‘The compensation penalty introduced by SGB IX for employers who do 
not hire severely disabled persons, does not make sense because 
employers prefer to pay penalty.’  (German HoH edlerly woman, 67) 

Age-related hearing loss changes the employment route in the spheres connected 
with communication, such as teaching – elderly HoH had to or have to adjust their 
work or course programme, where possible, to work with people who they can clearly 
understand. Not only the hearing loss per se, but the specificity of pronunciation by 
HoH people may also instigate tensions at workplace: 
 

‘Sometimes I really have problems here with the other teachers, 
especially in the office. Because, uhm, they complain that sometimes I 
talk very loudly. And it's terrible for normal hearing people.’ (German 
HoH elderly woman, 64) 

One of the respondents who was a freelancer, highlighted the lack of access to 
disability-related benefits for freelancers with disabilities:  
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‘If you are a freelancer nothing is paid for you…You are out of these 
programs. What I need is a special telephone…they only want to improve 
the situation of Angestellte, clerks who have an official job, but not for 
freelancers. And I think, there are a lot, most of them [people with 
disabilities as freelancers].’ (German HoH elderly woman, 63) 

7.2.5 Access to rehabilitation and communication 

The principle of rehabilitation before pension is seen in the coverages of the hearing 
aids by the Rentenversicherung. The Rentenversicherung may cover the gap above 
the upper coverage limit by health insurance (which is around 840 EUR) to enable the 
HoH person's continuation of employment that would be otherwise impossible with 
a less costly hearing aid.  
When asked about the assistive listening devices, elderly people – largely – don’t 
attempt to find out more on their use and benefits, assuming that they wouldn’t need 
them or “can do without them”. This may reflect a lack of self-awareness of hard of 
hearing elderly people or lack of realisation that the effect of hearing loss needs to 
be or may be alleviated by extra support: 
 

‘I am aware that there are such devices. But perhaps, I don't want to 
admit that my hearing is so bad that I would need that, yeah.’  (German 
HoH elderly man, 67) 

In contrast to the Russian elderly respondents, no responses indicate negativity 
towards hearing aid fitting and fine-tuning.  

7.3 Quantitative analysis on Russian and German hard of hearing 
respondents  

Two observational databases represent the data: 

1. Data of German and Russian respondents over 60 years of age, surveyed 
according to an identical methodology. The analysis was conducted from a 
primary data collected from a sample of 43 elderly HoH respondents from 
Germany and 67 elderly HoH respondents from Russia.  

2. The data of young German respondents aged 14 to 35 years, surveyed 
differently, some of which intersects with the methodology of elderly 
respondents and is used to compare the sampling rates. Sample of 136 
respondents from Germany and 150 respondents from Russia; however, the 
databases intercross weakly, analysis revealed the weak connections and low 
level of significance. So only a few parameters could be analysed where the 
statistically strong evidence was found – on the awareness of German and 
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Russian youth of their rights.  Some frequency comparison could be made but 
only given consideration that the sample is non-representative. 

 

7.3.1 Quantitative findings on HoH youth (Russia and Germany) 

The frequency analysis mostly showed that there are contrasting differences in the 
use of CI, better awareness by German youth of the resources of their disability status 
and rights, and a better awareness of the assistive listening technologies compared 
to the Russian young people. For example, from Germany, half of the respondents 
wear hearing aids on both ears, 34% use cochlear implants – a contrast to only 2% of 
cochlear implant users in Russia. A 55% of youth use only speech while 
communicating, 35.3% use speech or sign language, depending on the situation, 
10.3% use their combination, and 4.4% communicate with sign language only. Most 
Russian young people as compared to German young people, live in their parents’ 
households or households of their partner’s parents (73.6%), and less than a third 
(17%) lives with their partner and/or children.  
 
Since there were weak connections in the youth datasets, there was a limited 
possibility to analyse them. An attempt to compare the awareness by German and 
Russian HoH respondent groups of their rights, discrimination experiences and access 
to social rights worked, however. 
Methodology: An extensive self-reported survey in Berlin, Germany (136 
respondents) and St. Petersburg, Russia (150 respondents), carried out via 
SurveyMonkey. The two samples were compliant to each other in terms of age, 
disability status, hearing loss, used hearing aids, assistive listening devices, education, 
as well as other social–demographic characteristics.  The data analysis was carried 
out with the SPSS v.17.0 programme; applied methods were: Descriptive statistics, 
Chi-Square test of independence, Nonparametric Mann-Whitney test and T-test for 
comparison of quantitative variables. 
Analysis: 1) Comparative analysis of the answers from Russia and Germany, 2) 
Combination of the questions for the entire sample (A), also with consideration of a 
disability status (B) and two age subgroups (C) – 14-25 years old and 26-35 years old. 
 
Accordingly with the full samples, only from 20% to 30% members of HoH community 
are not familiar with their rights. Along the entire spectrum of rights, the difference 
between Russians and German respondents is just 1-3 %, apart from political 
(activity) rights – a larger percentage of HoH Russians are not familiar with this set of 
rights (8% more in comparison to Germany). In regard to the personal experiences of 
discrimination, on average, only a half of young HoH community faced it. About 50 % 
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and 60 % of Russians and Germans accordingly claimed that they did not experience 
discrimination. The difference was found out in relation to the following set of rights: 
equality before the law and freedom of mobility. 
58 % of Russian respondents does not experience discrimination in the field of 
equality before the law in comparison with 44% German respondents accordingly; 
61% of Russian respondents did not experience discrimination in the field of the 
freedom of movement, comparing to 53 % of German respondents accordingly; and 
5 % more Russians responded that they did not experience discrimination in access 
to public health. 13 % of German respondents claimed to have never had their rights 
to be political activity violated. Then, when analyzing access to social rights and 
perception of personal experiences of discrimination in different age groups (14-25 
y.o. versus 26-35 y.o.), I looked at the factors such as: a) official disability status b) 
knowledge by hard of hearing youth of their rights. 
In the Russian dataset, the statistically strong evidence (p<0,02) was found for 
correlation between age group and perception of discrimination in “Labor 
occupation” and “The rights corresponding to the disability status”; between 
disability status and discrimination in the right to education (p=0.06). In German 
dataset, disability status is strongly associated with the realization of rights to 
Freedom of mobility (p=0.027) and Political Activity (p=0.015). Regarding HoH young 
people’s knowledge of their rights, disability status is strongly associated with such 
sensitive social sphere in Russia as Rights to Employment, and with Freedom of 
Mobility. However, no differential influence of presence or absence of disability 
status was found in relation to respondents’ knowledge on Rights to education, 
Equality before the law, Freedom of expression and opinions, Participation in unions, 
Political activity, Health, disability rights. Interestingly, German HoH young people 
view their fellows’ knowledge of rights regardless of their disability status or age.  
The best conclusions from the quantitative dataset analysis come from the analysis 
of the elderly HoH respondents in Germany and Russia and will be covered in the 
next section. 
 
7.3.2 Quantitative findings on the elderly HoH respondents (Russia and 
Germany) 

The analysis tasks solved in this section, are: 
- Determination of indicators of inclusion of informants and their connections with 
aspects of life and health of hard of hearing respondents, 
- Definition of the structure of inclusion and internal coherence of its elements 
- Determination of significant dependencies of inclusion elements with the country 
of residence of respondents 
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- Determination of significant dependencies of inclusion elements with the age group 
of German respondents. 
Methodology of analysis of age-related respondents: The analysis was carried out 
using IBM SPSS software. The basis of the inclusion indicators were two sets of 
variables: 
1. Objective inclusion – dichotomous variables that reflect the presence or absence 
of formal characteristics: 
- a complete mainstream non-specialized education, 
- hearing parents, 
- hearing partner, 
- use of speech in communication (only speech or together with sign language), 
- use of hearing aids (hereafter HA), 
- work corresponding to the level of qualification. 
 
Through these variables, the total index of objective inclusion (further OI) of the 
ordinal level is calculated, the range of values is 0-9 (the presence of one attribute 
gives +1 point). 
 
2. Subjective inclusion (from now on, SI) – ordinal variables of questions 17-20. 
Preliminarily, the scales are normalized around the conditional zero in the range (-2; 
+2), where +2 is a positive estimate of the parameter, -2 is negative. As SI indicates, 
the results of factor analysis of these variables by the number of 5 factors were used 
(for details, see the corresponding section). 
Determination and evaluation of the statistical significance of the links, the following 
criteria are used, depending on the types and levels of scales: 
-  nominal level - conjugation tables, Phi Fisher and V Cramer; 
-  ordinal level - rank correlation coefficient R Spearman, 
- nominal x interval - nonparametric criteria Mann-Whitney, Kruskal-Wallis, 
Kolmogorov-Smirnov (for variables), t-tests (for normally distributed interval indices). 
The connection was considered statistically significant at the level of p≤0,05 (less than 
5% of the error when extrapolating the sample results to the general population). 
The main part of the results are presented in the form of correlation matrices 
containing values and significance (for normalized criteria) or significance (for non-
standardized criteria) of pairs of variables. The results are also illustrated by separate 
tables, clustered or normalized diagrams.  
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7.3.3 Indicators of objective inclusion 

In general, the signs of postlingual deafness, the presence of hearing parents, the use 
of speech and hearing aids determine the success of mainstream education and the 
availability of skilled work – these links are weak but significant. 
 
Table 7: Effect of the age when hearing loss occurred, on the indicators of objective 
inclusion, with Russian and German respondents, N=110 (column%) 

 Hearing group 
Prelingual 

hearing loss 
Late-deafened 

4-44 
Age-related 
hearing loss 

>=45 
Completed mainstream education 20,0 41,9 60,5 

Oral communication  58,3 90,7 100,0 

Use of hearing aids 58,3 93,0 81,1 

Work corresponds to the 
qualification 

65,0 84,6 88,6 

 

For example, there are only 20% in the group of pre-lingual hearing loss who 
completed mainstream education with a 41.9% share among those who have lost 
hearing at the age of 4-44 years, and less than 60% of respondents with pre-lingual 
hearing loss use speech; among those who lost their hearing later, more than 80% 
rely on speech communication. Only 65% in the group of pre-lingual hearing loss had 
jobs corresponding to their qualifications; in other groups, this indicator exceeds 
84%. The largest share of HA users is in the late-deafened group that lost hearing 
between 4-44 years; in the pre-lingual group, less than 60% of respondents use HA. 
More than 90% of respondents who have lost hearing after the age of three years, 
communicate through speech. 

84.1% of respondents who have hearing parents use speech when communicating; 
among those who were not brought up by hearing parents, this share is 60.0%. 
Having a partner without hearing and disability increase the proportion of 
respondents with children from 73.2% to 92.5%. 

The fact that not all signs of OI correlate with each other indicates the 
multidimensionality of (the level of) inclusion I mentioned in Chapter 1: it is necessary 
to examine the features of inclusion, also separately from each other. 
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There is no correlation of the OI index with age in elderly respondents, but there is a 
significant dependence on sex. The average value of the index for men is 7.22; 
women – 5.84, notably – due to the best indicators from all indicators of OI. There is 
an exception for the factor of parents and use of HA. The gender differences in the 
fact of living together with someone are the strongest – 9.4% of men and 47.3% of 
women live alone. 

The objective features of inclusion among respondents in Germany and Russia have 
qualitative differences. The mean values of the OI index are similar (6.3 and 6.1 
points), but there are differences in the groups of hearing loss, levels of education, 
cohabitation, use of assistive listening devices and HA (table 8). Less significant 
differences can reach 10-15% in the proportion of respondents.  

Table 8. Differences between samples of Russia and Germany on the grounds of 
objective inclusion, Germany (N=43), Russia (N=67) 

 Countries Significance of 
differences between 

countries Germany Russia 
Index of OI - medium 6,30 6,08 0,520 
OI index - median 6,0 6,0 — 
Index OI – Mean Squared 
Error (variation) 1,62 1,72 — 

Postlingual hearing loss,% 86,0% 67,8% 0,210 
0,034* 

Hearing loss at the age 
above 45 37,2% 35,6% 0,225 

0,076 
Completed mainstream 
education 31,8% 56,6% 0,239 

0,009** 
Hearing parents / parent 81,0% 75,3% 0,122 

0,422 
Hearing partner 67,7% 58,9% 0,083 

0,397 
Children 79,1% 89,5% 0,143 

0,119 
Oral communication  97,7% 78,6% 0,266 

0,05* 
Using HA 95,5% 68,9% 0,314 

0,001** 
Work corresponds to the 
qualification 86,8% 76,8% 0,121 

0,211 
 

In connection with the practised ways of communication it is interesting to look at 
this graph where one will see that for Russians the boundary between HoH and deaf 
sign language users is more fluid than in Germany as only Russian respondents 
indicated using both sign language and speech or being rather flexible depending on 
the situation. From the qualitative interviews in Germany, I could also observe the 
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more pronounced boundary between HoH and deaf sign language users within the 
community of people with hearing loss. This difference could probably be explained 
by better access of German people to technical means of rehabilitation, early 
rehabilitation and CI use. 

Fig. 1: Mode of communication by German and Russian respondents  
(Q.14: How do you communicate with people in your social circles? 2014, %) 

Coming back to OI indicators for countries, they do not differ in the forms of 
distributions, their medians and RMS are close.  

Fig. 2: Indicators of objective inclusion for Germany and Russia 
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7.3.4 Indicators of subjective inclusion  

The basis for the analysis of subjective inclusion (SI) was the indicators of questions 
describing the interaction of respondents in different environments, their feelings of 
being included/excluded, participation in informal groups: a greater value of the 
indicator corresponds to greater perception of inclusion by respondents. 

Table No. 9 contains the values of the indicators in the total sample and by country, 
as well as an assessment of the significance of the differences between countries. In 
cells of mean values of indicators, negative signs (<-0.5), negative (-0.5; +1), positive 
(> 1).  

Table 9: Description of subjective inclusion values by country 

 sample Germany, N=43 Russia, N=67 Significan
ce of 

difference
s between 
countries 

Mean Mean Median MSE Mean Median MSE 

17. My hearing loss: 
Puts me 
in an 
awkward 
position 
when 
I meet 
new 
people 

,27 ,29 ,00 1,38 ,24 ,50 1,58 

0,859 

Interferes 
with daily 
life -,47 

 

-,70 

 

-1,00 ,99 -,22 ,00 1,47 

0,121 

Interfere
s with my 
listening 
to the 
radio, 
watching 
TV, 
visiting 
the 
cinema 

-,79 -1,12 -1,00 1,10 -,52 ,00 1,43 

0,045* 
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and 
listening 
to music 

Creates 
difficultie
s in 
communic
ation with 
public 
institution
s 

-,46 -1,00 -1,00 1,08 -,05 ,00 1,43 

0,001** 

Leads to 
the fact 
that I visit 
friends, 
relatives 
less 

,56 ,23 ,00 1,40 ,75 2,00 1,55 

0,037* 

Leads to 
conflict 
with my 
partner 
and 
family 
members 

,23 ,05 ,00 1,22 ,32 ,00 1,62 

0,274 

Average -0,10 -,38 -,50 ,92 ,05 ,17 1,32 0,046* 

18. I can communicate well with:
My 
friends 1,42 ,88 1,00 1,14 ,82 2,00 1,59 0,000** 

Deaf / 
hard of 
hearing 
friends 

,84 ,59 1,00 ,94 1,17 2,00 1,23 

0,424 

Neighbou
rs ,96 ,63 1,00 ,95 ,81 1,00 1,33 0,001** 

Service 
staff ,75 1,05 1,00 ,90 1,66 2,00 ,79 0,218 

Average 1,01 ,78 ,75 ,79 1,15 1,50 ,89 0,015* 

19. Fears
of the 
limitation 
of 

-,01 -,47 -1,00 1,14 ,24 1,00 1,47 
0,01** 
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opportunit
ies 
because of 
hearing 
loss 

20. I feel excluded in the areas of 
Access to 
informati
on 

,99 ,77 1,00 ,72 1,17 1,00 ,82 
0,011* 

Access to 
cultural 
life 

1,21 1,11 1,00 ,72 1,30 1,50 ,79 
0,168 

Sport 1,34 1,20 1,00 ,84 1,45 2,00 ,78 0,117 

Leisure 1,03 ,83 1,00 ,80 1,22 1,00 ,83 0,024* 

Health 1,06 ,90 1,00 ,91 1,15 1,00 ,84 0,169 

Social life, 
communic
ation 

1,16 1,00 1,00 ,78 1,30 1,50 ,78 
0,043* 

Family 1,11 ,70 ,00 ,85 1,39 2,00 ,78 0,000** 

Average 1,16 ,94 1,00 ,57 1,31 1,38 ,58 0,001** 

Average 
for all 

indicators 
0,51 ,42 ,41 ,38 ,63 ,69 ,59 

0,001** 

 
In general, 95% of SI evaluations concentrate in the range (-0.7; +1.7), which 
corresponds to a positive level, and overall the distribution of estimations is shifted 
to positive. Almost all indicators of the Russian respondents' assessments had more 
extensive dispersion than the assessments of the German respondents; to many 
parameters, Russian respondents gave somewhat higher ratings; perhaps they are 
less critical of them. Low scores were given primarily to the objective limitations of 
the respondents – listening, watching TV, communication in public institutions. 
The correlation relationships of the SI variables showed a high degree of correlation 
between the assessments within the questions; it is likely that the respondents rated 
the issue "in general" and assessed accordingly. 
In order to reduce the dimension of subjective inclusion, the indicators studied 
above, were reduced to a smaller number of latent factors-variables that determine 
the respondents' data points, using factor analysis. Factor modeling resulted in five 
factors explaining almost 69% of the total variance: in the table No. 10 it is shown 
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which variables are included in each factor (so-called factor loadings). Factor analysis 
decreases the amount of variables (questions 17, 18, 20) compressing them into a 
few factors. This way, two groups of the inclusion indicators – objective and 
subjective (questions 17-20) are resulting into five factors.  

Table 10: Factor loadings 

Factors 
1 2 3 4 5 

I am in an awkward position 
when I meet new people ,196 ,868 ,159 -,064 ,048 

Hearing loss interferes with 
daily life ,138 ,694 ,173 ,329 ,012 

Hearing loss interferes with 
listening to the radio, 
watching TV, attending 
movies and listening to 
music 

,108 ,090 ,390 ,761 -,075 

Hearing loss creates 
difficulties in public 
institutions 

,159 ,460 ,231 ,676 ,078 

Hearing loss led to the fact 
that I am less likely to visit 
friends, relatives 

-,005 ,477 ,651 ,209 ,193 

Hearing loss leads to 
conflicts with my partner 
and family members  

-,014 ,694 ,216 ,294 ,146 

I can communicate well with 
friends ,121 ,087 ,833 ,139 ,206 

I can communicate well with 
deaf / hard of hearing 
friends 

,005 ,074 ,256 -,121 ,760 

I communicate well with 
neighbors ,177 ,281 ,478 ,435 ,280 

I communicate well with the 
services’ staff ,156 ,198 ,183 ,421 ,544 

I feel limited opportunities 
due to hearing loss ,089 ,363 ,659 ,246 ,146 
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In access to the information ,632 -,262 ,041 ,314 ,265 

In access to cultural life ,849 -,021 ,081 -,131 ,110 

In sport ,570 ,221 -,022 ,451 -,162 

In leisure ,638 ,231 ,027 ,398 ,001 

In health ,535 -,017 ,485 ,029 -,471 

In social life, communication ,807 ,290 ,102 ,032 -,001 

In family life ,559 ,164 ,442 ,212 -,095 

Selection method: Analysis by the principal component method. 
Rotation method: Varimax with Kaiser normalization. 
 
SI factors are numbered 1-5 from the most influential to the least influential. The 
higher the values of the factors for individual respondents or groups, the higher 
ratings were received by the indicators included in it. 
Their interpretation: 
• Factor 1 - access to information in general, inclusion in social and cultural life, 

leisure, communication, i.e., a broad socio-cultural environment of the 
respondent. 

• Factor 2 - daily interactions, including within the family, 
• Factor 3 - ability to communicate with friends and acquaintances, 
• Factor 4 - objective difficulties in communication, 
• Factor 5 - communication with deaf and hard of hearing, with medical staff. It 

reflects access challenges to healthcare (the negative coupling coefficient for this 
variable – the lower the access rating, the higher the value of the factor). 

 
The following significant connections of SI factors (F1-F5) were found with other 
variables: 
• Factor 1 is associated with the status of a disabled person – those who have this 
status have a higher value of F1. 
• Factor 2 has a weak but significant connection with objective inclusion – 
respondents with high values of objective inclusion gave low ratings to everyday 
interactions; probably this is due to the higher intensity of their daily interactions. 
The most reliable connection is F2 with the fact of living with a partner. Qualified 
work had an inverse connection – these respondents gave low values of F2. 
F2 is also associated with dependence on family and friends: the more significant the 
reliance, the lower the value of F2. Respondents with low F2 values indicated that 
they felt fear and contempt on the part of hearing people. 
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• Factor 3 is associated with the age of the respondent (older respondents have low
values of F3) and with the presence of hearing parents – the higher values of F3 is
with those hard of hearing who were raised by hearing parents. It is also connected
with the receipt of a budgetary allowance, with the help of social workers (those who
receive social workers’ help have higher values of F3). The factor is closely related to
the dependency on the environment – family, friends, social workers, neighbors.
Respondents with low F3 values feel fear and compassion towards them. In fact, this
is an indicator of personal subjective helplessness. Factors 3 and 4 are associated with
the country of residence – Russian respondents have higher values of these factors.
• Factor 4 is related to the number of membership groups – the more of them, the
less the value of F4. Respondents with a high value of F4 are relatively independent
of neighbors, strangers and social workers, feel respect or a neutral attitude towards
themselves.

• Factors 4 and five are associated with the concealment of hearing loss – high values
of F4 and F5 correspond to a low degree of being open about one’s hearing loss.

• Factor 5 is related to the state of one’s subjective feeling in an environment of
people with disabilities – respondents with low values of F5 feel well in it. Overall,
factor 5 is a particular one and weakly correlates with other components of inclusion.
German respondents in some cases had a higher value of F5.

In general, there is a weak connection between the objective and subjective 
components of inclusion: they are often linked inversely, i.e., increase of the number 
of contacts leads to more critical assessments of subjective inclusion. Factors have 
no connection with the gender of the respondent and the respondents’ group of 
hearing loss.  

Table 11: Differences in the subjective inclusion factors by country 

Country 
Germany Russia 
average average 

F1 sociocultural environment -,06 ,13 

F2 daily interactions -,06 ,04 

F3 ability to communicate with 
friends and acquaintances -,40 ,32 

F4 objective communication 
difficulties -,31 ,33 
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F5 communication with hard of 
hearing, with medical staff ,15 -,14 

 

German respondents have lower rates of all factors except F5 – communication with 
hard of hearing, with medical staff and overall access to healthcare is more successful 
in their experience.  

7.3.5 Dependence on the environment accordingly to the countries and 
groups of hearing loss 

The table 12 contains the results of conjugation of countries and types of the 
dependence of respondents on their environment, as well as an assessment of the 
significance of the differences. 

Table 12: Dependence on the environment accordingly to the countries and groups 
of hearing loss (DE – Germany, RU – Russia) 

 

Countries Hearing loss groups 

DE RU Correl
ation 

preling
ual 

late-
deafen
ed 4-44 

age-
related 
hearing 

loss 
>=45 

Correlation 

% % 
V 

Krame
r p 

% % % V Kramer 
p 

Depends 
on the 
family 
 

never 19,5 41,7 0,372 
0,007

** 

31,8 30,6 38,2 0,270 
0,098 always 4,9 18,3 22,7 2,8 8,8 

Depends 
on 
friends 
 

never 25,6 62,
0 

0,472 
0,001*

* 

43,8 44,1 51,5 0,317 
0,034* 

always 2,6 8,0 12,5 — 3,0 

Depends 
on social 
workers 
 

never 50,
0 

72,0 0,402 
0,008

** 

60,0 60,6 74,2 0,304 
0,068 

always 2,8 14,0 20,0 3,0 3,2 

Depends 
on the 
neighbor
s 
 

never 30,
6 

66,7 0,429 
0,003

** 

53,3 45,7 58,1 0,256 
0,224 

always 5,6 9,8 20,0 5,7 3,2 

Depends 
on 
strangers 

never 34,3 53,6 0,309 
0,069 

56,2 40,0 51,6 0,144 
0,205 always 2,9 12,5 6,2 5,7 3,2 
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The table has an abridged view of the results: only the extreme answers are 
presented (“never / always”); the communication criteria are calculated for all 
answers, including median gradations. 

Estimates of the dependence on the community are distributed among countries as 
follows: among the Russian respondents there are significantly more of those who 
never rely on others (from 19.5 to 50%, depending on the degree of closeness); the 
shares of fully dependent respondents are small in both samples. In the prelingual 
group, the proportion of respondents dependent on others, is large – 12-21%; in 
other hearing loss groups these shares do not exceed 9%. 

Table No. 13 shows how similar are the types of attitudes towards HoH respondents 
from the side of hearing people: the values of the Spearman rank correlation 
coefficient and its significance are presented in the cells of the correlation matrix 
(only the identified links, there are no links in the empty cells, or they are 
insignificant). In fact, they correspond to only two modes: 1) a combination of fear, 
compassion, patronising attitude, and contempt; 2) willingness to help, respect and 
a normal attitude. This perception is significantly related to the country of residence: 
if we analyze only the positive occurrence of types of attitudes, then the profiles of 
Russian and German respondents are relatively identical: it is indifference, 
willingness to help, respect. The serious statistical differences between countries, 
observed by us in the table, refer more to the forms of distribution of answers than 
to the content. In general, German respondents more often differentiated the 
frequency of occurrence, while Russian respondents gave more concentrated 
answers and neglected gradations "often," "sometimes," and "rarely." This can be 
partially explained by the fact that many Russian respondents were surveyed in the 
centres of the hearing care, after a long hearing loss measurement or talk with a 
specialist/doctor, and were exhausted, as explained before in Chapter 6. 

Table 13: Correlation of the aspects of inclusion: attitudes of hearing society 

Attitudes fear compass
ion 

Patron
ising 
attitud
e 

conte
mpt 

respec
t 

helpfuln
ess 

indiffere
nce 

norm
al 
attitu
de 

fear 

compassi
on 

0,354 
0,002
** 

patronisi
ng 
attitude 

0,417 
0,000
** 

0,615 
0,000*
* 

contempt 0,666 
0,000

0,317 
0,005** 

0,569 
0,000
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** ** 

respect 0,220 
0,056 

0,331 
0,03* 

0,234 
0,039* 

     

helpfulne
ss 

 0,411 
0,000*
* 

0,303 
0,007*
* 

 0,694 
0,000
** 

   

indiffere
nce 

0,516 
0,000
** 

0,294 
0,032* 

0,313 
0,006
** 

0,544 
0,000
** 

0,241 
0,034
* 

   

normal 
attitude 

-
0,323 
0,004
** 

0,009**  -
0,404 
0,000
** 

0,38 
0,035
* 

0,023*   

 
Specificity of perception of the HoH by the society according to different hearing loss 
groups is also not obvious. According to the table number 14, it can be noted that the 
group of prelingual hearing loss often remarked that it faces certain types of 
attitudes, including "always", while those who lost hearing in adulthood, noted more 
often that they had never encountered them – this relates to fear, contempt, 
indifference. 
 
Table 14: The attitude of the hearing society accordingly to countries and hearing 
loss groups (DE – Germany, RU – Russia) 

 

Countries Hearing loss group 
DE RU Correlat

ion 
preling

ual 

late-
deafe
ned 
4-44 

age-
relat

ed 
heari

ng 
loss 

>=45 

Correlat
ion 

% % V 
Kramer 

p 
% % % 

V 
Kramer 

p 
Fear never 41,

9 
80,
0 

0,495 
0,001** 

50,0 54,8 77,8 0,325 
0,055 

always 0,
0 

6,7 14,3 0,0 0,0 

Compas
sion 

never 22,
6 

41,
7 

0,396 
0,015* 

25,0 34,4 38,5 0,256 
0,285 

always 0,
0 

16,
7 

25,0 6,2 0,0 

Patronis
ing 
attitude 

never 34,
4 

65,
9 

0,389 
0,022* 

26,7 59,4 57,7 0,344 
0,027* 

always 0,
0 

4,5 13,3 0,0 0,0 

Contem
pt 

never 67,
7 

77,
8 

0,409 
0,013* 

50,0 73,3 88,9 0,427 
0,000** 

always 0,
0 

15,
6 

21,4 3,3 3,7 
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Respect never 0,
0 

44,
4 

0,589 
0,000** 

20,0 19,4 34,6 0,237 
0,428 

always 9,7 20,
0 

26,7 9,7 11,5 

Helpfuln
ess 

never 2,8 30,
2 

0,527 
0,000** 

15,8 14,7 20,7 0,202 
0,573 

always 11,
1 

28,
3 

21,1 17,6 13,8 

Indiffere
nce 

never 11,
1 

46,
8 

0,455 
0,002** 

25,0 14,7 46,4 0,365 
0,008** 

always 8,3 12,
8 

25,0 2,9 7,1 

Normal 
attitude 

never 0,
0 

17,
9 

0,552 
0,000** 

16,7 5,7 13,9 0,320 
0,02* 

always 23,
1 

58,
9 

27,8 37,1 50,0 

Sense of well-being in society 

People 
avoid 
me 

never 47,
7 

71,
0 0,321 

0,009** 
65,2 43,6 75,7 0,337 

0,001** always — 5,8 8,7 — — 
People 
are 
unfriend
ly 

never 42,
9 

70,
8 0,347 

0,005** 

47,6 48,6 74,3 
0,273 
0,031* always 

— 4,6 4,8 — — 

With 
someone 
else's 
compan
y 

very 
unpleas
ant 

11,
6 1,5 

0,248 
0,078 

— 7,7 5,6 
0,170 
0,453 very 

pleasan
t 

14,
0 8,8 12,5 17,9 8,3 

Being in 
a 
company 

very 
unpleas
ant 

2,3 1,8 
0,166 
0,440 

4,8 2,8 — 
0,141 
0,736 very 

pleasan
t 

30
,2 

21,
8 33,3 25,0 18,8 

With 
people 
with 
disabiliti
es 

very 
unpleas
ant 

2,3 — 
0,291 

0,032* 

4,5 — — 
0,228 
0,138 very 

pleasan
t 

16,
3 6,6 4,5 18,9 2,9 

The table has an abridged view of the results: only extreme answers are presented (“never / 
always”); the communication criteria calculate for all the answers, including the median gradations. 

The same tendencies are observed in the description of behavior in a company of 
others: Russian respondents often noted that they had never encountered avoidance 
or unfriendliness, and German respondents more often expressed their confidence 
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in the companies of other people. Respondents of the prelingual group note more 
often than others that they always faced contempt – 21%, with a share of less than 
4% in other hearing loss groups. Only in the prelingual group category there were 
those who "always" met fear and patronising attitudes, and those who faced 
compassion and contempt much more often than others. In general, assessments by 
the prelingual group are more extreme – they often chose the option "always," while 
the respondents of the late hearing loss group indicated "never." I can assume that 
this could be connected with the level of the speech training and development with 
the prelingual hearing loss group as speech development came later to them and 
they could therefore have an accent or unclear pronunciation – a reaction to this is 
usually distrust and patronising attitude.  

Belonging to associations, mostly informal ones, was another indicator of inclusion. 
The intensity of involvement was evaluated dichotomously – by the presence or 
absence of participation in these types of groups (see table number 15). 

Table 15: Group involvement by country 

 
Countries 

Germany 
% 

Russia 
% 

Correlation 
V Kramer p 

Self-help 
organization 
of the HoH 

47,5% 8,0% 0,450 
0,000** 

Sports 
society 3,2% 4,4% 0,031 

0,789 
Political 
party 6,5% 2,3% 0,105 

0,363 
Club of 
interest 26,5% 13,0% 0,170 

0,128 
Cultural 
club 16,1% 18,4% 0,029 

0,797 
Hobby club 16,7% 6,7% 0,159 

0,169 
Church 
group 16,1% 13,0% 0,043 

0,704 
Another 
self-help 
group 

6,5% 17,4% 0,160 
0,161 

Average 
number of 
participation 
groups per 
person 

1,14 0,62 0,007** 

Median 
number of 
groups per 
person 

1,00 0,00  



266 

Share of 
non-
members 

38,1 65,1 0,000** 

The Russian and German subsamples differed in the proportions of the respondents 
who were not included in any community (38.1% in Germany and 65.1% in Russia), 
the average number of participation groups per person (1.14 in Germany and 0.62 in 
Russia) and (47.5% in Germany and 8.0% in Russia), interest clubs (26.5% in Germany 
and 13.0% in Russia). The higher share of the membership of the self-help HoH 
organisations in Germany is explained by the fact that the respondents were often 
reached through the self-help HoH groups. 

Since the methodology did not contain operational criteria for membership in groups 
(except for political parties where formal membership is usually needed), the results 
reflect, probably, the subjective awareness of respondents of membership in these 
associations and can be considered as another indicator of subjective inclusion. 
Correlation of the number of groups and other inclusion indicators showed the 
following: among Russian respondents, the number of membership groups correlates 
with the index of OI (R Spearman = -0.293, p = 0.020 * and with F4 (communication 
in institutions): R = 0.433, p = 0.017 * German - with an index of OI (R = 0.327, p = 
0.035 *) and F1 (sociocultural environment, R = -0.351, р = 0.06). 

7.3.6 Restricted access to information and various spheres of life 

The table 16 shows the comparison of accessibility estimates by country and the 
significance of their differences. 

Table 16: Estimation of limited access by country 

Limited access to: 
Countries 

Germany Russia Correlation 
% % V Kramer p 

information never 7,1 24,2 0,381 
0,008** seldom 2,4 12,1 

sometimes 40,5 25,8 
often 40,5 18,2 
always 9,5 18,2 

cultural life never 9,3 29,7 0,386 
0,003** seldom 2,3 12,5 

sometimes 18,6 20,3 
often 46,5 17,2 
always 23,3 20,3 

sport never 27,5 53,4 0,358 
0,014* seldom 5,0 13,8 

sometimes 27,5 17,2 
often 22,5 6,9 
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always 17,5 8,6 
leisure never 20,0 40,0 0,370 

0,011* seldom 5,0 16,4 
sometimes 42,5 25,5 
often 30,0 10,9 
always 2,5 7,3 

health never 26,8 26,7 0,009 
0,047* seldom 0,00,0 13,3 

sometimes 46,3 28,3 
often 19,5 15,0 
always 7,3 16,7 

social life never 11,6 31,8 0,380 
0,003** seldom 4,7 18,2 

sometimes 30,2 19,7 
often 34,9 12,1 
always 18,6 18,2 

family life never 20,5 50,8 0,497 
0,000** seldom 0,0 14,8 

sometimes 56,4 18,0 
often 20,5 9,8 
always 2,6 6,6 

 
The data of the table No. 16 continues the already noted trend: the Russian 
respondents were 2-3 times more likely than the German respondents to answer that 
they were not restricted in access to all spheres of public life, which may be due to 
them being less sensitive to these restrictions. There are, however, two painful areas 
for them, where Russian respondents answered "always" more often than Germans 
– access to information and health (18.2% and 16.7% respectively). With the hearing 
loss groups, these variables have no connection. 
Actions of the respondents who faced possible discrimination, are presented in the 
table 17. 
 
Table 17: Actions against discrimination – differences by country (DE – Germany, 
RU – Russia) 

 Countries Hearing loss groups 
DE RU Correlatio

n 
prelingual late-

deafen
ed 4-
44 

age-
relat
ed 
heari
ng 
loss 
>=4
5 

Correl
ation 

% % V Kramer 
p 

% % % V 
Kram
er p 

Complain never 48,1 82,1 0,384 83,3 50,0 76,9 0,278 
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t about 
the 
institution 

always 
7,4 3,6 

0,016* 
5,6 3,6 7,7 

0,193 

Appeal to 
the court 

never 75,0 95,2 0,302 
0,049* 

84,6 87,5 87,0 0,047 
0,992 seldom 16,7 2,4 7,7 8,3 8,7 

Addressin
g to the 
HoH 
organisati
on 

never 20,7 82,1 

0,676 
0,000** 

38,5 44,4 69,6 

0,258 
0,398 

always 

10,3 10,3 7,7 11,1 8,7 

Will not 
waste 
time and 
nerves 

never 32,1 32,0 
0,585 
0,000** 

41,2 18,5 40,7 
0,224 
0,521 

always 
14,3 60,0 29,4 40,7 44,4 

The table has an abridged view of the results: only the extreme answers are 
presented (“never / always”); the connection criteria are calculated for all the 
answers, including the median gradations. 

Russian respondents are more passive in the case of discrimination – more than 80% 
do not intend to go to court, to the organization of/ for people with hearing loss, or 
to file a complaint. 60% of Russian and 14.3% of German respondents will always 
choose not to act. In relation to the hearing loss groups these variables have no 
connection. 

Respondents ranked sources of legal information to which they are ready to apply if 
necessary – Table No. 18 contains averaged ranks and indicators of correlation with 
countries.  

Table 18: Results of ranking sources of legal information by country 

Country 

Germany Russia 
Correlation by 

countries 
average 
grade 

median 
rank 

average 
grade 

median 
rank 

Mann Whitney, p 

I ask organizations of 
people with hearing loss 1,36 1,00 4,00 5,00 

0,001** 

I ask friends to call 
various organizations 1,78 1,00 3,78 4,00 

0,029* 
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I look for relevant 
information on the 
Internet 

1,87 2,00 5,00 4,00 

0,107 

I get information from 
friends  2,15 2,00 2,50 1,00 0,557 

I contact a lawyer 2,89 2,00 6,14 8,00 0,056* 
I go independently to the 
relevant institutions 3,17 3,00 4,60 5,50 

0,024* 

Friends visit relevant 
organizations with me 3,33 4,00 3,33 3,50 

0,895 

I seek information in the 
newspapers 3,91 4,00 2,88 2,50 

0,172 

I buy relevant special 
media / magazines 4,22 4,00 3,88 3,50 

0,316 

I search in the library 4,00 5,00 7,17 8,00 0,152 

Differences in the countries are: the organization of hard of hearing, the most popular 
source in Germany, occupies only the fifth median rank – up to half of Russian 
respondents would apply to it only after 4 more popular sources. Less popular among 
Russian informants is also requesting friends to call various organizations, addressing 
to a lawyer or an independent visit to the institution. The most popular sources of 
information for Russian informants are the help of friends, searching for information 
in the media. Lawyer and library are the least favorite sources of information in 
Russia. 

7.3.7 Use of hearing aids and assistive listening technologies 

The following group of data describes the use of hearing aids by respondents, their 
awareness and satisfaction with the acoustician's service and the procedures of 
obtaining the HA. This set of issues has no connections with hearing loss groups or 
they are insignificant. 

Table 19: Aspects of using hearing aids (HA) by country 

Germany Russia Total 
Correlation 
by hearing 
groups 

% % % V Kramer 
p 

Using HA yes 61,4 59,5 60,2 0,520 
0,000** sometimes 4,5 9,5 7,6 
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with cochlear 
implant 29,5 11,0 

no 4,5 31,1 21,2 
Acoustician’s 
services 

very unsatisfied — 7,4 4,4 
0,324 
0,051* 

not satisfied 16,7 33,3 26,7 
satisfied 58,3 48,1 52,2 
very satisfied 25,0 9,3 15,6 

The process of 
obtaining HA 

very unsatisfied 2,7 15,1 10,0 
0,347 
0,013* 

not satisfied 35,1 50,9 44,4 
satisfied 54,1 22,6 35,6 
very satisfied 8,1 11,3 10,0 

The sufficiency 
of the amount 
of 
compensation 
for the 
purchase of HA 

yes 40,0 9,6 21,8 

0,367 
0,003* 

no 

60,0 88,5 77,0 

The process of 
obtaining 
assistive 
devices for HA 

very unsatisfied 8,1 14,3 9,8 
0,430 
0,024* 

not satisfied 18,9 57,1 29,4 
satisfied 67,6 21,4 54,9 
very satisfied 5,4 7,1 5,9 

The reasons for 
not using CI or 
HA 

don't need 60,0 45,8 47,2 

0,360 
0,229 

FM system or 
induction loop 
is not available 

20,0 8,3 9,4 

sign language 
interpreter is 
not available 

20,0 2,1 3,8 

no palantypists 
in my country — 2,1 1,9 

the state rejects 
my special 
needs 

— 4,2 3,8 

Aspects of using HA have distinct differences across countries, although in general, 
the HA are used by almost the same share of respondents, about 60%. A cochlear 
implant is used by almost 30% of German respondents and 0% of Russian 
respondents. In terms of acoustician’s services for HA and the process of obtaining 
HA and assistive listening devices, Russian respondents are less satisfied than 
German respondents. The differences in the estimation of the adequacy of 
compensations for purchasing HA are very strong: among German respondents, the 
share of those who lack compensation is greater than the share of those who 
consider it sufficient, is 0.6 times higher; and among Russian respondents – 9 times. 
The graph below also illustrates the difference between the estimations of the HA 
coverage with German and Russian respondents. 

Fig. 3: Is there enough compensation for a hearing aid? (by country) 
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(Q. 25. Do you have enough compensation for buying a hearing aid? 2014, %) 
 

 
Inequality can be observed in the workplace with Russian respondents who claim to 
get lower qualification work offer more than German respondents. 

Fig. 4: Difficulties experienced by HoH persons in employment (by country) 

(Q.35. Have you had problems due to hearing loss at the organization where you are 
currently working / worked? 2014, %) 

 

The table 20 shows the differences in the shares of respondents using certain 
technologies by country and the significance of these differences. Russian 
respondents are generally less informed about these technologies and use them 
more rarely: the difference in light or vibration devices is particularly strong, and 
Russian respondents did not use part of the technology at all (induction loops, FM 
systems, infra-red systems, palantype service). Lack of knowledge of the assistive 
listening devices by Russian respondents is catastrophic which is also shown by 
qualitative interviews. 
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Table 20: Knowledge and use of assistive listening technologies 

Know Don’t know Use Correlation 
by hearing 
groups Germany Russia Germany Russia Germany Russia 

% % % % % % V Kramer, 
р 

Hearings aids 
or CI 100,0 68,7 — 14,9 100,0 16,4 0,814 

0,000** 
Induction 
loops 47,4 14,6 18,4 85,4 34,2 — 0,693 

0,000** 
FM systems 29,7 13,0 40,5 87,0 29,7 — 0,528 

0,000** 
Infra-red 
systems 48,6 16,3 34,3 83,7 17,1 — 0,528 

0,000** 
Light- or 
vibration 
devices 

38,1 50,0 9,5 39,7 52,4 10,3 0,493 
0,000** 

Palantype 
service 62,5 15,2 34,4 84,8 3,1 — 0,520 

0,000* 
Sign language 
interpretation 63,3 65,5 33,3 29,1 3,3 5,5 0,061 

0,855 
Note-takers 43,3 29,3 50,0 68,3 6,7 2,4 0,194 

0,264 
Lip-readers 43,3 17,8 53,3 77,8 3,3 4,4 0,279 

0,054* 
Relay service 58,1 37,5 35,5 56,2 6,5 6,2 0,209 

0,179 

Below are the graphs representing the disparity between the use and knowledge of 
the assistive listening technologies, services and devices in Germany and Russia in 
the sub-groups: 
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Fig. 5: The actual use of assistive listening technologies (by country) 
(Q.40.2. What assistive listening technologies do you use? 2014, %) 

 
 
Fig. 6: Knowledge of assistive listening technologies (by country) 
(Q.40.1. What assistive listening technologies do you know? 2014, %) 

 

 

7.3.8 Comparison of young and elderly respondents (Germany)  

Next, groups of young and elderly respondents are compared. Since the method of 
surveying young respondents had very small intersections with the method of 
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surveying of the elderly informants (socio-demographic signs, use of HA and speech, 
membership groups), the comparison was based on these variables. 

A set of dichotomous markers-signs of objective inclusion for comparison of these 
groups included eight variables, since there were no data on hearing parents in the 
youth database. Accordingly, the total index of the OI for comparison has a range of 
0-8 points. OI values are defined for respondents over 18 years of age since many of
the criteria are related.

Fig. 7: Index of objective inclusion of young and senior respondent groups 

            Young respondents     Senior respondents 

Fr
eq

ue
nc
y 

N=126 

Mean=3,98 

Standard 
deviation=1,196 

Fr
eq

ue
nc
y 

N=43 

Mean=5,49 

Standard 
deviation=1,533 

Index of Objective Inclusion (0-8) Index of Objective Inclusion (0-8) 

A comparison of the OI indicators and the average values of the OI index can be 
seen in the table 22.  

Among young respondents, the share of those who received mainstream education 
is higher (57.7%, whereas it is 32.6% for elderly respondents), almost 20% more than 
those who live together with someone. Older respondents have more than those 
who have a hearing marital partner. The remaining signs are due to objective age 
differences (the presence of children, postlingual hearing loss) and are invalid for 
comparison, or the relationship of symptoms with age is absent. 

Table 21. Differences between samples of Russia and Germany on the grounds of 
objective inclusion 

Young Senior the significance of 
differences between 

the samples % of sample % of 
sample 

Postlingual hearing 
loss 34,9 85,7 0,440 

0,000** 
Completed 
mainstream 57,7 32,6 0,229 

0,006** 
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education 
(for young people - 
secondary school) 11,9 66,7 0,517 

0,000** 
Hearing partner 62,7 45,2 0,153 

0,047* 
Cohabitation with a 
partner 10,3 78,6 0,663 

0,000** 
Having children 95,2 97,6 0,052 

0,504 
Communication with 
speech 97,6 95,3 0,058 

0,448 
Work is accordingly 
with qualification 79,7 86,5 0,087 

0,394 
Index OI - medium 3,98 5,49 0,000** 
Index OI - median 4,00 5,00  
Index OI – Mean 
Squared Error 
(variation) 

1,20 1,53  

 

The indicator of belonging to the associations is quite homogeneous in both age 
groups (see table 23): significant differences concern only participation in sports 
societies (49.5% of youth and 6.7% of mature respondents). The sample also shows 
significant differences in the shares of the members of the HoH organisations and 
clubs by interests, but they are on the border of statistical significance and can be 
extended to the general population with an error probability of up to 10%.  

 
Table 22: Membership in interest groups by young and senior age groups: 

 Young Senior the 
significance 

of differences 
between the 

samples 

% of 
sample 

% of 
sample 

Self-help HoH 
organization 30,6 46,2 0,085 

Sports society 49,5 6,7 0,000** 
Political party 5,6 6,7 0,833 
Interest club 40,4 24,2 0,096 
Cultural club 5,6 13,3 0,161 
Hobby club 18,7 13,8 0,546 
Church group 10,0 16,7 0,325 
Another self-help 
group 8,8 6,7 0,714 

The proportion 
of non-members 
in any group 

17,2 27,5 0,641 

Average number 
of participation 
groups per 

1,61 1,37 0,354 
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person 
Median number 
of groups per 
person 

1,00 1,00 — 

7.4 Conclusions 

In addition to the comparisons above, and regardless of the serious socio-economic 
differences between the two countries and divergent pathways of social and 
disability policy, there are often shared issues, especially with regard the use of 
hearing aids and accessibility. These include the price of hearing aids, the use of lower 
quality hearing aids (gain input etc.) in the situation of a limited choice and economic 
ability. Such services appear to be influenced by prevailing application of medical 
assessment and limited budgetary capacities of the national economies.  

Given respondents’ data, the following suggestions are suitable for the redrawing of 
technical means of rehabilitation (TMR) regulations in the Russian Federation and 
Germany:  

o The level of hearing and speech development, the level of socialization (to
avoid prescription of expensive TMR that a totally deaf person can not use);

o Type of employment, professional qualifications, need of professional and
social rehabilitation;

o Education in the mainstream or specialized school;

o Age;

o The presence of concomitant illnesses or another disability (Chupina, 2011)

In Russia, a clearer elaboration of the needs for TMR for HoH people, taking into 
account the above criteria, would help, as well as the existence of regulations on free 
access to information and communication for people with hearing, vision, and other 
impairments. Such guidelines should not be top-down decisions and should be 
developed with the input of the organizations of persons with disabilities in the spirit 
of the declared consultations in the Law 181-FZ and of the UN CRPD. For both 
countries, it is necessary to develop a robust and deep approach to TMR and TMR 
compensation that takes into account the needs of users. Carrying out research 
programs to explore the requirements of deaf and hard of hearing people as a diverse 
set of groups would be helpful. 

Three main lines emerge with regards access to technical aids, and these are relevant 
to policy development: 

i. New legislation to improve funding of assistive technology for the disabled
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ii. New legislation to make public procurement purchases of goods and services 
more accessible. This would also contribute to work towards standardisation in 
how things can be made accessible (i.e. Universal Design). 

iii. Anti-discrimination legislation to secure the rights of people with disabilities, in 
particular with regards goods and services (Stack, Zarate and Pastor, 2009) 

The key policy areas to be dealt with include (re)-training of health, social and 
education staff, introducing standards for compatibility and norms (e.g. quotas for 
subtitles), as well as introducing public contracts for media and ICT (public 
procurement). Better networking among institutions and a more transparent laws on 
the responsibilities the cost carriers would also be benefical. 

Generally, for both countries the following overarching recommendations could be 
made: 

1. Focus of government programs for the integration/inclusion of people with 
disabilities should be directed towards the needs of disabled people, rather than 
the existing separate areas of policy intervention for persons with disabilities 
(health, social protection, education, etc.).   

2. Clearly developed inter-sectoral collaboration between different sectors 
(education, health, social protection, employment, youth, culture, etc.) and a 
common understanding of the needs of people with hearing impairments by 
these sectors is essential. Clear perspective on the problems of hard of hearing 
persons will develop effective and consistent, collaborative cross-sectoral 
strategies for social inclusion of people with hearing impairments. 

3. Individual approach to each person with hearing loss – both hard of hearing 
relying primarily on oral communication, and HoH relying on sign language – that 
takes into account personal abilities of a person with hearing loss and social 
factors affecting his/her activity and inclusion in society, is needed. 

4. A multi-tiered mechanism of social inclusion is needed. Twin track approach 
combining disability-specific policies and initiatives and disability inclusive 
policies and initiatives is needed in Germany and Russia, including concerted 
approach in the field of both rehabilitation policies and anti-discrimination 
policies.  

5. Increased awareness of the attitudinal barriers towards persons with hearing loss 
should be the basis for inclusive attitudes towards HoH persons and the starting 
point for social acceptance and inclusion of HoH persons into the society at large.   
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CHAPTER 8: Conclusions 

Results of the surveys in Europe and qualitative interviews in Germany show that 
being hard of hearing is an extremely intense and complex experience. HoH 
constantly have to prove, on the one hand, their disability to the others, and explain 
the impairment effects; on the other hand, to prove their working capacity. Definition 
(or lack of a definition) of hearing loss affects the support to, rights, status, social 
mobility and position of HoH people in the society. The major problem is the lack of 
awareness about the needs of HoH people on many levels. 

The research findings indicate a variety of attitudinal, institutional, structural and 
personal barriers in relation to the inclusion of hard of hearing people in both 
countries. It showed the objective and subjective needs of the HoH people from the 
perspective of policies and non-disabled individuals. There can be a lot of disparities 
in the ways HoH people choose to represent themselves or identify themselves: as 
an example, Russian HoH respondents' self-perception ranges from the dependency 
mentalities to the HoH people with active life position who strive for belonging to the 
“hearing” society.  

In Russia, the main challenges to inclusion of HoH people can be identified: 

i. lack of access to necessary information for HoH (on rehabilitation, participation
opportunities, legislation changes)

ii. lack of social awareness of hearing loss and its implications, which leads to the
needs of HoH being collated or confused with the needs of the deaf sign language
users

iii. lack of systemic support

iv. medical rehabilitation is at the forefront while the role and place of rehabilitation
by means of education is not yet widely understood or accepted

v. fragmented rehabilitation measures

vi. constraints in access to technical means of rehabilitation

Today Russia finds itself in the process of the formation of the most suitable and 
relevant model of policy in the field of disability. It is extremely difficult to adapt the 
models of social policy specifically to the socio-cultural conditions and economic 
model of Russia, given the difference in the economic model of the Russian 
Federation and Germany (socially oriented market versus oligarch state capitalism, 
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the difference in social models, politics and the hybrid nature of the Russian social 
policy model, the recession, the economic, institutional and technological lagging of 
the Russian Federation, as well as lack of stable legislation in Russia, which impedes 
the building of a long-term strategic approach towards the concept of policies for 
people with disabilities. In this respect, UN CRPD provides the key strategic guideline 
for policies regarding people with disabilities both in Russia and in Germany. One can 
observe the transformation of the paternalistic model of Russia in favor of 
conservative and liberal types of social policy, borrowing both from conservative and 
liberal types. At the same time, Russian society is characterized by paternalistic 
expectations of its citizens from social policy. In Russia the HoH people, by and large, 
are not ready to be active actors of their own lives or self-advocates, not to speak of 
being advocates for the disability rights in general. In Germany, the self-awareness of 
the HoH people is increased. Residents of Germany have more specific ideas about 
what is included in social security in their country, the recipients of which services 
and from what sources they may be, what are the resources of the status of the 
disabled person; they are more self-aware and critical to the developments and their 
circumstances as HoH people. However, in both countries the HoH still spend a lot of 
energy and efforts to manage their lives, which leaves less space for active civil 
involvement. 
 
Transition of Russia from socialist to the market structure was not accompanied by 
the development of a strong civil society where citizens become subjects of social 
policy. Contrary to Germany where principle of subsidiarity, as discussed previously, 
and citizen’s activity have been a tradition. In this context, it is very important for 
Russia to develop civil society and civic consciousness. Decentralization as a 
redistribution of social responsibility between different levels of state authorities and 
local self-government is needed as well. As I argued in Chapter 3, subsidiarity could 
also be better realised in Russia. 
In general, a successful social policy aimed at overcoming the social exclusion of 
certain groups of the population is increasingly associated with actions at the local 
level. According to Rose, there is the emergence of a whole range of techniques of 
managerial decisions that involve management not by the whole of society, but by 
local communities. It is they who, under the new social conditions, become the 
territories of administration, individual and collective existence (Rose, 1997). 
There are a lot of examples of good practices of rehabilitation as well as equality 
projects work (NGO work, state and business programmes) borrowed from the 
“West” and Germany, but they are still rather fragmented and do not remove the 
main drawback – the incompleteness and simplicity of adaptation of foreign 
experience to Russian conditions, which negatively affects the guidelines of social 
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policy of the federal and regional authorities.  
In the appendixes, one can find the recommendations I prepared for Russia as the 
sum of my international activities and advocacy efforts and also a part of this research 
work. Part of the recommendations from 2014 were already put into practice thanks 
to the NGO advocacy. 
For both countries, the problem of the rhetoric of declared inclusion, including 
institutional inclusion, clashes with the reality of the exclusion of HoH in daily activity. 
In both countries, there is a challenge of «forced inclusion» without sufficient 
preparation of both the including and the receiving sides which could be equaled to 
discrimination. Marginalisation still remains a risk for the HoH in both countries e.g. 
in the situations when after the vocational training programmes and higher 
education the HoH youth still can't find their place on the market. 
On the basis of the empirical evidence, it can be stated that in daily life, more 
integration is achieved rather than full inclusion. 

The key conditions and factors for the successful inclusion and integration of the HoH 
children and youth are: an individual approach (case by case as in employment 
accessibility in Germany), early rehabilitation (including access to modern assistive 
listening technologies, access to individually fitted qualiy hearing aids and cochlear 
implantation with consecutive rehabilitation course), psychological support (by 
friends, family or specialists), professional education and access to employment. 
Positive self-esteem, self-awareness and determination of the HoH person herself are 
also a decisive factor. The systemic training of human resources is needed, further 
development of the cooperation with the non-governmental organisations, 
overcoming of the dependency mentality of the hard of hearing people, development 
of the social services support (assistance in professional rehabilitation, employment, 
legal consultation and issue of the documents, integrated education and complex 
rehabilitation support of the educational process, accessibility support.  On the policy 
level, the following steps can be taken: 

• There is a need to establish a mechanism, when the laws enacted pursuant to
the program acts can not be approved until the state does not prove real
financial capacity to execute them.

• To increase funding for "active" policies (training, etc.) and emphasizing the
rehabilitation measures.

• To strengthen efforts to attract extra budgetary funding in relation to people
with disabilities.
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• The objectives of social policy for the disabled, despite its specificity, must be 
considered together and not in isolation from the overall context of social 
policy.  

• To include the definition of reasonable accommodation and that its denial is 
a form of discrimination; 

• To put hearing loss on the political agenda and incorporate it in population 
surveys in Europe and Russia – for the statistics to serve as a basis for 
development of evidence-informed policies to improve quality of hearing care 

• To develop effective state-funded reimbursement systems for assistive 
listening technologies and hearing devices, based on person-centered 
approach, ensuring freedom of choice and cost not being a barrier for hard of 
hearing people, especially in the age of transition  

• To increase awareness of hearing loss as a cause of social isolation and 
depression 

• Following the UN CRPD Art 25 (b), to implement the professional hearing care 
standards (EN-15927) (early diagnosis, rehabilitation, service and 
maintenance) 

• To conduct research on hearing loss (including research on prevention and 
rehabilitation) – for better understanding of its social and economic impact 
and improving quality of life for people with hearing loss” (Chupina, 2017), as 
well as to develop a conceptual framework of stigma of hearing loss since it 
hasn't been fully addressed while it could contribute a lot to the 
understanding of how to tackle the outcomes of hearing loss. 
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Appendix 1 

Questionnaire for young HoH people: Germany 

PERSÖNLICHER	FRAGEBOGEN	

PERSÖNLICHE	INFORMATIONEN	

Ihr Land                                     2. Ihre Stadt und Ihr Land
Bitte schreiben Sie hier: Bitte schreiben Sie hier: 

3. Wie alt sind Sie?
Bitte geben Sie Ihr Alter an: 

4. Geschlecht
Männlich 1 
Weiblich 2 

5. Familienstand
Alleinstehende/r 1 Go to 7 
Verheiratet oder mit Partner lebend 2 Go to 6 
Geschieden 3 Go to 7 
Witwe/Witwer 4 Go to 7 

6. Ist Ihr Partner
Eine schwerhörige Person 1 
Eine Person mit einer anderen Behinderung 2 
Eine Person ohne Behinderung 3 

7. Wie viele Kinder haben Sie?
Ich habe keine Kinder 
Schreiben Sie bitte die Anzahl von Kindern, wenn Sie Kinder haben 

8. Welche der folgenden Aussagen beschreibt am besten den Haushalt, in dem Sie
im Moment leben?

Mit Ihren Eltern oder den Eltern Ihres Mannes/Ihrer Frau 1 
Mit Ihrer Frau/Ihrem Mann/Partner und/oder Kindern 2 
Ich lebe allein 3 

9. Wo leben Sie?
Ich lebe getrennt von den Eltern in der Wohnung, die meinen 
Eltern gehört 1 

Ich lebe in einer Wohnung mit meinen Eltern 2 
Ich lebe in einer vermieteten Wohnung/Zimmer als Mieter 3 
Ich lebe in einer Wohnung, die ich vom Staat bekommen habe 
(Sozialwohnung) 4 

Ich lebe in meiner eigenen Wohnung 5 
Ich lebe auf dem Campus 6 
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HÖRVERLUST UND KOMMUNIKATION 
 
10. Sie tragen Ihr Hörgerät auf: 

dem linken Ohr 1 
dem rechten Ohr 2 
beiden Ohren 3 
Ich verwende kein Hörgerät 4 
Ich verwende ein (zwei) Cochlea-
Implantat(e) 

5 

 
 
11. Wie kommunizieren Sie meistens mit den Leuten um sich herum?  

Nur lautsprachlich 1 
Durch lautbegleitende Gebärden (LBG) 
(Kombination aus Lautsprache und 
Gebärdensprache) 

2 

Nur in Gebärdensprache 3 
Abhängig von der Situation: 
lautsprachlich oder gebärdend   

4 

 
 
12. Haben Sie Ihre Behinderung von Geburt an (oder nicht?) 

Von Geburt an (angeboren) 1 
Nicht von Geburt an. (nicht angeboren) 2 

 
13. Ist Ihre Hörschwäche schnell/diagnostiziert erkannt worden? 

Ja 1 
Nein 2 
Weiß nicht 3 

 
14. Haben Sie einen offiziellen Behindertenstatus? 

Ja 1 
Nein 2 
Weiß nicht 3 

 
 
AUSBILDUNGSERFAHRUNGEN 
 
15. Wie ist das Niveau Ihrer Ausbildung? (nur eine Antwort) 

Geben Sie bitte Ihre gegenwärtige Ausbildung an: a) 
Grundschule/Hauptschule/Realschule/Gymnasium/ 
Studium 

 

 
16. Als Sie Ihre Ausbildung beendeten, was waren die Gründe dafür? (wählen Sie 
drei Gründe) 
(drei Antworten maximal) 

Sie wollten einen Job  bekommen 1 
Sie mussten einen Job  bekommen 2 
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Ich wollte meine Ausbildung fortsetzen, aber die 
Schule war für meine Hörbehinderung nicht 
ausgebildet/ ausgestattet 

3 

Ich hatte keine finanziellen Mittel für eine weitere 
Fortbildung 4 

Familiäre Gründe 5 
Gesundheitsgründe, unabhängig von meiner 
Hörschwäche 6 

Ich sah keinen Sinn in einer Fortbildung oder 
Weiterbildung 7 

Andere 8 

17. Sind Sie zur Schule gegangen?
(nur eine Antwort)

Regelmäßig 1 
Nicht regelmäßig 2 
Hausschule 3 

18. War Ihre Schule eine:
(nur eine Antwort)

Öffentliche/staatliche Schule (Regelschule) 1 
Öffentliche/staatliche Schule speziell für Schwerhörige 2 
Privatschule (Regelschule) 3 
Privatschule (spezialisiert auf Schwerhörige) 4 

19. Wer unterstützte Ihre Ausbildung?
(Sie können mehr als eine Antwort wählen)

Die Regierung Ihres Landes 1 
Die Regierung eines anderen Landes 2 
Internationale NGO 3 
Lokale NGO 4 
Lokaler Arbeitgeber 5 
Internationaler Arbeitgeber 6 
Ich erhielt keine Förderung während meiner Ausbildung 7 

20. Welche Erfahrungen machten Sie während Ihrer Ausbildung in Bezug auf:
(schreiben Sie bitte eine Antwort für jede Linie)

Positi
ve 

Weder 
positiv
e noch 
negativ
e 

Sowohl positive 
als auch 
negative 
Erfahrungen 

Negative 

Q20.1 Meinung von 
Studenten/Lehrer/
Professoren  

1 2 3 4 

Q20.2 Meinung von 
Studenten, die nicht 
schwerhörig sind 

1 2 3 4 

Q20.3 Meinung vom  
Verwaltungsperson
al 

1 2 3 4 
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Q20.4 Praktischer 
Erfahrungsschatz, 
der für normal 
hörende Studenten 
zugänglich ist 

1 2 3 4 

 
21. Inwieweit passten die Lehrer/Dozenten ihre Vorträge Ihren Bedürfnissen an:   
(schreiben Sie  Ihre Antwort für jede Linie)  

  Immer  Häufig Manchmal  Selten Nie  
Q21.1 Wiederholung der 

Fragen, Antworten 
und wichtiger Teile 
von Vorträgen 

1 2 3 4 5 

Q21.2 Anpassung der 
Kommunikation, so 
dass der 
Hörgeschädigte dem 
Vortrag qualitativ 
folgen kann 

1 2 3 4 5 

Q21.3 Offen für zusätzliche 
Beratungen zusätzlich 
zu regelmäßigen 
Vorträgen 

1 2 3 4 5 

 
22. Hatten Sie Zugang zu technischen Hörhilfen in Ihrer Schule während Ihrer 
Ausbildung?  
(nur eine Antwort)  

Immer  1 
Häufig 2 
Manchmal  3 
Selten  4 
Nie 5 

 
23. Welche Ausrüstung verwendeten Sie während der Ausbildung?  
(Sie können mehr als eine Antwort wählen)  

Nichts 1 
Hörgeräte, CI(s) 2 
Induktionssysteme/FM-Anlagen 3 
Schriftmittler196 4 
Gebärdensprachdolmetscher (LBG/DGS) 5 
(gut hörende) Mitschreibkräfte197 6 
Etwas anderes  7 

 
24. Wenn Sie keine Hörhilfen/Zubehör verwendeten: Was war der Grund hierfür? 
(nur eine Antwort) 

 
196 Hiermit sind professionell ausgebildete Schriftmittler gemeint, die mit einer speziellen 
Tastatur oder dem Laptop mitschreiben. 

197 Das können gut hörende Teilnehmer an Veranstaltungen sein, die für einen mitschreiben 
(an der Universität häufig in Kombination mit Gebärdendolmetschern. 
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Ich brauche nichts 1 
FM-Anlage/Induktionsschleife funktionierte nicht oder war nicht 
vorhanden 2 

Keine Zugänglichkeit zu 
Gebärdensprachdolmetschern/Schriftmittlern 3 

Keine Zugänglichkeit zu Mitschreibkräften 4 

25. Inwieweit waren Sie mit den Möglichkeiten zufrieden, Vorträgen während Ihrer
Ausbildung akustisch folgen zu können?  Markieren Sie Ihre Einschätzung auf der
Skala von 1 bis 5 (1 = völlig unzufrieden und 5 = völlig zufrieden) (nur eine Antwort)

1 2 3 4 5 

26. Was bewegte Sie dazu die Schule zu wählen, die Sie besuchten oder noch
besuchen? (nur eine Antwort)

Familientradition 1 
Positive Erfahrungen der schwerhörigen Personen mit dieser 
Einrichtung 2 

Bessere Chancen auf eine Arbeitsstelle nach dem Vollenden der 
Schulzeit   4 

Ich habe diese Schule immer  besuchen wollen 5 

27. Was sind Ihrer Meinung nach die entscheidenden Änderungen, die durchgesetzt
werden müssen, um die Situation Schwerhöriger  in/während der Ausbildung zu
verbessern?  (zwei Antworten meist)

Änderung der Lehrpläne und deren Anpassung an Schwerhörige 1 
(bessere) Ausbildung des Lehrpersonals 2 
Das Einführen eines Grundsatzes, dass nur selbst schwerhörige 
Lehrer Dozenten/Lehrer für Hörgeschädigte sein dürfen 3 

Die Verstärkung von Aktivismus von schwerhörigen Personen 4 
Positive Änderung der Einstellung der schwerhörigen Personen zur 
Ausbildung 5 

ARBEITSERFAHRUNGEN 
28. Was ist Ihr Beruf?
Schreiben Sie  Ihren Beruf bitte auf:

29. Wie ist Ihr Arbeitsstatus? (nur eine Antwort)
Dauerhafte Arbeit, gemeldet Go to Q30 
Dauerhafte Arbeit, nicht gemeldet Go to Q30 
Selbstständig, Inhaber eines Geschäfts Go to Q30 
Arbeitslos, beim Arbeitsamt gemeldet Go to Q38 
Arbeitslos, nicht beim Arbeitsamt gemeldet Go to Q38 
Hausfrau Go to Q38 
Rentner Go to Q38 
Student Go to Q38 

30. Ihr Job ist:
(nur eine Antwort)

Vollzeit 1 
Teilzeit 2 



 
 

347 

31. Ihr Job ist:  
(nur eine Antwort) 

für Ihre Qualifikation angemessen 1 
unter Ihrer Qualifikation 2 
über Ihrer Qualifikation 3 

 
32. Wie viele Jobs haben Sie bis jetzt gehabt? 
(nur eine Antwort) 

1 2 3 4 5 5 oder mehr 
 
33. Wie haben Sie Ihren gegenwärtigen Job bekommen? 
(nur eine Antwort) 

Durch das Stellenvermittlungsbüro, 
Arbeitsamt 

1 

Durch Empfehlung 2 
Durch eine Anzeige in der Zeitung 3 
Bin in der selben Firma befördert worden 4 

 
34. War Ihr Arbeitgeber zum Zeitpunkt Ihrer Einstellung gesetzlich verpflichtet, 
eine Person mit einer Behinderung zu beschäftigen? 
 (nur eine Antwort) 

Ja 1 
Nein 2 
Ich weiß nicht 3 

 
35. In Ihrer derzeitigen Firma sind/werden Sie  oder wurden Sie wegen Ihrer 
Hörschwäche 
 (schreiben Sie in Ihrer Antwort für jede Linie) 

  Ja Nein 
Q35.1 Geringer bezahlt  1 2 
Q35.2 Gab/gibt es Missverständnisse und Konflikte 

mit Ihrem Arbeitgeber 
1 2 

Q35.3 Gab/gibt es Missverständnissen und 
Konflikten mit Ihren Kollegen 

1 2 

Q35.4 bekamen Sie einen Job unpassend zu Ihren 
Qualifikationen 

1 2 

 
 
36. Arbeiten Sie im:  
(nur eine Antwort) 

privaten Sektor (Wirtschaftsbereich der 
privaten Haushalte, Organisationen ohne 
Erwerbszweck und private Unternehmen) 

1 

öffentlichen/staatlichen Sektor (Bund 
(einschließlich Sondervermögen), Länder, 
Gemeinden und Gemeindeverbände 
(einschließlich deren Einrichtungen wie 
Krankenhäuser) sowie die Haushalte der 
Sozialversicherungsträger (z. B. gesetzliche 
Krankenkassen oder 
Rentenversicherungsträger)) 

2 

Dritter Sektor/Nonprofit-Sektor (soziale 3 
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Bereichen wie Selbsthilfe- und 
selbstorganisierten Gruppen; Unternehmen, 
deren hauptsächliches wirtschaftliches Ziel 
nicht die Gewinnerzielung, sondern die 
Erbringung einer Leistung (z.B. Angebot von 
Waren aus der Dritten Welt), die 
Beschäftigung von ansonsten Arbeitslosen 
(z.B. Beschäftigungsgesellschaften) etc. ist) 

37. Ist die Firma, für die Sie arbeiten, ein soziales Unternehmen, welches Personen
mit Körperbehinderungen ausbildet oder beschäftigt?

Ja 1 
Nein 2 

38. Ihrer Meinung nach haben Schwerhörige bei der Jobsuche:
(nur eine Antwort)

dieselben Chancen wie Personen ohne Behinderungen 1 
Von Anfang an kleinere Chancen. 2 
Von Anfang an größere Chancen. 3 

39. Wenn wir über Arbeitssachkenntnisse sprechen, sollten die Schwerhörige in der
Gruppe der Behinderten geführt werden?
(nur eine Antwort)

Ja, weil Schwerhörige geringere Arbeitssachkenntnisse haben 1 

Ja, weil schwerhörige Personen nur innerhalb der 
Arbeitsprogramme für behinderte Menschen beschäftigt werden 
können 

2 

Nein, weil die schwerhörigen Personen alle Jobs (mit einigen 
Ausnahmen)  durchführen können 3 

Nein, denn wenn Arbeitgeber behinderte Personen anstellen, 
stellen sie meistens Personen mit Schwerhörigkeit ein. 4 

40. Inwieweit sind Sie vertraut mit: (schreiben Sie Ihre Antwort für jede Linie)

  Sehr 
vertraut 

Vertrau
t 

Durchsch
nittlich 
vertraut 

Frem
d Sehr fremd 

Q40.1 Gesetzen in Zusammenhang 
mit der Beschäftigung 
schwerhöriger Menschen 

1 2 3 4 5 

Q40.
2 

Arbeit von Einrichtungen, die 
verantwortlich für die 
Berufsrehabilitation 
Schwerhöriger sind 

1 2 3 4 5 

Q40.
3 

Möglichkeiten der 
Umschulung und zusätzlichen 
Fortbildung 

1 2 3 4 5 

Q40.
4 

Arbeit des NGO, die sich mit 
den Problemen der 
schwerhörigen Personen 
befasst 

1 2 3 4 5 
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Q40.
5 

Arbeit der 
Schwerhörigenverbände 1 2 3 4 5 

KENNTNISSE VON RECHTEN UND DEREN SCHUTZ 

41. Sind Sie jemals von einigen der folgenden Rechte beraubt worden, weil Sie eine
schwerhörige Person sind?
(schreiben Sie in Ihrer Antwort für jede Linie)

Ja Nein weiß 
ich 
nicht 

Q41.1 Recht auf Ausbildung 1 2 3 
Q41.2 Recht auf Arbeit und freie Stellenwahl 1 2 3 
Q41.3 Gleichheit vor dem Gesetz 1 2 3 
Q41.4 Recht der ungehinderten Bewegungsfreiheit 1 2 3 
Q41.5 Meinungsfreiheit und Religionsfreiheit 1 2 3 
Q41.6 Recht auf das Herstellen von (Interessens-

)Vereinigungen 
1 2 3 

Q41.7 Recht zu politischem Aktivismus 1 2 3 
Q41.8 Recht auf Gesundheitsfürsorge 1 2 3 
Q41.9 Behindertenrecht/Gleichberechtigung aus 

Sicht der Behinderung 
1 2 3 

42. Nach Ihrer Meinung, sind die schwerhörigen Personen mit den folgenden
Rechten vertraut genug?
(schreiben Sie  Ihre Antwort für jede Linie)

Ja Nein Weiß 
ich 
nicht 

Q42.1 Recht auf Ausbildung 1 2 3 
Q42.2 Recht auf Arbeit und freie Stellenwahl 1 2 3 
Q42.3 Gleichheit vor dem Gesetz 1 2 3 
Q42.4 Recht der ungehinderten 

Bewegungsfreiheit 
1 2 3 

Q42.5 Meinungsfreiheit und Religionsfreiheit 1 2 3 
Q42.6 Recht auf das Herstellen von (Interessens-

)Vereinigungen 
1 2 3 

Q42.7 Recht zu politischem Aktivismus 1 2 3 
Q42.8 Recht auf Gesundheitsfürsorge 1 2 3 
Q42.9 Behindertenrecht/Gleichberechtigung aus 

Sicht der Behinderung 
1 2 3 

43. Wer sollte sich Ihrer Meinung nach am stärksten mit dem Einführen der Rechte
für die schwerhörigen Personen befassen?
(nur eine Antwort)

Der Staat durch die zuständigen Ministerien 1 
NGO, die sich mit den Rechten von Personen mit 
Körperbehinderungen befasst 

2 

Schwerhörigenverbände 3 
Schulen innerhalb ihrer Lehrpläne 4 
Ich weiß nicht 5 
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44. Wer sollte sich Ihrer Meinung am meisten mit dem Schutz der Menschenrechte
der schwerhörigen Person befassen?
(nur eine Antwort)

Der Staat durch die zuständigen Ministerien 1 
NGO, die sich mit den Rechten von Personen mit 
Körperbehinderungen befasst 

2 

Schwerhörigenverbände 3 
Jeder sollte seine eigenen Rechte selbst schützen 4 
Ich weiß nicht 5 

GESELLSCHAFTLICHE MEINUNGEN UND TEILNAHME DER 
SCHWERHÖRIGEN 

45. Wie schätzen Sie die Meinung der lokalen Gemeinschaft zu den schwerhörigen
Personen ein:
Auf der Skala von 1= völlig negativ zu 5 = völlig positiv
(nur eine Antwort)

1 2 3 4 5 

46. Was sind Ihrer Meinung nach die drei größten Probleme schwerhöriger
Menschen in Ihrem Land?
(drei Antworten höchstens)

Kein Zugang zu Beschäftigung 1 
Unzugängliches Ausbildungssystem 2 
Mangel an Umschulungsmöglichkeiten und zusätzlichen 
Fortbildungsprogrammen 3 

Mangel an Motivation sein eigenes Geschäft aufzubauen 4 
 Diskriminierung durch Arbeitgeber 5 
Mangel an öffentlicher Darstellung der Probleme schwerhöriger 
Personen in den Medien  6 

Keine Verfügbarkeit von modernen technischen Hilfsmitteln 7 
Schlechte Arbeit der Schwerhörigenverbände 8 
Unzugänglichkeit zu angemessener ärztlicher Behandlung 9 
Mangel an Früherkennung von Hörbehinderungen 10 
Nichtfunktionieren der zuständigen Einrichtungen 11 
Negative Meinung von Bürgern über schwerhörige Personen 12 
Unfähigkeit eigene kulturelle Bedürfnisse zu befriedigen 13 
Andere 14 

47. Inwieweit können die folgenden Einrichtungen  zur Auflösung der Probleme
Schwerhöriger beitragen?
(schreiben Sie Ihre Antwort für jede Linie)

Sehr 
klein Klein Durchschnitt Groß 

Sehr 
groß 

Q47.1 zuständige staatliche 
Einrichtungen   1 2 3 4 5 

Q47.2 NGO Sektor 1 2 3 4 5 
Q47.3 Schwerhörigenverband 1 2 3 4 5 
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Q47.4 Arbeitswelt 1 2 3 4 5 
Q47.5 Schwerhörige durch 

ihren Aktivismus  1 2 3 4 5 

 
 
48. Was würde die aktive Teilnahme der schwerhörigen Personen bei der Lösung 
ihrer eigenen Probleme unterstützen? 
(nur eine Antwort) 

Transparente (durchschaubare), klare Politik des Staates in 
Bezug auf Schwerhörige 1 

Vertrauen der schwerhörigen Personen zu den Organisationen, 
die sich mit den Problemen schwerhöriger Menschen befassen 2 

Das Konzentrieren auf die Lösung der zentralen Probleme 
Schwerhöriger 3 

Das Vertrauen zur Organisation, die Aktionen anleitet 
oder/und durchführt 4 

Fortbildung von Schwerhörigen, damit sie erkennen, wie 
wichtig politischer Aktivismus zur Verbesserung der Situation 
ist 

5 

Anwesenheit von Experten in Bezug auf Identifikation von 
Problemen und deren Lösung 6 

Das Schaffen einer Koalition von NGOs, die sich mit denselben 
oder ähnlichen Themen auf lokalem Niveau befasst 7 

Zusammenarbeit mit politischen Parteien mit dem Ziel, einen 
besseren Status der schwerhörigen Personen zu erlangen 8 

Handlungsfreiheit, um erfolgreich zu sein   9 
Mein Glaube, dass ich mein persönliches (lebenslängliches) 
Problem auf diese Weise beheben werde 10 

 
49. Inwieweit sind folgende Veranstaltungsarten auf Ihre Bedürfnisse 
zugeschnitten?  

 
 

Sehr 
wenig   
 

Wenig   
  

Durchschnitt  
 

Groß  
 

Sehr 
groß 
 

Q49.1 Konzerte 1 2 3 4 5 
Q49.2 Theater 1 2 3 4 5 
Q49.3 Kino 1 2 3 4 5 

 
50. Sie sind Mitglied in 

  Ja Nein 
50.1 Einer NGO, die sich mit Problemen der 

schwerhörigen Personen befasst 
1 2 

50.2 Einem Sportverein 1 2 
50.3 Einer politischen Partei  1 2 
50.4 Einem Interessensverband 1 2 
50.5 Einem kulturellem Klub   1 2 
50.6 Einer Hobby-Vereinigung  1 2 
50.7 Einer religiösen Organisation 1 2 
50.8 Einer anderen NGO 1 2 

 
51. Welcher von den folgenden Werten ist für Sie am wichtigsten?  
(Sie können zwei Antworten wählen) 
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Business/Geschäft 1 
Familie 2 
Einkommen 3 
Liebe und Gefühle 4 
Erfolgreiche Karriere 5 
Freizeit 6 
Religion 7 
Gesundheit 8 
Umweltschutz 9 
Verbrechensschutz 10 

52. Wie würden Sie sich beschreiben?
(eine Antwort)
Optimist 1 
Mehr ein Optimist als ein Pessimist 2 
Mehr ein Pessimist als ein Optimist 3 
Ein Pessimist 4 

Vielen Dank! 

Appendix 2 

Questionnaire for elderly persons of a retirement age: Germany 
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SCHWERHÖRIGE PERSONEN IM RENTENALTER 
 

- FRAGEBOGEN - 
 

Ihre Stimme ist gefragt! 
 

Die Studie „Barrierefreiheit und Inklusion für Schwerhörige ältere Menschen“  bezieht sich 
auf die soziale Integration von schwerhörigen älteren Menschen und setzt sich mit den 
Themen Diskriminierung und Zugang in den Bereichen Kommunikation, Beschäftigung und 
Gesellschaft auseinander. 

Für diese Umfrage, die einiges an der Situation schwerhöriger Menschen bewegen kann, 
brauchen wir möglichst viele Teilnehmer im Alter von 65 Jahren, die uns ihre Erfahrungen 
über unseren Fragebogen mitteilen.   

Diese Studie wird helfen das Bewusstsein für die Bedürfnisse älterer schwerhöriger 
Menschen zu schärfen. Bedürfnisse die, angesichts von mehr sichtbaren Behinderungen, oft 

vergessen werden. 

 

Was ist das Ziel der Studie? 

 Verwendung der Ergebnisse der Studie, um die Situation der Hörgeschädigten in 
Deutschland und Europa zu verbessern, durch:   

 1. Formulierung von evidenzbasierten politischen Empfehlungen (für Gesetze) über 
Inklusion und Barrierefreiheit für Schwerhörige auf der Grundlage von 
Forschungsergebnissen. 

2. Untersuchung der Empfehlung des UN CRPD Komitees (siehe unten) an die 
entsprechenden gesetzgebenden Körperschaften und staatlichen Organe in Deutschland 
sowie die UN OHCHR zur Umsetzung in der UN CRPD, um damit Entscheidungsträger zu 
beeinflussen.  

 

Die Umfrage ist anonym, benutzerfreundlich, einfach auszufüllen und 
dauert 20 Minuten. 

Bitte nutzen Sie die Chance, Ihre Meinung zu sagen! 

Helfen Sie den Hörgeschädigten nicht nur in Deutschland, sondern auch in 
anderen Ländern, um über Gesetzesempfehlungen die Situation zu verbessern! 
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Diese Studie ist entstanden auf Initiative von, und wurde, in ehrenamtlicher 
Arbeit, durchgeführt von Karina Chupina, die selbst schwerhörig ist. Der 
Forschungsgegenstand von Karina Chupina, die selbst hörbehindert ist, sind 
Behinderte und deren Rechte, insbesondere in Deutschland. Sie ist Expertin des 
Europarats, Präsidentin der IFHOHYP (Internationaler Verband schwerhöriger 
junger Menschen), Beraterin des Fonds für die Rechte behinderter Menschen 
(Boston, USA) und Mitglied des DSB. 

In diesem Jahr übermittelten schwerhörige Betroffene aus mehreren Nationen 
Grundsatzempfehlungen Zur Umsetzung des Artikel 9 (Barrierefreiheit) der UN CRPD, 
an die UN OHCHR, auf Anforderung der UN OHCHR. Die Arbeit wird fortgeführt, da 
ausführlichere Empfehlungen auf Anforderung Deutschlands und anderer Länder 
gefordert sind. Dazu benötigen wir umfangreiche Daten über die sozialen 
Bedürfnisse und die Zugänglichkeits- bzw. Teilhabemöglichkeiten älterer 
schwerhöriger Menschen in Deutschland. (Die Untersuchung schwerhöriger junger 
Menschen in Deutschland wurde vom IFHOHYP schon in seinem internationalen 
Forschungsprojekt durchgeführt und Empfehlungen werden ausgearbeitet). 

Bitte diese Mail an alle Ihnen bekannten Schwerhörigen im Alter von 65 Jahren 
weitersagen/weiterleiten! 

Und wenn Sie selbst schwerhörig sind: Bitte auch selbst teilnehmen!!! 

Ausfüllanweisungen: 

Alle Felder müssen ausgefüllt werden. Es ist einfach - es gibt Multiple-Choice-
Antworten! Die elektronische Form des Fragebogens ist so gehalten, dass er sich 
leicht in Microsoft Word ausfüllen lässt. Bewegen Sie bitte einfach den Cursor an das 
Kontrollkästchen und kreuzen Sie die entsprechende Antwort an. 

Das ausgefüllte Formular muss an Karina Chupina, E-Mail:  
karina.chupina@gmail.com  gesendet werden. Sollten Sie Fragen zu dieser Studie 
haben, wenden Sie sich bitte Karina Chupina. 
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Appendix 3 

Questionnaire for elderly persons of a retirement age: Russia 

Дорогие пенсионеры с нарушением слуха! Требуется Ваш голос! 

Международное исследование «Интеграция пожилых 
слабослышащих людей» изучает социальную интеграцию пожилых 
людей с нарушением слуха, их доступ к ТСР, коммуникации и участию 
в общественной жизни.  

ПОЖАЛУЙСТА, ЗАПОЛНИТЕ АНКЕТУ. 

ПОМОГИТЕ СЕБЕ И ВСЕМ СЛАБОСЛЫШАЩИМ. 

Цель исследования: 

 Использование результатов исследования для улучшения качества 
жизни людей с нарушениями слуха в России и Европе, посредством: 

1. Разработки рекомендаций о необходимых мерах социальной
политики для интеграции людей с нарушением слуха.

2. Обращения к соответствующим государственным органам
(Минздравсоцразвития, Департамент по делам инвалидов), а также
Комиссару ООН по правам человека и Комитету по Конвенции ООН о
правах инвалидов (см. ниже).  Это нужно для того, чтобы нужды
слабослышащих людей полностью учли при реализации Конвенции
по правам инвалидов в России.

На основе результатов исследования будут созданы рекомендации в
правительство РФ - для того, чтобы министерства и государственные
структуры учли особые нужды слабослышащих людей при
реализации Конвенции ООН по правам инвалидов. Россия
ратифицировала данную Конвенцию и обязана ее исполнять, но
многие механизмы ее осуществления – в особенности для таких
групп, как слабослышащие люди, еще не разработаны. Для этого
нужно наше исследование.

Оно нужно для того, чтобы наши нужды учли при изменениях в
законодательстве РФ, которые уже проводятся для реального
действия Конвенции в России. Это нужно и для того, чтобы о
слабослышащих НЕ ЗАБЫВАЛИ на фоне людей с более "видимой"
инвалидностью (например, колясочники или люди с нарушением
зрения). И чтобы такие инстанции, как ФСС, не отказывали нам
впредь в качественных, подходящих нам слуховых аппаратах и
технических средствах реабилитации!
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Рекомендации также будут посланы в Совет Европы, членом 
которого является Российская Федерация, и в Еврокомиссию. Чтобы 
данные институты серьезно рассмотрели наши рекомендации, они 
должны быть основаны на результатах  научного исследования.  

 Результаты исследования запрошены следующими 
организациями: 

• Комитет по Конвенции ООН по правам инвалидов 
(http://www.ohchr.org/en/hrbodies/crpd/pages/crpdindex.aspx) 

• Университет Гумбольдта, отделение реабилитационных наук, 
Берлин 

• Кроме того, результаты исследования будут представлены в 
Международную Федерацию слабослышащих людей (IFHOH), 
Европейскую Федерацию слабослышащих людей (EFHOH), немецкую 
организацию Schwerhörigenbund, Европейский Инвалидный Форум и 
другие организации для того, чтобы лоббировать национальные и 
международные институты. 

Данное исследование на добровольной основе проводит Карина 
Чупина, слабослышащий исследователь, эксперт Совета Европы, 
президент IFHOHYP (Международная Федерация слабослышащей 
молодежи), консультант Фонда по правам инвалидов (Бостон, США). 

ЕСЛИ МЫ БУДЕМ МОЛЧАТЬ, ТО НИЧЕГО НЕ ИЗМЕНИТСЯ! 

В этом году - по просьбе Комиссара ООН по правам человека - 
слабослышащие люди из нескольких стран мира представили 
рекомендации по осуществлению статьи 9 Конвенции ООН по 
правам инвалидов (Доступ к окружающей среде, информации и 
коммуникации). Работа продолжается, так как требуются более 
полные рекомендации и данные, особенно из России. Вода камень 
точит. Вы поможете нам в постепенных, но верных изменениях 
качества жизни слабослышащих людей. 

Как заполнить форму: 

От руки: Все поля обязательны для заполнения. Пожалуйста, 
отметьте ручкой в виде крестика или галочки нужный 
ответ/квадратик рядом с ответом. Если у Вас возникли вопросы, 
напишите Карине Чупиной: karina.chupina@ gmail.com.  
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СЛАБОСЛЫШАЩИЕ ЛЮДИ ПЕНСИОННО
ГО      ВОЗРАСТА

- АНКЕТА -

Инструкции: 

1. Пожалуйста, отметьте подходящий ответ или
соответствующую клетку галочкой или крестиком. 

2. Для некоторых вопросов есть несколько вариантов ответов
или на эти вопросы необходимо ответить одним или двумя 
предложениями.  

3. Пожалуйста, отвечайте на вопросы как можно более
спонтанно и открыто. По возможности не оставляйте вопросы 
без ответа, так как это очень затруднит нам анализ анкет. 

Большое спасибо за Ваше время и участие в данном исследовании! 
ОБЩАЯ ИНФОРМАЦИЯ
Ваша родина: 
Россия 

Другая страна 
(напишите, 
пожалуйста): 

Город: 

Место жительства: 

Пол Мужской Женский

Возраст (укажите, 
пожалуйста): 
На какие средства Вы живете (возможно несколько 
вариантов ответа): 
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 Трудовая пенсия п
о старости 

 Трудовая пенсия п
о инвалидности 

 Трудовая пенсия п
о случаю потери корм
ильца 

 Другое, опишите:  

 Государственная пе
нсия по старости 
(граждане, пострадавшие в 
результате радиацио
нных или техногенных 
катастроф) 

 Государственная пе
нсия по инвалидности 
(для военнослужащих ря
дового состава, участ
ников ВОВ, и пострада
вших в результате тех
ногенных или радиаци
онных катастроф) 

 Государственная пе
нсия за выслугу лет (для 
федеральных госслуж
ащих) 

 Государственная пе
нсия по случаю потери 
кормильца 
Государственная со

циальная пенсия (для не
трудоспособных граж
дан, не имеющих права 
на трудовую пенсию) 

2. Ваше семейное положение? 
 Не замужем/не женат  Разведена/разведен 
 Живу вместе с партнером  Вдова/вдовец 
 Замужем/женат  Другое (укажите, пожалуйста): 

3. Ваш партнер? 
 Слабослышащий 
 Лицо с другим ограничением возможностей/другой инвалидностью 
 Лицо без ограничения возможностей 

4. Есть ли у Вас дети? 
 Да (укажите сколько):  Нет 

5. Образ жизни. Я живу совместно с: 

 Моим партнером/супругом 
и моими детьми 

 Моим 
партнером/супругом 

 Моими де
тьми 

 Одна
/один 

6. Вид жилья: 
 Я живу в приватизирова

ннной квартире/собственном до
ме 

 Я живу в съемной квартире 
 Я живу в неприватизированной квартире 

 Я живу в квартире в соци
альном жилом доме 

 Я живу в доме престарел
ых/доме инвалидов 

7. ОБРАЗОВАНИЕ (отметьте все подходящие пункты крестиком) 
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 Законченное высшее образование (массовое) 
 Законченное высшее образование, интегрированная программа для студентов с 

ограниченными возможностями/слабослышащих студентов 
 Техникум или профессионально-техническое училище 
 Среднее образование (массовое) 
 Среднее образование в школе для слабослышащих/глухих 
 Неполное среднее образование (массовое) 
 Неполное среднее образование в школе для слабослышащих/глухих 
 Начальное образование в специализированной школе для слабослышащих/глухих 
 Начальное образование – массовая школа 
 Образования нет 
 Профессиональное обучение на предприятии 
 Профессиональное обучение по инициативе биржи труда 
  Профессиональное обучение по инициативе пенсионного фонда 
  Помощь в трудоустройстве от учреждения социального обеспечения инвалидов 
  Другое, опишите подробнее 

8.Пришлось ли Вам прервать обучение в гимназии/старших
классах средней школы?   Да   Нет 

9.Пришлось ли Вам прервать обучение в
вузе/профессиональное обучение? 

 Да  Нет 

10. Что было главной причиной, по которой Вы прекратили обучение в школе?

  Глухота   Другие причины, связанные 
со здоровьем 

  Недоступность 
обучения 

  Другое, укажите, 
пожалуйста 

11. Что было основной причиной, по которой Вы прекратили обучение в вузе?
  Глухота   Другие причины, связанные 

со здоровьем 
  Недоступность 

обучения 
  Другое, укажите, 

пожалуйста 

12. Сведения о Ваших родителях:
Мать: 

Слышащая 
Слабос

лышащий

Глу

хая

  Другое 
ограничение 
возможностей 

Нет

Отец: 
Слышащий 

Слабос

лышащий

Глу

хой

  Другое 
ограничение 
возможностей 

Нет

ПОТЕРЯ СЛУХА И КОММУНИКАЦИЯ
13a. Насколько сильная у Вас потеря слуха (пожалуйста, укажите значение в децибелах): 

 Легкая (26-40 дБ)      Умеренная (41-70 дБ)  Тяжелая (71-90 дБ) Г

лухота (>91 дБ) 
13b. Имелось ли это нарушение с рождения? 

  С рождения   Приобретенное (укажите, пожалуйста, возраст, в котором 
произошла потеря слуха) 

13c.Причина потери слуха? Пожалуйста, впишите причину (например, несчастный случай) 
: 

14. Как чаще всего Вы общаетесь с людьми из Вашего окружения?
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  Только посредством речи 
  Посредством сочетания языка жестов и произносимых слов 
 Я использую как устную речь, так и язык жестов, в зависимости от ситуации 

15.Является ли Ваша потеря
слуха прогрессирующей?  Да  Нет 

16.Используете ли Вы
слуховые аппараты? 

  Да   Иногда   Да, с кохлеарным 
имплантатом 

Не

т
16a. Если нет, то укажите, пожалуйста, наиболее точное объяснение, почему нет: 

  У меня есть кохлеарный имплант 
  Я обхожусь без слухового аппарата - у меня не настолько большая потеря слуха 
  Одни слуховые аппараты мне не помогают, мне нужны дополнительные технические 

средства – например, индукционная система или персональная FM-система, которые 
слишком дорогие 

  Слуховой аппарат, который мне нужен, слишком дорогой для меня 
  Я не хочу использовать слуховой аппарат, т.к. не хочу, чтобы другие люди его видели 
  Использование слухового аппарата для меня слишком сложно 
  Аппарат слишком чувствителен к помехам 
  Я недостаточно обучен использованию слухового аппарата 
  Сурдолог недостаточно приспособил слуховой аппарат к моим потребностям 
  От слухового аппарата у меня болит голова 
  Я предпочитаю чтение по губам и язык жестов, если это необходимо 
  Другие причины, опишите, пожалуйста, точнее: 

17. С каким из следующих выражений Вы
согласны? 

Всегда Часто Иногда Редко Никогда 

Моя глухота: 
Ставит меня в неловкое положение, когда 
я знакомлюсь с новыми людьми RarR

arely

Мешает мне в повседневной жизни 
4

Мешает мне слушать радио, смотреть 
телевизор, посещать кино и 
прослушивать записи, скачанные из 
Интернета 

4 

Создает мне трудности в общественных 
учреждениях (например, мешает 
разговаривать в ресторане со знакомыми 
или членами семьи) 

4 

Привела к тому, что я стал реже посещать 
знакомых, друзей, родственников 
В повседневной жизни приводит к 
конфликтам с партнером и членами 
семьи: 
- вызывает у меня ощущение собственной
несостоятельности
- иногда приводит меня в ярость
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- требует большого терпения от других
людей
18. Я могу очень хорошо общаться с Всегда Часто Иногда Редко Никогда 

друзьями 

глухими/слабослышащими друзьями 

соседями 
обслуживающим персоналом, например – 
врачами, полицейскими 

19.Насколько сильно Вы ощущаете
ограничение своих возможностей из-за 
глухоты 

 Нет Немног
о Слишком  Полностью 

20.Насколько сильно Вы чувствуете себя
исключенным из следующих областей? 

Всегда Часто Иногда 
RarR
arely

Редко 

Никогда 

Доступ к информации 
Доступ к культурной жизни 4 
Спорт 4 
Досуг 4 

Здоровье 
Социальная жизнь, общение 
Семейная жизнь 
СОЦИАЛЬНЫЕ ВЫПЛАТЫ 

21.Есть ли у Вас официальный
статус/удостоверение инвалида?  Да  Нет  Я хочу его 

оформить 
22. Обращаетесь ли Вы за государственной
материальной помощью в связи с Вашими 
особыми потребностями как слабослышащего 
человека? 

 Да  Нет  Я собираюсь ее 
получить 

23. Удовлетворены ли Вы услугами акустика по слуховым аппаратам?

Очень 
недоволен Недоволен Доволен Очень 

доволен 
Я не пользуюсь 

услугами акустика 

24. Удовлетворены ли Вы существующим процессом получения слуховых аппаратов?

Очень 
недоволен Недоволен Доволен Очень 

доволен 
Я не использую 

слуховой аппарат 

25. Хватает ли Вам выделенного лимита компенсации от ФСС на
приобретение подходящего слухового аппарата?   Да  Нет 
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26. Удовлетворены ли Вы процессом получения вспомогательных устройств к слуховым 
аппаратам? (FM-системы и т.п.) 
Очень 

недоволен 
 

Недоволен Доволен Очень 
доволен 

Я не использую 
вспомогательные устройства 

27. Какие изменения в снабжении слуховыми аппаратами Вы могли бы порекомендовать? 
 
 
 
28. Какие изменения в снабжении вспомогательными устройствами к слуховым аппаратам 
(например, FM-системами) Вы могли бы порекомендовать? 
 
 
 
 
29. Используете ли Вы помощь социальных работников? 

  Никогда   Редко  Довольно 
часто 

 Очень часто   Всегда 
 

30. Нуждаетесь ли Вы в уходе?    Да                            Нет 
Если да: получаете ли Вы амбулаторное 
обслуживание или нужный уход? 
 

 Да                            Нет 

ПОДДЕРЖКА И ВЗАИМОДЕЙСТВИЕ В СЕМЬЕ 
31. Помогают ли Вам ближайшие родственники (часто Вас посещают или заботятся о Вас)? 
 

 Редко  Довольно часто  Очень часто  Они обо мне не заботятся 
 

ТРУДОВАЯ ДЕЯТЕЛЬНОСТЬ 
32. Сколько работ у Вас было раньше? 

 1.  2.  3.  4.  5.  больше 
33. Какой была/есть Ваша последняя должность/работа? 

 Постоянная работа по найму 
 Работа не по найму, свободная профессия 
 Работа не по найму, владелец 

предприятия/фирмы 
 Безработный 

 Домохозяйка как основной вид 
деятельности 

 В поисках работы 
 Другое, укажите, 

пожалуйста____________________ 

33a.  Служащий/государственный служащий: 
 Пожалуйста, конкретизируйте род своей деятельности (не просто «служащий» или 

«рабочий»): 
33b. Другое: 

 Пожалуйста, конкретизируйте род своей деятельности (не просто «служащий» или 
«рабочий»): 
34. Как Вы устроились на последнее место работы? (только один ответ) 

  Через биржу труда или центры занятости 
 По рекомендации 
 По объявлению в газете 
  В результате повышения в должности внутри предприятия/организации 
  Я сам подал заявление о приеме на данное место работы 
  Другое (поясните, пожалуйста) 
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35. Были ли у Вас на предприятии, в котором Вы сейчас работаете/работали, проблемы,
связанные с Вашей глухотой (дайте ответы по всем пунктам) 

Да Нет 
Конфликты с работодателем □ □ 
Конфликты с коллегами □ □ 
Предложения работы, которая не подходила Вашей 
квалификации 

□ □ 

36. Ваша последняя работа (только один ответ)

 Соответствовала Вашей 
квалификации 

 Была ниже Вашей 
квалификации 

 Была выше Вашей 
квалификации 

37. Каковы Ваши впечатления относительно Вашей работы (дайте ответ в каждой клетке)
Положит
ельные 

Ни положительные, ни 
отрицательные 

Как положительные, 
так и отрицательные 

Отрицател
ьные 

Отношение 
Ваших 
слышащих 
коллег 

□ □ □ □ 

Отношение 
руководства □ □ □ □ 

38. С какими наибольшими трудностями Вы встретились на работе?(в случае нескольких
ответов распределите их, пожалуйста, по порядку важности) Оцените трудности по 
шкале от 1 до 11, где 1 – наибольшая трудность, 11 - наименьшая 
[  ] Из-за моей глухоты я уставал быстрее, чем другие 
[  ] Коллеги не учитывали мои особые потребности (как слабослышащего человека) 
[  ] Коллеги отвергали меня из-за моей глухоты 
[     ] Коллеги плохо ко мне относились 
[  ] За одинаковую работу мне платили меньше, чем коллегам 
[  ] Работодатели не понимали моих особых потребностей 
[    ] На предприятии/в компании отсутствовало понимание моих особых потребностей 
[  ] Коллеги (с которыми я непосредственно взаимодействовал) не понимали моих особых 
потребностей 
[  ] Рабочее место не было доступным или подходящим для слабослышащих людей 
[  ] Ожидалось слишком много телефонных переговоров (я не всегда мог их понять) 
[  ] От меня ожидалось слишком активное общение 
[  ] У меня не было ожидавшихся от меня знаний 
[  ] У меня не было особых трудностей 
[  ] Взятки и коррупция 
[  ] Другое, укажите, пожалуйста_______________________________ 
39. Какое государственное учреждение было ответственным за обеспечение доступности
Вашего рабочего места? 

 Центр занятости населения 
 Администрация моего предприятия/непосредственное начальство на рабочем месте 
 Другое, укажите, пожалуйста: 

ТЕХНИЧЕСКИЕ ПОДРОБНОСТИ – ИНТЕГРАЦИЯ И РЕАБИЛИТАЦИЯ 
40. Какие технические устройства, вспомогательные
устройства для слабослышащих людей, Вам известны: 
(отметьте все подходящие) 

Я знаю Я не знаю 
Я 
использу
ю 

Слуховые аппараты или кохлеарные импланты □ □ □ 
Индукционные системы □ □ □ 
Индивидуальные FM-системы □ □ □
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Инфракрасная система □ □ □ 
Звуковые или световые сигнальные устройства 
(будильники и т.п.) □ □ □ 

Палантайписты198 □ □ □ 
Сурдопереводчик □ □ □ 
Люди, ведущие записи199 □ □ □ 
Служба перевода телефонных разговоров на язык 
жестов □ □ □ 

Диктор, обеспечивающий возможность чтения по 
губам □ □ □ 

41. Если Вы не пользуетесь слуховыми аппаратами/техническими средствами, назовите 
причины (только один ответ) 
 

 Мне они не нужны   
 FM-система/индукционная система недоступна 
 Сурдопереводчик недоступен 
 В моей стране нет палантайпистов 
 Люди, ведущие записи, в моей стране не доступны 
 Отказ государства, соответствующих организаций и учреждений признать мои особые 

потребности и оказать помощь 
 Другое, укажите, пожалуйста:___________ 

 
42. Как Вы финансируете расходы на приобретение слуховых аппаратов: 
 

 Получаю 
бесплатно на 
основе 
указаний ИПР 
(без денежной 
компенсации) 

 Самостоятельно 
приобретаю, с 
последующей 
денежной 
компенсацией от 
Фонда социального 
страхования 
 

Материальная 
помощь 
структур 
социального 
обеспечения 

Преимущес
твенно за 
свой счет 

 Материальная 
помощь от 
благотворительной 
организации/Пожер
твования 

ДОСТУПНОСТЬ ОКРУЖАЮЩЕЙ СРЕДЫ 
43. Что Вы делаете, если Вам необходима актуальная юридическая информация о защите 
Ваших особых нужд как слабослышащего человека (пожалуйста, расставьте цифры в 
соответствии с приоритетностью) 
[     ] Иду в ВОГ или другую инвалидную организацию за консультацией и помощью 
[     ] Обращаюсь к юристу 
[     ] Спрашиваю слышащих друзей 
[     ] Прошу слышащих друзей позвонить в соответствующие учреждения 
[     ] Прошу слышащих друзей посетить со мной соответствующие учреждения 
[     ] Получаю соответствующую информацию из Интернета 
[     ] Иду один в соответствующие учреждения 
[     ] Покупаю соответствующие специальные журналы 
[     ] Ищу доступную информацию в газетах  
[     ] Ищу в библиотеке 

 
198 Палантайписты –имеющие специальное образование работники, которые набирают текст с 
использованием специальной клавиатуры или портативного компьютера. 
199(Хорошо слышащие) люди, ведущие записи – Это могут быть хорошо слышащие работники 
предприятия, которые ведут записи для слабослышащего человека (в западных университетах 
часто совместно с сурдопереводчиками). 
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[     ] Другое, укажите, пожалуйста_________________________________________ 

44. Как Вы оцениваете доступность информации в целом?
 очень плохо  плохо  хорошо  очень хорошо 

КАЧЕСТВО ЖИЗНИ 
45.Насколько соответствует Ваш доход в настоящее время Вашим потребностям?

 хорошо соответствует   соответствует   не соответствует  очень плохо соответствует 

46.Насколько соответствует Ваш доход в настоящее время Вашим потребностям как
слабослышащего человека (слуховые аппараты, FM-система, доступ к вспомогательной 
слуховой технике)? 

 хорошо соответствует  соответствует   не соответствует   очень плохо соответствует 

47. Опасаетесь ли Вы, что в будущем Вам придется оплачивать необходимые вещи из
собственных средств? 

 Очень опасаюсь  Опасаюсь  Немного опасаюсь  Вообще не опасаюсь 

48. Как часто Вы выходите
из дома? По желанию  Часто  Иногда  Никогда 

49.Если Вы покупаете некачественные товары, Вас плохо обслуживают, Вам приходится
слишком дорого платить, насколько трудно Вам написать жалобу? 

 Мне это вообще не удается  очень трудно  довольно трудно  совсем не трудно 

50. Если Вы хотите принять участие в разговоре (например, на вечеринке), насколько Вам это
трудно? 

 Мне это вообще не удается  очень трудно  довольно трудно  совсем не трудно 

51. Я не скрываю свою глухоту. Всегда Часто Иногда Редко Никогда 
52.Из-за моей глухоты я нахожусь в
зависимости от: 

Всегда Част
о 

Иногда Редко Никогд
а 

Моей семьи □ □ □ □ □ 
Моих друзей □ □ □ □ □ 
Социальных работников □ □ □ □ □ 
Соседей □ □ □ □ □ 
Случайно встреченных людей □ □ □ □ □ 
53. Какое отношение со стороны
слышащего общества Вы ощущаете? 

Всегда Част
о 

Иногда Редко Никогд
а 

Страх □ □ □ □ □ 
Сочувствие □ □ □ □ □ 
Покровительственное отношение □ □ □ □ □ 
Презрение □ □ □ □ □ 
Уважение □ □ □ □ □ 
Готовность помочь □ □ □ □ □
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Равнодушие □ □ □ □ □ 
Другие люди относятся ко мне абсолютно 
нормально 

□ □ □ □ □ 

54. Если Вы считаете, что Вас 
дискриминируют, что Вы делаете:  

Всегда Част
о 

Иногда Редко Никогд
а 

Пишу жалобу на эту 
организацию/учреждение 

□ □ □ □ □ 

Иду к адвокату и подаю в суд на эту 
организацию или учреждение 

□ □ □ □ □ 

Обращаюсь за советом и поддержкой в 
организации слабослышащих людей 

□ □ □ □ □ 

Не буду тратить на это время и нервы. Это 
ничего не даст.  

□ □ □ □ □ 

Другое, поясните, пожалуйста:____________________ 
 
55. Занимаетесь ли Вы общественной 
работой: 

Нет Иногда 
(несколько раз 
в год) 

Часто (каждый 
месяц) 

Организация взаимопомощи, которая 
занимается проблемами слабослышащих 
людей 

□ □ □ 

Спортивное общество □ □ □ 
Политическая партия  □ □ □ 
Объединение по интересам □ □ □ 
Культурный клуб □ □ □ 
Объединение по хобби  □ □ □ 
Церковная община/религиозное 
общество 

□ □ □ 

Другое общество  □ □ □ 
 
 

Всегда Часто Иногда Никогда 

56. Есть ли у Вас чувство, что Вас 
сторонятся? 

□ □ □ □ 

57. Есть ли у Вас чувство, что к Вам 
относятся недружелюбно? 

□ □ □ □ 

 Очень 
нехорошо 

Нехорошо Хорошо Очень хорошо 

58. Насколько хорошо Вы 
чувствуете себя в обществе 
других людей? 

□ □ □ □ 

59. Насколько хорошо Вы 
чувствуете себя в обществе 
других слабослышащих людей?  

□ □ □ □ 

59a. Насколько хорошо Вы 
чувствуете себя в обществе 
людей с другими 
ограничениями возможностей? 

□ □ □ □ 

60. Как Вы в целом оцениваете качество Вашей 
жизни?     

 очень 
плохое плохо

е 
хороше
е 

очень 
хороше
е 
 

61. Насколько Вы довольны своей способностью справляться с повседневной деятельностью? 
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 Очень 
недоволен 

 Недоволен  Доволен Очень доволен 

62. Обращаетесь ли Вы за помощью психолога?

 Никогда  Редко  Часто  Очень часто 

63. Бывают ли у Вас плохие моральные состояния, такие как депрессии, мрачные мысли,
страхи? 

 Никогда  Редко  Часто  Очень часто 

64. Какие конкретные меры должно принять государство, чтобы облегчить жизнь
слабослышащих пожилых людей? 

65. Как Вы оцениваете понимание проблем слабослышащих людей и людей с возрастными
нарушениями слуха государственными учреждениями?  (например, учреждениями медико-
социальной экспертизы, социального обеспечения) 

 Очень плохо  Плохо  Хорошо  Очень хорошо 

66. Как Вы оцениваете знание проблем слабослышащих людей и людей с возрастными
нарушениями слуха врачами и персоналом клиник? 

 Очень плохо  Плохо  Хорошо  Очень хорошо 

БОЛЬШОЕ СПАСИБО!!! 
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Appendix 4  

Interview guide for schools for the HoH and deaf pupils (staff): Russia 

Гид по интервью для школ слабослышащих 

I. CЛАБОСЛЫШАЩИЕ И ГЛУХИЕ. 

1. На Ваш взгляд, в чем основная разница между слабослышащими и 
глухими? В целом? В подходах в обучении и преподавании? Как 
идентифицируют себя сами ребята и насколько, на Ваш взгляд, 
корректно? 

2. Кого легче обучать – слабослышащих или глухих учеников? В чем 
заключаются сложности и различия в обучении? 

3. Сколько в Вашей школе слабослышащих и глухих учеников? 

II. КОММУНИКАЦИЯ. 

1. Кто из учителей владеет жестовой речью? 

2. Используется ли жестовая речь в обучении на уроках, и в какой 
степени? 

3. Используется ли жестовая речь во внеклассной деятельности, и в какой 
степени? 

4. Знают ли слабослышащие жестовую речь, и как часто ей пользуются? 

5. Все ли слабослышащие пользуются слуховыми аппаратами – или же они 
«расслабляются» среди «своих» и перестают их носить? 

6. Сколько учащихся пользуется слуховыми аппаратами? КИ? 

7. Какая вспомогательная аппаратура есть в школе для постоянного 
пользования на уроках? 

8. Как часто проводится коррекционная работа по развитию речи и слуха? 

III.   ОБУЧЕНИЕ. 

1. Чья поддержка нужна более всего слабослышащему ученику во время 
обучения в школе?  
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2. В каких ситуациях более всего нужна поддержка психолога для
слабослышащих учащихся в спецшколе? Как часто осуществляется
психолого-педагогическое сопровождение?

3. Какую работу проводит школа с родителями, как часто и в какой форме?

4. Есть ли какие-то инновационные методологии в обучении
слабослышащих, которые сейчас в стадии разработки или которыми Вы
уже пользуетесь и гордитесь?

5. На Ваш взгляд, кто из учеников наиболее интегрирован и развит –
пользующиеся слуховыми аппаратами или же пользующиеся КИ?
Можно ли судить об успехе ученика в зависимости от пользования
слуховым аппаратом или КИ?

6. Как слабослышащие ученики сдают ЕГЭ? Насколько сложна подготовка
к ЕГЭ и сдача ЕГЭ для слабослышащих?

7. Как Вы относитесь к совместному обучению глухих и слабослышащих?
(В Германии наблюдается тенденция к объединению школ глухих и
слабослышащих, что вызывает много противоречивых отзывов).

8. Что бы Вы изменили в существующих подходах к обучению
слабослышащих?

IV. НУЖДЫ ШКОЛЫ И УЧАЩИХСЯ

1. В чем больше всего нуждаются слабослышащие учащиеся спецшкол?

2. В чем больше всего нуждаются учителя спецшкол для слабослышащих?

3. С какими социальными партнерами сотрудничает школа? С кем, на Ваш
взгляд, наиболее важно сотрудничество?

4. Какую поддержку получает школа от государственных структур? От
частных и негосударственных структур?

5. В какой поддержке нуждается школа в целом?

6. Будет ли оказана поддержка школе в рамках программы «Доступная
среда» и других федеральных программ?

V. ИНТЕГРАЦИЯ
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1. Каковы основные трудности у слабослышащих при окончании школы? 

2. Каковы основные трудности у слабослышащих при поступлении в ВУЗы? 

3. Сотрудничает ли Ваша школа с ВУЗами для набора выпускников в 
данные ВУЗы? В какой форме проходит сотрудничество? 

4. В какие ВУЗы поступают слабослышащие после окончания школы? 
Сколько из них заканчивают ВУЗы? 

5. Какими основными факторами обусловлен успех обучения 
слабослышащего ученика? Интеграции слабослышащего ученика? 

6. На Ваш взгляд, каковы основные трудности в интеграции в общество у 
слабослышащих учеников и выпускников? Насколько изменились эти 
трудности за последние 5-10 лет? 

VI. ОБЩИЕ ВОПРОСЫ, ЗАКОНОДАТЕЛЬСТВО 

1. Как вы оцениваете ситуацию с образованием слабослышащих в России? 

2. Какие отрицательные и какие положительные результаты Вы можете 
отметить в системе обучения слабослышащих в России? 

3. Как вы оцениваете правовую базу, регулирующую область образования 
слабослышащих (пожалуйста, определите, какое законодательство); 

4. Кто несет ответственность за существующее состояние образования 
слабослышащих? 

5. Какие изменения необходимы и должны быть предприняты в 
образовании слабослышащих? Что бы Вы предложили изменить в 
законодательстве? 

6. Каковы препятствия для реализации этих изменений? 

7. Каких изменений следует ожидать через пять лет? 
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Appendix 5 

Interview guide for schools for the HoH and deaf pupils (staff): Germany 

Questions for schools – general: 

I. HARD OF HEARING AND DEAF

1. In your opinion, what is the main difference between hard of hearing and deaf?
In approaches to teaching and learning? How do the pupils identify themselves?

2. Who is easier to teach – hard of hearing or deaf students? What are the
difficulties and differences in teaching?

3. How many students in your school are deaf and hard of hearing?

II. COMMUNICATION

1. Do teachers use sign language?

2. Is sign language used in classroom instruction, and to what extent?

3. Is sign language used in extracurricular activities, and to what extent?

4. Do hard-of-hearing students know sign language, and how often do they use it?

5. Do all hearing impaired pupils use hearing aids - or do they "relax" among "their
own" and stop wearing them?

6. How many students use hearing aids? CI?

7. What kind of assistive listenting technology equipment is available in the school
for permanent use in the classroom?

III. TEACHING PROCESS

1. Whose support is needed most for the hard-of-hearing student during schooling?

2. In what situations do hard of hearing pupils need the support of a psychologist
for in a special school? How often is psychological and pedagogical support
provided?

3. What kind of work does the school conduct with the parents, how often and in
what form?
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4. Are there any innovative methodologies for teaching people with hearing loss 
that are now in the development stage or the ones that you are already using and 
are proud of them? 

5. In your opinion, which students are the most integrated – those who use hearing 
aids or CI? Is it possible to evaluate a student's success depending on the use of the 
hearing aids or CI? 

6. How do hard of hearing students take the Abitur? How difficult is the preparation 
and the passing of the Abitur for the hard of hearing? 

8. What would you change in the existing approaches to teaching hard of hearing? 

IV. NEEDS OF SCHOOL AND STUDENTS 

1. What is most needed by hard of hearing students in special schools? 

2. What is most needed by the teachers of special schools for hard of hearing (in 
terms of resources, education, support, teaching materials, etc.)? 

3. What partners does the school cooperate with? With who, in your opinion, is the 
most important and fruitful cooperation conducted? 

4. What support does the school receive from state structures? From private and 
non-state structures? 

5. What support does the school need in general? 

V. INTEGRATION/INCLUSION 

1. What are the main difficulties for hard of hearing students after school 
graduation? 

2. What are the main difficulties for people with hearing loss when entering 
universities? 

3. Does your school cooperate with universities to recruit graduates to these 
universities? In what form does this cooperation take place? 

4. Which universities do hard-of-hearing students receive after leaving school? How 
many of them graduate from universities? 
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5. What are the main factors behind the success of teaching a hard of hearing
student? What are the factors of successful inclusion or integration of a hard-of-
hearing student?

VI. LEGISLATION

1. How do you evaluate the situation with the education of hard of hearing?

2. What negative and what positive aspects can you emphasize in the system of
education for the hard of hearing?

3. How do you evaluate the legal framework governing the education of hard of
hearing people (please, determine which legislation)?

4. Who is responsible for the existing state of education of the deaf and the HoH
people?

5. What changes are necessary and should be undertaken in the education of
people with hearing loss? What would you propose to change in the legislation?

6. What are the obstacles to realizing these changes?

7. What changes should be expected in five years?

Questions for schools – specific: 

1. Name of the school and profile (special/ mainstream/ special Deaf or HoH or
Deaf + HoH/ inclusive)

2. How does your school include HoH pupils in the education? Please describe.
3. Do you have a one class of HoH and Deaf (integrated schooling) or do you have

HoH and Deaf students in all classes?
4. How is the choice of the school (mainstream or special) made by the parents of

a HoH child? How do schools help parents to make this choice? Is there any
other body that helps parents to make their choice?

5. What is the language of instruction in your school – sign language or oral? Why?
Which language of instruction do the teachers prefer?

6. What are the general norms of studying for HoH pupils? (e.g. what is the general
classroom size and how many HoH pupils can be in the classroom?)  Who
defines these norms?

7. Are other Länder norms for education of HoH pupils similar (e.g. in Berlin?) Are
there any federal norms for the classes of HoH?

8. Who is responsible for purchasing individual FM systems for HoH students?
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9. Who is responsible for purchasing other equipment for HoH at school? 
10. How are non-disabled children and their parents prepared for studying with 

children with disabilities? Who prepares them? 
11. Which specialists (apart from the teachers) have to be on the staff of your 

school, in order to ensure inclusion of HoH students? 
12. Are hearing pupils friendly with HoH? Or rather tolerant but not friendly? Is 

there any bullying towards HoH pupils?  
13. Do the HoH and hearing only study together or also take part in holiday events, 

school events etc. with other hearing students (and/or students with other 
disabilities)?  

14. Do you rate your school as inclusive or more as an integrative one? 
15. Is the school financially supported by a Land or a Federal level? 
16. Are there additional lessons after the classes for pupils with disabilities 

(including HoH) in case if they haven’t heard or misunderstood smth at the 
classes and need additional help? Who conducts these lessons and who pays for 
them? 

17. Are there tutors in your school (if it is a mainstream school) or similar positions 
in your school? What are their duties? What kind of education should they 
have? 

18. Are textbooks adapted for HoH needs? If not, who adapts them? 
19. What changes took place for you and other similar schools after the ratification 

of the UN CRPD in Germany and following the “inclusion” direction?  
20. What are the main challenges of inclusion of HoH in school education now? 
21. What percentage of deaf and HoH people goes to Abitur? How many approx. go 

to the Universities? (probably most go to vocational schools?) 
22. In which professions are HoH in demand? 
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Appendix 6 

Guidelines for interview – Young HoH persons 

I. HEARING LOSS AND COMMUNICATION 

1. When did you get a hearing loss? Please describe your experience. 

2. Do you use a hearing aid/CI? 

3. What do you do in order to receive and fine-tune a hearing aid/CI?  

4. How do you communicate most often with people around you and what 
situations in communication are most challenging for you?  

II. EDUCATION EXPERIENCES (school/university) 

5. What is the level of your education? 

6. If you terminated your education, what were the reasons for this? 

7.  Was your school special school or mainstream school? 

8. Who supported your education and how?  

9. What were your experiences during your education regarding attitudes of the 
students and the teachers? 

10. How did the teachers (or assistant teachers) help you to follow the classes?  

11.    What challenges did you have at school and how did you cope with them?  

III. EMPLOYMENT EXPERIENCES 

12.     What is your occupation? 

13.      What is your working status? 

14.     How have you got your current job? 

15.  What are the attitudes to HoH at your workplace?  How to change them? 

16.   What challenges did you face at your workplace and how did you cope with 
them? 
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III. SOCIETY ATTITUDES AND PARTICIPATION OF HARD OF HEARING 

17. What, in your opinion is the main difference between deaf and hard of hearing 
people? Between deaf and late-deafened people? 

18.   How do you estimate the attitude of the local community towards you? the 
other hard of hearing persons? (How should they be improved? 

19.   What are the social welfare benefits that you receive from the government as a 
HoH? 

20.    Are you a member of a HoH organisation?  What are your responsibilities? 

21.    In your opinion, what are the main obstacles for inclusion for HoH? 

 

 

 

 

 

 

 

 

 

 

 

 



388 

Appendix 7 

Guidelines for interview with retired/elderly persons with hearing loss of a 

retirement age, Germany/Russia 

HEARING LOSS 

1. How do you identify yourself:

-Deaf

-Hard of hearing

-Other

2. Please explain why.

3. At what age was your hearing loss revealed?

4. Do you prefer to hide your hearing loss from your colleagues or new people
you meet?

WELFARE 

5. Do you have an official disability status?

6. What other statuses do you have?

7. What are the social welfare benefits that you receive from the state as a
HoH person with a disability status?

8. What are the social welfare benefits that you receive from the state as a
retired person (in case of retirement)?

9. What are the benefits you are entitled to under your other statuses?

10. Do you receive any regular financial assistance/monthly allowance from the
government because of your disability?

11. How much is this assistance/allowance? Please estimate in Euros

EDUCATION 

12. What is the level of your education?

13. If you terminated your education, which were the reasons for this?

14. Was your school special school or mainstream school? University?

15. Who supported your education and how?

16. What were your experiences during your education regarding attitudes of
the students and the teachers?
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EMPLOYMENT 

17. How did you get your latest / most recent job? 

18. Was your employer under legal obligations to employ a person with a 
disability when you were hired? 

19. What were the main problems that you faced in getting a job as a HoH 
person? 

20. Have you ever encountered different treatment from your hearing 
colleagues or administrative staff because you have a hearing disability? 
Please describe. 

If yes, how did you overcome it?  

Did you have to have a higher education degree than your hearing peers in 
order to get the job that you wanted? 

Did you have access and a right to special support and counseling services in 
your employment and self-employment?Did your workplace or 
IntegrationsAmt provide you with the necessary assistive listening devices or 
equipment for your work? Which equipment and on what conditions? 

21. In your opinion, are the laws that protect hard of hearing people in 
employment implemented effectively? Please give your own evaluation and 
if possible, examples. 

 

ACCESS TO INFORMATION AND COMMUNICATION 

22. What are your biggest needs and difficulties today in accessing information 
and communication? 

23. Where do you get support in accessing the information that you need as a 
HoH person? 

 

     ACCESS TO MEDICAL SERVICES AND REHABILITATION 

24. Are you satisfied with the provision of medical services and technical means 
of rehabilitation? Why? 

25. What changes in provision of the medical and rehabilitation services would 
you recommend, including access to technical means of rehabilitation? 

 
ACCESS TO SOCIAL SERVICES 

26. Do you use social services (assistance of social workers, etc.)?  
27. How and on what conditions are they provided to you?  



390 

28. Do you need special assistance as a hard of hearing retired person? What
assistance exactly?

29. What particular difficulties do you face in accessing social services or state
bodies?

ACCESS TO PUBLIC SERVICES 

30. Which public services, in your experience, are most prepared for proper
communication with HoH people and understand their communication
needs? (police, doctors, fire emergency, shop personnel, bank personnel,
etc.)

31. Which public services, in your experience, are least prepared for
communication with HoH people and do not understand communication
needs of HoH people well? (police, doctors, fire emergency, shop personnel,
bank personnel, etc.)

ACCESS TO LEGISLATION 

Where can you access information about welfare benefits, education, employment 
and human rights protection issues that are particularly relevant to you as a person 
with hearing loss? 

FAMILY SUPPORT AND INTERACTION 

32. Are you helped by your close relatives (do they visit you and take care of
you)?

33. How do they relate to you and treat you?

SOCIETY ATTITUDES AND PARTICIPATION 

34. How do you estimate the attitude of the local community towards you?

35. Are you a member of a HoH organisation?  What are your responsibilities?

36. In your opinion, what are the main obstacles for integration and inclusion
for HoH in your country?

37. What concrete actions should the state undertake to improve your life as
hard of hearing elderly people?

WELL-BEING AND QUALITY OF LIFE 

38. How happy are you with your quality of life?

39. What would you change in order to increase your quality of life?
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Appendix 8 

Guidelines for expert interviews (Rehabilitation), Russia 

ВОПРОСЫ ПО РЕАБИЛИТАЦИИ – КОХЛЕАРНАЯ ИМПЛАНТАЦИЯ 

1. Как Вы оцениваете возможности для реабилитации людей с нарушением 
слуха в Петербурге и по России в целом? Насколько лучше реабилитация 
слабослышащих людей по сравнению с ситуацией 10-15 лет назад? 

2. Как можно оценить правовые рамки, регулирующие сферу интеграции и 
реабилитации, какие есть стратегические документы (пожалуйста, укажите)? 

3. Как вы оцениваете информированность родителей слабослышащих, самих 
слабослышащих и общества о возможностях реабилитации, включая 
кохлеарную имплантацию?  

4. Что необходимо для того, чтобы быть включенным в список кандидатов на 
кохлеарную имплантацию, финансируемую за счет средств федерального 
бюджета? 

5. В какой степени центры, ответственные за проведение операции по КИ, 
следуют единым и обязательным правилам  послеоперационной 
реабилитации имплантированных пациентов? От каких факторов это 
зависит? 

6. На Ваш взгляд, каким этапам послеоперационной реабилитации порой 
уделяется недостаточное внимание? Какие меры необходимы для 
улучшения ситуации? 

7. КИ нет в Федеральном перечне средств технической реабилитации. Чем это 
объясняется и как это влияет на послеоперационную реабилитацию? 

8. Какие реабилитационные мероприятия и услуги послеоперационной 
реабилитации могут быть вписаны в ИПР? Какие возникают сложности при 
оформлении данных услуг в ИПР? 

9. Как Вы оцениваете действия органов государственной власти, средств 
массовой информации и гражданского общества по реабилитации и 
интеграции слабослышащих людей? Какие положительные примеры Вы бы 
отметили? Какие учреждения вносят наибольший вклад? 
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10. Какие изменения должны быть предприняты для улучшения
послеоперационной реабилитации и имплантации глухих и
слабослышащих в целом? (В системе реабилитации?  В доступе к
качественной кохлеарной имплантации и т.д.?)

11. Каковы препятствия для реализации этих изменений?

12. Какие учреждения должны инициировать и проводить их?

13. Какие результаты/изменения следует ожидать через пять лет?

Appendix 9 

Guidelines for expert interviews (Rehabilitation), Germany 

REHABILITATION AND INTEGRATION – GENERAL QUESTIONS 

1. How do you evaluate the possibilities for rehabilitation and integration of the
hard of hearing persons in Germany; in how far are they better than 15 years
ago and why?

2. How do you evaluate the legal framework regulating this field, are there the
strategic documents and what are they (please be specific);

3. Which changes should be undertaken in this field?

4. Which are the obstacles for the realization of these changes?

5. How do you evaluate knowledge and awareness by a) parents of hard of
hearing children, b) hard of hearing persons themselves about all
rehabilitation possibilities?

6. Under what conditions can a hard of hearing person undergo the cochlear
implant surgery that is covered by the federal budget? What paperwork is
needed?

7. Under what conditions can a hard of hearing person apply for assistive
listening devices or a hearing aid? Does he/she need to have the official
disability status in order to apply?
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8. Which devices can be obtained by a HoH person in Germany on the basis of 
the insurance? 

9. How is the speech training provided for in Germany and by whom?  

10. What centres in Germany are responsible for CI implantation? What are the 
general rules for all centres in CI post-surgery rehabilitation period? 

11. Which rehabilitation measures and services specifically are included in the 
insurance coverage? What obstacles do the hard of hearing clients face? 

12. There is expected to be a new law regulating coverage of the hearing aids and 
assistive listening devices, in October 2013. Could you please explain what it 
entails for hard of hearing persons? 

13. What changes and measures should be taken to improve the rehabilitation of 
hard of hearing persons in general? (in relation to access to quality hearing 
aids, assistive listening devices, financial support, insurance coverage, etc.)?  

14. What are the obstacles to integrating those changes? 

15. Who should initiate and conduct these changes? 

16. Which results should be expected after five years?   
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Appendix 10 

Guidelines for expert interviews (HoH/Deaf organisations) 

Guidelines – general questions 

ORGANISATIONS OF HARD OF HEARING PEOPLE 

1. What is the main mission and objectives that your organization carries out?

2. How is your organization managed (voluntary basis, staff etc.)?

3. By which bodies are your organisations supported? What are the main
resources for the work of your organisation?

4. What is the involvement and level of participation by hard of hearing persons?

5. How does your organization influence state policy in relation to the HoH people
and people with disabilities? Through which mechanisms specifically? Which
actors do you lobby?

6. What government counseling bodies are you part of?

7. What are the key challenges in your work?

8. What changes do you need in order to improve your work?
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Appendix 10a 

Guidelines for expert interviews (State/ policy-makers/ NGO/ researchers), Germany 

1. DIE SCHWERHÖRIGEN PERSONEN ALS EINE SOZIALE GRUPPE 

Setzen Sie bitte Ihre Wahrnehmung von schwerhörigen Personen als eine soziale 
Gruppe in Ihrem Land fest: 
 
1. Wie sind sie sozial sichtbar und auf welche Weise? 
2. Wie ist das Niveau und die häufigsten Formen ihres Aktivismus? 
3. Wie und inwieweit sind sie organisiert? 
4. Wie und auf welche Weise beeinflussen sie?  
5. Wie ist ihre Position in Bezug auf andere Personen mit Körperbehinderungen? 
6. Haben sie eine subkulturelle Identität und wie ist ihre Meinung zur 

Hauptströmungskultur? 
 
2. DIE RECHTE DER SCHWERHÖRIGEN PERSONEN 

Bitte ausfüllen: 
1. Welche Rechte der schwerhörigen Personen werden am häufigsten verletzt? 
2. Wer verletzt sie am häufigsten und was sind die Folgen? 
3. Welche Organisationen und Einrichtungen sind mit diesem Feld beschäftigt? 
4. Mit welchen Tätigkeiten befassen sie sich; die bedeutendsten in den letzten fünf 

Jahren erreichten Ergebnisse? 
5. Welche sind die größten Probleme/Hindernisse bei der besseren Verwirklichung 

der Rechte von schwerhörigen Personen?  
6. Welche Änderungen sind notwendig; wer sollte damit anfangen; wer soll sie 

ausführen, welche Hindernisse könnten auftreten? 
7. Welche Ergebnisse sollten in den nächsten fünf Jahren erreicht werden?  
 
3. AUSBILDUNG 

1. Wie bewerten Sie die Situation der Ausbildung der schwerhörigen Personen in 
Ihrem Land? 

2. Was sind die die positiven und negativen Ergebnisse der Ausbildung von 
schwerhörigen Menschen? 

3. Wie bewerten Sie das gesetzliche / gesetzgebende Fachwerk, das das Feld der 
Ausbildung der Schwerhörigen regelt? 
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4. Wer ist für die vorhandene Situation der Ausbildung von schwerhörigen
Personen verantwortlich?

5. Welche Änderungen sind notwendig in diesem Feld? Was sind die Hindernisse
für die Verwirklichung dieser Änderungen und wer sollte sie beginnen und
ausführen?

6. Welche Ergebnisse können nach fünf Jahren erwartet werden?

4. BESCHÄFTIGUNG

1. Wie bewerten Sie die Situation der Beschäftigung von schwerhörigen Personen?
Was sind die größten Probleme in diesem Feld?

2. Welche sind die positiven Ergebnisse und wie bewerten Sie das gesetzliche
Fachwerk, das die Beschäftigung der schwerhörigen Personen regelt?

3. Welche Änderungen müssen in diesem Feld unternommen werden? Welches
sind die Hindernisse für die Verwirklichung dieser Änderungen und wer sollte sie
beginnen und ausführen?

4. Welche Ergebnisse können in fünf Jahren erwartet werden?

5. URTEILSVERMÖGEN UND MARGINALISIERUNG

1. Inwieweit und wie wird gegen schwerhörige Menschen im Alltag diskriminiert?
2. Welche Ursachen, Folgen und Formen von Diskriminierung von schwerhörigen

Personen gibt es?
3. Welches gesetzliche Fachwerk regelt dieses Feld? Wie bewerten Sie dieses

gesetzliche Fachwerk?
4. Wie bewerten Sie das Verhalten des Staates, der Medien und der

Zivilgesellschaft wenn es um Diskriminierung von Schwerhörigen geht?
5. Gibt es Tätigkeiten für die Verhinderung von Diskriminierung gegen

schwerhörige Personen? Wer führt sie aus?
6. Welche Änderungen sind notwendig in diesem Feld und was muss

unternommen werden, um diese Änderungen zu verwirklich
7. Wer sollte sie beginnen und wer sollte sie ausführen?
8. Welche Ergebnisse sollten nach fünf Jahren erwartet werden?

6. REHABILITATION UND INTEGRATION

1. Wie bewerten Sie die Möglichkeiten für die Rehabilitation und Integration der
schwerhörigen Personen?
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2. Wie bewerten Sie das gesetzliche Fachwerk, das dieses Feld regelt? Gibt es 
strategische Dokumente und Ratgeber? Welche sind diese? (bitte spezifisch 
sein); 

3. Wie bewerten Sie das Verhalten des Staates, der Medien und der 
Zivilgesellschaft bezüglich der Rehabilitation und Integration von schwerhörigen 
Personen? Auf welche positiven Beispiele und Praxiserfahrungen können Sie 
hinweisen? 

4. Welche Einrichtungen haben am meisten beigetragen? 
5. Welche Änderungen sollten in diesem Feld unternommen werden? 
6. Was sind die Hindernisse bei der Verwirklichung dieser Änderungen? 
7. Wer sollte sie beginnen und ausführen? 
8. Welche Ergebnisse könnten nach fünf Jahren erwartet werden?  
 

Appendix 10b 

Guidelines for expert interviews (State/ policy-makers/ NGO/ researchers), Russia 

1. СЛАБОСЛЫШАЩИЕ ЛЮДИ КАК СОЦИАЛЬНАЯ ГРУППА 
 Пожалуйста, опишите ваше восприятие слабослышащих лиц как социальной 
группы: 
• Насколько они социально видимы и каким образом; 
• Каков уровень и наиболее часто встречающиеся формы их активности; 
• Каким образом и в какой степени они организованы; 
• Насколько они влиятельны и каким образом; 
• Какова их позиция по отношению к другим лицам с ограниченными 
возможностями; 
• Есть ли у них своя субкультурная самобытность?  
 
2. ПРАВА СЛАБОСЛЫШАЩИХ ЛЮДЕЙ 

Пожалуйста, оцените: 
• Какие права слабослышащих лиц нарушаются чаще всего; 
• Кто нарушает их чаще всего, какие будут последствия; 
• Какие организации, учреждения должны участвовать в этой области; 
• Каким видом деятельности они занимаются, наиболее значительные 
результаты, достигнутые за последние пять лет; 
• В чем заключаются основные проблемы / препятствия на пути к более 
эффективному осуществлению прав слабослышащих людей; 
• Какие изменения необходимы должны быть приняты; кто должен 



398 

инициировать их, кто должен их реализовать, какие препятствия могут 
появиться; 
• Какие результаты должны быть достигнуты в ближайшие 5 лет

3. ОБРАЗОВАНИЕ
• Как Вы оцениваете ситуацию в области образования со слухом человека в
своем государстве;
• Какие отрицательные, а какие положительные результаты в воспитании
слабослышащих людей;
• Как Вы оцениваете правовой базы, регулирующей области образования со
слухом;
• Кто несет ответственность за существующее состояние образования
слабослышащих людей;
• Какие изменения необходимы, которая будет осуществляться в этой области,
которые являются препятствиями для реализации этих изменений, которые
должны инициировать и проводить их;
• Какие результаты следует ожидать после пяти лет

4. ЗАНЯТОСТЬ
• Как вы оцениваете ситуацию о занятости слабослышащих лиц, что самые
большие проблемы в этой области;
• Какие положительные результаты как Вы оцениваете правовой базы,
регулирующей использование слабослышащих людей;
• Какие изменения необходимы, которая будет осуществляться в этой области,
которые являются препятствиями для реализации этих изменений, которые
должны инициировать и проводить их;
• Какие результаты следует ожидать после пяти лет

5. ДИСКРИМИНАЦИЯ И МАРГИНАЛИЗАЦИЯ
• В какой степени проявляется дискриминация слабослышащих лиц

• Каковы причины, последствия и форм дискриминации в отношении людей с
ослабленным слухом лиц;

• Какова правовая база, регулирующая эту область? Как вы оцениваете эту
правовую базу;

Как Вы оцениваете действия органов государственной власти, СМИ и 
гражданского общества в предотвращении и торможения дискриминации 
слабослышащих людей; 
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• Существуют ли мероприятия по предотвращению дискриминации людей с 
ослабленным слухом; 
• Какие изменения необходимы, которая будет осуществляться в этой 
области? Какие есть препятствия для реализации этих изменений; 
• Кто должен инициировать и проводить их; 
• Какие результаты следует ожидать после пяти лет 
 
6. РЕАБИЛИТАЦИИ И ИНТЕГРАЦИЯ 
• Как Вы оцениваете возможности для реабилитации и интеграции людей с 
ослабленным слухом лиц; 
• Как можно оценить правовые рамки, регулирующие эту сферу, какие есть 
стратегические документы (пожалуйста, укажите); 

Как Вы оцениваете действия органов государственной власти, СМИ и 
гражданского общества по реабилитации и интеграции слабослышащих 
людей? Какие положительные примеры и практики Вы бы отметили? Какие 
учреждения вносили наибольший вклад; 

Какие изменения должны быть предприняты в этой области; 
• Какие препятствия для реализации этих изменений; 
• Кто должен инициировать и проводить их; 
• Какие результаты следует ожидать после пяти лет 

 

 

Appendix 11 

Sample of the interview transcript – young HoH respondent, Germany 

/Users/Desktop/Karina Chupina/DM550014.mp3 

Interview length: 34:55 min; 

K: Karina 
L: Interviewee  
#00:00:00-0# K: Ok, it's working.  
#00:00:10-8# L: Maybe we should make a test? 
#00:00:13-9# K: A test? No, no, no it's on. So the first question is for you: What is or 
are the differences between deaf and hard of hearing people. How do you think? 
#00:00:45-5# L: Uhm, I think that the disability of the deaf is more visible than the 
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disability of hard of hearing, because they use sign language and they are mostly 
not able to speak oral. So people can see 'they can't hear' or 'they can't speak'. And 
I see the difference at my university, because my friend who are deaf, they have a 
translator with them. So everyone knows this guy is deaf. And I don't have a 
translator I have an FM system. They don't know an FM system, so I have to explain 
'I am hard of hearing please speak'. Because it's, uhm, I speak normal. They don't 
hear it in my voice that I have hearing problems. So they forget. I have to explain, 
again and again. I am hard of hearing. Please speak slowly and so on. I think that's 
the main difference.  
#00:02:04-3# K: Ok, and when did you start telling people that you are hard of 
hearing? For some people it's not easy.  
#00:02:12-2# L: It was late. It was, I really really started one year ago. Before that I 
was ashamed or I didn't say anything. But, uhm, when I was a child, I had a seminar 
where people told us 'yes you have to say you are hard of hearing and they 
explained how to do it'. But.. 
#00:02:40-0# K: You had a seminar in an organization you mean, for hard of 
hearing.  
#00:02:40-3# L: No, it was, I don't know I was a child, I forgot, my parents send me 
there. And then I was sitting there. And people told me. Imagine you are in a 
situation were you don't understand what are doing. And I said 'I don't know, I don't 
know'. And they explained how to do it. But I was too young. I didn't implement it. I 
really started when I was 19, 20. Listen, I am hard of hearing, please speak slowly. 
And that's it.  
#00:03:08-1# K: And at school? 
#00:03:15-9# L: No, there was no need to say it, because everyone knew it. It was a 
mixed-up school. So, they knew.  
#00:03:18-7# K: And now when you meet new people, you more new people.  
#00:03:26-9# L: Yes, because at university nobody knows, so I have to explain. And 
that's why I started.  
#00:03:30-0# K: Aha, ok. And what do you think is easier? To be deaf or hard of 
hearing?  
#00:03:53-2# L: What do you mean? 
#00:03:53-2# K: What do you think, for whom life is easier? For a deaf person or for 
a hard of hearing person? 
#00:03:43-0# L: I think for a deaf person. It's easier.  
#00:03:56-3# K: Easier. Why? 
#00:03:56-3# L: It's difficult to say it in English.  
#00:04:09-1# K: You can take you time, no problem. 
#00:04:09-1# I think they have the excuse that they are deaf. And when hearing 
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people see you are deaf, they say 'ok, they don't have expectations'. It's 
discrimination, but it's true, that's a fact. But when you are hard of hearing and you 
are able to speak and people understand you they have expectations. But maybe 
the expectations you can't fulfill. Because if you are hard of hearing, uhm, because 
of your hearing impairment. But people don't know. So you have to explain. And so 
on you know. And I think that makes it difficult. While deaf people say I can't speak I 
am deaf. And everybody says 'ok, ok, ok'. And then they leave you alone.  
#00:05:07-3# K: I like the expectations. A very good thing to speak about the 
expectations. Great. Ok. And how was your hearing loss found out? 
#00:05:14-2# L: It was found when I was three years old. Uhm, on my left ear I am 
deaf and on my right ear I am hard of hearing. And when I had, when I was phoning 
with my grandma or I had a noise I always put it on my right ear. And one day my 
parents wondered why I don't do it on my left ear. And then I was on the phone 
with my grandma and they took....how do you say? 
#00:05:46-3# K: The receiver.  
#00:05:46-3# L: The receiver and put it on my left ear. And I put it on my right, and 
they put it on my left. And then they saw that something is wrong. And then we 
went to the doctor and then he found out.  
#00:05:58-3# K: Oh, I see. And you parents are deaf? They both, both of them. Do 
you communicate with them in the same language, or?  
#00:06:05-9# L: Yes, in the same language.  
#00:06:15-7# K: You picked up some language from them? 
#00:06:15-7# L: Yes. 
#00:06:14-3# K: But you identify yourself as hard of hearing.  
#00:06:14-3# L: Yes, hard of hearing, not deaf (laughing).  
#00:06:16-9# K: Ok. Why? 
#00:06:18-6# L: Because I think, it's a different identity. A cultural identity. Because, 
uhm, I don't like it to be identified with the deaf. Because I am not deaf. I can hear 
and I can speak. And my language is not the sign language. Even though I grew up 
with the sign language, it's not my language. My language is the oral speech.  
#00:06:46-2# K: And how often do you use sign language? 
#00:06:46-2# L: Well, quite often, because many of my friends use it. Uhm, but I like 
the language. But it's not my language. What was the question? Why..do I consider 
myself as hard of hearing? 
#00:07:00-9# K: yes, yes.  
#00:06:59-5# L: Hm, good question. I think it's because of the language.  
#00:07:13-9# K: Mostly, because of communication. Probably.  
#00:07:19-1# L: Yes.  
#00:07:24-2# K: Ok, thank you. Uhm, what did your parents do after they found out 
about the hearing loss. Did the try to take you to a speech therapist? Or? 
#00:07:33-5# L: They gave me, first hearing aids on both sides. But I only used it one 
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one side. Because this didn't work. And then, I think, once in a week a woman came. 
And it was a speech therapist. So she tried to speak with me, because my parents 
are deaf. And yeah, but that's it. It was not a shock or something. Because, uhm, my 
parents are deaf. So they are used to hearing impairment.  
#00:08:06-9# K: Aha, I see. And who supported you. For example during 
Kindergarten? Your parents, or teachers or who? In everything, I mean.. 
#00:08:20-0# L: Yeah, my parents.  
#00:08:20-0# K: Yours parents, mostly. They were supporting you.  
#00:08:22-5# L: My mother, my mother. My father... 
#00:08:32-7# K: Ok, she wanted you to talk? Or she wanted you to use sign 
language more? 
#00:08:33-2# L: She wanted me to talk, but she also wanted me to use sign 
language. So it's. 
#00:08:39-1# K: So you grew up bilingual. So to say. 
#00:08:39-6# L: Yes. 
#00:08:42-8# K: And when you went to school. It was a mixed class. Hard of hearing 
and hearing. And who supported you during school years and how? Your studies, 
free time, communication with friends.  
#00:09:02-1# L: Well with studies and free time I was on my one. I had no one who 
supported me. Well, that's not right. There was a woman. I don't know what she's 
called.  
#00:09:14-7# K: Ambulantician, no? 
#00:09:17-3# L: In German we say Pädagoge. Sort of teacher. And she helped me 
with my studies. And sometimes she took me to theater or cinema.  
#00:09:33-9# K: Only you? Or with others? She worked also.. 
#00:09:34-8# L: Only me, only me. 
#00:09:33-1# K: She worked only with you, she did not work with other hard of 
hearing children?  
#00:09:39-7# L: No, my mother organized her for me. It was not from school. It was 
another person.  
#00:09:47-9# K: Do you know what is it. What kind of person is it? Like a private 
assistant?  
#00:09:54-7# L: Something like this, a private assistant.  
#00:09:56-3# K: But they had to pay to her? Or?  
#00:09:56-3# L: Yes, but I think it was the government or something who paid. 
#00:10:02-4# K: Is it like an ambulantician no?  
#00:10:01-9# L: I don't know the word.  
#00:10:03-7# K: Ambulant. I don't know, I think in Germany they call it something 
like assistant teacher.  
#00:10:08-9# L: Yeah, something like this. But only up until class eight or nine. And 
after that I was on my own, alone.  
#00:10:22-1# K: And did your parents, relatives, friends help you to do homework 
for example? Or to explain something for classes?  
#00:10:28-9# L: Yes my grandparents, and my friends from school.  
#00:10:35-6# K: What kind of assistance did you get at school during your studies? 
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It's the same? It was this teacher? 
#00:10:43-4# L: That's it. Yes.  
#00:10:43-3# K: So what did she do? She helped to explain.  
#00:10:49-5# L: Mostly she explained the homework. When I didn't understand 
something. But it was not everyday. Just once in a week. And yes mostly. And 
sometimes we went to theater or something. 
#00:11:04-6# K: Did she talk for example to teachers how they should communicate 
with you. She was advising them? 
#00:11:12-6# L: Yes. But it didn't help much.  
#00:11:18-8# K: Why? What happened? 
#00:11:22-3# L: They didn't understand or they didn't implement it. They said 'aha, 
hm, aha she's hard of hearing hmmm'. But then after a few days, they forgot. It's 
always the same.  
#00:11:38-8# K: But what do they have to do? To look at you when they talk to you.  
#00:11:41-8# L: Yes, or repeat. When other student say something. First they did, 
but after some time they forgot.  
#00:11:54-2# K: You did not remind them, you did not ask them? 
#00:11:54-2# L: No, I was too shy.  
#00:11:55-4# K: Only the assistant. Ok. Technical assistance you had some? 
#00:12:04-2# L: An FM system.  
#00:12:07-1# K: Induction loop?  
#00:12:06-9# L: In my first school not, but in this mixed second school there was an 
induction loop, were everyone had a microphone. On every table was a 
microphone. And the teacher had a microphone. 
#00:12:20-9# K: And what was your first school? It was also a mixed school? 
#00:12:20-9# L: No, no, no. A regular school. 
#00:12:27-3# K: How many years did you go there? 
#00:12:27-3# L: Six years and then I changed.  
#00:12:27-3# K: Why?  
#00:12:27-6# L: Because I was not lucky there. The situation was bad. It was also 
mobbing (bullying!)  
#00:12:43-0# K: Bullying. Even after six years?  
#00:12:45-1# L: Yes. Well, it started after six years.  
#00:12:50-2# K: Oh it started after six years.  
#00:12:51-3# L: The first four years no problem, but then teenage period 
#00:13:00-6# K: Teenage period, and people are, oh my ... 
#00:13:00-6# L: yeah, and my parents decided to bring me out of the school and 
change the school.  
#00:13:07-4# K: And where did you feel better? 
#00:13:07-4# L: Of course, in the new school, of course.  
#00:13:10-6# K: But the level of education? Was it... 
#00:13:15-9# L: It was higher.  
#00:13:15-9# K: It was higher? 
#00:13:15-9# L: Because the regular school was a Gesamtschule (comprehensive 
school). It was, uhm... 
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#00:13:26-2# K: On a higher level?  
#00:13:26-2# L: No no. 
#00:13:26-2# K: It was a mainstream school right?  
#00:13:32-1# L: Yes, it was mainstream. 
#00:13:32-1# K: But the first one was also mainstream?  
#00:13:32-1# L: No, no. Which one? 
#00:13:35-6# K: The first one.  
#00:13:35-6# L: The first one was mainstream, a regular school.  
#00:13:38-4# K: And the second was also mainstream, but with the special class.  
#00:13:45-3# L: The other one was a Gymnasium. But the other one was mixed, 
were you can do Abitur, but also middle and low education. It's mixed up.  
#00:14:05-9# K: And there it was immediately.  
#00:14:05-9# L: Year, it was a higher level. 
#00:14:06-7# K: Aha, that's interesting. Because in some countries, if you go to a 
special class. Usually it means pfff... 
#00:14:16-1# L: Yeah, it was specialized. Only for disabled people. Then, it's a lower 
level. But that was a mainstream school where there put.. 
#00:14:27-6# K: What about the school then for, which is totally for hard of hearing. 
Is it also lower? 
#00:14:31-7# L: Yes, it's lower, lower. 
#00:14:31-7# K: Ah, ok. That's what I mean. Hmmm, was it difficult to receive the 
assistance at school. 
#00:14:48-3# L: To receive? 
#00:14:48-3# K: Like the equipment, or…with the teacher it was difficult, yeah.  
#00:14:51-1# L: And the equipment. Yeah, the FM system was difficult, because the 
health insurance didn't want to pay for it. And then we had to argue, who pays for 
my FM system and ... 
#00:15:04-6# K: It was a problem for every student like that. For every hard of 
hearing student? 
#00:15:06-8# L: No no. Well some of my friends have the same problems. It's 
normal that health insurance doesn't want to pay.  
#00:15:16-3# K: And how did you solve this issue? 
#00:15:16-3# L: Well, we went to court.  
#00:15:15-7# K: Really. You went to court? And you won the case?  
#00:15:22-2# L: Yes (laughs).  
#00:15:24-6# K: You had to hire a lawyer? Or something. 
#00:15:29-2# L: Yes. My parents did.  
#00:15:34-7# K: So first you refused and then your parents appealed to the court 
and then they..Ok. Until the very end to the school, they covered everything. They 
covered... 
#00:15:44-7# L: It was just one time...the FM system.  
#00:15:44-7# K: The what?  
#00:15:44-7# L: FM system. That was all.  
#00:15:48-3# K: And then you could keep it for yourself all time?  
#00:15:52-0# L: Yes,  
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#00:16:00-7# K: I see, I see. Hmmm… what were your biggest problems at school?  
#00:16:05-8# L: Concerning my hearing impairment you mean? 
#00:16:05-8# K: Yeah, mostly.  
#00:16:05-8# L: (Break) Well, that, uhm, they, (uhm) Rücksicht nehmen...(take into 
consideration) they didn't support us, they didn't support hard of hearing people. 
Only some teachers. But I think it's normal. There is always some.. 
#00:16:32-1# K: Someone who is nice and someone who is...And from the bullying. 
But bullying was more in in the regular school, while you were there the only hard 
of hearing. Yeah, and what were your strategies of coping with these difficulties?  
#00:16:56-4# L: Bullying?  
#00:16:56-4# K: Yeah, for example bullying. Did you do something against it or 
just... 
#00:16:55-2# L: No, I was all alone. Just I kept the distance and at home I read a lot. 
I loved to read books. Because it was sort of an escape into fantasy world, you 
know.  
#00:17:12-2# K: Yeah, escaping from problems yeah.  
#00:17:14-1# L: Uhm, yes, I escaped, I didn't solve the problem, I escaped.  
#00:17:19-1# K: Ok, so then you moved to school. So you did not have that problem 
there.  
#00:17:22-4# L: No.  
#00:17:26-0# K: And then, also the difficulties like now in the university. Do you 
have some specific challenges? 
#00:17:37-1# L: Yeah, the challenge is to make clear that I am hard of hearing, 
because every new term I go the professors and then I say 'Ok, I am hard of hearing, 
I have an FM system, please switch it on and bla bla bla. But that's the only thing'.  
#00:18:03-0# K: That's the only thing so far.  
#00:18:03-0# L: Yes, I don't have special problems.  
#00:18:04-4# K: The professors agreed to use the FM system or they are like..? 
#00:18:11-2# L: It's different, some agree and some are skeptical, but they do it. At 
least they do it.  
#00:18:21-4# K: What about the..are you the only hard of hearing student in the 
group?  
#00:18:26-0# L: No I am the only one. In my law studies yes. But at university we 
have... 
#00:18:34-0# K: But at university..Uhm, what kind of attitude is from other 
students?  
#00:18:41-3# L: Uhm, they are.. 
#00:18:49-8# K: Moderate...not negative not positive. More like.. 
#00:18:54-9# L: Yes... 
#00:19:00-9# K: That's my assumption. Maybe.. 
#00:19:00-9# L: No it's like that.  
#00:19:00-9# K: That's my experience, in the beginning it's mostly like that, but with 
time then it changes it can be more positive with the time. Did you become closer 
with the people? 
#00:19:12-4# L: Well, the problem is, because of my hearing impairment, I need 
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more time for my studies. So the person I got to know in the first term, they are 
now in the fifth term, but I am still in my fourth term. So I have always new people 
around me. So, I don't have much contacts.  
#00:19:33-2# K: Aha, is it a big problem that you need more time. Or it's not a big 
problem? In this case? Was it a problem for scholarship? No? 
#00:19:39-0# L: We will see. Because this year, I had to apply for, uhm, how can I 
say, uhm. Normally, if I get a scholarship, it is only for two years. And after these 
two years my professors have to right, I have to send it to them and then they have 
to decide - do I get the scholarship until I finish my studies or not. And this year, 
they decide.  
#00:20:17-7# K: I cross fingers. Do you have cases were your rights were violated, it 
similar to the question earlier. Like with the FM system that was one.  
#00:20:33-8# L: When I need new hearing aid or a new FM system or whatever. It is 
always difficult to get it. To make them pay for it. That is mostly the case. And, 
bullying at school. But that's a long time ago. Uhm, that's it.  
#00:21:04-8# K: Yeah. What about the hearing aids. What's the problem with the 
cost. Because they cover only 360 Euros.  
#00:21:15-3# L: Yeah, and that's not enough.  
#00:21:15-3# K: But do you think this is going to change to change or not? 
#00:21:23-9# L: Yes, there has been a new trial. A new case were the highest court 
in Germany has decided that, uhm, the health insurance in Germany is not allowed 
to pay only 300€. They have to pay enough for a person to get the best hearing aids.  
#00:21:51-3# K: But that was a very specific case? 
#00:21:51-3# L: Yes, but we hope that  it will help other people.  
#00:22:01-0# K: Why did you chose the university where you are studying now? 
#00:22:04-8# L: Well, because I am from Hamburg. My family and friends are here. I 
thought about leaving Hamburg and go to maybe another city. But I didn't, because 
it was hard for me.  
#00:22:17-7# K: I am just asking. I mean.. 
#00:22:22-3# L: Because Hamburg is a big city, were many hard of hearing people 
live, and it's important for me to be with other hard of hearing people. In a small 
village, they are no hard of hearing. And it's, I don't feel good.  
#00:22:31-5# K: Aha. I understand. I want to ask about the entrance exam, 
accessiblity. Did you have to pass entrance exams to the university? 
#00:22:44-2# L: No.  
#00:22:48-7# K: Abitur? 
#00:22:48-7# L: Yes. It depends on my Abitur results. 
#00:22:56-8# K: And Abitur was fully accessible? So there were no problems? 
#00:23:00-8# L: No.  
#00:23:03-3# K: No corruption? No inaccessibility?  
#00:23:09-3# K: Perfect. Were there any specific conditions for hard of hearing 
children to enter university or to enter school? Are there some specific privileges for 
example? Some people with disability they can skip maybe part of their exam? Do 
they have more time? 
#00:23:30-1# L: Yeah, we have more time. Not in the Abitur. It was in the formal 
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exam, the middle exam. There we can write one hour longer than the other 
students. And at university it depends on your status. Uhm, then you get more time. 
And in oral exams. You have an oral exam you have a translator or you have the 
questions on paper. So you can read it.  
#00:24:03-1# K: The note taker? Ah, so if they ask a question, they also have to 
show it to you on paper. Ah.  
#00:24:09-8# L: Yeah, to make clear that you don't misunderstand them.  
#00:24:12-5# K: And so with you it was no problem. Everything was done correctly.  
#00:24:20-3# L: Well, at university I didn't have an oral exam yet. In school it was 
perfect. 
#00:24:34-7# K: So no problem with entering higher education. 
#00:24:34-7# L: No. I think it depending on my Abitur results. It was very good 
so...(laughing).  
#00:24:43-3# K: Yeah, but what about the deaf and hard of hearing people, who do 
not have Abitur in their school. What do they do? Some of them go to Essen, but 
not all of them?  
#00:25:00-8# L: No, they go to Husum or Leipzig. There are special institutions were 
disabled people, no matter what this disability, can do an apprenticeship. But it's, 
when you finish it, it's not sure that you get a job.  
#00:25:27-9# K: But it's not like a sheltered workshop, no? Like when you work in a 
workshop with other people with disabilities.  
#00:25:38-1# L: Yes, it is only for people with disabilities, but not exactly like 
sheltered workshop. 
#00:25:41-6# K: Ok, I see. What kind of assistance do you have at university now?  
#00:25:49-7# L: Ah, I have a Palantypist 
#00:25:56-3# K: For every class? Wow. That's covered by the state? 
#00:25:56-3# L: Yes. 
#00:26:05-7# K: By insurance?  
#00:26:05-7# L: No. By Eingliederungshilfe, uhm, sort of.  
#00:26:12-2# K: Ah. Now I know.  
#00:26:21-7# L: (Laughing) 
#00:26:22-4# K: So every time you have a Palantypist and an FM system.  
#00:26:20-7# L: And I get money for books. Because I said, sorry, I am hard of 
hearing. I need more books. And they said ok, we give you more money for that.  
#00:26:33-5# K: The university gives you?  
#00:26:33-5# L: No, no, no the Sozialamt.  
#00:26:37-7# K: How much money, if it's not a secret, for books? 
#00:26:38-4# L: Uhm, 250€ per term.  
#00:26:45-7# K: Ah, it's ok.  
#00:26:47-8# L: Yeah.  
#00:26:48-6# K: Not too much, but also not little. It's fine. But is it the same all over 
Germany with the Palantypist and the FM system or is it only? 
#00:27:02-4# L: I don't know. In Hamburg it's very good. I know that my friend 
studies in Sachsen. And there it's very bad. He is also hard of hearing. And he 
wanted to have a Palantypist. But they said no. And he went also to court, but he 
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didn't lose. But he also didn't win. It was. They made a compromise. It was so 
complicated. So it's not all over Germany it's the same. It's different.  
#00:27:33-3# K: No that's important to know. Because then I come back home and I 
say. You know in Germany... 
#00:27:44-4# L: No.. 
#00:27:48-2# K: What kind of work you want to take? It's a lawyer? 
#00:27:50-8# L: No it's not sure. I have many possibilities with law. People always 
think if you study law you become a lawyer. But that's not true. It's open, still open.  
#00:27:59-6# K: Then what for example?  
#00:28:01-4# L: Still open, I don't know.  
#00:28:02-0# K: Open, ok. Now this the kind of summing up. What, in your opinion, 
are the biggest problems for young hard of hearing people in Germany? 
#00:28:15-2# L: I think the problem is that they need other hard of hearings, friends, 
to share and to feel home. But the problem is that there are big distances. So, some 
live in Hamburg, some live in Munich, some live in Berlin, some live in I don't know. 
And I know many people who are lonesome. Because they don't have normal 
hearing friends. Because it doesn't work. And many of them are depressed. And 
they are dreaming of leaving their city and moving to were more hard of hearings 
are, but they depend on their job. I think that is one problem.  
#00:29:07-8# K: But those people, sorry, for interruption, it's just a thought. Those 
people, who are depressed, because of the hearing problem and loneliness, can 
they get a therapy or not? For free? Or not? 
#00:29:26-0# L: I think the problem is not because of the hearing impairment, but 
because of social, lack of social contacts.  
#00:29:36-1# K: But that's also because of the..that's connected, I think. In a way.  
#00:29:40-7# L: Yeah, but a therapy wouldn't help. I don't think it would help, 
because. 
#00:29:45-7# K: Yeah, because the lack of contact with the others like you are. Ok, I 
see. And then you mentioned hearing aids.  
#00:30:02-5# L: Yeah, and that's not only for young, but for everyone. Also for 
grown up.  
#00:30:02-5# K: And for the young, it is more like communication.  
#00:30:05-6# L: The social. Because I know that many of the young hard of hearings 
who were in Essen, in the school. And then leave the school. And go back to their 
home villages. They are very sad, because they know 'now I am alone'. They have to 
go to work and nobody understands them and you know.  
#00:30:31-1# K: But in Hamburg, hard of hearing young people are more closer to 
each other.  
#00:30:37-0# L: Yes, I'd said Hamburg is .., Hamburg, Munich, Cologne are 
exceptions. But.. 
#00:30:45-6# K: Yeah, ok. I see, I see. And the last thing, what would be your 
suggestion for improving the situation of young hard of hearing people. Any kind of. 
Or maybe you know the example of good practices from Hamburg. Maybe from 
your organization or something. I mean you can also think about that and of you 
want you can send me, so I can put this into the document.  
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#00:31:16-8# L: I think the problem is that society had to be aware. I think raising 
awareness is very important, in schools, because teachers, yeah. And yeah. I have to 
think about it. 
#00:31:42-3# K: Yeah, yeah, It's not right now. But it's an important thing, because 
you cannot say much about that in questionnaire. But we need that for the 
conclusions also. Is there anything else you would like to add?  
#00:31:55-7# l: Uhm, yes. It's from my own experience. I had audio therapy.  
#00:32:13-7# K: What? Audio therapy. Yeah. 
#00:32:19-7# L: And that was very, had a great impact on me. Because it helped me 
to stand up for my rights and say. 
#00:32:32-0# K: You said audio therapy? What kind of audio therapy was this?  
#00:32:33-8# L: Uhm, it was a seminar were we learned how to cope with our 
hearing impairment. And to learn.  
#00:32:47-0# K: Was it here? 
#00:32:47-0# L: No, not, from the Bundesjugend.  
#00:32:45-4# K: Ah, ok, ok.  
#00:33:02-8# L: Uhm, were we learned that we have to accept ourselves with our 
hearing impairment in order to stand.. 
#00:33:02-8# K: Stand for your rights.. 
#00:33:02-8# L: Yeah..and that helped me to say at university 'Hello please speak 
slowly and..'. This was a key, uhm. 
#00:33:20-2# K: Self-awareness. Yeah, this is a training and training is very 
important. 
#00:33:23-5# L: Yes, and I think this should be offered for hard of hearing young 
people. Training.  
#00:33:31-1# K: Yes! That's for me. Ok, I will right to the Council of Europe: Please, 
more training.  
#00:33:39-3# L: But that's the problem. The Council of Europe speaks English and 
many people don't speak English. So it has to be in every country, in the country 
language.  
#00:33:44-1# K: Yeah, but are there any trainers in Germany, who understand very 
well the problem of hard of hearing?  
#00:33:49-5# L: Yes, this, one hard of hearing, a man. He's a psychologist. 
#00:33:58-2# K: From where? 
#00:34:02-2# L: You know Bad Grönenbach? It's a special hospital for deaf and hard 
of hearing people. Yes, and he knows very well about the problems of deaf and hard 
of hearing people. And yes, he gave the seminar, the training. So we have in 
Germany, we have two experts.  
#00:34:25-8# K: Who is the second one?  
#00:34:25-8# L: It's a woman, called Petra Blochius. And the man is Jochen Müller. I 
don't know. 
#00:34:32-5# K: And the woman she is doing what? 
#00:34:33-1# L: She is, well her profession was audio therapist. So it's.  
#00:34:42-7# K: And two adults were running the seminar. Self-awareness and 
everything.  
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#00:34:47-0# L: Yes. 
#00:34:47-0# K: ok. Good. Thank you very much!  
 
Appendix 12 

Sample of the interview transcript – elderly HoH respondent, Germany 
/Users/Desktop/Karina Chupina/DM550024.mp3 
 
R, Length: 43 min 42 secs 
K: Interviewer Karina 
R: Interviewee R 
 
#00:00:00-0# K: ok, Let's try.  
#00:00:02-5# R: Hörgeschädigte Menschen. 
#00:00:11-4# K: Yes, I decided to collect the data from hard of hearing for my PhD 
and so that we maybe can make policy recommendations together with the hard of 
hearing organization. So my first question would be. If your are not comfortable with 
some question you can just say that. You would not want to answer. And this is ok.  
#00:00:54-9# R: How many do we have? 18? 
#00:00:54-9# K: There are about twenty.  
#00:01:00-0# R: Ok. 20.  
#00:00:59-0# K: We can make a break, if it's too much you know. Ok. Could please 
describe when you got the hearing loss? 
#00:01:12-1# R: When? 
#00:01:12-1# K: Yes. When and how.  
#00:01:14-8# R: Aha. I think my hearing loss started when I was about 45. My first 
hearing aid was with, connected to a pair of glasses. And the hearing loss is inherited, 
it's congenital. My father was very hard of hearing and my grand father, on my 
father's side, was also very hard of hearing. So they both used hearing aids.  
#00:01:51-6# K: So that happened when you were 45? 
#00:01:55-6# R: Yes, aha. When I was about 45, and now I am 70, yeah.  
#00:02:04-5# K: Aha, ok. Now you use hearing aid, right? On your both ears?  
#00:02:09-5# R: Yes.  
#00:02:12-2# K: How did you get them from the German state?  
#00:02:13-4# R: Uhm, I first applied for them when I was about 45. And that was at 
the major hospital in Neukölln. And the professor there said that I am, I was at that 
time a border case. That is, uhm, if I had been less hard of hearing at that time. Then, 
he would not have prescribed a set of hearing aids. But he said, you are a pastor, a 
minster at the church. And you have to understand the people with whom you deal. 
So it's very important that you hear well. So we make an exception and give you, and 
prescribe hearing aids for you already at this time. And that was when I was about 
45. And then shortly after that my hearing gradually became worse. So that in the 
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course of decades so that, uhm, I was no longer a border case, but I definitely need 
hearing aids. Yeah.  
#00:03:29-5# K: And now the hearing aid that you have. For how long can you use 
them? For how many years, do you know? 
#00:03:38-9# R: Well, ever since I am 45. So I am 70, that's 25 years. 
#00:03:43-4# K: But I mean the brand of the hearing aid that you have now. 
#00:03:49-7# R: I'm sorry, I cannot tell you exactly (laughing). 
#00:03:49-7# K: That's ok. This is ok. And how do you mostly communicate with the 
people around you. So you listen with the hearing aid and you also lip read, or? 
#00:04:02-3# R: Yes, I also lip read. That has become more and more the case in 
recent years. I do more lip reading. I watch peoples' lips very carefully.  
#00:04:14-1# K: And what changed in your environment when you noticed that you 
started losing your hearing? 
#00:04:24-1# R: I would have to ask people to repeat what they said. I would not be 
able to understand, uhm, thing on television without turning the volume up quite 
loud. I, for example, attended a, when I retired from the Christian ministry. I started 
to learn Norwegian. And then I did that for four years. But it was, I could read well, 
that was no problem. I could answer the questions, if the teacher spoke very clearly 
in Norwegian. But if it became fast, or if she would play something on her tape 
recorder, I could not understand it. It was difficult, yeah, to understand the spoken 
Norwegian, yeah. And if people, for example, speak fast then it's difficult for me. Or 
some actors on the stage. We have theater subscription here in Berlin. And I noticed 
that my wife will laugh at a certain incident in the theatre piece. And I don't 
understand it here. Yeah.  
#00:05:45-2# K: But how did this affect your work situation. What changed at your 
work. You said you work as a pastor. So you had to work a lot with the people. In the 
church. Here, in Berlin? 
#00:05:59-6# R: Yes, in Berlin.  
#00:05:58-8# K: And what changed?  
#00:06:01-5# R: The only major problem I had was with confirmands, those are young 
people 13-14. And sometimes they would be, their answers would be very soft. So I 
would have to ask them to speak louder or I would even have to stand up and go and 
to where they were sitting and then ask them to repeat the answer.  
#00:06:29-0# K: So you had to walk yourself from there, from the place where you 
stand and speak. You had to walk up to the people.  
#00:06:37-3# R: Or, were I was sitting yeah. Sometimes, sometimes. Not very often, 
but sometimes. But that did not happen very often with adults. Only with young 
people, because they were.  
#00:06:55-5# K: Not very careful, yeah? Not very understanding? 
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#00:06:55-5# R: Were they careful? 
#00:07:01-2# K: Yeah, the young people, were not very understanding of the problem 
or? 
#00:07:03-9# R: Yes, they had a great deal of understanding for my problem, because 
I told them very openly in the first time that we got together that I am hard of hearing 
. And, yeah, that was one reason why I was not asked to go into these public schools 
and give religious instructor, because that's required of all the protestant pastors 
here. And I did not have to do that, because of my hearing. It's very difficult for me 
to understand pupils.   
#00:07:39-0# K: You did not have to do what? 
#00:07:39-0# R: Give religious instruction at schools, yeah. So other people then 
would teach religious instruction at school. And I would then do a funeral for them 
or do something else for them.  
#00:07:58-9# K: Did it mean that you lost some responsibility at work? Or you just 
managed to do something else?  
#00:08:03-1# R: Yes, that's right. The latter is correct.  
#00:08:05-1# K: Did you feel some kind of discrimination from  your colleagues, or 
from the people who attended?  
#00:08:14-9# R: None, whatsoever. No I have very very good colleagues. Very nice 
colleagues.  
#00:08:19-7# K: You are lucky (laughing).  
#00:08:19-7# R: Yes, I was lucky. And many church members, of course those who 
died were for the most part older. So when I would hold a conversation with the 
widow or the widower, that person was usually also older and used to speaking 
louder. So that was not a problem. Or I would simply ask them, please turn off the 
television and then we can hold this conversation, yeah.    
#00:08:54-2# K: And I think, I mean as I see it now, there were some older people in 
the church. So maybe they also had some hearing problem related to their age. 
#00:09:01-3# R: That's right.  
#00:09:04-7# K: So in this way it was more easy for you to understand each other. Ok, 
I mean I'm just clarifying, because it's the first time, I interview late deafness persons. 
Because before I only interviewed hard of hearing people, who were hard of hearing 
form birth. And this a very different situation. That's why. Aha. Uhm, so in terms of, 
you finished already your education, so in terms of education, there were no 
challenges related hearing loss. 
#00:09:42-1# R: No. 
#00:09:42-1# K: Only you said the Norwegian language courses.  
#00:09:45-6# R: That was after I retired. When I was 63, yeah.  
#00:09:49-4# K: Ok, What were the other areas of you life, where you felt, your 
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choices are limited, because the hearing loss? We spoke about work now. Something 
else? The other spheres of life. 
#00:10:19-2# R: (Pause). I don't think that my participation in various areas of life is 
limited to great extent, as I mentioned before. Sometimes it's difficult for me to 
understand what's spoken on the television. I have to ask my wife. Or, in the theatre, 
I have to ask my wife. But that’s not a major problem. And I don't feel that I'm 
excluded from life, because of that.  
#00:10:51-2# K: You don't feel? 
#00:10:51-2# R: No. I have no negative feelings about this. 
#00:10:56-1# K: Ok, good, some people have negative feelings about this. Because 
they feel they have to be dependent on someone. What about you? For you, maybe 
it was enough, to ask your wife or your friends to repeat or to tell you what is going 
on? 
#00:11:33-6# R: Yeah, another thing, that is difficult for me is using the telephone. 
Just like you. That's very difficult for me. That's why we have a special telephone now. 
I think, Jochen Eskes cousin recommended it. And it's very good. Yeah.  
#00:11:57-6# K: In what way? 
#00:11:57-6# R: You can increase the volume.  
#00:11:59-8# K: That's all? 
#00:12:04-9# R: I have another telephone at home, a normal telephone and I don't 
like to speak on it. Because I have to be very very attentive and that's very, that 
almost exhausting if the conversation is long. So I usually have only very short 
conversations on the telephone, yeah. I prefer a personal encounter.  
#00:12:31-7# K: As I see it, it's a part of your coping strategy, making the conversation 
shorter, choosing some particular devices. What about people, who are making 
phone calls to you and so on. How did you react. Did you tell them right away. I cannot 
talk for a long time, because I'm hard of hearing, or? 
#00:12:55-1# R: Yes, aha, yeah. And if there are any side-noises, then it's almost 
impossible for me to understand the person with whom I am speaking. If there is 
music on, for example, in a restaurant. If I go to a restaurant with my wife and in most 
restaurant there is music. And that means that I have to be very very attentive, 
listening to my wife or friend with whom, in regard to the person with whom I'm 
sitting. That's very, uhm, sometimes that's very exhausting, because, uhm, why 
should I try that hard just to understand someone. So sometimes, I tell the waiter 
'would you please turn the music down' or even 'turn it off'.  
#00:13:49-8# K: Do they do that? 
#00:13:50-9# R: Sometimes, yeah, yeah.  
#00:13:53-8# K: Sometimes they don't? 
#00:13:53-8# R: If there are lots of people they probably will not. But if very few 
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people. Then they do, yeah.  
#00:14:00-8# K: Uhm, have you met any kind of resistance or misunderstanding, not 
in terms of comprehension of hearing, or misunderstanding from other people, 
whom who meet. I don't mean family, I don't mean work. But other people, when 
you say, that you are hard of hearing. And do they, for instance ask you. Why you 
don't sign, or something like this? Do you remember some examples? 
#00:14:38-1# R: No they do not. Probably, because I'm a pastor. They would not think 
it's polite to say something like that to a pastor, yeah.  
#00:14:47-1# K: And if people don't know that you are a pastor. If you go somewhere 
out and you meet people in the service, like in the restaurant or… How does 
communication happen? Do people always understand what the problem is, or not? 
#00:14:59-5# R: I tell them very openly that I am quite hard of hearing and that I 
cannot understand the person at my table in the restaurant with loud music, so 
please turn it down. And they are understanding. Yeah.  
#00:15:19-3# K: And you understand the waitress, for example, also very well in the 
noisy environment. Or do you ask them, for example, please, I need to see your face. 
So I can understand you. How do you say that? What do you say?  
#00:15:32-2# R: Thank you for mentioning that. In recent years, it has been become 
more and more important for me to tell people to look at me, when we are speaking 
with each other. Otherwise I cannot understand them. My wife and I have a standing 
joke, when we are in the car, and she sees something. I am driving and she's sitting 
next to me. And she looks out the window to the right and says ' Isn't that lovely such 
and such a thing' and it's such and such a thing. And I say whom are you talking to, 
you are not talking to me. I can't understand it. The motor is loud. And, then you say, 
you speak to somebody else. Out the window. So please turn your head to me and 
say it.  
#00:16:30-4# K: Dangerous. Ok.  
#00:16:36-3# R: So that's a running joke for us.  
#00:16:37-0# K: Yeah, yeah, yeah. And do you, apart form the telephone, do you 
receive any other assistance devices, like FM system. So that you can, for example, 
talk with your wife in the car, if she has an FM transmitter, and you have a receiver. 
Then, the information, goes directly, into your hearing aid. And you can hear better. 
Do you use something?  
#00:17:10-7# R: No, no. 
#00:17:10-7# K: Why not?  
#00:17:10-3# R: Because, if I simply ask her to look at me, then there is no problem. 
And for the most part, there is no problem. This doesn't happen very often. But 
talking with people whom I don't know, I often have to tell them, please face me, 
please look at me, and then I can understand you better, yeah.  
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#00:17:43-0# K: And you don't want to try using the FM system, for example, in the 
restaurant, because it can be very helpful. You just put the FM system on the table. 
You have different sets of microphones, one is very narrow, another one is more 
wide, so takes more sound. You can put units the way you want. And then it helps 
filtering noise. Would you like to try it, or why didn't you try it before?  
#00:18:14-5# R: Your surprised.  
#00:18:16-2# K: Yes. Because, young people are always looking for these kinds of 
devices. Because they need them, because it's very difficult to communicate.  
#00:18:34-2# R: (laughing). Hm, maybe you are embarrassing me, because I don't 
know the answer.  
#00:18:43-2# K: No, I mean, I don't, I had no intention. 
#00:18:43-2# R: I don't know the answer. I don't know the answer, why I don't, why 
I'm not willing to try that out. I... 
#00:18:51-9# K: Maybe because you did not know? 
#00:18:50-2# R: Well, I am aware that there are such devices. But perhaps, I don't 
want to admit that my hearing is so bad that I would need that, yeah.  
#00:19:10-0# K: What how do think at the moment? Do you need them? Or you feel 
you don't really need them? 
#00:19:13-0# R: I feel that I do not need them, yeah. Yeah.  
#00:19:18-6# K: Ok, fine. Uhm, yes, speaking about your employment. You had been 
working for how many years, when you got the hearing problem? In that place. 
#00:19:41-5# R: Well, I studied for a long long time. I was almost 31, when I finished 
my doctorate, in New Testament studies.  
#00:19:55-0# K: It means mine is longer (laughing). 
#00:20:00-0# R: Well, if you do a doctorate, maybe you need four more years after 
your Master. But I studied theology, and as a protestant, one had to do high school, 
college and then only after college can one, may one start to study theology. And that 
takes four years. So one is usually finished at the age of 26. And has a masters of 
divinity. With one year of practical experience in the meantime. One of those four 
years is a practical year. And then, after that, I did a doctorate at Yale University. That 
took four years. And I was very very lucky that I finished in four years, because I did 
not have to, but there was no more subsidy, no more scholarship after four years. So 
I was very lucky that I did finish in four years. And many of my fellow students, most 
of them, left the university without finishing the doctorate, yeah. And had their first 
teaching position, and worked on their dissertation during the summer months, for 
example, three months of vacation in the summer, yeah.  
#00:21:38-3# K: So, when you got the hearing problem you were 45, right. And you 
have been working then for 15 years already.  
#00:21:47-1# R: Right, 14-15 years, yeah.  
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#00:21:50-9# K: In the same place, with the same employer?  
#00:21:53-3# R: Yes, here. At one congregation. My first congregation I was there for 
fifteen and a half years. And that's when I noticed that I needed hearing aids. 
#00:22:08-4# K: And do you know, I don't know if you do, it's a question, in this 
congregation, when you were 32, let's say, did they have a rule, did they have a 
quarter for people with disabilities, or some kind of rules to employ people with 
disabilities at that time?  
#00:22:29-4# R: Not to my knowledge. 
#00:22:36-7# K: Or did they have specific rules, that if a person becomes disabled, 
then there are certain conditions, ah, for enabling that person to work or something 
like that. Do you know?  
#00:22:49-0# R: To my knowledge, the evangelical church of Berlin Brandenburg 
Oberschlesische Lausitz. Schlesische Oberlausitz (Laughing). Berlin Brandenburg 
Ober...Schlesische Oberlausitz has a pastor for deaf people. It has a pastor also for 
the blind. But I have never met those pastors.  
#00:23:16-5# K: So can you name the biggest problem that you faced in your work 
place when you got the hearing problem, maybe it was not simply communication, 
but maybe learning how to get the hearing aid and assistance. Do you remember 
those situations?  
#00:23:44-5# R: I'd said the major problem was the issue that I mentioned before, 
working with young people, who were very, uhm, hesitant to speak up and often 
what they would speak in a very poor way. In German it's called nuscheln, uhm, to 
speak not very precisely. And of course, uhm, many of them spoke in Berlin dialect. 
And I know High German, but the dialect, I could understand it, but I had to listen 
carefully sometimes, yes.  
#00:24:38-4# K: That makes it difficult yeah? 
#00:24:38-4# R: It's not as Berlin dialect is not a bad dialect to understand, yeah. 
#00:24:47-3# K: Ok, and what do you think, now the question about the attitudes, 
uhm, for you what you what is the main difference between deaf people and hard of 
hearing people?  
#00:24:56-6# R: Hard of hearing people, are people like myself, they have more 
opportunities, I imagine than people who are completely deaf, simply because the 
degree of deafness, being hard of hearing means that you are to a certain extend 
deaf, yeah. It's a question of the degree.  
#00:25:35-7# K: Question of? 
#00:25:35-7# R: Of the degree. How deaf are you.  
#00:25:39-7# K: Degree, yeah? 
#00:25:39-7# R: Yeah, the degree. So even though I have to use to hearing aids, uhm, 
I still am happy, that I can participate for the most part in almost everything. So I don't 
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have major disadvantages because of that. And I'm married to a lovely woman, who 
herself is a medical doctor, and she's used to physical disabilities. So she has a great 
deal of understanding for my problem. Uhm, I think if, uhm, if I was complete, 
extremely deaf, then some other issues will arise, for example, communicating when 
other people are around. Or watching television, so that the, uhm, so that the volume 
doesn't have to be turned up to high. Or something like that. Or if people do not look 
at me directly when we talk. Then, a situation like that would be much harder to 
control, yeah.  
#00:27:05-1# K: Do you feel that you are now more in control of your situation? 
#00:27:05-8# R: I am more in control of the situation that a person who is much 
deafer. Much more hard of hearing, yeah. So I'm lucky that my hard of hearing is not 
that bad. And I'm lucky also when I think of my father, my grandfather in the fifties, 
1950s, he had a hearing aid, but, ah, it didn't function that well. And it was very 
difficult for him, yeah. So I had a great uncle, one of his brothers. You could only 
communicate with him in writing, yeah. So I do come from that kind of a family. So 
but in comparison with my father or my grandfather, I am very well off. Also because 
the quality of the hearing aids has improved within the last fifty years obviously, and 
continues to improve. So even if my hearing would become worse, I hope it does not, 
but if it does, then I hope that, some new invention will come about so that the 
quality of the hearing aids can be improved.  
#00:28:32-7# K: Yeah, I agree. Maybe. Do you have hard of hearing friends, whom 
you meet here in Berlin?  
#00:28:48-4# R: Not specifically, with the exception of my wife's cousin, Jochen, who 
is Hoffmann, whom you know. Who is extremely hard of hearing, uhm, and he has 
extremely good hearing aids. And they have to be very very good. Because of his 
major deafness. Uhm, I noticed the older I get, and I am now 70, that some of my 
friend also are getting hard of hearing. We had a couple for...over for coffee just last 
weekend. And the husbands, if one sits next to him no problem, but otherwise, he 
also is getting hard of hearing. He doesn't have hearing aids yet. But his wife had to 
tell him something once in a while, yeah. And she's a medical doctor also, yeah. Some 
of my friends also are getting hard of hearing. It's a question of aging. Yeah.  
#00:29:58-6# K: And do you remember the time, when you got hearing loss, did you 
have more wish to communicate more with hard of hearing people? Not only with 
hearing people? How was it?  
#00:30:13-1# R: I don't think that I specifically sort such people out, I did not look for 
these people. But when I encountered a person like that then I had a great deal of 
empathy for that person, and could understand his or her problem much better, 
because I myself was affected by the same phenomenon.  
#00:30:32-7# K: Did you make friends with those people or? It just not happen, how 
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was it? I ask because many people who are late deaf, they seek other late deaf people 
to, for more support. It depends very much on the personal situation of course. But 
still.  
#00:30:52-8# R: Right. I have a large number of friends. And I had them before I 
became deaf. So, it was no necessity to look for friends who had this particular 
problem. And also, uhm, to put it very bluntly, just because a person has the same 
problem that I have, being hard of hearing, does not make that person attractive to 
me. Uhm, as a possible acquaintance or friend or even good friend. I would consider 
that person with the same criteria, which I would use for any other person, whom I 
would perhaps like to have as a friend.  
#00:31:56-0# K: Ah, thank you. Do you think, there's a difference, and in what way, 
difference between hard of hearing person, a person who has hearing loss since birth 
and late-deafened person? How different would they be for you?  
#00:32:19-8# R: That's a very theoretical question for me, because I do not know 
persons in both situations. Uhm, therefore, if I would answer your question, it would 
only be my theoretical assumption. Yeah.  
#00:32:48-0# K: Let's make it an assumption.  
#00:32:48-0# R: Right, yeah, if a person becomes deaf, or hard of hearing, very late 
in life than that person has enjoyed his hearing, good hearing, for decades. And 
knows what the sound of birds chirping is like. That person knows what the sound of 
a flute in an orchestra is like when it's very very soft. And can appreciate that. Then 
he or she loses that ability, later in life. And can look back and say, I am grateful for 
the decades that I had with good hearing. Think of, Ludwig von Beethoven, the 
German composer. He became almost completely deaf when he was very old. But he 
still wrote symphonies (laughing). He could imagine what it was like, so, I think that, 
a person who later in life became completely deaf, could also be grateful for the time 
that he or she had for decades of hearing normally or almost normally. That's a 
difference, uhm, it would then be different if a person were completely and even with 
the help of mechanical devices could hear almost nothing. Than the person has to lip 
read, or do something else, or sign language. Yeah, so my answer is very theoretical, 
I cannot imagine, what it would be like for someone who was born almost deaf. I 
trying to think of the English word, I not only appreciate, but I admire people who 
overcome their difficulties. I admire them very very much, because I know how hard 
it is to overcome these difficulties. First of all, to simply, acknowledge that one is very 
very hard of hearing. Secondly, then, to use the most modern devices, and then to 
say, please look at me wen you speak. Please speak louder. I know that that's hard. 
So I admire people like that very much.  
#00:35:34-4# K: And would you be open to learning sign language, or? 
#00:35:40-3# R: I would be if it would be completely necessary. Yeah.  
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#00:35:43-8# K: Ok, and how do you estimate the attitude of the people here towards 
hard of hearing persons?  
#00:35:51-3# R: I didn't understand the question.  
#00:35:54-2# K: Sorry, sometimes I speak low also. I mean, how do you estimate the 
attitude of people around you towards you? I mean in general, here in the 
community, in Berlin? Yeah, maybe even in comparison with the people in the United 
States to hard of hearing people. Is there any difference, or?  
#00:36:18-0# R: I don't think so. I think, uhm, a large number of young people, who 
go to discotheques, and, ah, listen to extremely loud music is growing. And the 
specialist medical doctors in this area say that these young people are going to 
become hard of hearing later  in life at an earlier age than before. They don't want to 
acknowledge it know and they won't notice it now over the next years, but later on, 
they will. And, uhm, the population, of Germany is becoming older and older, people 
are living longer. And that means that more and more people are getting deaf, 
because it's a symptom of old age. In other words, more and more people are 
understanding of, or have understanding of incipient deafness, he beginning 
deafness, beginning hard of hearing, becoming hard of hearing, than before. I think 
that is true both for Germany, the United States, Russia, everywhere, where the 
population is gradually getting older, yeah. It's not true for example for Egypt were, 
Tunisia, were the majority, the people are under 30. But here you have so many. 
#00:37:57-2# K: Yeah, but the reason I'm asking is because when you are a bit older, 
and you get hearing loss, it's considered to be, how can I say, natural normal, but 
when you are very young and you say that you are hard of hearing, some people are 
very surprised, because they think that only old people are hard of hearing. You know, 
so this is interesting to compare. Uhm, and the last question is, what is opinion, what 
are the main problems, obstacles for the inclusion of hard of hearing people here, in 
Germany? And what do you think should be done towards this? 
#00:38:54-3# R: (Pause) 
#00:38:54-3# K: It's a big question.  
#00:38:54-3# R: It's a very large question.  
#00:39:04-0# K: You can speak on the level of the state, or of the public.  
#00:39:04-0# R: I think it's important for children who are born with a hearing 
deficiency to be integrated with other children as soon as possible in the 
Kindergarten. And that other children learn to deal with someone who has a hearing 
problem, or some other problem. Uhm, whether one can use one's legs or one arm 
or has poor vision or a heart problem and can not walk fast or run. Other children 
should learn to come to terms with someone, another child, who has that disability. 
And the sooner this begins, the sooner this integration takes place, already in the 
Kindergarten, the better it is. Yeah. So, if a hard of hearing person almost deaf, ah, 
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attend a normal school it might be necessary for that child to sit in the first row of 
seats to understand the teacher better. But the other pupils should then have 
understanding for that pupil, because they recognize his problem or her problem. 
Yeah.  
#00:40:39-8# K: And what's for example about hearing aid. Lot's of people complain 
about the high cost of the hearing aids. Do you think this should be changed or?  
#00:40:55-3# R: I think the German health system is quite generous with regard to 
hearing aids.   
#00:41:02-2# K: They are what sorry? 
#00:41:02-2# R: Quite generous, taking over the costs of the hearing aids: But, uhm, 
one also has to pay oneself a major, make a major contribution, and the amount that 
the health plan pays is only for the cheapest hearing aid and not for the best, yeah. 
So often one has to dig deep into one's own pocket in order to supplement that. So I 
will take back my remark, I don't think the health plans are very generous. But I think 
that in comparison to many other countries, the health system is, are more generous, 
yeah.  
#00:41:48-7# K: They are more generous. For example compared to the United 
States, or? 
#00:41:53-2# R: Yeah, I think so, yeah. But from my, my perception is that the German 
health plan is relatively generous in this regard, yeah. And I think that if a child, which 
has a major hearing loss, uhm, without hearing aids cannot participate in 
Kindergarten, in school, and would have to go to a school especially for the deaf, then 
the health plan should be obligated to pay the entire cost. Because. Almost the entire 
cost. Simply because with the exception of well to do parents, that child should have 
the opportunity to have the cost fully reimbursed, yeah. Because it's not his or her 
decision not to have good hearing. And why should a child like that be put off into a 
special school if it's possible for this child to be integrated into a normal Kindergarten, 
into a normal school. And other children should have to learn, should learn, to come 
to terms with children with some sort of disabilities. Because we all have some sort 
of disability.  
#00:43:41-2# K: Yeah, yeah. Thank you very much. Thank you.  
#00:43:41-2# R: Yeah. You're welcome. 

Appendix 13 

Sample of the interview with an expert, Germany (by email) 

1. DIE SCHWERHÖRIGEN PERSONEN ALS EINE SOZIALE GRUPPE
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Setzen Sie bitte Ihre Wahrnehmung von schwerhörigen Personen als eine soziale 
Gruppe in Ihrem Land fest: 

• Wie sind sie sozial sichtbar und auf welche Weise? 

Schwerhörige haben eine noch zu geringe/kleine Lobby in Deutschland, da sie nicht 
so „auffällig“ behindert sind wie z.B. Gehörlose, die eine eigene Sprache und eine 
eigene Kultur besitzen. Hörschädigung ist eine unsichtbare Behinderung! 
Schwerhörige befinden sich oftmals zwischen zwei Welten: Die der Hörenden (der 
sie nicht komplett zugehörig sind aufgrund der Kommunikationsbarrieren) und die 
der Gehörlosen (viele Schwerhörige beherrschen die Gebärdensprache nicht und 
stoßen ebenfalls auf Kommunikationsbarrieren). 

Innerhalb der Gesellschaft wird Schwerhörigkeit oftmals als ein Altersproblem 
gesehen. Dies ist mitunter einer der Gründe warum diese Behinderungsform in 
einigen Teilen der Gesellschaft noch als stigmatisiert gilt. Dies führt einerseits zu 
Irritationen der Hörenden (wer kann sich schon einen frühschwerhörigen Menschen 
vorstellen?) und oftmals auch zu Akzeptanzproblemen der Betroffenen selbst („Ich 
bin doch nicht alt und debil!“). 

• Wie ist das Niveau und die häufigsten Formen ihres Aktivismus? 

Aktionen (z.B. Kampagnen, Lobbyarbeit etc.) sind im Verhältnis zu der Zahl der 
Betroffenen oftmals mit geringer Breitenwirkung. Viele Aktivitäten werden von 
einigen wenigen, oftmals mit hohem persönlichem Einsatz ehrenamtlich ausgeführt. 
Das Niveau dieser ehrenamtlichen Aktivitäten ist oftmals recht hoch, jedoch  mit 
hohem persönlichem Aufwand verbunden und somit meistens nicht sonderlich 
effizient.  

• Wie und inwieweit sind sie organisiert? 

Es gibt den bundesweiten Dachverband Deutschen Schwerhörigenbund (DSB) e.V., 
sowie die Bundesjugend im DSB e.V. mitsamt ihren regionalen Jugendgruppen (bis 
35 Jahre), insgesamt sind jedoch von fast 14 Mio. Hörgeschädigten in Deutschland 
nur ca. 3.000 dort vertreten. 

• Wie und auf welche Weise beeinflussen sie?  

Der DSB versucht, politische Arbeit zu leisten, beispielsweise im Bereich der 
Hörgeräteversorgung über die Festbeträge hinaus, der Barrierefreiheit, etc. 
 
Die Bundesjugend ist in erster Linie eine Anlaufstelle für junge Hörgeschädigte, die 
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auf diesem Wege oft erstmals Gleichgesinnte kennen lernen. Die Bundesjugend 
bietet verschiedene Workshops und Freizeiten (z.B. das Sommercamp für über 150 
Teilnehmer) an und ist auch politisch (im Bereich der schulischen Integration) aktiv. 

• Wie ist ihre Position in Bezug auf andere Personen mit 
Körperbehinderungen? 

In erster Linie werden die Interessen von Hörgeschädigten vertreten (ob mit oder 
ohne Köperbehinderung). Die regionalen Gruppen sind Menschen mit 
Körperbehinderung bzw. Mehrfachbehinderungen gegenüber aufgeschlossen. 

• Haben sie eine subkulturelle Identität und wie ist ihre Meinung zur 
Hauptströmungskultur? 

Im Vergleich zu Gehörlosen und Hörenden haben Hörgeschädigte sicher eine eigene 
Identität. (was jetzt mit Hauptströmungskultur gemeint ist, verstehe ich nicht…) Die 
Meinung zur Mainstreamkultur ist sehr individuell, das kann hier kaum 
stellvertretend für alle Schwerhörigen zusammengefasst werden. 

1. DIE RECHTE DER SCHWERHÖRIGEN PERSONEN 

Bitte ausfüllen: 

a. Welche Rechte der schwerhörigen Personen werden am häufigsten verletzt? 

Schwerhörige werden immer noch in vielen Lebensbereichen diskriminiert. Insofern 
wird allgemein gegen das Diskrimierungsverbot verstoßen. Die wichtigsten 
Problemfelder sind die berufliche Integration, Gesundheit (Hörgeräteversorgung) 
und die unzureichende Teilhabe an Information (wenig untertitelte Sendungen im 
Fernsehen etc.). 

b. Wer verletzt sie am häufigsten und was sind die Folgen? 

Die Diskriminierung geht allgemein von der nicht betroffenen Gesellschaft aus. Dies 
betrifft sowohl Einzelpersonen als auch Institutionen. Ursache dafür ist das 
mangelnde Verständnis bzw. die soziale Kompetenz in Bezug auf die Bedürfnisse 
Hörbehinderter. Folgen sind Separatismus bzw. soziale Isolation einzelner 
Betroffener. 

c. Welche Organisationen und Einrichtungen sind mit diesem Feld beschäftigt? 

Grundsätzlich sind Betroffenenverbände (DSB) damit beschäftigt. In der Praxis 
beschäftigen sich spezielle Beratungsstellen für Hörbehinderte mit diesem Thema, 
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welche in vielen Fällen in Kontakt mit anderen Organisationen stehen (Ärzte, 
Juristen, Politiker etc.). 

d. Mit welchen Tätigkeiten befassen sie sich; die bedeutendsten in den letzten 
fünf Jahren erreichten Ergebnisse? 

e. Welche sind die größten Probleme/Hindernisse bei der besseren 
Verwirklichung der Rechte von schwerhörigen Personen? 

f. Welche Änderungen sind notwendig; wer sollte damit anfangen; wer soll sie 
ausführen, welche Hindernisse könnten auftreten? 

g. Welche Ergebnisse sollten in den nächsten fünf Jahren erreicht werden?  

2. AUSBILDUNG 

a. Wie bewerten Sie die Situation der Ausbildung der schwerhörigen Personen 
in Ihrem Land? 

Es gibt Schulen für unterschiedlich starke Hörgeschädigte, so gibt es Schulen für 
Gehörlosen, für Schwerhörigen und beides zusammen. Inzwischen gibt es auch 
immer mehr integrative Schulen, wo die Hörgeschädigten in normalen Schulen 
untergebracht werden. In den letzten Jahren geht aber Trend immer mehr dahin, 
dass Hörgeschädigte immer mehr in Regelschulen untergebracht werden und mit 
Mikroportanlagen versorgt und von Ambulantlehrern betreut werden. 

Ausbildungsstätten speziell für Schwerhörige und Gehörlose existieren auch, 
allerdings ist hier die Berufswahl eingeschränkt. Hörgeschädigte die studieren 
wollen, erhalten bestenfalls an größeren Universitäten und Fachhochschulen eine 
gute Betreuung in Form von Bereitstellung einer Mikroportanlage, verlängerte 
Prüfungszeiten usw. Nicht jeder Student bekommt erhält ausreichend Hilfe, vor 
allem nicht die, die eher an kleinen Unis/Fachhochschulen sind. Meistens müssen 
sie dafür hart kämpfen, um eine Schreibhilfe oder einen Dolmetscher zu 
bekommen. 

b. Was sind  die die positiven und negativen Ergebnisse der Ausbildung von 
schwerhörigen Menschen? 

Die positiven Ergebnisse sind, dass hörgeschädigte Schüler an Regelschulen 
inzwischen gut betreut werden können. Dafür kommt eigens ein Ambulantlehrer 
von einer Hörgeschädigtenschule angereist und berät  und betreut den Schuler und 
seine Lehrer. Zudem klärt er die Mitschüler und die Lehrer über die Schwerhörigkeit 
auf und weist auf  die notwendigen Hilfsmittel hin (Mikroportanlage usw.). Positiv 
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anzurechnen ist auch, dass immer mehr versucht wird, die Hörgeschädigten 
integrativ zu verschulen.  

Negativ ist leider immer noch, dass auch noch heutzutage viele Hörgeschädigten an 
Regelschulen sich überfordert fühlen und nicht wissen, auf welche Hilfsmittel sie 
Anspruch haben und dass sie eigentlich einen Ambulanzlehrer bekommen könnten. 
Es ist einfach schwierig diese hörgeschädigten Regelschüler zu erreichen.  

Die Ausbildungsstätten mögen für viele vielleicht ein Segen sein, aber für viele 
vielleicht auch ein Fluch, weil dort leider nur eine begrenzte Anzahl von Berufen 
erlernt werden kann. Von einigen war auch zu hören, dass das Niveau im Vergleich 
zu Ausbildungsstätten für Normalhörende eher niedriger ist. 

An Universitäten und Fachhochschulen gab es in den letzten Jahren eigentlich nur 
sehr kleine Fortschritte. Es gibt immer noch keine Ringschleifen ( Loop system) in 
Vorlesungsäalen, es gibt nicht an jeder Uni eine gute Versorgung mit Hilfmsitteln 
oder Dolmetschern. Immer noch muss dafür gekämpft werden. Lediglich an sehr 
großen Universitäten kann man die Behindertenberatungsstellen loben wie z.B. die 
FU in Berlin. Wohingegen die Studenten an der HU in Berlin, auch eine sehr große 
Universität, wieder schlechter betreut werden. 

c. Wie bewerten Sie das gesetzliche / gesetzgebende Fachwerk, das das Feld 
der Ausbildung der Schwerhörigen regelt? 

Es müsste noch viel mehr gesetzlich geregelt werden, welche Rechte den 
Hörgeschädigten zustehen. Es ist von Universität zu Universität, vom Bundesland zu 
Bundesland total verschieden, welche Rechte und Möglichkeiten ein 
Hörgeschädigter an Universitäten hat.  

Wie es nun an Schulen und Ausbildungsstätten ist, kann ich nicht beurteilen. 

Auf jeden Fall müsste in dieser Hinsicht noch sehr viel getan werden 

d. Wer ist für die vorhandene Situation der Ausbildung von schwerhörigen 
Personen verantwortlich? 

An Universitäten die Behindertenberatungen. Für restliche Einrichtungen weiß ich 
es nicht. 

e. Welche Änderungen sind notwendig in diesem Feld? Was sind die 
Hindernisse für die Verwirklichung dieser Änderungen und wer sollte sie beginnen 
und ausführen?  
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Es muss noch sehr viel getan werden, das steht definitiv fest. 

f. Welche Ergebnisse können nach fünf Jahren erwartet werden?  

3. BESCHÄFTIGUNG 

a. Wie bewerten Sie die Situation der Beschäftigung von schwerhörigen 
Personen? Was sind die größten Probleme in diesem Feld? 

Die berufliche Situation der Gruppe der Schwerhörigen ist im Vergleich zu 
Normalhörenden als schlechter, teilweise sogar als erheblich schlechter 
einzustufen.  

a) Berufsaussichten 

Bei manchen Arbeitgebern (im öffentlichen Dienst eher selten, in der 
Privatwirtschaft häufiger) bestehen Vorbehalte gegenüber Schwerhörigen und 
ihrem Leistungsvermögen, die sich i. d. R. aus Vorurteilen, Halbwissen und 
Unkenntnis über die Hintergründe und Auswirkungen einer Hörbehinderung 
speisen. Wenn die Bewerbung eines Schwerhörigen abgelehnt wird, ist für ihn oft 
nicht erkennbar, ob seine Hörbehinderung oder ein Mangel an fachlichen 
Kompetenzen der Grund ist. 

b) Berufswahl 

Auch bei der Berufswahl unterliegen Schwerhörige gewissen Einschränkungen oder 
potenziellen Schwierigkeiten. Je kommunikationsintensiver der angestrebte 
Tätigkeitsbereich ist, desto eher muss der Schwerhörige damit rechnen, dass es im 
Lauf des Arbeitslebens zu Stresssituationen kommen wird, die weit über ein 
normales Maß hinausgehen. Wenn ein schwerhöriger Mensch sich entscheidet, 
einen Beruf mit eher mechanischen Tätigkeiten auszuüben (wenig Kommunikation), 
muss er oft in Kauf nehmen, dass diese Arbeit nicht gut bezahlt wird, sondern eher 
in den unteren Entgeltgruppen angesiedelt ist. Das führt zum nächsten Punkt: 

c) Karriere 

Die Karrieremöglichkeiten Schwerhöriger sind ebenfalls erheblich eingeschränkt, 
weil auch hier gutes Kommunikationsvermögen das A und O ist. Wer höhere 
Positionen wahrnehmen will, muss in der Lage sein, sich in unterschiedlichen 
Situationen auf verschiedene Gesprächspartner einzustellen. Hier sind schwerhörige 
Menschen deutlich im Nachteil. 
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b. Welche sind die positiven Ergebnisse und wie bewerten Sie das gesetzliche
Fachwerk, das die Beschäftigung der schwerhörigen Personen regelt?

Was grundsätzlich als positiv festzuhalten ist, ist, dass es einige Möglichkeiten der 
Unterstützung von Schwerhörigen im Berufsleben gibt (Integrationsämter und -
fachdienste, Beihilfen etc.) 

Jedoch sind die gesetzlichen Rahmenbedingungen in Bezug auf die Beschäftigung 
schwerhöriger Menschen (gilt selbstverständlich für die gesamte Gruppe schwer 
behinderter Menschen) völlig unzureichend. Es existieren viel zu wenige und vor 
allem kaum wirksame Anreize für Arbeitgeber, schwerhörige Menschen zu 
beschäftigen. Die Ausgleichsabgabe nach dem SGB IX, die Arbeitgebern erlassen 
wird, wenn sie eine bestimmte Beschäftigungsquote schwer behinderter Menschen 
erreichen, ist völlig unzureichend, da es für Arbeitgeber fast immer wirtschaftlich 
vorteilhafter ist, diese Abgabe zu zahlen als schwer behinderte Menschen 
einzustellen. 

Ein Gesetz, das ganz speziell die Beschäftigung schwerhöriger Menschen regelt, gibt 
es m. W. nicht. 

c. Welche Änderungen müssen in diesem Feld unternommen werden?
Welches sind  die Hindernisse für die Verwirklichung dieser Änderungen und wer
sollte sie beginnen und ausführen?

Die gesetzlichen Rahmenbedingungen sollten deutlich verbessert werden. 
Hindernisse sind sicher die Lobbys in Wirtschaft, Politik, Medien etc. Der 
Gesetzgeber sollte wirksame Anreize schaffen und ggf. eine Institution einrichten, 
die die Beschäftigung schwerbehinderter Menschen auf dem ersten Arbeitsmarkt 
besonders in den Fokus nimmt. 

d. Welche Ergebnisse können in fünf Jahren erwartet werden?

In den nächsten fünf Jahren rechne ich mit punktuellen Verbesserungen der 
Situation schwerhöriger Menschen im Berufsleben. Ich bezweifele allerdings, dass 
es zu einschneidenden und fruchtbaren Veränderungen kommen wird, weil die 
Bereitschaft dazu nicht ausreichend vorhanden ist.  

4. URTEILSVERMÖGEN UND MARGINALISIERUNG

a. Inwieweit und wie wird gegen schwerhörige Menschen im Alltag
diskriminiert?



 
 

427 

Die Diskrimierung von schwerhörigen Menschen an der gesellschaftlichen Teilhabe 
drückt sich vielfältig aus, es ist immer noch zu bemängeln, dass sie vor allem im 
kulturellen Bereich nicht die gleichen Partizipationsmöglichkeiten haben, wie 
hörende Menschen. Z.B. gibt es in Deutschland keine Pflicht für Kino-Betreiber, dass 
für hörgeschädigte Menschen jeder Kinofilm mit Untertitelung angeboten werden 
muss. Auch im Telekommunikationsbereich haben wir nicht die gleichen 
Voraussetzungen wie z.B. in den Vereinigten Staaten von Amerika, wo jede 
Telefongesellschaft verpflichtet ist, einen Telefonvermittlungsdienst anzubieten. Es 
gibt hier zwar mittlerweile einen Telefonvermittlungsdienst TESS in Deutschland, ist 
aber vergleichsweise spartanisch ausgestattet und erfordert einen PC. Dass 
gesprochene Informationen gleich schriftlich weitergeleitet werden, ist in 
Deutschland keine Selbstverständlichkeit, hier fehlt es an Unterstützung für 
hörgeschädigte Menschen, dass sieht man auch in Bahnhöfen, wo Verspätungen in 
der Regel mündlich angekündigt werden.   

Ein weiteres großes Problem ist das komplizierte System der sechs verschiedenen 
Reha-Trägern und die mangelnde Transparenz von Hörgerätenpreisen. Die 
schwerhörigen Menschen werden zunehmend allein gestellt, was die Versorgung mit 
Hörgeräten in Deutschland betrifft. Sie ist zu einer sozialen Frage geworden, 
Zuzahlungen von 2000,00 € sind die Regel geworden, vor allem schwerhörige 
Menschen aus sozial schwachen Familien, die nicht über große Einkommen verfügen, 
können sich schwerhörige Menschen keine Hörgeräte mehr leisten. Gegenwärtig ist 
keine Entspannung in Sicht, wegen dem Wettbewerbstärkungsgesetz 2007 im 
Hilfsmittelsektor ist eher mit einer Verschärfung der Situation zu rechnen. Der 
Skandal drückt sich vor allem in der Frage aus, dass der Gesetzgeber sich nicht mit 
der Frage beschäftigt hat, wie Rahmenbedingungen für den Wettbewerb geregelt 
werden sollten, den Mehrpreis muss der Betroffene bezahlen, ohne dass er die 
Möglichkeit hat, Preise zu vergleichen. Das Hörgerät stellt das elementarste 
Hilfsmittel für schwerhörige Menschen dar, sie ist die Voraussetzung aller Teilhabe in 
der Gesellschaft – hier erfahren sie eine massive Diskriminierung. Sie werden ab 2009 
ihrer Wahlfreiheit bei den Hilfsmittel beraubt sein, dann können die Krankenkassen 
vorschreiben, welches Hörgerät er annehmen muss. 

b. Welche Ursachen, Folgen und Formen von Diskriminierung von 
schwerhörigen Personen gibt es? 

Die Ursache, weshalb hörgeschädigte Menschen wenig Unterstützung für ihre 
sprachlichen Bedürfnisse im kulturellen Bereich erfahren, sind fehlende gesetzliche 
Bestimmungen wie z.B. das Americans with Disabilities Act. Das Allgemeine 
Gleichbehandlungsgesetz von 2007 hat zwar zur Folge gehabt, das eine 
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Antidiskriminierungsstelle eingerichtet wurde, jedoch werden die Belange der 
behinderten Menschen nur im Versicherungsbereich erfasst, hier müssen 
Versicherungsgesellschaften versicherungsmathematische Statistiken führen, um 
behinderte Menschen bei bestimmten Versicherungspolicen auszuschließen, z.b. 
Unfallversicherungen. Es ist aber nicht geregelt worden, wie der Beweis erbracht 
werden soll. Im Grundsatz können Versicherungen mit Verweis, dass der 
hörgeschädigte Mensch ein höheres Risiko darstellt als der Normalhörende, und 
somit versicherungsmathematisch nicht zu versichern ist. D.h. im privaten 
Versicherungssektor sind sie benachteiligt. 

Der Deutsche Schwerhörigenbund hat keinen Einfluss auf die Festlegung der 
Festbeträge für Hörgeräte, es fehlt ihm an einem Mitspracherecht über die 
Festlegung der Rahmenbedingungen wie hörgeschädigte Menschen mit Hörgeräten 
versorgt werden. Die Wahlfreiheit ist ab 2009 in Deutschland gefährdet, die 
Krankenkassen können nun nur mit einem bestimmten Akustiker oder einer Kette 
einen Vertrag abschließen, alle übrigen werden dann ausgeschlossen. 

c. Welches gesetzliche Fachwerk regelt dieses Feld? Wie bewerten Sie dieses
gesetzliche Fachwerk?

Es gibt in Deutschland seit 2002 das Behindertengleichstellungsgesetz, welches den 
Behindertenverbänden die Möglichkeit gegeben hat, a.) Zielvereinbarungen mit der 
freien Wirtschaft abzuschließen bzw. auszuhandeln und b.) eine Verbandsklage 
durchzuführen.  Die Erfahrungen haben aber gezeigt, dass die Selbsthilfe hierzu 
nicht der Lage war, den administrativen Aufwand zu bewältigen, der erforderlich ist. 
Des Weiteren sind vom Staat Zuschüsse für die Selbsthilfe so gekürzt worden, dass 
sie zunehmend nicht mehr in der Lage sind, als Patientenvertreter als Gegenmacht 
zu den Ärzte- und Kassenvertretern zu agieren.   

Ein weiteres Problem ist die mangelnde Einsicht der schwerhörigen Menschen, dass 
sie sich politisch organisieren müssen, damit deren Rechte erkämpfen können. 
Insgesamt gesehen ist der Organisationsgrad der schwerhörigen Menschen als sehr 
schwach einzustufen, dass es auch schwer macht, die politische Geltung zu 
verschaffen und sind entsprechend schwach in Deutschland aufgestellt.     

d. Wie bewerten Sie das Verhalten des Staates, der Medien und der
Zivilgesellschaft wenn es um  Diskriminierung von Schwerhörigen geht?

Die schwerhörigen Menschen müssen in Deutschland aktiver werden, von nicht 
kommt nichts. Der Organisationsgrad ist zu gering, solange die Verbände nicht stärker 
werden, ist nicht viel zu erwarten. 
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e. Gibt es Tätigkeiten für die Verhinderung von Diskriminierung gegen 
schwerhörige Personen? Wer führt sie aus? 

Spezielle Programme zur Bekämpfung von Diskriminierung gegenüber schwerhörigen 
Menschen sind Deutschland nicht vorhanden.   

f. Welche Änderungen sind notwendig in diesem Feld und was muss 
unternommen  werden, um diese Änderungen zu verwirklichen?  

Die schwerhörigen Menschen müssen begreifen, dass sie mehr für sich selber etwas 
tun müssen. Solange sie vergleichsweise inaktiv bleiben, wie z.B. bei der 
Hörgeräteversorgung wird nicht viel passieren. Es ist bezeichnend, dass es den 
schwerhörigen Menschen trotz der Verschärfung der Hörgeräteversorgung nicht 
gelungen ist, eine Demonstration oder eine Protestbewegung auf die Beine zu 
stellen. Die politische Inaktivität von schwerhörigen Menschen ist als groß 
einzustufen.   

g. Wer sollte sie beginnen und wer sollte sie ausführen? 

Die schwerhörigen Menschen müssen in Deutschland aktiver werden und mehr für 
ihre Rechte tun. 

h. Welche Ergebnisse sollten nach fünf Jahren erwartet werden? 

Es ist mit einer Verschärfung der Versorgung mit Hörgeräten in Deutschland zu 
rechnen, wer vernünftige Hörgeräte haben möchte muss entsprechend mit einem 
guten Einkommen ausgestattet sein, oder hat Glück das ein anderer Reha-Träger die 
Kosten übernimmt, dies erfordert jedoch ein hohes Wissen und viel Kraft. 

5. REHABILITATION UND INTEGRATION 

a. Wie bewerten Sie die Möglichkeiten für die Rehabilitation und Integration 
der schwerhörigen Personen? 

Die Angebote für schwerhörige Menschen für Rehabilitationsmaßnahmen sind 
vielfältig. Es gibt spezialisierte Kureinrichtungen für Menschen mit Hörproblemen. 
Audiotherapie, welche begleitend zur Hörgeräteversorgung, zunehmend verstärkt 
regional angeboten wird, ist eine ebenso gefragte Rehabilitationsmaßnahme. Leider 
ist die Frage der Kostenübernahme in vielen Fällen nicht geklärt bzw. nur mit sehr 
hohem bürokratischem Aufwand zu bewältigen. In vielen Fällen kommt es zu einem 
Zuständigkeitswirrwarr, wo sich Kostenträger (Arbeitsagentur, Integrationsamt, BfA 
etc.) sich gegenseitig den schwarzen Peter zuschieben, zum Leidwesen des 
Betroffenen. 
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Auch sind vielen Betroffenen Möglichkeiten zur Rehabilitation bzw. integrative 
Maßnahmen nicht im vollem Umfang bekannt. Oftmals sträuben sich Betroffene 
Hilfe (z.B. bei beruflicher Integration) anzunehmen. 

Eine bessere Vernetzung zwischen den Einrichtungen und eine klare (einfachere) 
gesetzliche Regelung bzgl. der Zuständigkeit der jeweiligen Kostenträger wäre 
wünschenswert. 

b. Wie  bewerten Sie das gesetzliche Fachwerk, das dieses Feld regelt? Gibt es
strategische Dokumente und Ratgeber? Welche sind diese? (bitte spezifisch sein);

Fachliteratur zu diesem Thema ist sehr spärlich. Anlaufstellen sind hier die vom DSB 
zertifizierten Beratungsstellen und im Intranet (Mitgliederbereich) bereitgestellte 
Ratgeber (s. www.schwerhoerigen-netz.de). 

Oftmals sind Entscheidungen hinsichtlich Kostenübernahme bei den Kostenträgern 
Einzelfallentscheidungen. Dafür sind oftmals professionelle Begleiter (Sozialarbeiter, 
Rechtsanwälte) erforderlich. 

c. Wie  bewerten Sie das Verhalten des Staates, der Medien und der
Zivilgesellschaft bezüglich der Rehabilitation und Integration von schwerhörigen
Personen? Auf welche positiven Beispiele und Praxiserfahrungen können Sie
hinweisen?

Die Tatsache, dass Rehabilitationsmaßnahmen nur mit hohen bürokratischem 
Aufwand durchgesetzt werden können, schließt darauf, dass die Gesellschaft den 
Bedürfnissen hörbehinderter Menschen unzureichend bewusst ist. Das hängt mit 
der schwachen (politischen) Interessenvertretung hörbehinderter Menschen 
zusammen. 

Wenn Betroffene souverän mit der eigenen Behinderung umgehen und mit 
konkreten Handlungsanweisungen (z.B. freie Sicht auf den Mund, deutliche 
Artikulation etc.) den Mitmenschen auf ihre Bedürfnisse aufmerksam machen, ist 
im Allgemeinen eine positive Resonanz zu vernehmen. Auch reagieren Hörende 
positiv wenn die geforderte Rücksichtname auch für persönlich einen Mehrwert 
darstellt (z.B. kein wildes Durcheinander-Reden, konzentrierte Sprechweise etc.). 

d. Welche Einrichtungen haben am meisten beigetragen?

Dies lässt sich so nicht quantifizieren. In der Vergangenheit wurden vielfältige 
Initiativen gestartet. Hervorzuheben ist hierbei der Deutsche Schwerhörigenbund, 
die Aktion Mensch sowie zahlreiche Einzelpersonen, die in den Medien auf die 
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unterschiedlichsten Belange hörbehinderter Menschen auf sehr verschiedener 
Weise (Film, Ratgebersendung, Infostand etc.) hingewiesen haben. 

e. Welche Änderungen sollten in diesem Feld unternommen werden? 

Eine stärkere Vernetzung unter den Interessenvertretungen wäre zu begrüßen. 
Oftmals divergieren die politischen Strategien der beteiligten Verbände 
(Gehörlosenverband, Schwerhörige, CI etc.). 

Auch sollte den Betroffenen klar sein, dass eine erfolgreiche (politische) 
Verbandsarbeit nicht komplett ehrenamtlich erfolgen kann. Hier muss eine stärkere 
Professionalisierung einsetzen, welche aber auch mit Kosten verbunden ist. 

f. Was sind die Hindernisse bei der Verwirklichung dieser Änderungen? 

Hindernisse bzgl. der Vernetzung zwischen den Verbänden sind vorwiegend 
divergierende Interessen, welche zumeist auch persönlicher Natur sind. Oftmals ist 
den Betroffenen bzw. den Funktionären mögliche Potentiale bzw. Synergien einer 
stärkeren Vernetzung bewusst, u.U. fürchten sie um geringere Einflussnahme 
(Macht) und evtl. den Wegfall ihrer Funktion / Bedeutung. 

Mangelnde Gelder sind natürlich auch ein Hindernis. Dies hat verschiedene 
Ursachen. Zum Einen ist das Wissen entsprechende Förder- bzw. Spendengelder 
einzutreiben nicht vorhanden, zum Anderen sind Hörbehinderte im Allgemeinen 
nicht willig / fähig für ihre Interessenvertretung finanziell zu unterstützen. Viele 
Betroffene erwarten eine für sie positive und konkret nachvollziehbare Kosten-
Nutzen-Rechnung (Mitgliedsbeitrag vs. Persönlicher Nutzen). In vielen Fällen 
erschließt sich den Betroffenen oftmals dieser Nutzen nicht und sie sehen von 
weiteren Aktivitäten / Unterstützung ab. 

g. Wer sollte sie beginnen und ausführen? 

Die Veränderungen können nur von den Betroffenen selbst begonnen und 
ausgeführt werden. Grundvoraussetzung hierbei ist ein breiter Konsens innerhalb 
der Betroffenen-Gemeinschaft. Für diese Erkenntnis ist noch viel Aufklärungsarbeit 
zu leisten bzw. für die Durchführung kompetentes Führungspersonal erforderlich.  

h. Welche Ergebnisse könnten nach fünf Jahren erwartet werden?  

Dies ist so noch nicht abschätzbar. Da sich die Verbandslandschaft in Deutschland 
noch weiter verändern wird. Durch die zunehmende Implantierung von gehörlosen 
Kindern (CI) fehlt den Gehörlosenverbänden der Nachwuchs. Es könnte sein, dass 
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dadurch ein stärkerer Druck entsteht sich zusammen zu schließen bzw. zu vernetzen 
aufgrund mangelnder Mitglieder bzw. Gelder. 

 

 

 

Appendix 14 

Recommendations on Providing Accessible Environment, Information and 

Rehabilitation for Hard of Hearing People to the Legislative Assembly of St. 

Petersburg, Russia 

Within the Federal Programme “Accessible Environment 2011 – 2015,  

2016-2025” 

-2014- 

Accessible environment is more than just wheelchair ramps. Accessible environment involves 
not only wheelchair users or blind people, as TV shows may make us believe. Society, as well 
as government institutions, unfortunately, demonstrate a one-sided perspective: it is often 
believed that once people installed a wheelchair ramp, they have solved all disabled people's 
problems. Therefore we urgently call for attention to specific needs of hard of hearing and 
deaf users of assistive technologies (hearing aids, cochlear implants, FM-systems, induction 
systems, etc.) and speech as the main means of communication. 

RATIONALE  

In Russia, 7 % of people have hearing impairments, and there are several times as many hard 
of hearing people as there are completely deaf (partly due to increasing cochlear 
implantation and early (re)habilitation, as well as due to age-induced hearing loss with the 
elderly people). According to expert estimates, there are about 190 thousand people with 
hearing loss in Russia, but in reality there are thousands more, since official statistics only 
includes those who have a disability status or attend state surdocentres. 

To this day, when one speaks about people with hearing loss, one means only DEAF people 
using sign language, and forgets that there are the HARD OF HEARING, who have their own 
specific problems and needs, and who require individual attention. 

There is a whole spectrum of hearing impairments, from people who can hear well using 
assistive equipment to completely deaf people. Some deaf persons can read lips, others use 
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sign language. There are people who have speech impediments, others speak freely. Speech 
development depends, amongst others, on factors such as timing and degree of hearing loss, 
timely and quality hearing aid fitting, family motivation, support and status of a hearing loss, 
speech therapy and family’s access to information on (re)habilitation opportunities.  

Among people with hearing loss there are tremendous differences: accordingly to the level 
of adjustment, community integration, and (re)habilitation in early childhood. Due to those 
differences, one person with hearing loss can have undeveloped social and verbal skills and 
a low level of education, and another person with the same hearing loss can speak a foreign 
language, use the phone, albeit with some difficulty, has a university degree, advanced 
communication skills and well-practiced speech trained over the years. 

The boundary between deaf and hard of hearing is vague: a deaf person with a severe 
congenital 4th-degree hearing loss can be integrated in mainstream speech environment and 
communicate by speech (sometimes using sign language). Whereas a hard of hearing child 
with a mild 2nd-degree hearing loss can lose speech and resort to using sign language 
exclusively (for example, among deaf people in specialized educational institutions), i.e. they 
become «deaf» and miss chances of versatile development. 

With successful rehabilitation, hard of hearing people have tremendous economic 
potential for the community. Successful rehabilitation does not always depend on the level 
of hearing, but also on early speech training, ability to read lips, complex rehabilitation 
undertaken from early childhood, intelligence, family support, extent of socialization and 
ability to adapt in the hearing world. 

Therefore we call for an individual approach to each person with a hearing loss, taking into 
account the abilities of the person with hearing loss and social factors affecting their life 
and inclusion in the community – an individual approach to the hard of hearing and deaf 
people using speech communication, as well as and deaf sign language users. 

According to the contemporary understanding of disability, activity of people (performing a 
specific task or another action by a person) depends not only on medical parameters 
(conditions and disorders) and dysfunctions (issues with body structure or its functions), bus 
also conditions and opportunities to take part in social life (involvement in life situations). 
There are environmental factors (physical, social, attitudinal environment where people 
spend their lives), as well as personal factors (individual, personal situation, etc.), that affect 
people's actions and involvement. That interpretation of disability was set forth in the latest 
concept of WHO's International Classification of Functioning, Disability and Health (2002), 
which should be the basis for rehabilitation, integration and inclusion of persons with 
disabilities. 

A hard of hearing person constantly experiences difficulties since his/her disability is invisible. 
Because of the «invisible condition» (as the condition of a hard of hearing person is referred 
to in the West), society overwhelmingly fails to understand the problems of people with 



434 

hearing loss, or treats them with contempt that is displayed through false stereotypes of 
«deaf=stupid», «all deaf use sign language», «give a hearing aid to a deaf person, and they 
will hear everything and speak.» Hearing loss is misunderstood even by deaf children's 
parents who mistakenly believe that a cochlear implant or a hearing aid will instantly solve 
all problems. 

Full inclusion of hard of hearing and deaf people in the community means removal of 
attitudinal, informational, communication and structural barriers. For that, a clearly defined 
inter-institutional and cross-sectoral cooperation between different sectors (education, 
health care, social protection, employment, youth policy, culture, etc.) is crucial, as well as 
general understanding of the needs of people with hearing loss by those sectors. A clear 
perspective of the problems of people with hearing loss will help design efficient and 
consistent joint cross-sectoral strategies for their social inclusion. 

Federal programs of inclusion of people with health limitations should focus on the needs of 
people with hearing loss, and not on the existing individual areas of aid to persons with 
disabilities (health care, social protection, education, etc.). In other words, rather than 
making persons with disabilities adjust to available programs, the programs should be 
adjusted to identified individual needs of persons with disabilities. 

No federal-level decision concerning disability should be made without consulting 
representatives of all categories of disability and non-governmental organizations of 
persons with disabilities including people with hearing loss who are very often left out. The 
principle «nothing about us without us» applied in developing the UN Convention on the 
Rights of Persons with Disabilities evolved into acknowledgment that persons with 
disabilities should be key participants of the process of developing policies and response 
measures concerning the issues of disability. 

According to the concept of the «Accessible Environment 2011–2015» Federal Programme 
(hereinafter referred to as the Programme), «the most important condition for creating 
accessible environment is the individual approach to solving issues of accessibility as applied 
to each particular person with disability with regard to their needs, environment, family 
conditions, type of professional activity, individual properties; alignment of the wishes of a 
person with disability and their actual capabilities». Since the Programme acknowledges that 
government structures are plagued with «lack of prompt, complete and reliable information 
on obstacles and barriers faced by persons with disabilities… in terms of accessibility for 
persons with disabilities», there certainly is no information on the needs and abilities of hard 
of hearing people. In view of the above, within the framework of my research and advocacy 
work, I collected data of surveys and qualitative interviews of hard of hearing people and 
experts in the area of rehabilitation, hearing aid fitting, and integration of hard of hearing 
people. Sadly, Russian interviewees emphasize that «the government and health care 
structures do not understand the needs of hard of hearing people» that until now federal 
programmes have been planned as «short-term» and «having no long-term stable results.» 
Based on the research data, I recommend taking specific measures without which the 
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individual approach to persons with hearing loss is impossible. Those measures can and must 
be taken within the framework of the «Accessible Environment 2011–2015» and consequent 
“Accessible Environment 2016-2020” Federal Programmes. 

I also strongly recommend to include these recommendations in development of the plan of 
actions (programme) for providing accessible living environment for persons with disabilities 
in Saint Petersburg in 2013–2015. 

I am ready to support the structures of the Ministry of Labour and Social Protection of the 
Russian Federation, the Committee for Social Policies of Saint Petersburg and other 
governmental structures responsible for implementation of the Programme with our services 
in consulting personnel of the governmental structures on the issues of access of hard of 
hearing and deaf people to rehabilitation, information and communication, education and 
employment, as well as ethics and rules of correct communication with hard of hearing 
people. 

I appreciate your attention to our concerns. 

Sincerely yours, 
Karina Chupina 
President of International Federation of Hard of Hearing Young People (2004-2014) 
Global Advisor to the Disability Rights Fund (Boston, USA) 
PhD Researcher at Humboldt University (Berlin) 

I. INFORMATION, STATISTICS ON PEOPLE WITH HEARING LOSS 

Lack of statistics on hard of hearing people is partly caused by the lack of listing of a type of 
a disability/impairment and comorbid conditions in disability certificate. Statistics do not 
show the full spectrum of needs of hard of hearing people and are often limited to the data 
mentioning sign language interpretation in the Individual Rehabilitation Program (IRP). We 
recommend: 

1. Hearing loss should become an object of statistical recording and a listed diagnosis 
in the IRP. People with hearing loss should make up a separate special social group within the 
framework of a general federal register of people of disabilities, where communication and 
accessibility needs are clearly outlined so as to differentiate between signing deaf and hard 
of hearing people who use speech and technology.  
2. To collect missing statistical and qualitative data on people with hearing loss, 
including survey data of hard of hearing people concerning their needs, as well as public 
opinion polls about stance on people with hearing loss.  
3. Expand the number of statistics items regarding needs of hard of hearing and deaf 
people in the Automated Information System of the Electronic Social Register of Population 
beyond the data on demand for sign language interpretation.  
4. To disaggregate the data on people with hearing loss - in order to avoid overlap 
between deaf and hard of hearing and adequate/ correct policy response to the needs of 
deaf group and hard of hearing group of the population. 
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5. Disaggregation is suggested to be done by:
i. Gender
ii. Socio-economic status
iii. Necessary assistive technologies
iv. Cochlear implant(s) use
v. Use of a hearing aid(s)
vi. Accessibility needs (access to information and communication, i.e.

sign language, text-on-screen)
vii. Education (special or mainstream)
viii. Level of hearing loss

6. To implement support programmes to research the needs of hard of hearing and
deaf people as different group categories within the framework of hearing loss, in order to
design an evidence-based policy. To reduce the cost of research; social research of major
needs and requirements of persons with disabilities can be commissioned using the
resources of top experts on rehabilitation of persons with disabilities, sociologists working
on disability, and Social Science students writing diploma theses and term papers.

II. EDUCATIONAL AND AWARENESS-RAISING WORK, WORK WITH MASS MEDIA

Educational work is necessary to remove attitudinal barriers and counter negative 
stereotypes. International experience proves that overcoming stereotypes is much more 
difficult than overcoming physical and information barriers. People with hearing loss are 
considered either happy people enjoying great privileges, expensive hearing aids or implants 
that allegedly fully compensate for lack of hearing -- or isolated people living in their own 
world, happily communicating with each other in sign language.  

Information needs to be disseminated for society to understand how to communicate with 
deaf and hard of hearing people. The guidelines for communication with hard of hearing 
people should be familiar to all population that is oblivious of the differences between hard 
of hearing and deaf people. Few people wish to communicate with people with hearing loss 
as opposed to people with mobility problems, the blind and people with other disabilities 
because talking to the hard of hearing is hard and grueling, takes patience, numerous 
repetitions, simple accessible wording and phrasing. Some hard of hearing and deaf people 
are difficult to understand on the first try because of unclear speech.  

This is the reason why people with hearing loss are almost never invited to the radio or 
television for round table discussions on disability, contrary to people with other disabilities. 
At best, sign language singers or dancers are invited.  

We recommend: 

1. To encourage mass media to raise awareness about the the hard of hearing and deaf
community and break negative stereotypes of disability including hearing loss.
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2. To produce a weekly show for persons with disabilities (of different types) and about 
them improving the image of persons with disabilities, showcasing experiences of breaking 
down barriers, new opportunities and methods of comprehensive rehabilitation, advice to 
friends and family. Possible blocked on the show: success stories of persons with disabilities 
including both the ailment and red tape at different stages such as medical and social 
assessment, in public health authorities, courts.  
3. Through mass media, to reward advancement in career, arts, sport, successful 
crossing of barriers; as well as teachers, trainers, employers, parents and loved ones, 
encourage principles of large educational institutions, establishments of supplementary 
education, rectors of higher education institutions, CEOs of companies where a great number 
of hard of hearing people with disabilities study or work.  
4. To employ hard of hearing people with disabilities in mass media outlets for objective 
coverage of disability issues. To facilitate the above by involving persons with disabilities in 
educational programs for journalists.  
5. To disseminate information on ethics of communication with persons with 
disabilities, correct use of disability-related vocabulary – among journalists as well as the 
community – through mass media. Professionalism and objective delivery of information will 
help break stereotypes and dispel myths about persons with disabilities (such as «children 
with disabilities are only born to alcohol addicts, drug users, and persons with disabilities,» 
«persons with disabilities are sexually undesirable members of society,» «asexual,» «unable 
to make a family»)  
6. To publish and distribute brochures on the most pressing problems of hard of hearing 
people with the involvement of lawyers, social workers and professionals.  
7. To create an information and reference portal for people with hearing loss involving 
lawyers, social workers and professionals, where people with hearing loss can find answers 
to questions concerning rehabilitation, the rights of persons with disabilities, legal 
protection, etc. It makes sense to joint that portal to the website of the call centres providing 
services of video and phone data connection. 
8. To show on television the best foreign films about people with hearing loss not late 
night but in the afternoon or during primetime so that the majority of the public can 
understand the difficulties of being a person with disability in an unaccommodating world.  
9. To establish time quotas on TV networks to broadcast newscasts and feature films 
about persons with disabilities issues (not limited to people with blindness or mobility 
impairments). To introduce certain quotas for viewing newscasts and feature films about 
deaf and hard of hearing people.  
10. For the purpose of informed and objective portrayal of the problems of hard of 
hearing people, scenarios for films about people with hearing loss should be coordinated 
with people with hearing loss of all ages, as well as their friends and family; the cooperation 
should involve consulting with non-governmental organizations, using available foreign reels 
and ideas.  
11. Allocate funding for support of the social advertisement and awareness reels that 
are created by people with hearing loss.  
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12. To use the specific terminology related to people with hearing loss in mass media: «a 
deaf/hard of hearing person», «a person with hearing loss», «a person with a hearing 
impairment». This measure will help dispel false and negative stereotypes. (Here is an 
example of use of incorrect terms: using the word «deaf-mute» in a document of the 
Federation Council).  
13. With participation of people with hearing loss, to produce educational broadcasts 
and materials on correct communication with deaf people and ways to facilitate 
communication between the hearing and the deaf.  This could be done through involving 
people with hearing loss in the television programmes on health (1st and 2nd federal 
channels). 
14. Ensure state system of support and encouragement to the television channels and 
producing centres that develop movies, TV series, talk shows and programmes with 
participation of people with hearing loss and other disabilities. 

III.  HEALTH CARE 

1. In order to ensure access to health care, to introduce health assessment days for 
young people with hearing loss (“disabled since childhood200”) who are occupied with studies 
or work and cannot afford to wait in lines of unemployed retirees, due to the risk of losing a 
job.  
2. To ensure subsidized research in the area of genetics and genetic heredity, and 
reproductive health, as well as free or subsidized tests. This measure is important for planned 
parenthood and improvement of the demographic situation in Russia, since hearing loss is 
mostly conditioned by the hereditary factors and gene mutations that are especially 
important to identify in the risk group.  
3. Funding should be raised and directed towards further genetic research, 
development of accessible methods and tapping into expertise from other countries for 
planning offsprings without hearing loss if desired. 
4. To ensure the same package, quality and level of free-of-charge or inexpensive health 
care services and programs for people with hearing loss as for other persons, including those 
in the sphere of sexual and reproductive health.  
5. To hold educational events for health care workers focused on correct 
communication and higher standards of communication with the hard of hearing. The 
overwhelming majority of health care workers continue to refer to hard of hearing people as 
deaf-mute because they do not know alternative terms or do not understand the nuances of 
the hearing problem and communication rules (lip reading, clear articulation, looking in the 
face). Totally «deaf-mute» people (i.e. those who are deaf and totally mute at the same time) 
are very few in nature.  

III a. Prevention of Disability and Reproductive Health 

 
200 Term indicating a type of a disability, assigned since childhood. 
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1. To take immediate measures for prevention of disability, including congenital 
disability; to introduce free-of-charge health assessment, observation of the reproductive 
system of all young people with or without disability; to increase general public's competence 
in this area via mass media, visual materials, brochures, seminars, etc. that prevent risks of 
abnormalities (for example, accordingly with the program "Improving Quality of Life of 
Children and Families with Children in Saint Petersburg" for 2011–2013). 
2. To expand information services about early intervention and habilitation. To have 
employees of early intervention services hold seminars for managers and employees of 
maternity clinics, children's hospitals and diagnostic centres, and genetic consultations 
where they would disseminate information about the service and demonstrate what it gives 
to a child and the family. 
3. To disseminate widely information about lekoteks201 and to create new lekoteks in 
the cities which would allow families to save means as children with disabilities require 
significantly more toys and games for their habilitation and development than children 
without disabilities.   

IV. ENSURING ACCESSIBILITY OF REHABILITATION MEASURES AND 

MEDICAL AND SOCIAL ASSESSMENT (MSA) 

The objectives of the Programme should be reached through completion of such tasks as 
«modernization of the state system of medical and social assessment». As research reveals, 
people with hearing loss hardly ever come to rehabilitation centres due to their inaccessibility 
and inadaptability to the needs of the deaf. Because the disability certificate lists no diagnosis, 
rehabilitation centres invite persons with disabilities without knowing that they cannot hear, 
sometimes through phone calls. Often rehabilitation centres invite people with hearing loss 
to sewing clubs on a par with people with intellectual disabilities – without taking into account 
the level of education of hard of hearing people, their comfort, communication needs, access 
to sign language interpreter or assistive technologies.  Taking into consideration the specifics 
of rehabilitation of people with hearing loss, we recommend: 

1. To found separate MSA centres for hard of hearing children and adults alike. For full-
fledged rehabilitation, to found a designated city rehabilitation centre for medical and social 
rehabilitation of people with hearing loss (similar to the centre for people with visual 
impairment), whose services would cover the following:  

a. subsidized or IRP-covered medical and rehabilitation procedures,  
b. sign language classes for willing hearing parents, relatives, friends and 

neighbours as practiced in other countries 
c. organizing and conducting trainings for young people and adults, including 

trainings held together with hearing people;  
d. regular free speech therapy classes; 
e. English classes, lecture halls and gyms;  

 
201 “Play library”, creation of space for children with disabilities from 6 months to 3,5 years with adapted toys, games 
and educational materials  
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f. clubs;  
g. regular individual and group work with psychologists, therapists; 
h. legal consultancy 

Classes in such a centre will make it easier for people with hearing loss to integrate into the 
community and workplace, will boost their low self-esteem. 

2. To gather feedback on quality of rehabilitation in rehabilitation centres from hard of 
hearing visitors and organizations of hard of hearing and deaf people, and analyze it in 
development of accessibility of existing centres.  
3. To ensure accessibility of information and technological infrastructure for the state 
MSA system. To upgrade and adjust facilities and resources of general MSA and rehabilitation 
centres to enable access for hard of hearing people. To re-train MSA personnel in 
understanding the problems and needs of hard of hearing people.  
4. To design programs of training of responsible specialists, including people with 
hearing loss, to work in MSA departments in all types of rehabilitation. To upgrade the 
curriculum for MSA specialists and open departments, including those of supplementary 
education. At the moment there are no surdologists in the MSA staff for the all round 
assessment of hearing loss and speech while neurologists do not have competences for this 
task. 
5. To expand practices of educational classes at MSA centres to include International 
Classification of Functioning, Disability and Health202 that takes into account social aspects of 
disability, personal circumstances of a person with disability and environmental factors.  
6. To create a department of MSA-related and rehabilitation issues for hard of hearing 
and deaf people in general MSA centres. It is necessary to take into consideration, apart from 
comorbid conditions, various psychosomatic conditions from which many people with 
disabilities suffer but which are rarely identified by the MSA and reflected in the IRP. 
7. In developing new criteria and classifications used in MSA (as per the Programme), 
to draw from the International Classification of Functioning, Disability and Health. It is crucial 
to cooperate with social and health care professionals working with hard of hearing people, 
as well as spokespersons of hard of hearing people's NGOs who know the actual needs of 
people with hearing loss in general. 
8. Funding for urgent technology-intensive subsidized operations, expensive 
prosthetics, rehabilitation equipment should come from sale of confiscated illegal property 
under the Article 20 of the UN Convention against Corruption, ratified by the Russian 
Federation on May 9, 2006.  

V.   INDIVIDUAL PROGRAMME OF REHABILITATION (IPR) 

At present, the IPR does not match its intended use for people with hearing loss and hard of 
hearing people – respondents note that specialists fill out IPRs incorrectly, there are no 
rehabilitation measures, or their implementation and quality are not monitored. The IPR of a 
hard of hearing janitor is no different from the IPR of a hard of hearing specialist with three 

 
202	http://www.who.int/classifications/icf/en/	
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education degrees. The individual approach in this case is unfortunately but a sham. Many 
hard of hearing people have comorbid conditions, including psychosomatic ones caused by 
the stress of adapting to speaking environment, but specialists do not feel compelled to mark 
those conditions in the IRP, nor measures to treat them. Employment agencies often have to 
send persons with disabilities for a new IPR because they have no right to find employment 
for persons with disabilities without specific indication in the IPR. But the MSA specialists, as 
mentioned, are not able to fully assess the potential and abilities of a person with a disability. 

We therefore recommend: 

1. To reconsider composition of MSA commissions and introduce an interdisciplinary 
approach to filling out an IPR (to take into account living conditions of the person with 
disability, environmental factors, personal circumstances and medical parameters – in a 
package), which would involve specialists in different areas, such as:  

 
a. Social Worker  
b. Psychologist (therapist) 
c. Teacher (special teacher, speech therapist)  
d. Medical workers (physiotherapist, ergotherapist203, pediatrician, etc.)  
e. Specialist in comprehensive rehabilitation  

 
2. To review and rework IPR sections based on the International Classification of 
Functioning, Disability and Health (hereinafter referred to as the ICF), which factors in social 
aspect of disability, personal factors and environmental factors of a person with disability.  
 
3. Based on the ICF, to include the following sections in the IPR:  

a. Degree of a hearing loss and the age at which hearing loss was acquired 
b. Usage of a hearing aid or a cochlear implant 
c. Client's education (specifying the following: public or special-school) 
d. Living conditions (living with parents, spouse, in a rented/communal/owner-

occupied apartment, etc.),  
e. Marital status and family structure,  
f. Financial sufficiency of the person with disability,  
g. Type of employment (occupations), level of professional expertise and, 

accordingly, needs for occupational rehabilitation,  
h. Level of socialization and adjustment in the community, ability to participate 

and, consequently, needs for social rehabilitation,  
i. Possibility to involve an assistant or tutor,  
j. Description of individual needs and requirements of a person with disability 

in social, medical and professional rehabilitation: For involvement in the life 

 
203	A	specialist	that	assesses	a	person's	abilities	as	well	as	their	environment	(at	home,	in	
preschool	and	school,	at	work),	selects	and	adjusts	special	aids	for	people	with	different	types	of	
functional	disorders.	
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of the community? Cultural events? For access to education? For 
occupational re-training? For professional activity? For accessible 
information in all spheres of life? etc. 

k. Age of the person with disability, circumstances on the whole.  
l. Additional conditions and need for additional medical rehabilitation, 

alongside rehabilitation for the main diagnosis.  
m. Participation in community and voluntary work 

 
4. To aid employment of people with hearing loss on the whole, to expand the titles 
«Professional Rehabilitation Measures» and «Recommendation on Counterindicated and 
Accessible Conditions and Types of Work» with mandatory entries such as:  

a. Occupation of the person with disability work (if more than one, list all of them),  
b. Specialization that the person with disability can retrain for, 
c. Whether working at home or in custom-made conditions is recommended. 
d. Whether part-time/reduced working day is required.  
e. Recommendations on equipping the workplace in accordance with the standards 
that need to be developed for all professions and disabilities. 
 
5. To fully enter in the IPR such parameters as:  

a. Medical rehabilitation measures with reference to steps and operators,  
b. Medical rehabilitation measures with reference to specific steps and 

operators,  
c. Measures of social rehabilitation with reference to specific steps and 

operators, including actions of psychological and legal assistance,  
d. Rehabilitation equipment and rehabilitation services, citing the 

recommended technical means of rehabilitation 
e. Final statement on completion of the IRP, signed by a person with a disability 

and his/her allegations of irregularities if any, that are confirmed by a 
protocol. 
 

6. On a regular basis, to monitor rehabilitation measures listed in the IRP.  

VI. INTEGRATION MEASURES 

VI a. Availability of Social and Psychological Rehabilitation 

Due to limited access to information, hard of hearing people have limited knowledge of vital 
issues and limited legal knowledge. In Europe, more funding is spent on neurologists, 
therapists, and counseling than on cardiovascular disease and oncology combined204. People 
with hearing loss who are in great need of counseling have no access to it because there is no 

 
204	http://www.europeanbraincouncil.org/projects/CDBE/2010/	
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access to communication and no trained expert specialists who can or know how to work with 
the hard of hearing. 

1. To make legislation providing for counseling for hard of hearing and deaf people via 
the Internet — by Skype, on specialized forums and websites, social media.  
2. To add education of hard of hearing people in the sphere of human rights, overall 
financial awareness, sex education, housing and utility sector, genetics, inheritance issues to 
curricula of special schools, and as extracurricular educational programs. Those services 
should be provided, among other things, through distance learning.  
3. To teach people with hearing loss in schools how to use websites of government 
services and electronic government, as well as bank cards, online payment systems, and 
safety guidelines.  
4. In existing rehabilitation centres and educational institutions, it is necessary to design 
special trainings for hard of hearing and deaf people in the world of the hearing, trainings on 
human rights education and knowing one's rights under the Russian legislation. For children 
and young people with hearing loss, it also makes sense to provide inclusive trainings 
together with young people without disability. Methodology of non-formal education 
(trainings catering to the needs of their participants) provide more opportunities to include 
young persons with disabilities in accessible and active educational process than formal 
education. Such trainings facilitate development of vital social skills (communication, team 
work, conflict resolution, reasoning, ability to stand up for oneself, defend one's rights) as 
well as foreign language, self-advocacy and advocacy skills. In addition, non-formal education 
supports self-esteem and socialization of hard of hearing young people in the community, 
and as a result, often increases employment seeking and employability opportunities. 
5. To develop guidelines for correct communication with people with hearing loss: both 
sign language users and hard of hearing/deaf people using speech communication. To 
distribute the guidelines through media publications government institutions’ employee 
training materials.  
6. To create a government centre for quality control and monitoring of rehabilitation 
services for people with hearing loss. At the moment no government institution performs 
this function.  
7. To allocate continuous funding for inclusive events for people with and without 
disabilities held jointly with non-governmental organizations, in order to allow people with 
hearing loss to obtain social experiences of communication, successful adjustment through 
trainings, participation in seminars, festivals, sports events.  
8. On the basis of the call centre project for people with hearing loss, to introduce 
comprehensive rehabilitation services, wherein the function of the centre is not limited to 
information access only – to introduce psychological, information, legal service for people 
with hearing loss.  
9. To upgrade facilities and resources of social service institutions and ensure their 
accessibility to people with hearing loss. 

VI a. Legal protection 
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To assign qualified lawyers, experts in the rights of persons with disabilities, namely people 
with hearing loss (or allocate office hours in the All-Russian Society of the Deaf) in order to 
solve legal problems faced by people with hearing loss, easier and faster by creating 
precedents. This measure can also be implemented using resources of the call centre for 
people with hearing loss, by means of an information portal, among other things, where it 
would make sense to dispense legal advice. 

VII. EDUCATION 

7.1. Access to Primary and Secondary Education 

The family of a child with hearing loss should have options of enrollment in a mainstream as 
well as special school. The outdated educational standards of type II special institutions are 
over 20 years old. In designing new standards for type II special institutions, as well as in 
implementation of new educational standards for mainstream schools, the Ministry of 
Education should consider specific needs of hard of hearing and deaf children. People with 
hearing loss should not study in disadvantaged schools with incomplete classes. Integration 
of people with hearing loss is impossible without extra financing. However, funds to support 
self-sufficiency and education of children and young persons with disabilities should be 
forwarded to families, and not official institutions205, as shown by the experience of developed 
countries. Public funds will be more efficiently spent if allocated to families for the following: 

• Educational development of children with hearing loss in mainstream educational 
environment, i.e. by means of inclusion;  
• Cost of funding or measures that ensure access to education, services, and 
information.  

We recommend: 

1. In the mainstream education system at all levels (from primary to higher), to 
introduce a system of tutors based on the western experience for pupils and students with 
disabilities. Tutors are assistants advising on issues of disability and education of persons with 
disabilities who follow the educational process of a person with disability and help teachers 
understand the student's accessibility and other needs; they often act as mediators between 
teachers and students with disabilities.  
2. To introduce the professional occupation of a tutor, and use social work resources to 
establish that profession.  
3. To introduce Foreign Language and English as a mandatory subject in all special 
schools, including schools for hard of hearing and deaf people because expansion of 
international contacts and in some cases employment require English as more than an 
elective course; contemporary hearing aids provide that opportunity. In schools in the 

 
205	UNICEF.	Priorities	of	Social	Inclusion	of	Children	with	Limitations	of	Health	and	Their	
Families	in	Russia.	2011.	
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Russian Federation, only part of student body learn German, which is a violation of the right 
to education. The barrier is the stereotype: «the deaf cannot learn foreign languages.»  
4. To review the existing methods of evaluation and analysis of children's learning 
abilities conducted by the Psychological Medical Pedagogical Commission (PMPC), and 
reduce selection of children with disabilities for educational institutions by strictly medical 
parameters. To base the work of the PMPC on an extended interdisciplinary approach.  
5. Because the cost of education in special boarding schools is higher than in 
mainstream schools and grammar schools, to legislate on the voucher principle, i.e. funds 
allocated for a child with disability: the voucher should follow the child to preschool and 
school training in special institutions with different training formats. The difference, which 
amounts to of 50–75 % of allocated funds, is recommended to go to mainstream institutions 
or into payment for home schooling, and to the family to pay for extra classes in mainstream 
clubs and workshops, Foreign Language classes, high-quality fee-paid medical, psychological, 
and social rehabilitation, extra teaching help, treatment in best clinics. This measure will 
motivate schools to teach persons with disabilities because it will enable then to give extra 
pay to teachers, purchase equipment (monitor screens with a text feature, mirror panels 
mounted over the board to read the teacher's lips), invite signing teachers, sign language 
interpreters, psychologists. 
6. Parents with hearing loss who have hearing children should have the right to priority 
admission to mainstream nursery schools and schools of their choice, for children to develop 
correct speech and pronunciation in a speaking environment.  
7. To make the Social Insurance Fund responsible for providing support equipment for 
pupils and students of primary and secondary school education.  

 
 

7.2.  Access to Primary, Secondary, and Higher Education 

1. To introduce legislation on quotas for persons disabled since childhood in higher 
education institutions, including postgraduate schools so that persons with disabilities can 
compete with each other without hiding their disabilities. 
2. In addition to sign language interpretation, all recommendations on accessibility of 
education for hard of hearing and deaf people should be written in the IRP, such as: 

ii. reduced cost of services of photocopying lectures  
iii. lecture collections in an electronic format  
iv. induction loops to equip classrooms and lecture halls for hearing aid and 

cochlear implant users  
v. requirement for FM transceivers.  

3. To set up several scholarships specifically for gifted persons with disabilities, 
including hearing loss, because they cannot or are afraid to compete with non-disabled 
individuals on an equal basis or have scruples about filing an application, asking for 
recommendations, and are generally afraid to participate in large-scale contests. To 
disseminate information on scholarship competitions in advance through mass media. 
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Subsequently the number of scholarships can be raised through attracting sponsors, for 
example, Potanin.  
4. To make the Social Insurance Fund responsible for providing support equipment for 
pupils and students of primary and secondary school education, and initial, secondary, and 
higher professional education.  

VIII. EMPLOYMENT 

The job quota system for persons with disabilities is virtually not working. Employers are wary 
of hiring people with hearing loss because of the attitudinal barrier, unfamiliarity with means 
of communication with the deaf, and due to presumed (not always correctly) high cost of 
workplace equipment. Lack of employment agency specialists who can work both with people 
with hearing loss and employers, and facilitate their employment exacerbates the 
employment problem. There is not enough information on professions that people with 
hearing loss can master, nor on trades in which person with hearing loss can be trained or 
retrained. Many skilled occupations are unavailable even for well educated people with 
hearing loss because of such requirements as phone conversation. Employment services offer 
people with hearing loss jobs below their actual qualification. 

Hiring persons with disabilities via employment agencies requires a completely and correctly 
filled-out individual rehabilitation programme (IRP) that takes into account details of all 
medical, social, professional, and personal needs of a person with disability. Astonishingly, an 
employer's or employment agency's willingness to create a special job for a person with 
disability catering to their individual needs clashes with lack of indication of those needs in 
the IRP. An incomplete or incorrectly filled-out IRP is often the main stumbling rock in the 
work of employment agencies. Research revealed that employment agency workers 
responsible for relations with employees and creation of “specially equipped workplaces” 
often:  

a) do not understand the needs of the deaf and hard of hearing  
b) do not attach much importance, in terms of employment, to differences between 
hard of hearing and deaf people, and do not understand them 
are not aware of technology (induction systems, etc.) designed to ensure barrier-free 
information and communication in the workplace. People with hearing loss can be provided 
with access to general programs of technical and occupational guidance, employment 
services, and vocational training with the help of specialists who understand the needs of 
different categories of people with hearing loss, and can address a whole range of problems 
commonly face by those categories. 

 
We therefore recommend: 

1. To aid employment of people with hearing loss on the whole, to expand the IRP 
titles «Professional Rehabilitation Measures» and «Recommendations on Counter-
Indicative and Accessible Conditions and Types of Work» with mandatory entries such as:  
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a. Occupation in which the person with disability work (if more than one, list all of 
them) 
b. Specialization that the person with disability can retrain for 
c. Whether working at home or in custom-made conditions is recommended 
d. Whether part-time/reduced working day is required.  

 
2. To compile a list of the most comfortable occupations for the deaf and hard of 
hearing, regularly train groups in different higher education institutions using the 
experience of the SPUTD, the University of Culture, North-Western Institute of Technology, 
the Institute of Water Transport, the Herzen SPU, and mainly the Bauman University 
(Moscow), with guaranteed employment.  
3. Efficient career guidance should take into account the needs of the person with 
hearing loss as a package (psychological, social, professional) and requires an 
interdisciplinary approach. For that purpose, it is recommended to create a standalone 
service for hard of hearing and deaf people with hearing loss. 
4. Extend cooperation between employers and persons with disabilities by increasing 
the number of organizations and specialists in job placement for persons with disabilities.  
5. By all means, to hold regular training seminars for employees of centres, 
employment agencies, and employers on requirements related to environment accessibility 
to different categories of persons with disabilities, on the premises of rehabilitation centres, 
ENT research institutes, universities, MSA centres. Those seminars should involve persons 
with disabilities of different categories as experts and informed users of the services, 
including people with hearing loss. Only persons with disabilities themselves can best explain 
their specific needs for accessibility and tearing down physical, information, and 
communication barriers.  
6. In order to facilitate employment and provide rehabilitation equipment (RE) required 
for professional activity, the IPR should take into account, first and foremost, profession as 
per diplomas and the actual place of employment, and not just follow the existing RE list, 
which is regularly being complemented.  
7. To create services of supported employment using the experience of western 
countries and the organization «Perspektiva», which will help people with hearing loss with 
adjustments and support over a long period of time.  
8. When granting subsidies to employers to facilitate hire of persons with disabilities, 
to ensure monitoring of equipment, refitting, adjustment, or upgrading of the workplace for 
a specific person with disability; and simultaneously to ensure that employers are involved 
in creating custom-made workplaces for educated people with hearing loss who can perform 
expert work. Creating accessible workplaces for people with hearing loss entailed installment 
of assistive technology: the induction loop; a phone with an audio amplifier; contact with a 
video control centre for people with hearing loss who use sign language; supplying an FM-
system. Assistive technology for hard of hearing people with disabilities is often less costly 
than technology for other categories of persons with disabilities.  
9. In creating custom-made workplaces, to focus mainly on the needs of the person 
with hearing loss, and not on the size of subsidy allocated from the budget.  
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10. To introduce a special contest for enterpreneurship grants, and encourage persons 
with disabilities to participate.   

8.1. ACCESSIBILITY OF WORKING PLACES 

Accordingly with the UN CRPD (Article 27), people with disabilities should be provided 
“reasonable accommodation” at their workplace. Educated people with hearing loss can be 
efficient and effective employees given the appropriate conditions at work.  

Nowadays people with even a mild hearing loss are employed mainly for low qualified jobs 
without welfare benefits. Hard of hearing people – even those with higher education degrees 
– are often employed for an unqualified job. The more qualified hard of hearing workers 
would be usually placed in the backroom, farther from the non-disabled work team. It should 
be remembered that literate hard of hearing people are able to perform distance work from 
home in case if they are provided quality equipment such as quality mobile phone allowing 
communication, phone with the volume amplifier, relay service possibilities, FM systems and 
a computer with internet access. 

The concept of recently introduced “specially equipped workplace” in Russian Federation is 
not thoroughly defined, whereas the employment agencies are often not aware of what 
equipment is needed at workplaces for people with hearing loss. 

We recommend: 

1. To introduce clear criteria and definitions of the “special workplace” for people with 
various impairments and for various kinds of work responsibilities, including the 
development of the specific and clear criteria and definition of the “special workplace” for 
people with hearing loss.  

2. To identify the cost of equipping workplaces for people with hearing loss. To equip 
workplaces with the induction loops, phone devices with the flash signage, FM-systems in 
the offices where hard of hearing people work; all phones must be compatible with the 
induction system (MT and T) in hearing aids.  Contrary to common thinking, sound amplifying 
equipment for hard of hearing employers does not demand special or burdensome costs in 
comparison to the equipment required for other types of disabilities and functional 
limitations.  

3. A hearing ear is able to filter sounds in noise. A deaf ear cannot do that even in the 
most advanced hearing aid. Therefore, the full-fledged social and professional rehabilitation 
in the noise prone environments (offices, churches, printing offices, manufactures) requires 
induction loops and FM-systems, as well as visual equivalents of audio information.  

4. The responsibility for provision of assistive technologies that corresponds to the 
professional tasks, should be bestowed upon the employer.  
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                   IX.  ACCESSIBILITY OF INFORMATION AND COMMUNICATION 

Deaf and hard of hearing Russian citizens are cut off from public life due to lack of access to 
information, captions on television, roller captions in transport infrastructure and assistive 
technologies for barrier-free communication. Undermining that flexible universal solutions for 
hard of hearing people represent support and means of socialization not only for hard of 
hearing persons, but for the entire society (text on the screen of public transport, in airports, 
captions on television allow information access not only to people with hearing loss but to 
people in general - in noisy environments, in emergency situation, to people studying a 
language and migrants, to people with intellectual disabilities), we recommend: 

1. To monitor the means’ distribution of the “Accessible Environment” programme 
proportionately to the number and typologies of people with disabilities. Currently the 
maximum of financial means is allocated for the needs of people with mobility impairments. 
People with hearing loss are not mentioned at all in the media in connection with the 
“Accessible Environment” programme.  

2. To develop minimum standards and guidelines on ensuring accessibility of the 
facilities and services for hard of hearing and deaf people, with the involvement of people 
with hearing loss themselves, NGOs of hard of hearing people, experts-acousticians, who 
have experience in induction loops’ installation and other assistive technologies including the 
means of fire safety systems (flashlight alarm, vibro-alarm, etc.)  

3. To legally enact in the budgets of all levels the creation of closed captions at all 
federal and regional channels, especially in the news, youth, entertainment and educational 
broadcasting programmes, talk-shows – at the different times of the day accordingly with the 
law on access to information.  

4. To increase the amount of sign language interpreters accordingly with the law on 
state language, as well as workers with a command of sign language in the public facilities – 
in the hospitals, courts, police, service centres, agencies, social welfare institutions.  

5. To introduce the training of the basic command of sign language and rules of 
communication with hard of hearing people, for the workers in public services, such as public 
health, culture, sport, security, social policy and welfare, service sectors. 

6. To introduce the creation of captions for cinema production, especially for children’s 
movies and cartoons.  

7. To increase the amount of closed captioning on television, especially in the highly 
relevant programmes, on politics, popular science, educational, for young audience, 
including the live broadcasts.   

8. To introduce legally the training and re-training of the personnel in all state bodies 
(health, medical, education, sport, police, etc.) whereby personnel is obliged to pursue 
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correct and competent communication and behaviour towards deaf and heard of hearing 
people – so that the latter could see face of the personnel, read lips and understand.  
Oftentimes personnel staff turns face away when talking or talks to a deaf/ hard of hearing 
customer while looking into the computer screen or papers.  From 50 to 100 % of information 
is perceived by people with hearing loss non-verbally and by lip-reading. Induction loops with 
the outer microphone and the symbol indicating the sound accessibility for hearing aid users, 
must be located in public services and reception centres that require communication through 
glass. The rules of communication with and use of assistive technologies for people with 
hearing loss should be disseminated across all state bodies.  

9. To introduce the uniform standards that require compatibility and special accepted 
norms (such as the quote on captions’ provision). 

b. ACCESSIBILITY OF EMERGENCY AND INFORMATION SERVICES 

1. To ensure the accessibility of the emergency services, ER, fire service via SMS or internet 
through a single emergency call number such as practised in the EU (Single European 
emergency number 112). 

2. To involve the contact centre for people with hearing loss that is currently being 
developed, into the development of accessible emergency calls.  

3. To apply the experience of western countries in introducing the low-tariff SMS plans for 
people with hearing loss and integrate this practice on local and federal levels.  

XI. ACCESSIBILITY OF INFRASTRUCTURE 

The entire transport infrastructure – airports, railway and bus stations – is not adapted for a 
person with hearing loss.  For the accessibility of facilities and services for hearing aid and 
cochlear implant users it is necessary to equip the public buildings and venues, places of the 
large concentration of people with special devices that allow for distinguishing audio-
information and its comfortable level of perception. In some cases the audio information can 
be supplemented with the visual equivalents.  

We recommend: 

1. To equip the public venues – cinema halls, theatres, churches, schools etc. with 
assistive listening technologies – induction loops, microphones, roller captions on screen. 
2. To introduce on all objects of transport infrastructure roller captions simultaneously 
with the audio message of a driver/ speaker. 
3. To equip buses and metro trains with the electronic information screens. 
4. To keep the relevant organisations accountable for installing in all yards and internal 
drive-through/ passages, the road humps without the collection of residents’ signatures. This 
will ensure safety for people with hearing loss, late-deafened, elderly and people with 
mobility impairments. 
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10.1. Palantype and Training of Palantypists  

Palantypist (from «palantype206») – a trained specialist, who, while listening, types the text 
on the special keyboard (palantype). The text is immediately projected in the laptop or 
presentation screen. 

The difference of a palantype from stenography is that the record of the words in palantype 
is done by syllables (grouping sounds “conconant-vowel-consonant”). Several keys are 
pressed simultaneously. Thanks to this technology, the text is typed with an extreme speed of 
more than 200 words per minute. The text also provides additional information {laughter}, 
{applause} to ensure full inclusion of a listener into the process and feeling the atmosphere at 
a seminar or court hearing.  

Palantype renders an invaluable support in many situations: at trainings, seminars, during 
doctor’s visits, medical examinations, at court hearings, meetings, interviews etc.  

In their interviews people with hearing loss claim that for events with a big audience they 
prefer to have text on screen rather than sign language interpretation, or combination of 
both. Sign language interpretation, in the opinion of many deaf people, is more appropriate 
for more intimate situations such as a visit to a doctor. 

We recommend: 

1. To allocate the budget means for studying the experience of western countries in the use 
of palantype, and integrating it in Russian Federation.  

2. To russify the palantype technology and make it available in Cyrillic. 

3. To introduce the professional occupation of a “palantypist” in the Russian Federation. 

4. To introduce the training of palantypists in the Russian Federation on the basis of the 
practices and experiences of western countries. It is opportune to carry out the re-
training of stenographers in the field of palantyping.  

10.2. Stenotype 

At this moment, the most accessible mode of rendering speech to text in Russia is stenotype. 
Contemporary stenotype technology allows deciphering text on the screen which makes it 
similar to the palantype but less costly and more accessible in terms of training typists. The 
stenotype training can be done on the basis of the GZOS training-consulting centre which 
was the first and the only centre in the Russian Federation since 1941 where professional 
stehography methods were developed. 

 
206	Also	known	in	Europe	as	Speech	to	Text	Reporting,	in	the	US	as	CART	(Communication	
Access	Realtime	Translation).		
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Stenotype, like palantype, would enable access for hard of hearing people to: 

• health care (visiting doctors) 
• social services and consultations, visits to “multi-functional centres” rendering 
assistance and social policy consultations 
• court proceedings  
• participation in the seminars and conferences concerning them, for study or 
professional/training purposes 
• higher education and vocational training (at the moment, HoH students make 
photocopies of lecture notes from classmates as they are unable to write down the text 100% 
from hearing; or mothers write down lectures from digital voice recorders) 

We recommend: 

- To introduce the specialization of a stenographer and allocate funding for the 
stenographers' training within the Federal Programme “Accessible Environment 2016-2020” 
on the basis of the GZOS centre. 

10.3. Induction loops207 

Background noises, distance from a talking person and echo are the main acoustic barriers 
that prevent hearing aid and cochlear implant users from receiving full audio and spoken 
information.  

An audio frequency induction loop system (AFILS) is an inexpensive, efficient and universal 
system to enable people wearing hearing aids or cochlear implants to hear in public 
situations.  

We recommend: 

1. To include audio induction loops in the realization of the Federal programme 
“Accessible Environment” on all levels, as well as in the Federal List of the technical means 
of rehabilitation.  

2. Every public venue should be equipped with induction loops (if possible, within the 
framework of the provision of technical means of rehabilitation by the Federal Fund of Social 
insurance): 

• concert and theatre halls 

 
207	Audio	Induction	Loop	systems,	also	called	audio-frequency	induction	loops	(AFILs)	or	hearing	
loops,	are	an	aid	for	the	hard	of	hearing.	They	are	a	loop	of	cable	around	a	designated	area,	usually	
a	room	or	a	building,	which	generates	a	magnetic	field	picked	up	by	a	hearing	aid.	The	benefit	is	
that	it	allows	the	sound	source	of	interest—whether	a	musical	performance	or	a	ticket	taker's	
side	of	the	conversation—to	be	transmitted	to	the	hearing-impaired	listener	clearly	and	free	of	
other	distracting	noise	in	the	environment.	
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• lecture halls 
• school halls and classrooms 
• conference halls 
•          sport stadiums and fitness halls 
• houses of worship 
 
3. Accordingly with the EFHOH Hearing Loops Resolution, we recommend that 
manufacturers of hearing aids and cochlear implants shall integrate telecoils in their hearing 
systems to enable people with hearing loss to better understand in difficult hearing situations 
where reverberation is a problem (such as, but not limited to houses of worship) or where 
the distance to the sound source is big (such as, but not limited to lecture halls, theatres) or 
where the background noise is extremely disturbing (train stations). Manufacturers of 
hearing aids and cochlear implants should write clear instructions about how to use the 
technology (to be downloadable from the internet). 

4. Ear Nose and Throat (ENT) doctors shall be encouraged to inform their clients about 
the benefits of telecoils in difficult acoustic situations.  

5. Audiologists and hearing instrument specialists should be mandated to inform their 
clients about the benefits of telecoils (e.g. law in Arizona and Florida) and leave them the 
choice to decide whether they want a hearing aid / cochlear implant with or without a 
telecoil. 

6. Audiologists and hearing instrument specialists should train their clients how to use 
induction loop technology and clearly tell them about the T-switch (T-program) on their 
hearing instrument. They should be mandated to have at their shop / Labouratory an AFILS 
connected to an audio system or television to enable their clients to personally test inductive 
coupling before they finally decide what type of hearing instrument they want to choose 
from.  

7. The T-switch program should be calibrated on the same level as the hearing 
instrument microphone. 

8. If an AFILS is planned correctly before commencement of construction of the venue 
the costs are negligible compared to other building costs. 

9. Window desks should be equipped with an AFILS to enable people with hearing loss 
to understand correctly. 

10. All newly installed loop systems and possibly existing systems shall conform to the 
international standard (IEC 60118:4-2006) set up by the International Electrotechnical 
Commission (IEC) in 1981 and revised in 1998 and 2006.  
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11. After installation every loop system should be tested if it meets the standard. A 
written report has to be provided containing the name of the testing person, the date, and 
the use of a calibrated test instrument. The report has to be made public. 

12. Venues with AFILS should be clearly marked with the sign of IEC to enable people 
with hearing loss to know where to use this technology: 

 

10.4.  Access to Cultural Institutions 

1. To equip at least several cinemas and theaters with induction loops for hearing aid 
users and a screen with subtitles in the same way as some theaters do for operas (a screen 
with English subtitles for foreigners).  
2. To ensure accessibility of museums for hard of hearing people by providing FM-
systems and visual equivalents of audio information (print-outs of the tour guide's oral 
presentations).  
3. To provide sightseeing tours with sign language translation, rig sightseeing tour 
buses with induction loops.  

XII. ASSISTIVE TECHNOLOGIES – Technical Means of Rehabilitation 

The UN Convention on the Rights of Persons with Disabilities that was ratified by the Russian 
Federation on 25.09.2012, highlights the right to independent living and inclusion in the 
community, as well as the state’s obligation to provide persons with disabilities with all 
necessary support (Article 19). Access to Assistive Technology is a right of a person with 
disability and a state obligation as per Article 4, and as recorded in Articles 20, 26, 29, and 32 
of the UN Convention. 

Until now, despite the change of disability paradigm and seeing disability as a social 
construct, assessment of disability and AT is performed mainly on the basis of the outdated 
medical model of disability. With AT purchased via tendering, persons with disabilities will 
have little chance for social mobility. 

The Federal Programme «Accessible Environment 2011-2015» and the programme of 
modernization of the Russian Federation have been in direct contradiction with practices of 
AT compensation. Electronic equipment grows out of date faster than it reaches its 
replacement age. The proclaimed program of inclusive education will not work until hard of 
hearing children in schools have an opportunity to use individual AT such as FM-systems and 
high quality hearing aids. 
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Hearing loss alone covers a whole range of differences in level of socialization, communication 
(sign language or speech), integration in the community, and, consequently, need for AT. 
Compensation and prescription of AT requires an individual approach. The accessibility needs 
of a deaf dishwasher are different from the needs of a deaf lawyer, sociologist, or journalist. 
The needs of a deaf person are different from those of a hard of hearing person who is speech-
oriented and functions only due to AT. 

We are convinced that, in the 21st century, providing people with hearing loss with 
unmerchantable and outdated models via tendering is impermissible, and is a violation of the 
rights of persons with disabilities. 

We recommend: 

1. During redistribution of AT and compensation for AT, to develop and confirm a list of 
the following medical and social indications warranting distribution of AT for hard of hearing 
and deaf people:  
a. Level (of development) of hearing and speech  
b. Level of socialization (to avoid prescribing AT that a totally deaf person will not use) 
c. Level of family income of the person with hearing loss, 
d. Type of employment, professional expertise and, accordingly, needs for occupational 
and social rehabilitation  
e. Education in a public or special institution 
f. Age of the person with hearing loss  
g. Additional education.  

 
2. To introduce a clear-cut classification of AT for people with hearing loss with 
consideration of the above criteria.  
3. To introduce specific norms concerning unhindered access to information and 
communication separately for people with hearing loss, persons with sight disabilities, etc., 
considering specific and varying needs of people with disabilities within one group. The 
norms should be agreed upon with organizations of people with disabilities, i.e. service users 
themselves;  
4. To apply a flexible and complex individual approach to AT supply and compensation 
for AT based on the above recommendations.  
5. Improved cooperation between institutes is necessary, as well as legislation distinctly 
regulating the cost bearer's specific area of responsibility for AT supply;  
6. To introduce quality monitoring of services of the Federal Fund of Social Insurance 
and their evaluation by founding an independent examination board of representatives of 
non-governmental organizations of people with disabilities and researchers specializing in 
rehabilitation of persons with disabilities.  
7. To introduce preferential taxation on AT payment and IRP services for sponsors in 
addition to the law on Charity # N 135-ФZ. 
8. To eradicate the existing discriminatory practice of limiting AT compensation. 
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9. To prohibit supply of morally obsolete TV-sets, mobile phones, and other AT from 
unmerchantable stock of the XX century.  
10.  Under the personal rehabilitation certificate, to introduce an entrenched right to 
choose from a list of hearing aids and AT: e.g. at least 10 options for each item.  
11. To include new models of AT and technical means of rehabilitation in the Federal List 
of rehabilitation equipment, such as:  
i.expensive accumulators/batteries for speech processors,  
ii.induction loops,  
iii.FM receivers coupled with transmitters (a receiver without a transmitter is impossible to use, 
it is a waste of millions of funding by the state),  

iv.training of palantypists (specialists typing on a palantype), and rendering of palantyping 
services.  

11.1. Mobile Phones 

The mobile phones obtained via tendering, morally and technologically outdated, supplied for 
a seven-year period, can be neither a means of independent living nor a means of 
rehabilitation. At the same time, a mobile phone levels out communication possibilities of 
people with hearing loss with those of the hearing. Totally deaf users also need decent and 
user-friendly mobile phones: after two years of texting, keys get stuck and broken even in the 
top brand phones. Moreover, texting is not sufficient for conveying complex messages and 
for full-fledged communication: the deaf, following the example of deaf people in European 
countries, begin to use video applications on mobile phone displays for real-time 
communication using sign language. Video communication via a smartphone becomes not a 
luxury, but a vital necessity for deaf users.  

We recommend: 

1. Review the criteria of compensation for mobile phones for hard of hearing people 
accordingly with individual needs and professional activity of the person with hearing loss. 
For both professional communication and inclusion in the community, hard of hearing people 
need mobile phones with a large memory for sending and storing text messages, a large 
display and enhanced audibility.  
2. A mobile phone should have a good software and high quality large display. A GPS 
navigator in the phone and an online reference feature (e.g. timetable of relevant social 
services) are required by a deaf person for maximum safety and independent living. Not all 
phone services will gladly respond to indistinct, inarticulate, nasal speech of deaf people 
whose vocal apparatus is not developed.  

11.2. Hearing Aids 

Thousands of deaf people will not use unsuitable irritating hearing aids. Due to inappropriate 
hearing aid selection and fitting, the state throws tremendous amounts of money to the 
winds. The elderly who bring hearing aid receipts to the FSS for compensation, wear no 
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hearing aid and admit that poorly selected aids are but a nuisance to them. Russian people 
with hearing loss and representatives of organizations interviewed in the research project of 
the International Federation of Hard of Hearing Young People are indignant: «You can hear 
sound in a cheap hearing aid, but HOW will you understand speech? How will you work with 
people using it?»  

The choice of hearing aids for compensation by the state is limited for every degree of hearing 
loss. This violates the rights of persons with hearing loss to (re)habilitation and accessibility, 
and contradicts the principles and intention of the “individual” rehabilitation programme.  

We recommend: 

1. In the spirit of the adopted directive in Germany from 03.01.2012, to introduce  
a. several fixed amounts on a national, not regional level (upper price limits) 

for hearing aids’ compensation by Federal Social Insurance Fund, according 
to the level of hearing loss (bordering on deafness, mild, severe)  

b. expanded minimum of requirements of the hearing aid technical 
characteristics accordingly with the level of hearing loss. For example, for the 
hearing loss bordering on deafness, the fixed amount would be  841,94 Euros 
and the absolute minimum requirements are: digital, multi-channel, 
feedback and noise suppression, power gain 75 dB. 

2. To expand the availability and offer of the hearing aid models for various levels and 
degrees of hearing loss (see also Technical Means of Rehabilitation). 

3. To allow and encourage or oblige surdologists – both from private and state sectors – to 
indicate all recommended and most suitable hearing aid models in their report/statement. 
At the moment it is prohibited to both commercial and state centres’ staff to indicate any 
recommendations, due to the fact that the Fund of the Social Insurance offers only a 
limited amount of hearing aid models for every hearing loss degree which contradicts 
international norms.  

11.3.  Hearing Aid Fitting 

Hearing aid fitting is akin to jewelry work and apart from fitting and tuning a hearing aid that 
may take several months, includes earmould fitting and production. The quality of individual 
in-the-ear earmoulds necessary for efficient use of hearing aids, has deteriorated in Russia in 
spite of western technology and materials. Their make is not comfortable enough, be it free-
of-charge or fee-paid earmoulds. 

We recommend: 

1. In order to improve technical and practical skills of hearing aid manufacture, it is 
necessary to extend the term of training for Russian specialists (for now, from several months 
to a year). To tap into European experience in training hearing aid engineers, for example, at 
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the Institute of Lübeck (Germany), within the 6 to 8 year-long training program for acoustic 
specialists and engineers with compulsory vocational classes, to invite exchange experts to 
Russia for training.  
2. To give all parents of people with hearing loss brochures together with hearing aids
issued by the hearing aid manufacturers. That is important because technology becomes
more complicated, and Laboratories are not always interested in good tuning of hearing aids,
which requires additional time (from several months to a year).
3. The report of a surdologist should be issued after thorough hearing aid fitting,
probing in various acoustic environments and trial use period.

XIII. SOCIAL POLICY AND CHARITY

1. Taxes from gambling industry should ideally be spent on development of social
sphere and health care only, like in Finland and other European countries.
2. It is unacceptable to set the same minimum subsistence level for a young person with
disability who holds a pension, and an elderly retiree, as it is done in many regions; and the
minimum subsistence level of non-studying young people should not be below that of an
employed person.
3. Within the framework of the Programme, to introduce regular fundraising on federal
television channels for projects for persons with disabilities with different health limitations
using texting, and exempt those funds from taxes.

XIV. PUBLIC SERVICE ADVERTISING

In order to dismantle stereotypes in society, it is necessary to produce a high quality series of 
reels, television and printed materials showing deaf people, as well as speaking deaf and hard 
of hearing people, integrated in the community. 

1. To regularly allocate budget funds for different types of public service ads in the
media and on boards that nurture tolerance to people with hearing loss and eradicate
discrimination among the population. Such social mandate should be commissioned jointly
with professionals with disabilities. There is not enough public service advertising about hard
of hearing and deaf people.
2. Every year, to hold competitions for public service advertising about persons with
disabilities, photo and video stories, articles and screenplays, using the funds already
allocated for public service advertising. Winners and prize takers should be awarded with
funds on the program «Accessible Environment». Terms and conditions of the competitions
are developed by the Press Committee jointly with the All-Russian Society of Persons with
Disabilities with consideration of all vulnerable groups, without any discrimination against
people with hearing loss – that is 10 % of population who feel cast away. Foreign public
service ads can be adapted using Russian subtitles.
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