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Abstract  
 
 
Background:  
The prevalence of mental health difficulties in d/Deaf populations is higher than 
that of the hearing population.  The association between mental health difficulties 
in childhood and well-being in adulthood amongst d/Deaf populations, including as 
perceived by Deaf people themselves, has been little explored. Access by d/Deaf 
people to mental health services is poor. In addition, there is a paucity of mental 
health assessments available in British Sign Language. 
 
Aims:  
The aims of this thesis were; (i) to understand the association between childhood 
and adulthood mental well-being in d/Deaf populations; (ii) to find out how well the 
standardised mental health assessments can be used with d/Deaf populations; 
and (iii) to explore Deaf people’s perspectives on mental well-being.  
 
Methods:  
BSL versions of four mental health assessments (the Clinical Outcomes in Routine 
Evaluation – Outcome Measure (CORE-OM), the Patient Health Questionnaire 
(PHQ-9), the Generalized Anxiety Disorder (GAD-7), and the Work and Social 
Adjustment Scale (WSAS)) were produced by carrying out a translation process to 
ensure that the statements in the assessments are linguistically and culturally 
meaningful to a Deaf population. The reliability and validation of the mental health 
assessments were examined by piloting them with d/Deaf populations. In order to 
gain Deaf people’s own perspectives on mental well-being, four focus groups were 
set up in England.  
 
Results:  
Thematic analysis of the focus group data identified pre-disposing factors in 
childhood that Deaf participants believed would affect adult mental well-being.  
 
The CORE-OM BSL, PHQ-9 BSL, GAD-7 BSL, and WSAS BSL were found to be 
reliable and have been validated. The pilot study which compared the reliability 
between the BSL and English version of one mental health assessment (CORE-
OM) as completed by d/Deaf people found that two domains had lower reliability in 
English in comparison with the BSL version.  
 
Conclusions: 
Reliable standardised instruments in BSL are required to identify and assess 
common mental health problems amongst Deaf people.  These are now available.  
Deaf people identified a number of factors that are important to well-being, for 
example, ease of communication with others, a strong sense of identity, a ‘can do’ 
attitude, and a firm sense of belonging. These factors are of importance if we are 
to attempt to reduce the prevalence of mental health difficulties in d/Deaf 
populations in the future.  
 
 
The University of Manchester 
Katherine Danielle Rogers 
Doctor of Philosophy 
Deaf people and mental well-being: Exploring and measuring mental well-being in 
British Sign Language 
2013 
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CHAPTER ONE: INTRODUCTION 

 

1. Introduction 

d/Deaf1 people across their lifespan are more likely than hearing people to 

experience mental well-being difficulties whether in terms of mental ill health or 

more broadly in relation to feelings of positivity and negativity about one’s self 

(Fellinger et al., 2012; Hindley et al., 1994). These studies have largely 

investigated prevalence or involved d/Deaf people at a single point in time (Rogers 

and Young, in press).  There have been no longitudinal studies undertaken in the 

context of mental health and d/Deaf people, and very few in relation to d/Deaf 

people more generally. Little is known, therefore, about the association between 

mental well-being difficulties in d/Deaf people’s childhood and their later adulthood 

mental well-being outcomes. Furthermore, there is little research into how d/Deaf 

people themselves perceive their mental well-being or how they view the way in 

which their life experiences during their childhood or adult life may have impacted 

on their well-being.  Research  has found  that mental well-being difficulties in 

d/Deaf populations2 are more common than in hearing populations and  access to 

primary and secondary mental health services is poor. In addition there is a lack of 

appropriate mental health assessments that are suitable for d/Deaf people. Having 

mental health assessments that are linguistically accessible and culturally 

appropriate for Deaf people would mean that mental health difficulties could be 

identified at an earlier stage and appropriate services put in place. As a 

consequence of inadequate mental health assessment tools for d/Deaf people, 

and in particular the population of people who use sign language, the normative 

distribution of mental health among d/Deaf people is unclear.  

                                            
1 Deaf (with a capital ‘D’) refers to the community of people who use sign language as their first or 

preferred language and for whom being Deaf is akin to a cultural-linguistic identity (Padden & 

Humphries, 1988). When deaf is written with a small ‘d’ it refers to those who use spoken language 

and/or have a view of deafness as an impairment or disability for example those who have lost their 

hearing in later life.  d/Deaf is an all inclusive term and often is used with respect to children where 

their core identity is not yet formed or is unclear.  
2 Whilst it is recognised that the Deaf population consists of a diverse range of people, for 

consistency in this thesis, the term Deaf populations (plural) refers to the full range of d/Deaf 

people whereas the term Deaf population (singular) refers to those people who identify as a 

specific cultural and linguistic minority group. 
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This thesis addresses the above issues by investigating associations between 

childhood and later mental well-being status from the perspectives of d/Deaf 

people, producing and piloting standardised mental health assessments in BSL, 

testing their reliability and exploring the feasibility of their use with d/Deaf 

populations. The research aims and objectives are as follows: 

Aims: 

i. To gain an understanding from the literature of the association between 

mental well-being in childhood and later adulthood outcomes in d/Deaf 

populations; 

ii. To establish how well the standardised mental health assessments can be 

used with d/Deaf populations; and 

iii. To gain an understanding of d/Deaf people’s perceptions of their own 

mental well-being since leaving school, and their view about the risks and 

protective factors in the pathway from childhood to adult well-being.  

Objectives: 

i. To examine the literature in order to understand the association between 

childhood and adulthood mental well-being outcomes in d/Deaf populations; 

ii. To translate four standardised mental well-being assessments into BSL; 

iii. To test the reliability of the CORE-OM (in BSL and English) with d/Deaf 

populations; 

iv. To validate the BSL mental health assessments in British Sign Language; 

and 

v. To explore Deaf people’s perspectives on their mental well-being since 

childhood and to examine how this relates to their adult mental well-being 

outcomes using a qualitative approach. 

 

1.1. Route map of the component parts of the study on mental well-being 

in d/Deaf populations across the lifecourse  

In 1988 a study had been carried out to establish the mental health difficulties of 

young deaf people in England at the time (Hindley3, 1993). In order to identify 

factors from childhood which may influence adulthood mental well-being, it was 

                                            
3 Hindley originally reported his findings in a comprehensive and detailed report in 1993. This was 

later published Hindley, Hill, McGuigan, & Kitson (1994) in Journal of Child Psychology and 

Psychiatry. For consistency in this thesis, Hindley’s work will be cited as 1993, as this report 

contains the comprehensive findings from his research.   
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the intention of this thesis to undertake a follow-up study of the people who had 

originally been involved in Hindley’s study. This would include establishing their 

current well-being once traced and comparing it with the original data.  However, 

because of the lack of standardised mental health assessments available for 

d/Deaf people, it was first necessary to identify a suitable assessment and 

translate it into British Sign Language (BSL) using a rigorous protocol before 

piloting the translated versions with d/Deaf populations outside of the original 

cohort. This was a necessary first step; to establish the reliability of BSL and 

English versions of the standardised mental health assessment identified, when 

used with d/Deaf people.  

 

Unfortunately, for a variety of reasons, it proved difficult to recruit participants from 

the original cohort of Hindley’s 1988 study (see chapter three for a discussion of 

the methodological significance of this failure to trace and recruit). Nonetheless, 

the expertise gained in translating and testing the reliability of one standardised 

mental health assessment in BSL could be applied to other assessment tools 

associated with mental well-being.  An opportunity arose to do this in association 

with the national IAPT (Improving Access to Psychological Therapies) programme 

(Department of Health, 2011) which was, at the time developing more accessible 

services for d/Deaf people in England.  Early identification of common mental 

health problems and their treatment in primary care is another component of 

supporting d/Deaf people’s well-being over the lifecourse.  Finally, in order to gain 

a broad understanding of Deaf people’s perspectives on mental well-being and 

how it might be associated with their childhood experiences, d/Deaf people who 

had not been involved in Hindley’s study were invited to take part in focus groups. 

They discussed their perceptions and experiences of growing up d/Deaf and the 

factors that they thought had either positively or negatively influenced their current 

well- being.  They also completed a standardised mental well-being assessment in 

their preferred language (BSL or English).   Figure one below represents in 

diagrammatic form how the different components of the thesis fit together within an 

overarching investigation of mental well-being over lifecourse and in light of 

changes that had to be made to the initial intention of the study.  
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Figure 1. A diagram of the route map of the overall work  
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2. My personal narrative: positioning my identity w ithin the thesis  

I have been Deaf since birth although both my parents are not deaf. I identify as a 

culturally Deaf person and am bilingual in BSL (British Sign Language) and written 

English as well as being able to use ASL (American Sign Language) fluently. As a 

result of my parents’ belief that I should mix with other Deaf people, I have been 

part of the Deaf community all my life and attended deaf boarding schools from the 

age of five. It was around this time that I learned sign language although this was 

from friends, as the deaf schools I attended forbade the use of sign language in 

the classroom. I am aware of the impact of my own position as a researcher who 

happens to be Deaf. As a Deaf person who belongs in the Deaf community I have 

a high degree of insight into the diverse life experiences of d/Deaf people and also 

have a good understanding of some of the issues raised by Deaf people 

themselves.  My ontological (what is reality for me) and epistemological (how that 

reality is known) position is that of a Deaf person.  

 

I am also aware, as a Deaf person, of the frustrations associated with, for 

example, communication barriers and a feeling of exclusion which can, in turn, 

have an impact on mental well-being. Not being included, although not 

intentionally, in family conversations, and not being able to express oneself freely 

in sign language can be a frustrating experience, for example.   

 

As a researcher who has held a staff position within the University of Manchester 

for the past seven years, my research interests primarily involve issues pertaining 

to d/Deaf communities. I am part of the Social Research with Deaf People (SORD) 

group at the University of Manchester and am a member also of Deaf Academics 

UK and Ireland. I was awarded a doctoral research fellowship by the National 

Institute for Health Research (NIHR). 

 

3. Rationale for submitting the thesis in an altern ative format and an account 

of how the thesis format has been constructed  

This is a PhD by “alternative format” and includes, as required, 5 publications. 

There are three principal reasons for deciding to submit the thesis in this manner, 

rather than in a traditional format.  Firstly, I wanted to ensure that the research 

findings were made available as quickly as possible to the research and practice 

communities. The work in particular that relates to the production of standardised 

assessments in BSL (papers B, C and D) was of immediate interest and use.  
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Secondly, the research studies underpinned products which were of immediate 

clinical use, such as the BSL versions of the IAPT instruments.  It could have been 

regarded as unethical to wait to use the instruments until after I had finished my 

PhD and the work had been published.  Thirdly, producing a thesis in alternative 

format was a more efficient way to support my personal development in writing for 

academic publications and my future research career. The NIHR award which was 

given to support this work was made in respect of my potential to become a leader 

in health sciences research and as a Deaf person I would be one of the few 

people internationally who are qualified and experienced to do this. 

 

The thesis is structured as follows:  

• Chapter One: Introduction. 

• Chapter Two provides the background to the study, and introduces the key 

information relating to d/Deaf people, such as how they are viewed by 

society, the diversity of d/Deaf populations, language preferences, culture 

and identity(ies) and how these factors relate to mental well-being for 

d/Deaf people.  

• Chapter Three describes the overall methodology including specific 

methodological considerations of wider interest that have arisen from 

different parts of this study. It raises issues such as the challenges of 

research involving d/Deaf people, ethical implications and a perspective on 

mental well-being. The methods used for each of the studies are included in 

the individual publications. 

• The five  papers/ book chapters  (published, in press, submitted or in 

preparation for submission) included in this thesis are:  

Paper A (Chapter Four):  Rogers, K. D., & Young, A. (In press). Is there an 

association between deaf children’s mental health difficulties and 

their adult well-being? The state of the evidence. In: L. Leeson and 

M. Vermeerbergen (Eds.), “Working with the Deaf community: 

Education, Mental Health & Interpreting”. Dublin, Ireland: 

Intersources Group (Ireland) Limited. 

Paper B (Chapter Five):  Rogers, K. D., Young, A., Lovell, K., & Evans, C. 

(2013). The challenges of translating the Clinical Outcomes in 

Routine Evaluation – Outcome Measure (CORE-OM) into British 

Sign Language. Journal of Deaf Studies and Deaf Education. 

Advance online publication. doi:10.1093/deafed/ent002 
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Paper C (Chapter Six):  Rogers, K. D., Evans, C., Campbell, M., Young, A., & 

Lovell, K. (2013) The reliability of British Sign Language and English 

versions of the Clinical Outcomes in Routine Evaluation – Outcome 

Measure with d/Deaf populations in the UK: a pilot study. Manuscript 

submitted for publication.   

Paper D (Chapter Seven): Rogers, K. D., Young, A., Lovell, K., Campbell, M., 

Scott, P. R., & Kendal, S. (2013). The British Sign Language 

Versions of the Patient Health Questionnaire, the Generalized 

Anxiety Disorder 7-Item Scale, and the Work and Social Adjustment 

Scale. Journal of Deaf Studies and Deaf Education, 18(1), 110-122. 

doi:10.1093/deafed/ens040 

Paper E (Chapter Eight):  Rogers, K. D., Young, A., & Lovell, K. (2013). Deaf 

people’s perspective on mental well-being: childhood experience 

linked to adulthood well-being, the barriers and protective factors. 

Manuscript to be submitted for publication. 

 

Paper A is a book chapter on the association between mental well-being in d/Deaf 

people’s childhood and later adulthood outcomes. Paper B identifies the 

challenges of translating standardised mental health assessments into British Sign 

Language.  Paper C details the findings of a pilot study using the CORE-OM with 

d/Deaf populations; Paper D shows the results of translating the PHQ-9, GAD-7, 

WSAS and CORE-OM into BSL with a signing Deaf population. Paper E focuses 

on Deaf people’s perspectives on mental well-being. All papers (A, B, C, D, and E) 

are of my own work; I designed the studies, determined the methods and analysed 

all the data, my academic supervisors contributed to the overall design of the 

thesis and commented on all publications, Malcolm Campbell contributed and 

commented on the statistical analysis in papers C and D, and Chris Evans 

commented on the work related to the CORE-OM (Paper B and C). The 

percentage of my contribution to each paper is 85%. The presentation of the 

papers that have been published (Paper A, B, and D) are in the versions that have 

been accepted for publication, these have been inserted in the thesis as one 

whole document with page numbers added for the continuation of the pagination 

sequence of this thesis.  

 

The final chapter (Chapter Nine) is a synthesis which brings together the entire 

thesis. This chapter also provides an overview of the findings: how they relate to 



27 

 

theoretical perspectives, policy and practice issues in relation to mental well-being 

in d/Deaf populations and recommendations for future research.   
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CHAPTER TWO: BACKGROUND  

 

1. Introduction 

People who are born deaf or become deaf in infancy or childhood have different 

life experiences from those who acquire deafness later in life (Young, 2006). This 

thesis concerns the former. The incidence of people in England who are born with 

a bilateral, permanent deafness of 40dB or greater is 1.01 per 1000 (NHS, 2011) 

and by the age of 10, the prevalence of deafness increases to 2 in 1000 (Fortnum, 

Stacey, Barton, & Summerfield, 2007).  

 

The chapter will provide brief background information about deafness in terms of 

‘deaf’ perspectives and models of deafness, the Deaf community and Deaf culture, 

British Sign Language (BSL) and d/Deaf people and mental health. Firstly however 

it is useful to clarify the terminology used in this literature. It is common to refer to 

culturally Deaf sign language users as Deaf with a capital ‘D’ and those who are 

not culturally Deaf with a lower case ‘d’ (Padden & Humphries, 1988).  When both 

populations are included in a discussion this is marked by ‘d/D’.  These distinctions 

are discussed in detail below.  However, it is important to note at the outset that 

d/Deaf people are diverse as they do not all share the same characteristics as 

they do not all share the same language, community, and identity (Leigh, 2009). 

Furthermore, being ‘deaf’ is not just about the function of hearing, it is more than 

that. An appreciation of this will assist in understanding the relationship between 

deafness and mental well-being of d/Deaf people throughout their lives. 

 

2. How being ‘deaf’ is conceptualised: the three ma in models 

The identity and representation of d/Deaf people is dependent on the perspective 

or conceptual framework that is applied. There are three main models of how 

d/Deaf people are viewed in society; namely the medical, social and linguistic 

models. The medical model primarily considers deafness as an impairment of 

bodily functioning.  It problematizes the person who is deaf as it is focussed on the 

‘diagnosis’, the degree of hearing, and treatments or interventions such as hearing 

aids, cochlear implants and more recently brain implants. All are concerned with 

what is regarded as the restoration of hearing and ‘curing’ the deaf person. The 

main focus of the medical model is to ‘reduce’ or minimise the effects of the 

‘hearing loss’ as it is considered that this makes a person different from that which 
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is thought to be the norm, and to integrate them into hearing society (Lane, 1992). 

Bauman and Murray (2009) emphasised how the concept of non-normal emerged 

in the context of normalcy: 

Within this context of a normal distribution of human populations, the concept of 

disability emerged. Society interprets disabled people as outliers, as statistical 

anomalies that need to be elevated to normalcy. It is this interpretation that 

underlies Deaf people’s long struggle with “normal”. The frame of normalcy has 

shaped the Deaf community’s fraught relationships with the field of education, 

with the medical profession, and with mainstream society. It has established a 

statistical ideal – the perfect “normal” person – toward which all Deaf people are 

exhorted to strive. But, upon achieving the heights of normalcy, one can see 

that the landscape below is actually quite dismal. It is one of hearing loss, of 

genetic tests, and of medical technology, i.e. of a purely audiological view of 

deafness. (Bauman & Murray, 2009, p. 1) 

 

The medical model suggests that d/Deaf people, regardless of the degree of 

hearing loss can be studied as one group (Munoz-Baell & Ruiz, 2000). Thus the 

medical model with its focus on pathology ignores the greater complexities of 

being d/Deaf including those of a social nature and identity.  

 

Contrary to the medical model, the social model of disability does not focus on the 

individual and their impairment.  Rather it uncovers how barriers within society 

create disabling effects.  For example, a deaf person is not disabled because they 

cannot hear an announcement on a train.  They are disabled because trains are 

not fitted with visual display boards which ensure announcements can be seen, 

not just heard.  The social model of disability attempts to ensure that all members 

of society have an equal right to participate fully in society; failure to provide this is 

seen as discrimination. The focus of the social model is, therefore, on issues of 

exclusion, access and participation. It has its origins primarily in the struggles 

faced by people with a physical impairment (Ladd, 2003) and d/Deaf people are 

viewed as disabled because they have a ‘medically defined hearing impairment’ 

and they experience inequalities in access and participation in the same way as 

other disabled people. However as Obasi (2008) points out, not all d/Deaf people 

necessarily view themselves as disabled and often do not place as much 

emphasis on the physical impairment (of deafness) and its effects on hearing as 

others might. The social model assumes that there is a shared emphasis on 
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overcoming the barriers which enable d/Deaf people to function as hearing people 

and this may not necessarily be the case. The linguistic model (see below) on the 

other hand emphasises that not all Deaf people recognise such barriers in the first 

place. 

 

Although the social model of disability has given Deaf people some benefits, 

“many are uncomfortable with their inclusion in the disability social model” (Ladd, 

2003, p. 15) as it fails to acknowledge Deaf people as visually oriented beings. In 

fact both the medical and the social models fail to recognise Deaf people as a 

cultural group who share the use of sign language. Instead they are viewed within 

the social model as a minority group that need ‘help’ or ’support’.  

 

The linguistic model, extended by Ladd (2003) to the culturo-linguistic model, 

incorporates not only the importance of Deaf culture but also that of language. The 

linguistic model recognises that for many Deaf people it is language that draws 

them together as a group, not the fact that they cannot hear. A survey which 

examined how Deaf people wished to be seen found that Deaf people wanted to 

be accepted as a linguistic and cultural minority group rather than a disabled group 

(Jones & Pullen, 1989). 

 

Research involving d/Deaf people has been conducted over the past century. 

However it is only in recent decades that there has been a growth in research that 

acknowledges Deaf people and their language. The differing models of deafness 

led researchers to “focus on different concerns within the same constituency of 

interest” (See Young & Hunt, 2011, p. 4, for examples of an area of focus from 

each model). It can be argued that the models of deafness and the understandings 

of d/Deaf people that researchers bring to their work influences the questions they 

address, the methods they use and the conclusions they reach. For example in the 

study of early intervention for d/Deaf children, the research questions across the 

models would take a different focus. The medical model may for example consider 

the importance the lack of access to sound has on a d/Deaf child’s development 

whereas a cultural perspective is more likely to focus on the importance of the 

exposure to visual language on a child’s development. The medical model, and to 

some extent the social model, with their emphasis on impairment and disability, 

largely ignore the essential essence of being Deaf. To focus on such models does 
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not allow exploration of those very aspects which are of importance to any minority 

group, such as language, cultural and social experiences (Ladd, 2003).  

 

In the context of improving the quality of life for d/Deaf people, each model takes a 

different perspective in terms of what is considered to be a priority.  For example, 

from a medical perspective the emphasis would be to ensure that a d/Deaf person 

is as much like a hearing person as possible, which means they should be able to 

maximise their hearing, to speak and to interact with hearing people. From a 

cultural perspective however, one of the priorities would be to ensure group 

identification to allow the development of a positive sense of self, e.g. having 

d/Deaf youth services available.   

 

3. Diversity of d/Deaf populations 

There is a common misconception that d/Deaf people are a homogenous 

population. In fact, d/Deaf people are a heterogeneous group of people. Diversity 

includes the age of onset when a person was first recognised as being deaf, 

language usage, identity, educational experience and the life experiences of being 

d/Deaf. Leigh (2008, p. 24-25) stated that “cultural and linguistic background, the 

existence of concomitant disabling conditions, as well as linguistic, social, 

personality, and cognitive developmental issues are all influencers of diversity 

within this population”. Changes in policies as well as the technical aids, for 

example cochlear implants, influence the increase in diversity for d/Deaf people 

(Leigh, 2008).  Those people who identify themselves as culturally Deaf view 

themselves as being part of the Deaf community, are sign language users and are 

usually described as Deaf (with a capital D) (Padden & Humphries, 1988). They 

have their own social structures, organisations, attitudes, values, culture, history 

and Deaf political structure. Those who do not identify themselves as culturally 

Deaf are referred to as deaf (with small d), and may consider themselves as 

belonging to the hearing community i.e. they are culturally hearing.  

 

Furthermore, it is not only a matter of whether one identifies as belonging to the 

Deaf community or the hearing community (or for some, both).  d/Deaf people are 

also diverse for reasons not associated with being d/Deaf. This may include 

factors such as ethnicity or affiliation with other minority communities (such as the 

gay community). Nevertheless, it is important to use being d/Deaf as an organising 

category in considering well-being and to make distinctions between, for example, 
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Deaf people who use sign language and/or deaf people who do not use sign 

language. Without such distinctions, it would not be possible to understand the 

varied life experiences of d/Deaf people, how identities are developed (as a deaf 

or Deaf person), and what is valued by individuals in relation to mental well-being.  

 

3.1. Deaf community and culture 

Different communities inevitably hold differing values and perspectives about what 

is important. In order to understand the factors which promote an individual’s well-

being it is essential to give some thought to the community or communities to 

which they belong. There remains considerable debate in sociology as to what 

constitutes a community (Ladd, 2003). The term ‘community’ can be defined as an 

area where people live, a neighbourhood, or compose of social relationships 

between people (Gusfield, 1975). Although there are islands and villages in the 

world where there are high numbers of Deaf people (and hearing people who can 

sign) these are rare (see Kusters, 2010 for review); in general, Deaf people are not 

physically bound to an area, they are geographically dispersed. There is no Deaf 

nation state in the way in which other linguistic and cultural groups might usually 

have a territory or state e.g. the French in France, Flemish speakers in Belgium. 

 

It has been argued that a sense of community has four elements: membership 

(feeling of belonging); influence (sense of mattering); integration and fulfilment of 

needs (reinforcement); and shared emotional connection (McMillan & Chavis 

1986). These elements can influence how an individual perceives their own sense 

of well-being and value. Woll and Ladd (2003) stated that the Deaf community is 

based on deafness, communication and mutual support. Deaf people often meet 

at events including Deaf clubs, social events, art/theatre shows, sporting and 

political events. Historically, Deaf people were less visible in society as they were 

not seen as often as today in public settings and in the media. Education for 

d/Deaf children was segregated, for example, and as adults Deaf people tended to 

meet at Deaf-specific venues such as Deaf clubs. Nowadays, however, Deaf 

people are more likely to be seen in shared public settings such as cafes and pubs 

and participate in the same social spaces, such as theatres and cinemas. There 

has been a growth of Deaf people and sign language reflected in mainstream 

media, such as the regular signing of national news programmes, soap operas, 

children’s programmes and other broadcast media as a matter of course. As a 
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result, Deaf communities and signed languages are now more visible within 

mainstream society.  

 

Being culturally Deaf can be seen as being akin to an ethnic grouping (Lane, 

Pillard, & Hedberg, 2011). The Deaf community is a close knit community, where 

most members know one another and view themselves as a minority group bound 

together by signed language, shared traditions, values and culture. This is also the 

case for non-Western Deaf communities, where there are relationships between 

Deaf people from the neighbouring villages (Kusters, 2010).  

 

Cultural pride and cohesion is significantly more relevant to groups of people who 

have limited rights and who are in a minority than to dominant groups (Ahmad, 

Darr, Jones, & Nisar, 1998). Like other minority groups Deaf people have had to 

identify their inherited norms and values in order to ensure they can be 

represented within the main society in which they function (Ladd, 2003). 

…therein lie the crucial distinction between majority and minority cultures – 

the former are under no obligation either to make explicit the beliefs which 

drive their actions, let alone to have to justify their actual existence. The latter, 

by contrast, are not only required to do so, but operate under a double yoke. 

There is the extent to which they lack (or are denied) the material resources 

to accomplish this justification, whilst majority cultural dominance ensures 

that is they who investigate and analyse the ‘Other’, who file the reports which 

collectively constitute what the West defines as ‘knowledge’. (Ladd, 2003, p. 

21) 

 

Participation as a member of the Deaf community is not fixed in childhood. A 

Deaf person who might have been oral (relied on speech, assisted hearing and 

lip-reading to communicate) when young but acquired sign language in 

adulthood might later feel part of a Deaf community because they identify with 

some of the shared experiences with other members (Valentine & Skelton, 

2003). Whether an individual is a member of the Deaf community or not is 

based on ‘attitudinal deafness’, rather than how much (or how little) an individual 

can hear (Baker-Shenk & Cokely, 1980). Although, the life experiences of 

culturally Deaf people vary, they tend to have shared beliefs, values, and pride 

in being Deaf. The term ‘Deafhood’ has been developed to capture the essence 

of being Deaf (Ladd, 2003). Deafhood is described as a process in which Deaf 
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people realise and act upon to enhance their Deaf identity. It is not unusual for 

deaf people who having been reared in a hearing environment and who then 

meet other Deaf people and learn BSL to “shift over time in an individual’s self-

identity from deaf to Deaf” (Valentine & Skelton, 2003, p. 304). This shift would 

be a result of them exploring their own identity/identities because of their 

introduction to the Deaf community. Ladd (2003) considers that Deafhood 

enables Deaf people to move on from being stuck in traditions and to strive for a 

future in which being Deaf no longer has negative connotations. 

 

3.2. d/Deaf people and their language 

Typically infants begin to acquire their native language before the age of two, and 

this acquisition is rapidly developed during the same two or three years in every 

culture (Konner, 1991). In order to enable a deaf child to acquire language, to 

reach their potential and to achieve the optimum outcome, they need exposure to 

a language-rich environment both in terms of quality and quantity of language 

(Calderon & Greenberg, 2000). However, it is well documented that many d/Deaf 

children (more so for those of hearing parents) experience language delay and in 

some cases language deficit (Mohay, 2000; Yoshinaga-Itano, 2003). In the case of 

sign language, Anderson and Reilly (2002) stated that many deaf children who do 

not have deaf parents are over three years of age before they learn any sign 

language. It has also been reported that some parents feel that they do not receive 

sufficient information in relation to the communication options for their deaf child 

(Young et al., 2006). A delay in language places other developmental skills at risk 

of delay also – for example it may affect cognitive and academic outcomes (Luft, 

2011). Furthermore, the literacy skills in d/Deaf children tends to be delayed 

and/or the child fails to develop to their optimum potential (Mayer, 2007). For those 

children who use sign language, literacy skills might be affected by poor access to 

education, inadequate signing skills of some teachers and/or lack of provision in 

the educational setting. Marschark, Lang, and Albertini (2002) emphasise the 

importance of communication and state that “effective communication is an 

important ingredient of healthy psychological functioning” (2002, p. 61). Without 

effective communication, it is more challenging to achieve skills such as interaction 

with others, the ability to navigate through society and develop a sense of self. 

 

BSL has no written form. Some Deaf people are bilingual i.e. they understand 

written and/or spoken English and sign language.  The unique aspect of 
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bilingualism in Deaf people, (compared to most hearing bilinguals), is the 

difference in the modality between the two languages (visual and written formats).  

Furthermore, one must bear in mind that being bilingual does not necessarily 

mean that the level of the fluency in sign language and English are balanced, as 

someone may be more fluent in BSL (as it is used as a first language) than 

English (which is used as a second language). For some Deaf people the use of 

English as a second language may only be in its written form (Grosjean, 1996), as 

not all Deaf people have intelligible speech to the untrained ear. Whilst information 

and news is indeed available, in written format, in the media and on the internet 

those d/Deaf people with poor literacy skills may find this difficult to access. In 

summary, for d/Deaf people with poor literacy skills, there are significant barriers in 

accessing information, for example, in reading health related information which 

may help to maintain their mental well-being.  

 

3.2.1. Deaf people and British Sign Language 

Deaf people in the UK, who identify themselves as Deaf and are part of a Deaf 

community, are likely to use BSL in order to communicate. British Sign Language 

is a language in its own right. It is a visual-spatial language with its own 

grammatical structure (Sutton-Spence & Woll, 1999). Findings from the GP patient 

survey revealed that there are at least 100,000 Deaf BSL users in England 

(BSMHD, 2010). It was not until 2003 however that the UK Government accepted 

BSL as an official indigenous language (Smith, 2003). Despite this recognition, 

BSL still has no legal protection (i.e. there is no BSL Bill or BSL Act that has been 

adopted in law by the UK Government). As a consequence, there is currently no 

legal obligation for service providers to ensure that Deaf people have the right to 

full linguistic access to education, employment and health services in the UK. If 

BSL had legal protection, then one would expect that accessibility would be 

improved by, for example, making health related information available in BSL, an 

increased awareness of BSL, and a growth in the number of BSL/English 

interpreters.  Communication barriers, whether experienced in sign language or 

spoken/written language, can be a frustrating experience. The ability to overcome 

the difficulties associated with experiencing communication barriers on a daily 

basis depends on an individual person’s strategies of dealing with them and their 

outlook on life (Griggs, 1998).  
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In order to understand the limited legal rights of Deaf people in the UK it is 

essential to understand Deaf people’s struggle over hundreds of years to obtain 

equal status and recognition and in particular the discrimination against Deaf 

people who use sign languages. The Milan Congress (2nd International Congress 

on Education of the Deaf (ICED)) held in 1880 resulted in educational policies in 

the UK that banned the use of sign language in the majority of educational settings 

for deaf children. It was claimed that d/Deaf children should be taught to speak 

and hear in order to ‘fit in’ with society and become ‘normal’. This was a result of 

the medical model influencing the perspective of the delegates who attended the 

Congress. Furthermore, there was an assumption at the time that the use of sign 

language would restrict the development of spoken language. Although it is 

acknowledged that sign language has been used in some educational settings 

since then (dependent on the particular school or local education policy), it is only 

recently that there has been an acknowledgement that the ban on sign language 

in schools imposed by 1880 Milan Congress was unacceptable. At the 2010 21st 

ICED, in Vancouver, Canada, the detrimental effects of the Milan 1880 Congress 

were acknowledged and this resulted in the rejection of all the resolutions that had 

been made in relation to the exclusion of sign language in educational settings for 

d/Deaf people (Rogers, 2010).  

 

Under the Equality Act 2010, which applies to England, Wales and Scotland, Deaf 

people are regarded as disabled, rather than a linguistic minority group. The Act 

states that organisations have a duty to make reasonable adjustments to meet the 

needs of an individual. However, the term ‘reasonable adjustment’ is open to 

interpretation. For example, one could be offered subtitles on video material, yet 

these may not be fully accessible for a Deaf person whose preferred language is 

BSL.  

 

3.3. Non-signing deaf people 

As previously stated, there are some deaf people (who might have similar hearing 

levels to Deaf people) who do not use sign language. This may be as a result of 

personal choice or because of a lack of opportunity to meet Deaf people. The fact 

that the majority of parents of deaf children are hearing (Mitchell & Karchmer, 

2004), together with the decline in the number of specialist schools for  deaf 

children has meant  some Deaf people may not be offered the opportunity to be 

part of the Deaf community until later in life (Ladd, 2003).  
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The integration of disabled children into mainstream settings emanated from the 

Warnock Report (1978) and was reinforced by the UNESCO Salamanca 

Statement (1994). Both reflect the social model of disability (Lindsay, 2003). 

However it can be argued that the needs of d/Deaf children are different to those 

with a physical disability as deaf children have specific language/communication 

needs, they do not face physical barriers to access. In 2005, Baroness Warnock 

admitted that there may have been some confusion following the Warnock Report 

(1978) and acknowledged that inclusion in mainstream settings was not suitable 

for all children (Warnock, 2005). This was further acknowledged at the Education 

and Skills Committee meeting who stated: “It is also important to remember that 

specific groups view separate schools as a more effective route to inclusion, and 

as a means of maintaining cultural and linguistic identity, such as within the Deaf 

community.” (House of Commons Education and Skills Committee, 2006, p. 134). 

 

3.3.1. Type of schools and mental health outcomes   

There are mixed findings in studies of mental health outcomes of deaf 

children/young people dependant on the type of schools they attended 

(mainstream school or deaf school).  Hindley (1993) reported that those d/Deaf 

people who attended mainstream school have poorer mental health in comparison 

to those who attended deaf schools. However, Van Eldik (2005), who included 

hard of hearing pupils as well as deaf pupils in the sample, reported that young 

people at deaf schools had a higher prevalence of mental health problems 

compared to those who attended mainstream school or hard of hearing schools. 

What is not clear is whether there were any d/Deaf pupils in the mainstream 

school that took part in the study. Without both d/Deaf and hard of hearing children 

in the study, it would be difficult to make comparisons. Both Van Eldik (2005) and 

Hindley (1993) conducted the study when deaf young people were still at school. 

Whilst it is acknowledged that Van Eldik (2005) modified the assessment into plain 

English, it could be argued that this would remain a problem for those with poor 

literacy skills and that this may have affected the results. Although in Hindley’s 

study (1993) validation assessment was used, there are again some findings that 

should be taken with caution; for example some of the ‘parents’ reports were 

completed by house-parents at the boarding school. In a retrospective study of 

Bat-Chava (1994), it was found that group identification (amount of d/Deaf friends 

and level of involvement with the Deaf community) moderated the effect resulting 



38 

 

from the type of school attended on self-esteem. That means that if the Deaf 

person identified more strongly with their peer group, then there is less association 

between the type of school they attended and their self-esteem. It is therefore 

suggested that a key factor in the development of self-esteem is whether an 

individual feels that they identify with their peer group and whether they feel that 

they are part of the community. 

 

3.4. Identities in transition 

The definition of identity has been raised in academic discussion (Kroger, 2007). 

There are two main types of identity; social identity (which defines the self as part 

of group identity) and personal identity (Hogg & Vaughan, 2002).  For example, 

deaf people from hearing families who first encounter the Deaf community later in 

life, may start to explore what it means to them to be a d/Deaf person (Valentine & 

Skelton, 2003) and depending on the individual’s situation, they might experience 

identity confusion. Identities do not always remain fixed however, as they 

sometimes change throughout one’s life and can depend on the situation, this is 

known as situated identity (e.g. a deaf person may be experienced differently by 

others when with hearing families or at their place of work; they may also 

emphasise or de-emphasise different facets of their identity depending on situation 

and context).  

 

For many years Deaf adults have advocated for Deaf children to be taught 

together as there is a belief that this will promote a positive sense of identity and 

pride (Ahmad et al., 1998). In many ways the needs of a deaf child are different to 

those of a physically disabled child, for example if a hearing child who is a 

wheelchair user is placed in a mainstream setting, the school would ensure that 

there is a ramp available to ensure that the child can access the building. 

However, for a d/Deaf child (who might be the only deaf child in a school), there 

are communication barriers both inside and outside the classroom and because of 

this they are very likely to experience a feeling of isolation (Oliva, 2004).  

 

We know that meeting d/Deaf adults can be advantageous for both deaf children 

and their families in terms of the development of positive attitudes toward Deaf 

people (Mohay, Milton, Hindmarsh, & Ganley, 1998), resulting in parents feeling 

more able to parent their deaf child (Hintermair, 2000), learning more sign 

language (Takala, Kuusela, & Takala, 2000), and improving communication 
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competence (Watkins, Pitman, & Walden, 1998). However, the inclusion of d/Deaf 

adults as part of the professional teams working with deaf children and their 

families is rare in the UK (Rogers & Young, 2011). 

 

Both family and educational experiences influence the development of a d/Deaf 

person’s identity as they grow up (Leigh, 2009). Some people identify themselves 

as bicultural, i.e. having some degree of affiliation with both Deaf and hearing 

people (dependent on the social context) and as bilingual, i.e. using both sign 

language and English language (whether it is in written and/or spoken form). For 

some deaf children, it is not until adulthood that they meet d/Deaf adults for the 

first time. They may also acquire sign language at this time. A deaf child’s 

perception of being deaf and of their identity may therefore be very different from 

how they perceive themselves as an adult. An adult’s perception of being deaf and 

their sense of self may be affected by, for example, exposure to Deaf people, Deaf 

community and sign language.  

 

4. Inequality issues in d/Deaf populations 

It is widely known that d/Deaf people experience inequality, for example, in 

education, employment, and health. The main reason for such inequality is due to 

the communication difficulties between d/Deaf and hearing people and a lack of 

access to information and services. In comparison to hearing people, the median 

reading age of a d/Deaf school leaver is approximately 9 years old (Conrad, 1979; 

Traxler, 2000) and unemployment for d/Deaf people is about four times higher 

than the hearing population (RNID, 2003). In studies of hearing populations, it is 

known that there is a relationship between being unemployed and mental health 

difficulties (HM Government, 2011). d/Deaf people also face barriers accessing 

health services (Alexander, Ladd, & Powell, 2012; RNID, 2004) because of 

communication difficulties, lack of knowledge and feelings of isolation and stigma 

which can be compounded by the attitude of health professionals (“Disability: 

Beyond the medical model”, 2009). Experiencing inequalities, in turn, may have an 

effect on a d/Deaf person’s mental well-being (Fellinger, Holzinger, & Pollard, 

2012), because for example they may experience delay in getting the right support 

in place and this may compound the problem and create additional stress.  

 

 

 



40 

 

5. d/Deaf people and mental health 

d/Deaf people of all ages experience poorer mental well-being in comparison with 

hearing people. As previously mentioned, it is known that d/Deaf people are more 

likely to experience inequity in employment, lower educational achievement, social 

exclusion, lower socio-economic status, difficulties in communicating, and are 

more likely to experience physical, emotional and/or sexual abuse (Kennedy, 

2000; Kvam, 2004).  All of the above factors have been found to impact on mental 

well-being outcomes in hearing populations. The cohort of d/Deaf children studied 

by Hindley (1993) provided the first available evidence of the prevalence of 

psychiatric disorder4 within these populations. However, the d/Deaf young people 

in Hindley’s study who were classified as likely to have a psychiatric disorder were 

not offered treatment at the time because no suitable services were available. It is 

common for mental health services not to be accessible to d/Deaf populations. At 

the time of the original study, there were no mental health services appropriate for 

d/Deaf children; the first d/Deaf children’s mental health service was set up as a 

result of the findings from Hindley’s study. 

 

Hindley (1993) had used the term ‘psychiatric disorder’ to refer to specific 

diagnoses using DSM-III (American Psychiatric Association, 1980). The terms 

‘mental health problem’ or ‘mental health disorder’ are now widely used and 

accepted terms within the NHS, rather than the term ‘psychiatric disorder’ The 

disorders identified by Hindley (1993), and  the term ‘psychiatric disorder’ itself, 

may have had different connotations at the time of the study by Hindley (1993), 

particularly as he included people with  general mental health difficulties rather 

than only those who had a specific diagnosed ‘psychiatric disorder’. In the context 

of mental health, service users believe that policies and practice are still 

dominated by the medical model (Beresford, Nettle, & Perring, 2010). The term 

‘mental health problem’ might also be perceived to be negative but not as negative 

or stigmatising as the term ‘psychiatric disorder’. Mental health is only one aspect 

of overall well-being and can be positive or negative. For the purposes of this 

thesis, the term mental well-being will be used unless otherwise specified.  

 

 

 

                                            
4 Hindley (1993) used the term psychiatric disorder to describe disturbed children whether be it an 
emotional, social interaction, or behavioural problem.  
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5.1. Access to mental health services 

Although improved access to mental health services has been a Government 

priority in recent years, this has not been extended to d/Deaf people. There are 

numerous reasons for this, in particular the financial implications of providing 

accessible services i.e. it is more expensive to provide services for d/Deaf people 

than to provide mainstream services (Department of Health, 2002). Inadequacies 

of mental health policies for d/Deaf people have come to light as a result of the 

Inquiry into the Treatment of Daniel Joseph (Mishcon, Sensky, Lindsey, & Cook, 

2000). Daniel Joseph is a Deaf person with a history of mental health problems 

who attacked two women, one of whom died as a result of the assault. The 

treatment and care of Daniel Joseph was subsequently investigated and findings 

published. The report made recommendations on appropriate care and treatment 

for d/Deaf people. The Equality Act 2010 and policies such as the public sector 

Equality Duty, 2011, (section 149 of Equality Act 2010) should also go some way 

to promote improved access to health services for members of the Deaf 

community. 

 

Accessing support from mental health services is difficult for many sectors of 

society including BME groups and older people (Department of Health, 2009; HM 

Government, 2011a). However, despite this, support for the hearing population in 

relation to mental well-being is more likely to be available than for d/Deaf 

populations. This can be attributed to communication barriers and a lack of 

knowledge about d/Deaf people by professionals (Fellinger et al., 2012). For those 

d/Deaf people who are also from other minority groups, or who are older, the 

difficulties in accessing support are likely to be further compounded. Hearing 

people can access support via local services, or participate in activities that 

promote their well-being. Care pathways to support mental well-being difficulties 

include primary, secondary and tertiary care services. Culturally appropriate 

mental health services for d/Deaf people are limited (Emery, 2008). There are 

particular concerns about the accessibility of primary care services. Primary care 

service professionals may fail to recognise the early symptoms of some d/Deaf 

people’s mental well-being difficulties (Department of Health, 2005). Additionally, 

whilst there are some secondary and tertiary level services in place specifically for 

d/Deaf people experiencing mental well-being difficulties, there are far fewer of 

these in primary care.  Despite the lack of access to primary care, the prevalence 

of the common mental health problems in d/Deaf populations is higher than that of 
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hearing populations (Kvam, Loeb, & Tambs, 2007) and better provision of primary 

level care services for d/Deaf people could assist in promoting their mental well-

being.  

 

6. Concept of mental well-being  

The concept of what constitutes well-being remains an on-going debate amongst 

academics and professionals working within the field of mental health. However, 

the current definition (that will be accepted for the purpose of this paper) defines 

well-being as how one evaluates oneself in terms of ‘physical, mental, social and 

environmental status, with each aspect interacting with the other and each having 

differing levels of importance and impact according to each individual’ (Kiefer, 

2008, p. 244). It is often linked with the conceptualisation of ‘the good life’ (Carlisle 

& Hanlon, 2008, p. 265), although this is relative to the situation and life 

experiences of a person. It is of note that the concept of well-being may differ 

across ethnic groups (Sonnentag & Fritz, 2007), and age (children/parents) 

(Bullinger, Schmidt, Peterson, & Ravens-Sieberer, 2006). 

 

Definitions of well-being have been developed within the general population; that 

is, the hearing population.  However, between November 2010 and April 2011 

there was a debate on measuring national well-being with the aim of finding out 

what matters to people in the UK (Evans, 2011). d/Deaf people were included in 

this debate, and that they raised a number of themes “Again, much of the 

discussions concerned the importance of family and friends, health (physical, 

mental and emotional), money, employment and education. However, the issue of 

equality was raised many times” (Evans, 2011, p. 23). An example of the quotes 

given included:  

• “The hearing community could learn something about tolerance from the 

deaf community” 

• “Better communication [in British Sign Language] would reduce our stress 

levels” 

 

Aspects of well-being in d/Deaf populations may differ from those of the hearing 

population because the life experiences of d/Deaf people are likely to differ from 

their hearing peers. Deaf people are not only different to hearing people by virtue 

of using a different language, but also in their way of thinking, particularly as Deaf 

people are visually oriented beings (Hauser, O’Hearn, McKee, Steider, & Thew, 
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2010). Deaf people are more likely to face communication barriers (Parasnis, 

1996), discrimination (Ladd, 2003) and difficulty in accessing health services 

(Wallhagen, Strawbridge, Shema, Kurata, & Kaplan, 2001) compared to their 

hearing counterparts. Subsequently, they have different life experiences which 

could influence their emotional experiences and self perceptions. 

 

The causes and/or effects of well-being have been explored in past studies. 

Studies have attempted to identify predictive factors in well-being outcomes. 

These factors include personality characteristics (Landau & Litwin, 2001), genetics 

(Røysamb, Harris, Magnus, Vittersø, & Tambs, 2002), and self-complexity 

(McConnell, Strain, Brown, & Rydell, 2009). The relationships between well-being 

and various factors have also been explored in past studies; this may include 

social support and locus of control (Landau & Litwin, 2001), perceived 

discrimination (Fujishiro, 2009), and burnout (Milfont, Denny, Ameratunga, 

Robinson, & Merry, 2008) for example.  

 

Various issues encountered in d/Deaf populations may affect well-being. This may 

include issues such as communication and access barriers; feelings of exclusion 

and/or lack of a sense of belonging within communities; and/or having a poor 

sense of one’s own identity. 

 

7. Conclusion 

This chapter has addressed the main issues which underpin the subsequent 

studies in this thesis. Consideration has been given to terminology, models of 

deafness in addition to issues such as exclusion and discrimination. The 

significance of communities, identities, culture, and language has also been 

discussed in order to emphasise those factors which may affect the mental well-

being of a d/Deaf person. Inequalities between d/Deaf and hearing people have 

been highlighted, particularly in relation to access to mental health services. These 

discussions go some way towards portraying an understanding of the factors 

which have an influence on the mental well-being outcomes of a d/Deaf person 

and why it was felt important to give the matter further exploration. The following 

chapter describes the methodology used and will take account of the above 

factors when researching d/Deaf populations.  
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CHAPTER THREE: METHODOLOGY 

 

1. Overview 

The methods employed in each of the three studies contained within this thesis 

are outlined in the corresponding five publications (paper A, paper B, paper C, 

paper D and paper E). This chapter therefore takes a broader view by considering 

the justification for the research methods that were used and their combination 

within the overall research design. It also focuses on specific issues which have 

arisen and which cut across the various studies. In this respect, five key issues will 

be discussed: issues whilst conducting research with d/Deaf people; longitudinal 

cohort study; ethics; translating mental health assessments into BSL and 

collecting data remotely. 

  

2. Aims and objectives of the study 

As previously stated, the association between mental health difficulties in 

childhood and well-being in adulthood amongst d/Deaf populations has been little 

explored. Little is also known in relation to how well the standardised mental health 

assessments can be used with d/Deaf populations. Therefore, the research aims 

and objectives were as follows: 

Aims: 

i. To gain an understanding from the literature of the association between 

mental well-being in childhood and later adulthood outcomes in d/Deaf 

populations; 

ii. To establish how well the standardised mental health assessments can be 

used with d/Deaf populations; and 

iii. To gain an understanding of d/Deaf people’s perceptions of their own 

mental well-being since leaving school, and their view about the risks and 

protective factors in the pathway from childhood to adult well-being for 

d/Deaf people.  

Objectives: 

i. To examine the literature in order to understand the association between 

childhood and adulthood mental well-being outcomes in d/Deaf populations; 

ii. To translate four standardised mental well-being assessments into BSL; 

iii. To test the reliability of the CORE-OM (in BSL and English) with d/Deaf 

populations; 
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iv. To validate the BSL mental health assessments in British Sign Language; 

and 

v. To explore Deaf people’s perspectives on their mental well-being since 

childhood and to examine how this relates to their adulthood mental well-

being outcomes. 

 

2.1. Research design of this study 

Little is known about how the factors that are associated with d/Deaf people’s 

childhood experiences may influence their mental well-being outcomes in 

adulthood.  Despite research relating to mental health and d/Deaf people, there is, 

in essence, no knowledge of the pathways between childhood to adulthood in 

d/Deaf populations which may influence mental well-being (see Paper A for a 

Signall chapter which contains a review of the current state of knowledge).   
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Figure 1. A diagram of the route map of the overall work 

 

The original proposal was to conduct a long-term follow-up study of the mental 

well-being outcomes of a cohort of 81 d/Deaf young people who had been studied 
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key standard information [Dec 2010 – Dec 
2011] 
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Granted University of Manchester 
ethical approval: Feb 2012 

Ethical approval: April 2012 

Follow-up study – abandoned 
because of recruitment failure 

Granted University of Manchester ethical approval: May 2010 
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by Hindley (1993) in 1988. At the time of Hindley’s study the d/Deaf young 

people’s ages ranged between the ages of 11 and 16 years of age. The original 

intention was to ascertain the original participants’ current well-being and to 

explore their life course events.  

 

Hindley (1993) set out to determine the prevalence of mental health difficulties in 

deaf young people as this had previously never been established. At the time this 

was the most comprehensive study that had ever been undertaken in the UK and 

its results remain well cited nearly 20 years later.  d/Deaf young people were 

recruited from four different schools in a borough of London; one deaf school and 

three Partially Hearing Units (PHUs) (see appendix 1 for a critique of that study). 

In total, 81 young d/Deaf people had taken part and the study concluded that the 

prevalence of mental health problems among d/Deaf young people was estimated 

to be between 43.2% and 50.3%.  

 

The original, unique data set held baseline records on the 81 d/Deaf children, 

containing an assessment of their mental health and the factors contingent to that 

state. The assessments that had been used by Hindley were Rutter A(2) and 

Rutter B(2) (Rutter, Tizard, & Whitmore, 1970), the Teacher’s Checklist (TCL) and 

Parent’s Checklist (PCL) (both developed by Hindley, 1993), the Child 

Assessment Schedule (CAS) (Hodges, 1987) for diagnostic interview and the 

Parent-Child Assessment Schedule (P-CAS) (developed by Hindley, 1993). The 

original data did not include names or contact details of the d/Deaf young people 

and/or their families because consent had not been obtained for a follow-up at the 

time. Although the personal details of the participants in the original study are held 

securely and separately by St George’s Hospital Trust, London, and also at the 

institution of the original study, these were not accessible to the researcher 

because of the ethical issues involved. It seemed apparent however that 

identification of the original participants would be possible (with their consent) by 

matching the data that was available. The fact that the set of data has the date of 

birth of each child and also the name of the schools that they had attended would 

enable the researcher to link the current participants’ data to that in the original 

study. It would therefore be logical to attempt to recruit to the study by asking 

people to make contact if they had attended these schools in the relevant years 

and then identify them by matching their profile to the data that was available. 
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The traced participants would then be asked to complete a well-being assessment 

(CORE-OM) and a questionnaire (relating to life course and life events) online, 

with both the British Sign Language version and the English version made 

available to them.  At the start of the study there was no BSL version of the 

CORE-OM in existence and therefore one of the aspects of the study design was 

to produce a BSL CORE-OM and to test its reliability and validity prior to its use 

with the traced cohort.  Those traced participants who agreed to be interviewed 

would be interviewed (phase three), using a semi structured approach, which 

would aim to guide participants to reflect on their transition from school days to 

adult life, significant turning points for them, major stresses and pressures, key 

successes and how they consider their mental well-being to have been over the 

past 20 years. The intention was to investigate the attributions participants make 

to their life events and the influences they identify, and how they construct the 

impact of these on their mental well-being.  

 

 In order to ascertain the current well-being of the participants it was decided to 

use standardised assessment and questionnaire tools including the Clinical 

Outcomes in Routine Evaluation – Outcome Measure (CORE-OM). However, 

before this could be achieved, the CORE-OM needed to be translated into British 

Sign Language (BSL) to make it accessible to the d/Deaf population. Within the 

research design, it was also planned to conduct a pilot study with the general 

d/Deaf population in order to check the reliability and validity of the translated 

CORE-OM. The pilot study was intended to involve participants outside of those in 

Hindley’s original study.  

 

It was considered that a feasible target would be to recruit 60 of the 81 original 

participants primarily because of the extensive networks which exist in the Deaf 

community, my own high profile within the Deaf community (as a Deaf person) and 

the fact that it is common for deaf people to maintain contact with the people that 

they knew at school. In practice, tracing the original cohort of deaf young people 

was problematic. This will be explained later in this chapter (see issues on 

‘longitudinal cohort study’). Despite extensive efforts only 11 people completed the 

survey and of those, only 2 names matched the details of participants from the 

original cohort. As a result the follow-up study was subsequently abandoned.  
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However, the translation and validation of the BSL CORE-OM was retained as a 

key element of the thesis because at the time there was no reliable way of 

assessing the well-being of Deaf people in BSL in existence. In addition, the 

issues surrounding psychological assessments and the well-being of d/Deaf 

people were expanded to form a more substantial part of the thesis than originally 

envisaged. This entailed working with IAPT (Improving Access to Psychological 

Therapies), a national Department of Health Initiative, to produce 3 of the 

minimum data set standard assessments in BSL namely: PHQ-9 (Spitzer, 

Kroenke, & Williams, 1999), GAD-7 (Spitzer, Kroenke, Williams, & Lowe, 2006) 

and the Work Social Adjustment Scale (Mundt, Marks, Shear, & Greist, 2002). In 

addition, by piloting them on large numbers of Deaf volunteers, the psychometric 

properties could be examined.  Having reliable and validated mental well-being 

assessments in BSL is a major step forward in understanding the mental well-

being of Deaf people. 

 

The first pilot study involved both the BSL version of the Clinical Outcomes in 

Routine Evaluation – Outcome Measure (CORE-OM) as well as the unmodified 

English version (see appendix 2 for materials). Those d/Deaf people who agreed 

to take part were asked to choose one of the CORE-OM versions (BSL or English) 

(see paper C on the result of the pilot study of CORE-OM). The second pilot study 

of mental health assessments focused on the BSL versions of Patient Health 

Questionnaire (PHQ-9), Generalised Anxiety Disorder 7-items (GAD-7), and Work 

and Social Adjustment Scale (WSAS). A further pilot study was subsequently used to 

check the convergent validity of the CORE-OM BSL version through the correlation 

of items in PHQ-9, GAD-7, and WSAS with specific items in the CORE-OM (see 

paper D on the pilot study of CORE-OM as well as PHQ-9, GAD7, and WSAS) 

(see appendix 3 for materials). The construct validity of the BSL versions of PHQ-

9, GAD-7, and WSAS were also examined. A key outcome of this thesis is the 

production, for the first time, of four standard mental health assessments for use 

with the Deaf population, whose reliability and validity have been examined and 

found to be good (see appendix 4 which has a CD5 containing the BSL versions of 

CORE-OM, PHQ-9, GAD-7, and WSAS).  These are now available for clinical use 

with the Deaf population in the UK. 

                                            
5 The video files in the DVD are labelled as beta copies because the final versions will be re-filmed 
to improve their quality.  The quality of the versions in the beta copies is adequate for the purpose 
of the PhD and it is unreasonable to wait until the final versions are complete, as they are being 
produced with different technical requirements, for a purpose other than the PhD. 
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In order to address the relationship between mental ill health in childhood and 

adult well-being after the follow up study had been abandoned, a new element 

was added to the research design.  It had been planned to address the question of 

the relationship between childhood and adulthood outcomes by comparing original 

data with follow up data generated by the traced cohort; both in terms of mental 

health assessments and in terms of individual interviews during which participants 

would explore the connections from a qualitative and personal perspective. 

However, without sufficient participants from the original cohort, it was not possible 

to explore the association linked to baseline data on the characteristics of adults 

when they were children. Nonetheless the intention to invite Deaf adults to 

explore, in their own terms, the significance of experiences in childhood for their 

adult wellbeing could be undertaken albeit with groups who were not part of the 

Hindley cohort.   

 

Therefore, 27 Deaf adults were recruited to four focus groups with the aim of 

exploring how d/Deaf individuals make sense of their current well-being in terms of 

their childhood experiences (see appendix 5 for materials). They were asked what 

their perceptions were of risk and protective factors for mental well-being outcomes 

in d/Deaf populations, as well as how they relate their childhood experiences as a 

d/Deaf child to their later adult well-being (see paper E which reports the results of 

the focus groups). Each participant’s well-being was measured using the BSL 

CORE-OM (see appendix 6 for descriptive statistics of the scores on CORE-OM 

and TEIQue-SF from the focus groups’ participants).  

 

This study has aimed to broaden knowledge relating to mental well-being in d/Deaf 

populations. This includes Deaf people’s own perceptions of mental well-being and 

incorporates an understanding of how standardised mental health assessments 

are best used with d/Deaf people. In order to achieve this, three separate but inter-

related studies were undertaken on d/Deaf populations’ mental well-being across 

the lifecourse, which in turn produced five output papers [Papers A, B, C, D, and 

E]. Initially, this involved establishing reliable and valid mental health assessments 

with the Deaf population, and subsequently setting up focus groups with Deaf 

people to gain their perspectives on mental well-being. These two elements were 

not dependent on each other but were designed to yield complementary 

components of an investigation into d/Deaf people’s mental well-being. That is to 
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say, whilst the study uses both quantitative and qualitative data collection 

strategies, it is not a mixed methods study in which one study was designed to 

yield results which influenced the design of the next study. A literature review 

exploring the pathways between d/Deaf people’s childhoods and adulthoods was 

also carried out (see Paper A). This set the baseline for what was known 

specifically about the relationship between childhood and later mental well-being, 

rather than d/Deaf people’s general mental well-being. The various parts of the 

research design (see Figure 1) did not test out hypotheses generated from this 

literature review, but addressed specific gaps in the evidence base, paying 

attention to the knowledge that would be needed to develop a better 

understanding of d/Deaf people’s well-being in the future. For example, papers 

from the studies on mental well-being assessments with d/Deaf populations were 

produced, covering: the challenges of translating mental health assessments into 

BSL (Paper B), the reliability of the CORE-OM with d/Deaf populations (Paper C), 

and the reliability and validation of mental health assessments with the signing 

Deaf population (Paper D). The findings from the focus groups with Deaf people 

were produced in Paper E. They are presented in their own right to acknowledge 

the significance of cultural variations in understanding mental well-being, and to 

highlight how d/Deaf people’s experiences shape that understanding. These 

insights contribute to the discussion of the cumulative significance of all aspects of 

the study design, their results and implications in Chapter 9. 

 

2.1.1. Recruitment strategies employed in these studies 

The participants were recruited in different parts of the studies. Below are the 

details of recruitment strategies that were employed for each part of this study. For 

each study, the information was available in printed format (information sheet) as 

well as in BSL (in person and via the videos on the project website). 

 

2.1.1.1. Follow up study 

A mail shot (both in printed and in electronic form) was sent out to schools, to Deaf 

communities (including known ex-pupils) and Teachers of the Deaf with the aim of 

tracing the original cohort members. Adverts were placed in magazines (e.g. 

BATOD and BDA) as well as on various organisations’ websites. Talks were given 

at various Deaf clubs, including those in London and also Deaf health forums.  

Individuals were invited to identify themselves to the researcher if they thought that 

they had taken part in the original study.  It was not permitted for a secondary 
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person to inform the research study of the names of any individuals they believed 

had been participants. 

 

2.1.1.2. Well-being assessment with d/Deaf populations (CORE-OM) 

Recruitment to this study happened through distributing information through the 

Deaf Community using various networks. Adverts requesting participation were 

placed on websites such as the British Deaf Assocation (BDA), Royal Association 

for Deaf People (RAD), etc., as well as in Deaf-related magazines and through 

social networking sites. Talks about this study were given at various Deaf clubs in 

the England, Deaf health forums, and to Deaf students in education settings. The 

aim was to reach as diverse a population as possible by targeting forums and 

locations that were likely to be used by Deaf people of differing ages and 

backgrounds. 

 

2.1.1.3. Validation of the BSL assessments with a Deaf population 

The recruitment strategies for this part of study were similar to 2.1.1.2., but 

different Deaf clubs across England were targeted. Nine NHS trusts in England 

were also approved as recruitment channels under governance arrangements 

subsequent to ethical approval. An explanation about the study including seeking 

potential participants also featured in the Deaf magazine programme on the BBC 

‘See Hear’.  

 

2.1.1.4. Perspectives on mental well-being 

The advertisements for seeking participation in the focus groups were created and 

given to various d/Deaf organisations as well as key Deaf members who agreed to 

assist in disseminating the information about this study to as many d/Deaf people 

as possible. Information about how to get involved in a focus group was also 

placed on this study’s website. 

 

The total number of participants who provided complete data for each part of the 

studies were as following: follow up study (n=2), CORE-OM study (n=47 who did 

the BSL version, and n=69 who did the English version), phase three of the 

CORE-OM study (n=37), validation of the BSL assessments study (n=113), and 

perspective on mental well-being study (n=27). There were a few participants who 

did, for example, both the CORE-OM study and the validation of the BSL 

assessments study, but this does not affect the overall study’s results because 
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each component part of each study had different aims and therefore it was not 

necessary to prevent people taking part in more than one element of the study.  

 

3. Ethical approval  

The ethics application for this study was reviewed by the ethics committee of the 

School of Nursing, Midwifery and Social Work at The University of Manchester and 

provisional approval was granted (Ethical Approval Number: 10/1040/NMSW). The 

pilot of mental health assessments of PHQ-9, GAD-7, WSAS and CORE-OM in 

BSL, was approved by National Research Ethics Service (NRES Committee 

Yorkshire and The Humber – Leeds West; REC number: 11/YH/0180) (see 

appendix 7 for the approval letters). 

 
 
4. Justification of the research methods used 

Papers (B, C, D, and E) provide details of the research methods used in each 

element of the study. This section addresses (i) the justification for the choice of 

measure of well-being; (ii) the perspective of Deaf adults on mental well-being and 

their retrospective exploration of the connections between childhood and 

adulthood. 

 

4.1. Perspectives from d/Deaf people on mental well -being  

One way to obtain access to people’s perspectives and experiences and to 

understand their meanings of concepts is to use qualitative approaches.  The 

nature of reality (ontology) and the nature of knowledge (epistemological) may be 

perceived differently according to people’s belief systems. There are various 

epistemological positions such as positivism, empiricism, hypothetico-deductivism, 

and social constructionism (see Willig, 2001, for review). Social constructionism for 

example is concerned with how the same experience may be perceived differently 

across people. This “suggests that there are ‘knowledges’ rather than ‘knowledge’” 

(Willig, 2001, p. 7). Empiricism on the other hand argues that knowledge comes 

from facts of experience. Researchers from different epistemological positions 

may have different perspectives on how research should be carried out and in turn 

this can affect the interpretations made from the data analysis.  

 

Harris, Holmes and Mertens (2009) for example, demonstrate how unfamiliarity 

with sign language and Deaf culture will result in a different understanding of what 

is reality when standardised tests were to be used with d/Deaf people. Stinson 
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argued however that: “a researcher who carefully and judiciously employs 

quantitative methodologies can be every bit as sensitive to the perspectives of 

other cultures and the knowledge yielded can be just as valuable” (1994, p. 18), be 

it from an ‘outsider’ perspective.  

 

Goertz and Mahoney (2012) stated that the differences between qualitative and 

quantitative approaches are related to ontology and epistemology, not the 

methods which are employed. For example, quantitative approaches would seek 

an indicator-latent variable to identify what has the relationship with the latent 

variable because ontologically, reality is present, it merely needs identifying and 

measuring. Whereas qualitative studies might use a semantic approach because 

ontologically reality is constructed and its meaning requires exploration and 

definition. Coolican (2004) comments that most qualitative approaches are 

“embedded in a consciously selected epistemology” (Coolican, 2004, p. 559). 

Murphy, Dingwall, Greatbatch, Parker and Watson (1998) discussed the 

relationship between qualitative and quantitative approaches and stated that any 

ontological and/or epistemological positions are not necessarily fixed to particular 

qualitative research. In the context of concepts and measurements, Goertz and 

Mahoney (2012) state:  

One can think of the two approaches in the terms of differing emphases on 

concepts versus measurement. Qualitative scholars focus on concepts but do 

not think much about measurement models or how to aggregate defining 

dimensions. Conversely, quantitative schools focus their attention on 

measurement, and devote less attention to concepts. (Goertz & Mahoney, 

2012, p. 208-9).  

 

In studies where the outcome factors are of interest, quantitative approaches 

alone might not be sufficient. Although a quantitative approach might show the link 

between a variable (A) and the outcome measure (B), it does not say how the 

process was achieved from (A) to (B). As Murphy et al. (1998) summarise:  

Statistical analysis may conceal as well as reveal social processes. While 

outcome studies can establish a link between intervention and outcome, they 

are less able to explain the process by which the intervention was translated 

into that outcome. It is these dynamic aspects of health technology that 

qualitative research is best able to illuminate. (Murphy et al., 1998, p. 88) 
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Quantitative approaches alone do not provide an in depth perspective of 

individuals’ mental well-being. In the context of mental health, d/Deaf people have 

often been described as having greater mental health difficulties in comparison to 

the hearing population because much of the understanding of d/Deaf people’s 

mental health has emerged from quantitative studies which reduce a person’s 

experience to a number or score. Murphy et al., (1998) state that qualitative 

approaches are useful when people have “questions about processes rather than 

outcomes or where quantitative research has thrown up puzzling results or 

identified deviant cases that seem to do much better or much worse than the 

population norm” (Murphy et al., 1998, p. 3).  

 

Therefore, if we are to understand the mental well-being of d/Deaf people then it is 

necessary to take into account how they make sense of the world around them 

and how they perceive it relates to their mental well-being, not just to measure it. 

Little is known about how d/Deaf people perceive their own mental well-being and 

what they consider to be the important things in their life course that contribute to 

well-being outcomes in later life. Consequently, in order to gain Deaf people’s 

perspective on mental well-being, focus groups were set up across England (see 

paper E for the details of this study) with the intention of gaining qualitative data.  

 

There are an increasing number of research designs that involve using mixed 

methods of research (Kettles, Creswell & Zhang, 2011), i.e. which use both 

qualitative and quantitative approaches to collect and analyse data. Kettles et al. 

(2011) describe four main research designs: convergent parallel (this involves 

collecting qualitative and quantitative data on the same topic); embedded (“which 

one set of data affords a secondary or supporting role in a study where the other 

data is the primary data type” (Kettles et al., 2011, p. 538)); explanatory (this 

method involves two parts, for example one part involves quantitative data 

collection and at a follow-up qualitative data is used to gain a better understanding 

of the first data); and exploratory design (different approaches to the collection of 

data in two parts). According to Kettles et al. (2011) the issues of timing, weighting 

and mixing, need to be considered. Timing might relate to whether the different 

methods of collecting data should be used simultaneously or consecutively, and 

weighting considers which approach is given more emphasis or whether they are 

both equal. Strategies for mixing data are; to merge, embed or connect the data 

with each other.    
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Although in this part of the study a qualitative data approach (by means of focus 

groups) was used to ascertain Deaf people’s perspective on mental well-being, a 

quantitative approach was also used to measure the mental well-being of the 

participants (see appendix 6 for descriptive statistics of the score on the mental 

well-being of the focus groups’ participants). This is outlined in figure 1 of the 

research plan for the whole project and in paper E.  

 

A focus group involves group discussion on specific topics with a small number of 

people as a way of collecting qualitative data (Wilkinson, 2003). For this study, the 

focus groups were considered to be preferable to conducting individual interviews 

because they allow interaction between participants and the opportunity for 

participants to contribute their views without feeling that the process is too 

intrusive - which may be the case in one-to-one interviews. Willig (2001) considers 

the strength of the focus group to be “its ability to mobilize participants to respond 

and comment on one another’s contributions. In this way, statements are 

challenged, extended, developed, undermined or qualified in ways that generate 

rich data for the researcher.” (Willig, 2001, p. 29). This is particularly the case for 

d/Deaf people who may previously have had limited opportunity to discuss this 

specific topic due to the communication barriers in conversations faced on a day to 

day basis. Focus groups are given the opportunity for d/Deaf people to collectively 

share ideas and experiences in a way that they may have never had chance to do 

before.   

 

 

4.2. Measuring mental well-being 

The justification for why it was deemed necessary to establish the mental well-

being of a specified cohort of d/Deaf people, and the psychometric properties of 

the assessments of mental well-being are detailed in the pilot study of CORE-OM 

with d/Deaf populations and validation of the BSL versions of CORE-OM, PHQ-9, 

GAD-7, and WSAS. Details of the research methods used are also covered in 

these papers (see three papers: B, C and D).  

 

4.2.1. Well-being assessment 

One way of identifying the difference in the quantity of the variable of interest 

across individuals is to measure the data in numerical terms. Whilst items in the 



57 

 

assessment may be in the form of descriptive statements, these can be translated 

“into numerical estimates of severity, and once this is done they may be combined 

into an overall score, termed a ‘health index’” (McDowell & Newell, 1987, p. 19). It 

is usual for there to be, as a form of assessment, scales in the tests which enable 

an individual score on the variable to be assessed (Robson, 2002).  

 

A questionnaire format is one way of getting participants to self-report. However, 

there are disadvantages to using questionnaires as a means of assessment, 

namely that participants might not answer truthfully and may provide what they 

perceive to be socially desirable answers. Some questionnaires force people to 

choose from the available answers (forced-choice technique) (Anastasi & Urbina, 

1997) and this may not necessarily fit with their view. It was considered that in this 

particular study, it would be advantageous to use questionnaires as then the 

internal consistency of the assessment items could be checked to see how well 

they correlate with each other. Additionally, self-report of rating of health is 

essential, as Bullinger et al. (2006) state, “since the quality of life is a subjective 

perception, it should also be assessed in self report and through the patients’ 

perspective.” (Bullinger et al., 2006, p. 353).  It is always important to ensure that 

assessments are consistently revised as they are highly sensitive to bias from 

cultural, class and other social factors, and therefore need to be standardised for 

reliability and validity. Comparing an individual’s score with scores from the same 

population that have been standardised is known as ‘norm referenced’.  

 

Self-report assessments are commonly used within the health service, for 

example, in IAPT services, to routinely record outcome measures (Department of 

Health, 2011). The rationale for selecting a self-report assessment rather than a 

clinician rated measure within this study was that this would enable participants to 

evaluate themselves and their feelings; additionally, it can allow them to remain 

anonymous when the data is used for research purposes.  Diener (1994) reported 

that the self-reported measures of well-being appeared to be satisfactory in terms 

of reliability and validity.  

 

4.2.2. Deciding which assessment to use to measure menta l well-being  

There are a number of issues to consider when deciding which assessment to 

use. Firstly, it is important to consider the reliability and the validity of an 

assessment, and whether it measures all or only particular aspects of well-being; 
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for example, self-esteem. Reliability of the test refers to the “consistency of the 

measure at different points in time or across different circumstances” (Howitt & 

Cramer, 2005, p. 219) whereas validity refers to how well the test measures what 

it sets out to measure.  

 

However, before choosing which assessment to use, a number of issues need to 

be considered: 

• The concept of well-being; 

• The psychometric properties of the well-being assessment; 

• Is there a validated version of the assessment in the language of the 

particular population that the researcher is interested in? If not, can it be 

translated into another language in a reliable way?  

• Is it culturally appropriate? 

 

4.2.3. Measuring well-being 

It has been argued that psychological health is more difficult to measure than other 

areas of health because of the problems in establishing limits and boundaries as 

to what constitutes wellness (McDowell & Newell, 1996). Ryff (1995) stated 

“knowledge of psychological well-being persistently lags behind knowledge of 

psychological dysfunction” (1995, p. 99). 

 

Ryff (1995) felt that many assessments of well-being lack a conceptual framework. 

It had been suggested that the most effective way of measuring psychological 

well-being is to screen for psychological distress however, Uher and Goodman 

(2010) considered distress as the opposite of well-being. McDowell and Newell 

(1996) suggest that there are limitations in measuring distress and hence stated 

that measuring global well-being is necessary in order to examine a more 

comprehensive measure of distress. They also point out that there are difficulties 

in the interpretation of assessments and in showing specific boundaries and 

definitions when using the scales which measure well-being (McDowell & Newell, 

1996). Furthermore, assessments of well-being may indicate a negative response 

but not necessarily the exact nature of the potential difficulty. Some assessments 

include more than one dimension with the aim of measuring global well-being. Ryff 

(1995) listed six core elements of well-being as: self-acceptance; purpose in life; 

environmental mastery; positive relations with other people; autonomy and 

personal growth. Given this, including measures of both the positive and negative 
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dimensions of well-being are more likely to provide a better picture of a person’s 

well-being, rather than focusing on the negative aspects alone (Diener, 1994).  

 

Other approaches to measuring well-being are via life-satisfaction questionnaires 

or by measuring responses to life experiences – however, both of these methods 

are limited. Using only a quantitative approach to the collection of data on well-

being outcomes is not sufficient. Quantitative approaches do not allow for a 

participant’s interpretation, understanding or thoughts on the statement or 

questions to be explored. When using the Short-Form 36 Health Status 

Questionnaire, Mallinson (2002) identified a number of problems including the use 

of double-barrelled questions, use of questions which lead to normative 

assumptions, making comparisons (for example, to others or to how one used to 

be before making judgements about oneself) and making assessments of health 

based on certain characteristics, e.g. age (conceptualising health).  

 

In this study, both quantitative and qualitative methods were used. Focus groups 

with d/Deaf people were conducted to gain their perspective on their well-being in 

addition to the data collected from well-being assessments. This allowed the 

collection of qualitative data in addition to the quantitative data obtained from the 

assessments tools.  

 

4.2.4. Well-being assessments 

Initially, a search in the PsycInfo database was undertaken to identify well-being 

assessments. Combined keywords ‘well-being’, ‘measur$’, ‘self-report’, and 

‘valid$’ were inputted and the search was limited to journals written in the English 

language. Of the 92 hits which were found, there were potentially 6 which related 

to well-being assessments. These included the Subjective Well-Being Inventory 

(Sell and Nagpal, 1992), Personal Wellbeing Index (International Wellbeing Group, 

2005), World Health Organisation Quality of Life (Skevington, Lotfy, & O’Connell, 

2004), General Health Questionnaire (Goldberg, 1972), Psychological Well-Being 

Scales (Ryff, 1989), and the Clinical Outcomes in Routine Evaluation Outcome 

Measure (CORE-OM) (Barkham et al., 1998). The mental well-being assessments 

listed below are all self-report questionnaires (see Table 1 for list of assessments 

with information) and are described particularly in relation to their suitability for use 

with d/Deaf participants.  
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4.2.4.1. Subjective Well-Being Inventory 

Sell and Nagpal (1992) created the Subjective Well-Being Inventory (SUBI), which 

contains 40 items with 11 domains of well-being from the Indian population: 

general well-being – positive effects; expectation-achievement congruence; 

confidence in coping; transcendence; family group support; social support; primary 

group concern; inadequate mental mastery; perceived ill-health; deficiency in 

social contacts; general well-being – negative effects. SUBI is one of the main 

World Health Organisation assessments of quality of life for both national and 

cross-cultural research. However, a Japanese study identified that when SUBI was 

translated into Japanese from a factor analysis, only 7 out of the possible 11 

domains were identified (Tonan, Sonoda, & Ono, 1995). This may indicate that 

translating the items into Japanese did not capture four of the domains 

(expectation-achievement congruence, transcendence, primary group concern and 

inadequate mental mastery) that had originally been identified in Sell and Nagpal’s 

study (1992). This may be as a result of the different cultural perspectives on the 

concept of well-being; for example, looking specifically at the expectation-

achievement congruence domain, the way in which a person defines success may 

differ across cultures. There may also be cultural differences in how a person 

prioritises success in relation to well-being. 

 

4.2.4.2. Personal Wellbeing Index 

The Personal Wellbeing Index was developed in Australia and asks for a measure 

of satisfaction in 8 aspects of life: standard of living, personal health, achieving in 

life, personal relationships, personal safety, community-connectedness, future 

security, and spirituality-religion (International Wellbeing Group, 2005). The 

Personal Wellbeing Index has been used with different cultural populations, for 

example, in Algeria (Tiliouine, 2009). However, concerns about cultural differences 

in perception of the concepts of well-being satisfaction and happiness in Australia 

and Hong Kong have arisen in a study by Lau, Cummins, and McPherson (2005).  

 

There are two domains in the Personal Wellbeing Index assessment that may not 

be valid with d/Deaf populations namely: community connectedness and achieving 

in life. Asking d/Deaf people how much they are satisfied with ‘feeling part of your 

community’ is dependent on the social context in which they are living (hearing or 

Deaf community). This could result in invalidated data if used with d/Deaf 

populations.  
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4.2.4.3. General Health Questionnaire 

The General Health Questionnaire (GHQ) (Goldberg, 1972) was designed as a 

screening tool that could be used to detect minor psychiatric disorders. Studies 

have also used GHQ to measure the well-being of participants.  

 

GHQ requires respondents to think about their health in the past few weeks, and 

whether it has differed from their past well-being, therefore GHQ should not be 

used to establish long-standing attributes of people’s health. The GHQ has been 

used in some longitudinal study research to measure the well-being outcomes of 

participants (for example; Whittington & Huppert, 1998). However, the GHQ only 

covers the distress aspect of well-being. 

 

The GHQ has been translated into several different languages. The Iranian 

version of GHQ-28 was checked for reliability and validity and was found to be 

sound, and the factor analysis identified the same four domains as Goldberg’s 

version of GHQ-28 (Malakouti, Fatollahi, Mirabzadeh, & Zandi, 2007). 

 

The GHQ has been used with d/Deaf populations both in other countries and in 

the UK. However, the BSL version is not available, as it has not been checked for 

its reliability and validity. Researchers in the UK who previously used the GHQ did 

so by carrying out interviews in person using either BSL or spoken English 

(Griggs, 1998; Ridgeway, 1998). Fellinger et al. (2005a) also used the shorter 

version of the GHQ (GHQ-12) as one of the tools to measure quality of life within 

d/Deaf populations. This was translated into Austrian Sign Language; it was found 

that the reliability of the translated version was at an acceptable level, but was 

lower than that of the written version. Interestingly, the scores from those who 

found the questionnaire difficult to complete had much lower reliability than the 

scores from those who found it easier (0.49 vs. 0.72). This indicates that for an 

assessment to be reliable, it is important that participants understand the 

questions that are asked. 

 

4.2.4.4. Clinical Outcomes in Routine Evaluation Outcome Measure 

(CORE-OM)  

CORE-OM (Barkham et al., 1998) is a self-report assessment, which aims to audit, 

evaluate and measure outcomes for mental health services in the UK (Barkham et 
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al., 1998). It measures global distress and has four subscales of assessment; well-

being, commonly experienced problems or symptoms, life/social functioning, and 

risk to self and others. Some of the items in the CORE-OM have reverse scores. 

The purpose of the CORE-OM is to compare global levels of distress before and 

after therapy, but it can also be used for research purposes.  

 

The CORE-OM has been checked for convergent validity and it correlated well 

with assessments of depression such as the Beck Depression Inventory 

(Barkham, Mullin, Leach, Stiles, & Lucock, 2007; Cahill et al., 2006) and the 

Clinical Interview Schedule which assesses for psychiatric illness (Connell et al., 

2007). Although CORE-OM was designed for a clinical population, it can also be 

used with the general population. Connell et al. (2007) recommended a cut-off 

score of 10 between the general population and the clinical population, with the 

score range of 0-40 - the lowest score indicating more positive well-being. 

However, some researchers have used the original scoring which involved the 

item score averages from a range of 0 to 4 (Evans et al., 2002) (See Paper C on 

CORE-OM study with d/Deaf people for more details). 

 

4.2.4.5. Psychological Well-Being Scales  

The Psychological Well-Being Scale assessment was developed by Ryff (1989). 

Ryff (1989) aimed to include positive aspects of psychological functioning in the 

assessment, namely self-acceptance, positive relations with others, autonomy, 

environmental mastery, purpose in life, and personal growth. The internal 

consistency of each subscale ranges from .86 to .93. Kafka and Kozma (2004) 

subsequently developed this further by identifying 15 factors from their initial factor 

analysis (rather than six) when examining the construct validity of the 

Psychological Well-Being Scales. 

 

4.2.4.6. World Health Organization Quality of Life Questionnaire - BREF 

The World Health Organization Quality of Life Questionnaire - Bref (WHOQOL-

BREF) (Skevington et al., 2004) contains 26 items covering four domains; namely 

physical health, psychological health, social relationships, and environment. The 

assessment is available in eight languages. Fellinger et al. (2005a), who translated 

the assessment into Austrian Sign Language, found that the reliability of this was 

lower in comparison to the hearing population’s normative data. 
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Table 1 

Table of assessments with information 
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4.2.5. Rationale for the selection of well-being assessme nt for this 

study 

Following a review of the well-being assessments outlined above, it was decided 

that CORE-OM was most appropriate for this study as this was the most effective 

tool for capturing global well-being. Many of the other assessments only capture 

certain aspects of well-being; for example, the Social Readjustment Rating Scale 

(Holmes & Rahe, 1967) focuses only on the stresses that people have 

experienced.  Furthermore, the psychometric properties of the translated versions 

of some assessments have not captured all of the well-being domains in the 

original versions (e.g. Tonan et al., 1995). The psychometric properties of CORE-

OM were found to be good, as they correlated with other assessments of 

depression and psychiatric illness. The CORE-OM can also detect differences in 

mental health outcomes between the clinical population and the general 

population. As a result the CORE-OM was selected as the assessment tool that 

would be translated for the purpose of this study as a first step towards having a 

mental well-being assessment that is accessible for d/Deaf people. In the longer 

term it was recognised that a completely new assessment which is culturally and 

linguistically appropriate may need to be devised. 

 

4.2.5.1. Using the CORE-OM in this study 

At the initial stage of the study, there were no mental well-being assessments that 

were available in British Sign Language so the psychometric properties were 

unknown. This included the d/Deaf populations’ well-being norm. Work had 

previously been undertaken to try to adapt the English version of the CORE-OM 

into language that is suitable for d/Deaf populations; into plain English (Connolly, 

2004) and into British Sign Language (Baker et al., 2008). However, the latter only 

completed the first stage of translation. Furthermore a back-translation protocol of 

translating the assessment back into English to check for equivalence in both 

versions was not utilised. The reliability and validity of this version had also not 

been checked. It was therefore deemed imperative for this study to carry out a 

forward and back translation of the CORE-OM and to pilot it within the general 

d/Deaf populations. The permission and co-operation of the originator, Evans, was 

secured to carry out this process. 
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The cut-off score for the CORE-OM in the general population is 10 (Connell et al., 

2007). However, because the CORE-OM had not previously been standardised 

with d/Deaf populations, it was not known what the cut off score would be. In order 

to determine this for d/Deaf populations, it was essential to ensure the reliability 

and validity of the British Sign Language version of the CORE-OM, to find out what 

the norm score is for d/Deaf populations (both clinical and non-clinical), and then 

compare it with the clinical population and the general population in the study by 

Connell et al. (2007). 

  

In addition it was also deemed important to establish whether the CORE-OM, in its 

current form, had any missing domains that are of primary relevance for d/Deaf 

people. Brooks and Davis’s (2007) study had attempted to find out whether 

domains of the CORE-OM assessment were missing for people with learning 

difficulties by interviewing a group of such people. They identified that the 

experience of stigma and discrimination was a missing domain. Consequently 

interviews (conducted with a sub-sample of the current study) were designed to 

develop a greater understanding of d/Deaf people’s perspectives on well-being 

and to identify missing domains in relation to well-being. 

 

4.2.5.2. Procedure 

Firstly, the British Sign Language version of the CORE-OM would be checked for 

convergent validity with another assessment that had been translated into British 

Sign Language, the TEIQue (Trait emotional intelligence questionnaire). An 

examination of the convergent validity indicates how well a test correlates with 

other tests that measure a similar concept. The TEIQue is a self-report 

assessment which aims to measure ‘emotional self-efficacy’ which is linked to a 

“constellation of emotion-related self perceptions and dispositions” (Petrides & 

Furnham, 2003, p. 40). The TEIQue was chosen because there had been a 

previous pilot study of a British Sign Language version of the TEIQue (Gascon-

Ramos, Young, Petrides, Stone, & Woolfe, 2010). It had been found that there is a 

relationship between TEIQue and mental health outcomes such as depression 

(Petrides, Perez-Gonzalez, & Furnham, 2007). It was originally intention for the 

BSL TEIQue to be included in the follow-up study with Hindley (1993) cohort as a 

means of establishing convergent validity with the CORE-OM. However, this was 

not possible because insufficient numbers were recruited to the follow-up study. 

Instead, convergent validity was checked with other BSL mental health 
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assessments (PHQ-9, GAD-7, and WSAS) that had been produced during the 

duration of this study. As the reliability of the CORE-OM British Sign Language 

version was found to be good (see paper C), the check on its convergent validity 

with the PHQ-9, GAD-7, and WSAS British Sign Language versions had been 

made (see paper D). 

 

In conclusion, the content of any given assessments should be developed with a 

particular population in mind in order to ensure that the assessment covers all 

aspects that the researcher is interested in, for example, whether they are 

interested in global self-esteem, or in particular aspects of self-esteem such as 

self-image. Using an assessment with people from outside the population for 

which it was developed may not be relevant or appropriate. This may be because 

of the different life experiences and specific characteristics that are unique to a 

cultural group which may not have been taken into account during the original 

development of the assessment tool. If an assessment is to be used with a specific 

cultural and linguistic minority group, e.g. the d/Deaf populations, a pilot study 

should be conducted first in addition to collecting qualitative data. This then 

ensures that all aspects that are relevant to d/Deaf populations are being 

measured. 

 

 

5. Specific issues arisen  

There is little published on issues concerning methodology and method in studies 

which have involved d/Deaf people.  Beyond the details of methods that are 

published in papers B, C, D and E and in addition to the details of design covered 

in section 2.3 in this chapter, other issues of methodological interest have arisen 

during the course of this study. This section aims to discuss some of these as they 

have spanned the thesis as a whole and make a contribution to the literature in 

their own right. They are: researching with d/Deaf people; longitudinal cohort 

studies in the context of d/Deaf people(s); ethical issues; translating mental health 

assessments into BSL and collecting data remotely. 

 

5.1. Researching with d/Deaf people 

As this study involved d/Deaf people as participants in research, specific issues 

have arisen. Whilst it is acknowledged that researching d/Deaf people is not new, 

historically this has been carried out by academics who are not themselves deaf. 
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This raises issues of power. Importantly, many researchers have been heavily 

influenced by the medical model of deafness, thus the “dissenting Deaf voice has 

been pushed aside” (Ladd, 2003, p. 268). Some have tended to conduct research 

‘on’ rather than ‘with’ d/Deaf people, and often sought to make comparisons with 

hearing peers. It has only been relatively recently that there has been a growth in 

research with d/Deaf people, and in particular involving Deaf people as 

researchers. The knowledge and the relationship of the researcher with d/Deaf 

people and their epistemological position are of relevance in this regard. De Clerck 

(2010) emphasised this: “epistemological theorizing must pay attention to the 

dynamic historical and sociological context and the linguistic conceptual 

frameworks that influence the production of science and knowledge” (2010, p. 

437). The fact that I am a Deaf researcher carries a number of advantages which 

will be discussed later in this chapter.  

 

In this section, issues including the aim of the research, who will benefit from it, 

data collection, the fact that I am a Deaf researcher and how the findings 

represent what participants have said, will be discussed.  

 

5.1.1. Benefits and ethics of research with d/Deaf people  

If a researcher wishes to carry out research with a minority culture group, they 

should firstly consider the aim of the research, its relevance and the benefits that 

the particular community that is being researched will gain. This thesis is focussed 

on d/Deaf people’s mental well-being. This is particularly relevant to d/Deaf people 

because of the higher prevalence of mental health difficulties in d/Deaf populations 

in comparison with people who are not deaf. It is therefore considered that a 

greater knowledge of the topic would benefit both d/Deaf populations and wider 

society as knowledge gleaned from research with a minority cultural group should 

also contribute to the greater knowledge of diversity within the general population 

and human development. However, whilst there may be benefits in increased 

knowledge for wider society, the researcher also needs to consider whether this 

could be potentially harmful for a particular minority cultural group. An example of 

this would be genetic engineering research. Pollard (1992) argues that it can be 

unethical if the research agenda does not offer direct benefits to the particular 

community that it is researching. However, the definition of what constitutes “doing 

the right thing” is a matter of perspective (Leigh & Marschark, 2005). Ladd (2003) 

argued that researching with Deaf people should be “constructed around a culture-
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linguistic model” (2003, p. 268). Some past research involving d/Deaf people 

would be considered today as “ethically abusive” (Harris et al., 2009, p. 106). 

Researchers must always take into account that what is considered to be the 

benefit of the research will ultimately depend on the model of deafness from which 

it is derived. Research from a medical model viewpoint for example, with the focus 

on the auditory, would consider that the purpose and benefit of their research 

would be to enable d/Deaf people to fit into hearing society. This in turn might be 

seen as for the greater good for the greater number of people - known as 

utilitarianism. Critics of teleological ethics would argue that sometimes acts are not 

in the interests of the person and that, in fact if costs and benefits are considered 

this may not be worthwhile. In essence, a researcher may find it hard to be 

impartial because they have preconceived notions of what the benefits will be. 

Nonetheless, researchers do have an ethical responsibility to work in the best 

interest of the target group that they are researching. However, of concern as 

Harris et al (2009) highlighted, there is a lack of the “voice” of Deaf communities in 

relation to the ethics of research with d/Deaf people.  

 

The ideology of a researcher who is outside of the culture is also of importance, as 

it could influence how the d/Deaf people are being represented. As stated earlier, 

research with d/Deaf people sometimes involves making comparisons between 

d/Deaf and hearing people. Studies which employ comparative designs often 

conclude that d/Deaf people have less positive outcomes in comparison with their 

hearing counterparts, for example in education and emotional well-being. Deaf 

epistemology arises as “deaf individuals live their lives in a visual reality, which 

leads to the acquisition of a knowledge base that is different from that of hearing 

individuals” (Hauser et al., 2010, p. 487). Marschark , Rhoten, and Fabich (2007) 

stated that “ignoring differences between deaf and hearing children is less ethical, 

less respectful and far less academically helpful than identifying them” (2007, p. 

52). Where differences are identified, researchers should question if this is the 

result of the research design used, and seek to understand why there are 

differences. Furthermore, different perspectives might produce different and/or 

build upon or add to existing knowledge, for example, “deaf epistemologies have 

looked at old problems from a different angle and contributed to a more 

appropriate science” (De Clerck, 2010, p. 442). 
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5.1.2. Data collection 

Whilst collecting data from d/Deaf people, it is necessary to obtain demographic 

information including language usage. This is because of the heterogeneous 

nature of d/Deaf populations (Young & Hunt, 2011). The authors argued d/Deaf 

individuals are heterogeneous not only in term of language use but also age of 

onset of deafness, identity and whether they are members of the Deaf community 

or not. Those researching d/Deaf individuals should consider the demographics of 

the participants that are being recruited and whether they are representative of the 

particular d/Deaf populations they are interested in or not.  

 

Young and Hunt (2011) commented that if a researcher wishes to carry out 

research with Deaf people whose language is BSL, they would need to think about 

the accessibility of the research for Deaf participants. Researching this population 

raises a number of specific issues including how they give informed consent and 

the anonymity of the data, not only to ensure that the data collection is meaningful 

but also in relation to ethical issues. It would be unethical to ask participants to 

take part if they do not fully understand the purpose of the project for example. As 

Deaf people are visually oriented beings (Hauser et al., 2010), it is essential that 

the researcher considers how the data should be collected and how the data is 

interpreted to allow the d/Deaf participants to contribute to the research.  

 

5.1.3. Researcher as an insider/outsider of the Deaf com munity  

There are both advantages and potential disadvantages to engaging a researcher 

who is Deaf. Young and Hunt (2011) stated that whether the researcher is inside 

or outside of the d/Deaf populations is relevant to the interpretation of the data 

(Young & Hunt, 2011). An outsider from the Deaf community may interpret that 

d/Deaf people lack something which is valued in hearing culture and in doing so 

they are not taking into account the value of something which is meaningful within 

that culture (Ladd, 2003). 

 

As a Deaf researcher, being Deaf is helpful to be able to understand what is said, 

but also to understand the concept of what is being said. Young and Ackerman 

(2001) gave an example of how Deaf and hearing people might have different 

concepts of being ‘involved’. For Deaf people, the term ‘involved’ is associated 

with language and communication. d/Deaf people have experienced a history of 

oppression from a hearing dominated society and the way in which d/Deaf people 
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have been devalued in society has resulted in a lack of trust in research among 

Deaf people.  The fact that I am Deaf can mitigate against this to a large degree.  

 

The concern in relation to not taking the cultural and social life of d/Deaf people 

into consideration when carrying out research has been raised by Deaf 

researchers (De Clerck, 2010). Researchers outside of the d/Deaf community may 

not capture what is of value to Deaf people, issues which in turn could contribute 

to the understanding of the Deaf Gain6 (Sutherland & Rogers, 2013). With a 

d/Deaf researcher however participants can feel more confident and build trust 

with someone who is similar to them (Jones, 2004).  However, it is important to 

take into account that there may also be some disadvantages to using researchers 

who are d/Deaf for example; the respondents might assume that the researcher 

who already knows the information and this may result in some things not being 

said to the researcher. Temple and Young (2004) discussed the potential 

challenges of the methodological and epistemological issues in the translation of 

research and argued that this concept can be applied to any researcher regardless 

of their own identity, their relationship within the Deaf community and whether they 

know signed language or not. In the context of qualitative research, Emery 

emphasised that it is “not so much in presenting facts as in presenting an 

interpretation of the data that can be held up as valid epistemology” (2011, p. 52).  

 

5.1.4. Issues in relation to ensuring that the findings represent what 

participants have said 

It is often assumed that where the researcher does not share the same language 

and culture as the participants, then the use of interpreters solves any 

language/communication barriers. However, using an interpreter in research has 

many difficulties (Edwards, 1998). Edwards acknowledged models of research 

processes where the role of the interpreter is seen as being value free and un-

reflexive, ignoring the fact that the presence of an interpreter can change power 

dynamics. Furthermore, signed languages are visual languages and have no 

written format. In the academic world, findings of research are usually reported in 

text format.  The issue of how to ensure that the findings in text are representative 

of what was said in signed languages needs to be given full consideration. For 

example, a quote from a Deaf signer in written text involves translating from 
                                            
6 Deaf Gain is a concept which focuses on the positive aspects and to enhance the advantages of 
being Deaf. For a review of this please refer to Bauman, H-D. L., & Murray, J. M. (2009). 
Reframing: From Hearing Loss to Deaf Gain. Deaf Studies Digital Journal, 1, 1-10. 
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signed language into English. The researcher working with Deaf people who has 

knowledge of sign language and Deaf culture can be drawn into taking on a dual 

role of researcher and translator or if they do not know or are not fluent in sign 

language they may need to work with a translator. Temple and Young (2004) 

stated that “the relationships between languages and researchers, translators and 

the people they seek to represent are as crucial as issues of which word is best in 

a sentence in a language” (2004, p. 164).  

 

5.2. Longitudinal cohort study 

It was initially proposed that the original follow-up study (that was abandoned) 

would involve a mixture of prospective and retrospective data collection - the 

prospective aspect being the data from the cohort in the original study, in 

association with their mental well-being outcomes in adulthood. A planned nested 

qualitative study was to be conducted by asking a subsample of the cohort about 

the key events in their lives such as their employment history, education, family life 

and social life - this would constitute the retrospective data.  

 
As I was not involved in the original research work of Hindley’s study (1993), this 

in itself raised some difficulties. Kluwin and Morris (2006) describe the difficulties 

of analysing data carried out by different researchers, such as the differences 

between operational definitions of particular variables used by the original 

researcher and the follow-up researcher. As stated earlier, there were also 

difficulties encountered in tracing Hindley’s (1993) original cohort of participants 

and as a result it was necessary to rely on recorded information of the original 

cohort with no names or contact details. As explained in the book chapter for 

Signall (paper A), longitudinal studies involving d/Deaf people have been carried 

out previously (e.g. Griggs, 1998; Gregory, Bishop, & Sheldon, 1995). The 

difference between this study and previous studies was that they had information 

such as the names and the contact details of the original cohorts, whereas this 

study did not. Furthermore, in 1988 at the time of the original study, it was not 

planned to do a follow-up study with the original cohort. The identification of the 

cohort involved matching the date of birth and the name of the school they had 

attended and as Hill (2004) stated, if the respondents are not aware that they 

would be tracked, they “may be surprised, suspicious and upset by the tracking 

efforts” (2004, p. 495). Given the sensitive nature of the topic in Hindley’s (1993) 
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study, original participants may have been reluctant to acknowledge their previous 

involvement.  

 

5.2.1. Tracing plan for the original cohort 

Although it was recognised at the start of the study that tracing the cohort would 

be challenging, there was good reason to believe it was possible given the 

closeness of the Deaf community and my own personal links within it. The 

recruitment strategies used included advertisements and making contact with the 

schools who had been involved in the original study in order to distribute 

information about the follow-up study to ex-pupils from the relevant year groups. 

The information about the study was also made available online in BSL and in 

hard copy (flyer and information sheet). I visited Deaf clubs in the London area 

where it was known that some of the pupils from the particular school may attend. 

Finally contact was made with the people who were involved in the original study 

such as Hindley (the original researcher) and the teachers of the deaf who had 

been employed at the time.  

 

5.2.2. Difficulties of tracing the original d/Deaf cohort  

It was initially hoped to trace and recruit at last 60 people from Hindley’s original 

study. However, this proved to be difficult for a number of reasons. Firstly the 

identification of most of those people who completed the follow-up study online 

could not be matched to the original data, with the exception of two cases. The 

original data from Hindley’s study (1993) had already been retrieved from 

decaying paper copies by Young and Hindley (2004) and had been transferred to 

a machine-readable format. However this held the date of birth in a different 

numerical order and some data was missing. Additionally, the majority of the 

d/Deaf young people in Hindley’s original cohort were reported by teachers to 

have some communication difficulties, therefore they may not have been aware 

that they were taking part in the research study at the time. At the outset of the 

original study in 1988 the consent of deaf young people was obtained from parents 

on behalf of the child and therefore some participants in the original cohort might 

not have been aware that they were involved in Hindley’s study. This may in turn 

mean that they did not come forward to take part in the follow-up.  Some Deaf 

people were identified who had been born in the year range of 1971 and 1977 and 

had attended one of the four schools. However when they were approached, none 
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could recall taking part in the original study and therefore did not feel that it 

involved them.  

 

Barriers to successfully tracing the original cohort had been somewhat anticipated 

as a result of the fact that so many of the original cohort potentially had poor 

mental well-being. As Dunn and Goodyer (2006) note, in their experience, tracing 

original participants who were not mentally ill at the time of a study was easier 

than tracing those who were clinically mentally ill (Dunn & Goodyer, 2006). One of 

the factors contributing to this is people’s loss of contact with family and friends. 

Another study found differences in mental well-being status between those who 

took part in follow-up studies and those who did not (Fichter, Kohlboeck, 

Quadflieg, Wyschkon, & Esser, 2009). However, one study reported differences 

between the childhood mental health of those who were followed up and those 

who were not was not found (Goldstein, Olfson, Martens, & Wolk, 2006). Fichter et 

al. (2009) found differences between respondents’ and non-respondents’ 

childhood mental health and it is possible that the same situation could occur in 

this follow-up study of Hindley’s cohort of d/Deaf young people. In summary, those 

who did not take part may have been unreachable because they were possibly 

receiving psychiatric help at the time or may not have wanted to be contacted.  

 

5.3. Ethics  

A code of ethics needs to be adhered to when conducting any research. This 

section addresses the ethical issues that needed to be considered in general 

terms throughout the course of this study as well as discussing the particular 

ethical issues that arose whilst conducting research with a Deaf population. Harris 

et al. (2009) argued that although most codes of ethics address cultural issues in 

broad terms, issues arising from undertaking research involving Deaf people have 

not been specifically addressed. Although Pollard (2002) has raised the issues of 

anonymity, informed consent and collaborate relationship whilst conducting 

research with the deaf community, the ethical guidelines available for research 

with Deaf people in general is sparse.  

 

5.3.1. Ethics issues to consider 

The potential ethical issues, including the steps proposed to address them, are 

detailed for each study; i.e. the follow-up study and measuring mental well-being. 

 



74 

 

5.3.2. Follow-up study 

5.3.2.1. Consent issues 

Knowing the names of the children who participated in the original study of Hindley 

(1993) would be a significant breach of privacy in a milieu where it would be not 

uncommon to meet some of the original participants in everyday life, due to the 

close-knit nature of the Deaf community. Additionally, the original consent 

obtained for the Hindley study took place when these children were minors, thus 

consent was given by their parents and they may not have been aware that they 

were involved in the research. Research involving young people nowadays would 

need to obtain consent from both young people themselves and their parents.  

Furthermore, no consent was obtained for a potential follow-up study at the time. 

This was made clear in the information sheet which explained the purpose of the 

study, as well as ensuring that consent was clearly given for the data linkage and 

for a possible further follow-up study in the future. The information was made 

available in both English and British Sign Language. 

 

5.3.2.2. Participants might not have been aware that they were involved in 

Hindley’s study 

Participants were between the ages of 11-16 years old when the Hindley study 

was carried out. It is not unusual for there to be communication difficulties between 

d/Deaf young people and their parents; therefore it is possible that the young 

people themselves were not aware that they had been involved in the original 

study. Furthermore, they may not remember that they were involved as they were 

young at the time. 

 

5.3.2.3. Participants’ access to their data from 1988 

Participants might wish to know whether they had previously screened positive or 

negative for the likelihood of having a psychiatric disorder, and if so, what sort of 

disorder (such as depression, a conduct disorder or dysthymic disorder) they may 

have. Hindley has since said that he only told parents their child’s diagnosis if it 

was severe, therefore not all parents knew the results of their children’s interviews 

and questionnaires. Parents and teachers had not given their permission for the 

child to have access to the information that had been given at the time therefore it 

was felt that there was no obligation to provide participants with any information 

about them. After much consideration, it was thought that knowing the results of 

the original study would do participants more harm than not telling them.  
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As I am a member of the Deaf community, I may be put in an ethically 

compromised position if I were to be able to link the original data with current data 

in such a way as to be able to know the identity of current participants in relation to 

their original data. Participants were given a coded identifier by my supervisors 

(not by myself) to ensure that there was no way of knowing which of the original 

data belonged to the current participants; only my supervisors would be able to 

make the data linkages based on participants’ dates of birth.  

 

5.3.3. Measuring mental well-being with d/Deaf populatio ns 

5.3.3.1. Concerns arising from the data collection 

Data collection for mental well-being outcomes were completed by online 

questionnaires. In the event that an individual was distressed as a result of the 

question/s being asked in the survey, they would be taken directly to a support 

page on the website with signposts to appropriate mental health services for Deaf 

people. Participants who took part in the BSL IAPT translation project were made 

aware that, should there be concerns about their mental health and other people’s 

safety after they have completed the assessments, their GP would be contacted. If 

responses to specific items related to risk to self and/or to other(s) in PHQ-9 (No. 

1) and/or CORE-OM (Nos. 16, 24, and 34) raised any particular concerns, their 

GP would be contacted by the research team to let them know that their client had 

taken part in the study and that this had raised concerns about their mental well-

being. The GP was provided with written information of mental health services for 

d/Deaf people (SignHealth counselling service and BSL Healthy Minds).  

 

5.4. Translating assessments into British Sign Lang uage 

Issues related to using the standardised mental health assessments, including its 

translation with d/Deaf populations have been covered in papers B, C, and D. The 

details of the translation procedure are also in the published papers (paper B, C, 

and D). Paper B in particular gives insight into the issues of translating from 

English to BSL, for examples, on the shift of modality from a written format to a 

signed version. Steinberg, Lipton, Eckhardt, Goldstein, and Sullivan (1998) gave 

examples of the issues to consider regarding the use of standardised 

assessments with d/Deaf populations following work on translation of the 

diagnostic interview into American Sign Language. They found that issues such as 

translating the concept of time-within-time and time duration, English idioms, and 
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hearing-specific questions had raised some difficulties. This had been done on 

computer and this may have raised its own specific issues. Within focus groups, 

d/Deaf people reported not feeling comfortable being asked questions but felt that 

talking about mental health issues in their own language helped (Steinberg et al., 

1998, p. 1604). Researchers need to think about cultural and linguistic 

appropriateness when considering translating assessments into signed language 

in order to determine whether can they be used effectively with d/Deaf populations 

or not. 

 

5.5. Collecting data remotely 

Data to measure mental well-being and the demographic information of the 

participants in this study was carried out remotely through the internet. Use of the 

internet for data collection purposes has grown in recent years (Coolican, 2004). 

Traditionally, collecting data often involved using paper-based questionnaires. The 

benefit of research being carried out via computer is that it allows for questions to 

be available in sign language on videos (Gerich & Legner, 2006). Further 

advantages of collecting the data online are that it is easy to access for diverse 

populations, quicker, a greater number of participations can take part, it is cheaper 

and participants are self-selected (Reips, 2002). The literature findings on the 

demographics of the participants who take part in internet research compared to 

paper-and-pen approaches have found that people who participate via the internet 

are more diverse (Gosling, Vazire, Srivastava, & John, 2004). The disadvantages 

are that it is dependent on the effectiveness of the technology such as the 

computer itself and the speed of the broadband connection. Reips (2002) 

emphasised that to carry out data collection online involves careful planning, 

careful methodology and ethical considerations. Over 10 years ago, in 2002 Reips 

(2002) commented “We are in the midst of an internet revolution in experimental 

research” (2002, p. 243), and this has clearly developed further since then. 

However, there are additional ethical issues to consider when carrying out 

research online, for example how to obtain informed consent, how to ensure that a 

participant is aware that they can stop at anytime, and their confidentiality is 

maintained (Hewson, 2003).  

 

Surveys in SelectSurvey were developed for this study and data from the 

respondents consent and the main survey (questionnaires) were stored 

separately. This was to ensure security and anonymity of the raw data in the main 
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survey. Unique code numbers were allocated to enable the linkage between the 

two data stores in order to be able to identify each participant. The data is kept 

highly secure and it is only possible for it to be accessed by the researcher who 

developed the survey. The data transfer and storage met security guidelines of 

both the University of Manchester and the NHS. In the event that the participants 

experienced distress, at the end of the questionnaire, they were re-directed to the 

support page on the website that had been developed for this project rather than 

having to contact the researcher. This ensures confidentiality.  

 

d/Deaf populations are geographically dispersed, so the internet is advantageous 

as it enables d/Deaf people across England to take part if they wish. Furthermore, 

many d/Deaf people are internet users (Valentine & Skelton, 2009), and the 

‘visual’ accessibility of the language (BSL) in this study meant that d/Deaf people 

could take part if they wished. 

 

As sign language is a visual language and some Deaf people have poor literacy 

skills, it was also considered important to consider the feasibility of collecting data 

from Deaf people via face-to-face interviews. However, as Gerich and Lehner 

(2006) have pointed out, there are some problems with interviewing Deaf people 

face-to-face for the purposes of completing a questionnaire. For example there is 

a risk of biased answers to sensitive questions, inconsistency in how questions are 

given (which is not the case for a video set of questions), and more administrative 

work than if the questions are asked in video format.  

 

Information about the Deaf well-being project was made available on a website 

that was developed for this study. This was made available in both BSL and 

English, and the data collection was accessed by following the link to the web 

survey on the website (see figure 2).  
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Figure 2. An image of the website developed for this study. 

 

Following the completion of the online survey, the participant was taken directly 

back to the research project website. This was considered to be important in the 

event that the participants wished to contact the researcher and/or to seek 

information of an appropriate service for d/Deaf people.  

 

6. Summary  

This chapter has given consideration to the research design and the methods 

used for this study. Justifications for the methods used were addressed and further 

consideration was given to issues of particular methodological interest that arose 

in the course of the study. The next chapter will consider the five publications 

related to this PhD study.  
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1.  Introduction 

Literature in the field of mental health and d/Deaf1 people has established that, in 

general, deaf children and d/Deaf adults have poorer mental health compared to 

the hearing population (Hindley, Hill, McGuigan, and Kitson, 1994; van Eldik, 

2005). Positive mental well-being is important to individuals, as it determines how 

one views oneself and relates to one’s world. Huppert (2008) described well-being 

as: 

 

The concept of feeling good incorporates not only the positive emotions of happiness 
and contentment, but also such emotions as interest, engagement, confidence and 
affection. The concept of functioning effectively (in a psychological sense) involves the 
development of one’s potential, having some control over one’s life, having a sense of 
purpose (e.g. working towards valued goals), and experiencing positive relationships. 
(Huppert, 2008:2) 

 

Working towards and achieving goals, which are valued in society, is important for 

well-being, therefore, having a fair opportunity to do so is also fundamental. One 

concept of wellness and justice has emerged which argues that the advancement 

of true well-being for an individual is linked with those conditions that support 

social justice (Prilleitensky, Dokecki, Frieden, and Ota Wang, 2007). It is argued, 

for example, that without opportunities to access ‘rights’ and equality a person 

would be unable to fulfil their well-being potential.  
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As well as affecting individuals, mental health difficulties have an impact on the 

wider social context. For example, in England, a report carried out by Her 

Majesty’s Government (2011) estimated that costs to the economy resulting from 

mental health problems, such as working hours lost, are in excess of £105 billion a 

year. HM Government (2009) declared that 44% of people who are on incapacity 

benefit either have mental health or behavioural difficulties. The link between 

socio-economic deprivation and mental ill health is well established, prompting 

interest in tackling such issues as social exclusion with the aim of improving 

mental well-being (Social Exclusion Unit, 2004). Therefore, investigating early 

intervention for mental well-being support is not only beneficial to the individual in 

the short term, it is also potentially cost effective in the long term by influencing 

better outcomes in terms of health, education and employment for individuals.  

 

The focus on promoting mental well-being in UK Government policies aims to 

prevent mental health difficulties increasing, as exemplified in the No health 

without mental health report (HM Government, 2011). This report also outlined the 

importance of supporting the mental health of children, with a focus on promoting 

well-being at an early stage. Deaf children are not directly mentioned in the report, 

being more generally categorised as disabled children; a group that the 

consultation report acknowledged to be at greater risk of developing mental health 

problems. Disabled children, in general, are at risk of social exclusion (Morris, 

2001). Results from the General Household Survey in 1994 stated that families 

with disabled children are more likely to have lower socio-economic status than 

families with non-disabled children (Beresford, 1995) and disabled children face 

difficulties in continuing education after leaving secondary school and/or gaining 

employment (Ofsted, 2010). Like disabled children, deaf children are also at 

greater risk of having poor socio-economic outcomes which in turn can affect 

mental well-being. Contributing factors include language delays (Mayberry, 2002), 

poorer literacy skills (Mayer, 2007), poorer cognitive development (Peterson and 

Siegal, 1999) and challenges in gaining employment as adults (Dye and Kyle, 

2000). Furthermore, deaf children are more vulnerable than hearing children to 

abuse, including sexual abuse, as they may have difficulties in communicating 

their disclosure of such abuse (Obinna, 2005; Sullivan et al., 2000).  

 

Young, Green and Rogers (2008) explained that being d/Deaf itself is not a risk 

factor, but rather “deafness in a range of familial, social and institutional contexts 
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may interact with variables and processes that render its disadvantaging effects 

more likely” (Young et al., 2008: 43). One of the key Government actions in the UK 

for the transition from child to adult services is to “include information about 

vulnerable groups” (HM Government, 2009:41). Such groups specifically include 

children with special education needs, those who are in the care of the local 

authority or who are categorised as being disabled. However, such means of 

categorisation does not capture all those children who are deaf. For example, in 

the UK children with special educational needs have a ‘statement’ which clearly 

outlines what their needs are and how they are to be met. A survey undertaken by 

the National Deaf Children’s Society in 2008 found that 31% of deaf children did 

not have such a statement (NDCS, 2008).  

 

Evaluation reports on mental health services for deaf children and their families 

have been carried out in England to determine whether mental health specialist 

services are necessary. The findings have indicated the importance of providing 

specialist services that have expertise in working with deaf children and their 

families, something which the generic Child and Adolescent Mental Health 

Services (CAMHS) cannot provide (Beresford, Greco, Clarke, and Sutherland, 

2008). The research showed professionals were referring deaf children and 

parents of deaf children, as they believed that the generic CAMHS service could 

not meet their needs, because of their lack of expertise in this field. This report led 

to a limited number of specialist deaf CAMHS services being established in 

England. 

 

2.  The need for longitudinal studies of mental hea lth outcomes 

Doing research to collect data at a single point in time does not provide a full 

picture, but serves merely as a snapshot; nor does it answer the question of 

whether factors in childhood predict outcomes in later life or not. Longitudinal 

studies involve following participants over a period of time. Van der Kamp and 

Bijleveld (1998) identified three possible aims in longitudinal studies; descriptive, 

explanatory and forecast. Descriptive aims involve the description of levels and 

patterns of changes over time; explanatory aims involve explaining changes in 

terms of stable or unstable characteristics, and the third aim is to forecast 

participants’ scores on particular variables. Although longitudinal methodologies 

are not necessarily a way of determining the causes of any given outcome, they 
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do provide insight into the causal processes that might have contributed to the 

factors of interest. 

 

In a mental health context, it is vital to understand which factors influence mental 

health outcomes over time, so that potential risk and protective factors, which 

contribute to the mental well-being of individuals, families or communities, can be 

identified. However, the identification of a risk or preventative factor is not the 

same as the identification of the processes by which they might exert influence. 

For example it might be possible to identify common factors in childhood 

associated with positive outcomes for deaf children, but this alone does not tell us 

how these factors operate to produce those positive outcomes. Nor is the 

identification of risk factors enough to prevent poorer mental health outcomes in 

adulthood (Rutter, 2000). However, the identification and awareness of key 

variables in childhood is the first step in promoting good mental health outcomes 

later on because they can act as a guide to early intervention for children and 

young people who might be at risk of less than optimal outcomes, whether in 

mental health, quality of life, education or employment. 

 

3.  Comprehensive literature search  

For this review, online databases were systematically searched for literature 

relating to longitudinal studies in mental health contexts. The combined keywords 

of ‘mental health’ OR ‘well-being’ AND ‘longitudinal stud$2’ OR ‘follow-up stud$’ 

were used, with the limits of ‘published in English language only’ in each of the 

following databases up to June 2011: PsycInfo, ISI Web of Knowledge, CINAHL 

Plus and ASSIA. This resulted in 1,550 hits for PsycInfo, 21,872 hits for ISI Web of 

Knowledge, 1,917 hits for CINAHL Plus and 26 hits for the ASSIA database. For 

the literature search in relation to d/Deaf people, the keywords ‘deaf$’ and ‘hearing 

impair$’ were used to find possible relevant literature linked to mental health and 

longitudinal studies. When the keywords ‘deaf$’ and ‘hearing impair$’ were 

combined with the keywords above, despite a systematic search, only 4 partly 

relevant articles were found.  

 

The authors of this chapter know of a few other publications that are somewhat 

related to the longitudinal study of mental well-being in d/Deaf populations that the 

database searches failed to identify. These include a book in relation to an 18 year 

follow-up study on deaf children and their families (Gregory, Bishop, and Sheldon, 
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1995), and an unpublished PhD thesis involving a follow-up study of mental health 

outcomes in the Conrad cohort3 (Griggs, 1998). These will also be included in the 

following review. 

 

4.  Mental health outcomes in adulthood – in the he aring population 

The few studies which have examined the relationship between childhood and 

adult mental health outcomes in the general (hearing) population have focussed 

on whether mental health difficulties in childhood predict mental health outcomes 

in adulthood. Other literature has examined whether there are characteristic 

factors in childhood (e.g. familial, social and educational) that predict certain kinds 

of mental health outcomes in adulthood. Additional literature has focused on the 

link between mental health in childhood and characteristic factor outcomes in 

adulthood, as well as the links between adverse factors in childhood and later 

outcomes. The duration of the studies, between first contact and later follow-ups, 

varies from a few years to four decades; the age of the child’s first contact also 

varies. Tracing an original cohort with a view to involving them in a study to find 

out their mental health outcomes can be challenging. One study found that those 

who had mental health difficulties when first contacted were more difficult to trace 

than those who did not (Dunn and Goodyer, 2006). The definition of terms can 

itself be an issue, as definitions can sometimes be too wide. For example, a 

definition of poor mental well-being is too global and thus might mean different 

things to different people (Kluwin and Morris, 2006). This section of the chapter will 

briefly review the literature in relation to the hearing population and longitudinal 

mental health studies before addressing the state of evidence relating to similar 

questions with regard to d/Deaf populations. 

 

4.1 Mental health difficulties in childhood as a pr edictive factor for later 

mental health outcomes 

The literature shows mixed results. Some studies showed a more general link 

between childhood mental health difficulties and adult mental health, finding that 

those who had mental health difficulties in childhood are more likely to experience 

recurrent mental health difficulties in adulthood than those who did not 

(Steinhausen, Meier and Angst, 1998; Dunn and Goodyer, 2006; Fergusson and 

Woodward, 2002; Trzesniewski, Donnellan, Moffitt, Robins, Poulton, and Caspi, 

2006). Dekker, Ferdinand, van Lang, Bongers, van der Ende and Verhulst (2007), 

who carried out a large multiple-cohort study (n=2,076), found that those with an 
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earlier age of onset of mental health difficulties were at greater risk of having later 

mental health difficulties in adulthood.  

 

Other studies found difficulties in adult mental health were dependent on specific 

mental health difficulties in childhood. In 2009, Fichter, Kohlboeck, Quadflieg, 

Wyschkon and Esser (2009) successfully followed up 82% of 345 participants, 18 

years after the original study was carried out. They were interested in finding the 

predictive significance of specific psychiatric symptoms in childhood for adult 

outcomes. This longitudinal study (n=269) found that the likelihood of having 

problems in mental health outcomes in adulthood depended on specific symptoms 

in childhood, such as depressive symptoms. Similarly, Dekker et al. (2007) and 

Fichter et al. (2009) found that gender was associated with depression outcomes 

in adulthood; females were more likely to develop depression in adulthood than 

males, if they had depressive symptoms when they were children. The significant 

predictive outcome of anxiety in adulthood resulting from having phobias in 

childhood was another finding from Fichter et al.’s (2009) study. This study also 

found that for substance abusers, depressive symptoms in childhood were the 

only significant predictive factor (Fichter et al., 2009).  

 

However, not all factors in childhood necessarily predict poor mental health 

outcomes in adulthood. Fichter et al. (2009) found that the prevalence of 

psychiatric symptoms such as ‘lack of concentration’, ‘anxiety and worry’, 

‘anxious/tense’, and ‘intellectual impairment’ was lower in adulthood than 

childhood. 

 

4.2  Social, familial and environmental factors in childhood relating to 

mental health difficulties outcomes in adulthood 

The transition from childhood to adulthood is not always an easy one. During this 

period a young person begins to seek independence and begins to find their place 

in the world. Some studies have attempted to find out how certain social/familial 

factors in childhood impact mental health outcomes in later life. Some 

retrospective studies have looked back to participants’ childhood to find out which 

factors may have played a role in their adult mental health outcomes (e.g. some of 

the literature in the study by Pajer, 1998), whereas other studies have used a 

prospective approach to trace a cohort over time, from childhood to adulthood 

(e.g. Fergusson, Woodward, and Horwood, 2000; Power, Stansfeld, Matthews, 
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Manor, and Hope, 2002). Examples of the factors in childhood that have been 

explored include familial environment (Fergusson and Woodward, 1999), 

socioeconomic status (Melchior, Moffitt, Milne, Poulton, and Caspi, 2007), adverse 

experiences (Coates, 2010), specific personality characteristics (Tuulio-

Henriksson, Poikolainen, Aalto-Setala, and Lonnqvist, 1997), conduct/behaviour of 

the individual (Buchanan, Flouri, and Ten Brinke, 2002).  

 

Characteristics of parents can be one of the key factors in the mental health 

outcomes of children, as the following studies have found. Information from the 

large longitudinal National Child Development Study of children born in 1958 in 

England, Scotland and Wales has been examined (n = 6,441) to identify any 

association between emotional and behavioural difficulties in childhood and 

outcomes of psychological distress in adulthood (Buchanan et al., 2002). 

Buchanan et al. (2002) found that children who grew up with a single parent were 

more likely to have psychological distress than those who grew up with their 

parents. Those in the National Child Development Study cohort who had a 

disability were excluded from Buchanan et al’s (2002) study; it is not known how 

many of them were deaf. In the study of mental health outcomes of the birth cohort 

of 1025 New Zealand children, one of the key findings is that the age of mothers 

when they had their child were found to be significantly related to the mental 

health difficulties of their children. Children with teenage mothers were at greater 

risk of developing mental health problems; child-rearing practices and the family 

environment were one of the factors which influenced the relationship between 

maternal age and the outcomes of the child (Fergusson and Woodward, 1999). 

Huurre, Junkkari and Aro (2006) investigated how the divorce of parents of 

adolescents under the age of 16 impacted on their outcomes in adulthood and 

found that female children of divorced parents had more mental health difficulties 

than those from non-divorced families.  

 

Personality characteristics of individuals have been examined to find out the extent 

to which they might be predictive of later mental health outcomes. For example, 

one study (n = 516) found that immature defense styles, such as passive 

aggression, acting out and dissociation, predict mental health difficulties one year 

later (Tuulio-Henriksson et al., 1997). Pajer (1998) reviewed the literature on 

conduct problems when females were young and their mental health difficulties in 

adulthood and found that those who had conduct problems in adolescence were 
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more likely to have psychiatric problems in adult life compared to those who did 

not. Pajer (1998) discussed the psychological deficit and/or difficulties in coping 

with adulthood as a possible explanation for those outcomes. Huppert (2008) 

emphasises that personality characteristics are not only associated with how one 

feels about oneself, but also to how well an individual might function 

psychologically. For example, Huppert cited studies which showed the association 

between a positive emotional style and sociability and an association between a 

negative emotional style and neuroticism.  

 

The risk factors for suicidal behaviour in young people have been identified in a 

study by Fergusson et al. (2000) (n = 1,265); socioeconomic status, dysfunction in 

the family (e.g. number of parental changes and attachment difficulties), sexual 

abuse, and conduct problems in childhood. Adverse factors such as sexual abuse 

when young were found to be related to later mental health outcomes (Fergusson 

and Woodward, 2002). Interestingly, one study from the National Child 

Development Study in England, Scotland and Wales found that it is the grouping 

of protective factors (i.e. the presence of more than one) which are predictive of 

later and lower psychological distress outcomes. However no similar relationship 

existed between the grouping of risk factors in childhood and the prediction of 

outcomes (Buchnan et al., 2002). Buchnan et al. (2002) found that externalising 

problems (e.g. being fidgety, destroying things and fighting) in childhood, as 

reported by parents, predicts distress outcomes whereas internalising factors (e.g. 

sleep problems, being solitary and having headaches) in childhood do not. Such 

findings indicate the necessity of the identification of risk and protective factors in 

childhood to prevent later mental health outcomes and have interesting 

implications for deaf children in familial environments where easy communication 

between parent and child cannot be taken for granted. We discuss this further in 

later parts of this chapter.  

 

4.3. Mental health difficulties in childhood and th e outcomes in adulthood 

(other than mental health) 

Research on mental health difficulties in childhood has not just focussed on later 

mental health outcomes, but also on other outcomes, including offending 

behaviour, educational outcomes and employment. For example, those who had 

poor self-esteem when they were younger were more likely to have higher criminal 

convictions, lower economic prospects (Trzseniewski et al., 2006), and conduct 



88 

 

problems. In the Christchurch Health and Development Study, a longitudinal study 

of a birth cohort of children in New Zealand (n = 964), children who were 

depressed in middle adolescence were found to be at risk of later problems, 

including mental health difficulties, substance dependence, educational 

underachievement, unemployment and early parenthood (Fergusson and 

Woodward, 2002; Goodwin, Fergusson and Horwood, 2004). However, 

Steinhausen et al. (1998) found that the type of child and adolescent mental health 

difficulties did not generally predict maladjustment in adulthood. Rather, they found 

poor environmental factors, parents’ mental health difficulties and broken homes 

were associated with negative outcomes in adulthood. 

 

A few studies have found a relationship between unemployment and mental health 

(Hoare and Machin, 2010; HM Government, 2011). The direction of causality for 

mental health and unemployment is unclear; it is not known if the inability to work 

influences mental health, or whether having mental health difficulties results in not 

being able to work. Trzesniewski et al. (2006) found that, after controls for the 

effect of variables such as socioeconomic status and IQ, having lower self-esteem 

when young does not directly predict the long term unemployment in adulthood. 

Pernice (1996), who used both quantitative and qualitative methods of data 

analysis, found that those who wanted to work and those who were unable to work 

experienced higher distress than those who had alternatives to employment and 

those who were interested in training.  

 

These findings have shown that it is not only the negative outcomes from 

childhood and adolescence that have an impact on mental health outcomes later 

in life. Other outcomes, such as employment and educational attainment, are also 

affected by and have an impact on mental health.  

 

4.4. The importance of services for young people wi th mental health 

difficulties  

The studies discussed in this section relate to the hearing population. They show 

that interventions, which support children and young people who are experiencing 

mental health difficulties, are important as they might positively impact on their 

later mental health. Rao, Weissman, Martin and Hammond (1993) considered 

people who were diagnosed as depressed when young, people who had anxiety 

disorders when young, and those who did not experience mental health difficulties 
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when young. They also compared the number of suicides in a follow-up study 

across three groups over ten years after they were originally studied and found 

that all of the deaths as a result of suicide were in the depressed group (Rao et al., 

1993). 

 

The involvement of parents and teachers to identify children/young people’s 

possible mental health difficulties is an important component of timely early 

intervention and support. For example, in their 2002 study (n = 1,268), 

Kumpulainen and Rasanen considered children who had been referred regarding 

a psychiatric problem by the age of 12. They found that these children had been 

assessed by teachers and parents as having difficulties when they were 8 years 

old. They also noted that those who had high scores rated by teachers when they 

were 8 years old were 5.2 times more likely to be referred at the age of 12. 

However, this result does not imply determinism – e.g. if a child has mental health 

difficulties at 8 years old, this will predict their mental health at 12 years old. Many 

mediating factors such as family support and interventions for the child can alter 

this outcome. The important issue is the timely recognition of difficulties at an early 

stage. As we will discuss later, such timely recognition is very often lacking for 

deaf children and their families. 

 

Some people who experience mental health difficulties do not get the support they 

need from mental health services. Goldstein, Olfson, Martens and Wolk (2006) 

found that 37% of participants (77 out of 208) in their study responded “Yes” to the 

question, “Have there been times when you felt you needed treatment for 

emotional, family, alcohol, or drug problems, but didn’t get help?” They also found 

that females were more likely to say “Yes” to that question. Lifetime substance 

dependence and lifetime mood disorders were also factors relating to the 

perception of not having needs met by services. It is recognised that some areas 

of mental health services need to be improved, with regard to meeting the needs 

of children and young people in general; particularly for vulnerable children and 

young people, including those who are deaf (Department for Children, Schools 

and Families and Department of Health, 2010). Examples include having clear 

structures for delivering early intervention, better information and more accessible 

services, and a co-ordinated and integrated way of working across services. 
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4.5. Conclusions of the findings from hearing popul ations 

A close consideration of the research literature relating to hearing populations has 

led to the following conclusions which we will go on to consider in respect of 

d/Deaf populations.  

 

Although it is not automatic that children who experience mental health difficulties 

will have such problems when they are adults, links have indeed been found 

between poor mental health in childhood and in adulthood. For example, 

depression in childhood has been associated with mental health difficulties in later 

life. However, poor mental well-being in childhood is not only connected with 

clinically identifiable mental health difficulties in adulthood, but also to a range of 

poor social outcomes including low educational attainment, unemployment, 

offending behaviour, socioeconomic status and family dysfunction.  

 

Identifying risk factors alone is, however, insufficient. It is possible, and important, 

to identify protective factors in childhood which might well contribute to positive 

mental well-being outcomes. For example, specific personality characteristics such 

as defense styles have been studied for their impact on adverse mental health 

outcomes in adulthood. Timely recognition of mental health difficulties in childhood 

makes a significant contribution to the prevention of adverse effects in adulthood. 

Early intervention has been shown to make a difference to longer term outcomes, 

although how and why is not always apparent. 

 

5.  Longitudinal studies with d/Deaf populations 

There are not many longitudinal studies involving d/Deaf people. Those which 

have been undertaken include studies of literacy (Kyle and Harris, 2010), 

speech/language development (Klatter-Folmer, van Hout, Kolen, and Verhoeven, 

2006), cochlear implants (Preisler, Tvingstedtt, and Ahlstrom, 2002; Belzner and 

Seal, 2009), career attainments (Schroedel and Geyer, 2000) and maternal 

responsiveness to deaf infants (Spencer and Meadow-Orlans, 1996). Some 

longitudinal studies are not relevant to our concerns in this paper, such as the 

longitudinal study of the outcomes of those who have had otitis media (i.e. glue 

ear) when young (e.g. Silva, Chalmers, and Stewart, 1986). Other studies are 

indeed of relevance, such as those referred to later in this section.  
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A handful of relevant follow-up studies have focussed on the same cohort of 

d/Deaf people, although not specifically focussed on mental well-being outcomes. 

For example, Gregory et al. (1995) traced a cohort of young deaf people aged 18-

24 years old (n= 71) whose families were first studied when they were of preschool 

age (there were 122 families in the original study). One of their key findings 

concerned the quality of communication within families as children were growing 

up and the young people’s current language outcomes. The study found that in 

many cases there was evidence of deaf young people experiencing childhood-long 

difficulties in communicating with their families, especially when in group 

situations. As we have remarked earlier, the possibility of being able to express 

oneself, be understood and learn through close social and familiar relationships is 

positively connected with good mental health. Instead, in many of these families, 

there had been a lack of consistent, elaborated and meaningful communication 

throughout childhood. At follow-up, when the children were 18 years old, many 

parents admitted they still could not communicate fluently with them. In 17% of 

cases the young people, now on the verge of adulthood, had little or no spoken or 

signed language.  

 

However, as previously stated, when searching for papers using ‘mental health’ 

and ‘longitudinal studies’ with ‘deaf$’ and ‘hearing impair$’ keywords, only 4 

studies were identified. The studies were varied: the well-being aspects of having 

a Hearing Dog for d/Deaf people (Guest, Collis and McNicholas, 2006); changing 

communication mode (Wallis, Musselman and MacKay, 2004); treatment for 

d/Deaf people with mental well-being difficulties (Cook, Graham and Razzano, 

1993), and outcomes for deaf people who were considered to be gifted (Vernon 

and LaFalace-Landers, 1993).  

 

6.  Mental health outcomes in d/Deaf populations  

Our knowledge of mental health in d/Deaf populations has mainly emerged from 

non-longitudinal studies, i.e. those which have studied mental health outcomes at 

one point, whether during childhood or adulthood. Some have been cohort studies, 

others cross-sectional studies. The findings from these have indicated that there is 

a higher incidence of d/Deaf people, including children, experiencing mental health 

difficulties as compared to the hearing population (Hindley, Hill, McGuigan, and 

Kitson, 1994; van Eldik, 2005; Kvam, Loeb & Tambs, 2007). Various factors have 

been examined to identify associations with the mental health difficulties 
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experienced by d/Deaf people. Significant factors have been found to be related to 

the mental health difficulties of deaf children, including, for example, language 

competence (Fellinger, Holzinger, Beitel, Laucht, and Goldberg, 2009), parents’ 

stress experience (Hintermair, 2006), and type of school (specialist deaf school 

and mainstream school) (Hindley et al., 1994).  

 

The early years in deaf children’s lives are important for their development of the 

concept of self as well as language development. However, many deaf children 

are from hearing families who might have little or no knowledge of d/Deaf people 

and sign language (Young, 2003). In d/Deaf populations, the issues of 

communication have often been raised. Fellinger and Holzinger (2011) found that 

deaf children who have difficulties in communicating with their families are four 

times more likely to have mental health difficulties in childhood. Social 

experiences, in relation to social contexts, are important with regard to how d/Deaf 

people identify with others and their deafness (Bat-Chava, 1994; Nikolaraizi & 

Hadjikakou, 2006). In a meta-analysis study of the self-esteem of d/Deaf people 

from non-longitudinal studies (Bat-Chava, 1993), the three main predictors of good 

self-esteem were; parents who have a positive attitude towards deafness, the 

availability of clear and accessible communication within the home, and whether 

the deaf child identifies with others within the Deaf community.  

 

However, questions have been asked about whether the measures of mental 

health that have been used in d/Deaf populations are reliable and valid (Hindley, 

Hill, and Bond, 1993; Cromwell, 2005). With rare exceptions, the measures used 

have been standardised on a hearing population and often the translation 

processes into sign language has not been rigorous (Cromwell, 2005). 

Opportunities for d/Deaf people to define well-being from their own perspectives 

have hardly been considered. One exception is a study by Griggs (1998), who 

chose to explore ‘Wellness’ amongst d/Deaf people via interview. She identified 

three key issues that from a d/Deaf perspective were associated with positive 

mental wellness: emotional acceptance of deafness, individual styles of coping 

with the everyday hassles associated with being d/Deaf, and the dynamic nature 

of wellness as referenced by individuals themselves; for example, the use of sign 

language and an increased sense of control.  
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When Griggs (1998) attempted to make comparisons between the findings from 

the interviews and the scores from the assessments (including the General Health 

Questionnaire) which she had carried out, it was concluded that those 

assessments did not give a whole picture of mental well-being in d/Deaf 

populations. For example, half of the group who had a cut off score of above 5, 

which demonstrated mental health difficulties in an assessment of the General 

Health Questionnaire (GHQ-30), “reported wellness behaviour, characterised by 

positive coping” (Griggs, 1998:135). This work was important because it 

demonstrated that standardised assessment, when used with d/Deaf populations, 

might not be fully accurate, not just because of issues of translation and 

administration, but also because they could not capture cultural concepts of 

coping, positive psychology and alternative definitions of being well rooted in 

cultural adaptations to life in a hearing world. Indeed, this may well go some way 

to explain why there are more reported d/Deaf people with mental health problems 

than hearing people. 

 

With those important caveats, we review below, from the longitudinal studies with 

d/Deaf populations, evidence of:  

• mental health difficulties in childhood as a predictive factor for later mental 

health outcomes in d/Deaf populations; 

• factors in deaf childhood that affect mental health outcomes in adulthood, 

and also;  

• effects of mental health difficulties in deaf childhood for later outcomes not 

directly associated with mental health. 

 

6.1. Mental health difficulties in childhood as a p redictive factor for later 

mental health outcomes in d/Deaf populations 

We have not found any literature that has examined a follow-up of the mental 

health outcomes of d/Deaf adults from childhood or adolescence. A few 

longitudinal studies have included mental health status outcomes of d/Deaf adults 

but these do not specify if the adults involved had mental health difficulties in 

childhood. There is no comprehensive evidence regarding the association 

between mental health difficulties in deaf childhood and the mental health 

outcomes of d/Deaf adults. Consequently, we do not know the predictive validity of 

childhood mental health status and adult well being.  
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6.2. Social, familial and environmental factors in childhood relating to mental 

health difficulties in adulthood in d/Deaf populati ons  

There are hardly any longitudinal studies that have examined the mental health 

outcomes of deaf children. A finding from the Early Developmental Stages of 

Psychopathology study in Germany, a longitudinal study by van der Werf, 

Thewissen, Dominguez, Lieb, Wittchen, and van Os (2011), showed that being 

deaf (n = 151) increases the risk of having psychosis when young. Despite their 

acknowledgment that in some cases the possible cause of the deafness may be 

related to the psychosis outcome rather than deafness per se, it is not clear what 

they mean by ‘exposure of hearing impairment’. Nor did they report at what age 

deafness commenced in the participants in their study. Although a retrospective 

study rather than a longitudinal one, Hindley et al. (1994) found that rubella was 

linked to a psychiatric disorder, as 5 out of the 8 children in his study who were 

deaf as a result of rubella had psychiatric disorders. The findings from van der 

Werf et al. (2011) did not examine some of the factors that have been highlighted 

in previous studies, such as the language competence and educational 

environment of the deaf child. Without looking beyond the hearing function, it does 

not tell us anything about the childhood development of deaf children and their 

mental health outcomes in adulthood. 

  

Beyond simply being d/Deaf, factors of ongoing communication (Wallis et al., 

2004) and being gifted (Vernon and LaFalce-Landers, 1993) have been examined 

in longitudinal studies, with a view to find their association with mental health 

outcomes in d/Deaf young people/adults. The longitudinal study of Wallis et al. 

(2004) (n = 57) found that children who did not commence signing at an early 

stage in their development and/or whose mothers did not sign, had greater 

difficulties in mental health in adolescence compared to those whose methods of 

communicating (both signing and oral) with their mothers had not changed.  

 

The factor of being bright d/Deaf young people has also been explored, in the 

follow-up study of ‘gifted d/Deaf students’ (whose IQs were greater than 130) (n = 

57) (Vernon and LaFalce-Landers, 1993). The authors found that 9% required 

inpatient hospitalisation for mental health difficulties, 30% received outpatient 

psychotherapy, and 18% had fair to poor adjustment. They found that males 

outnumbered females in the pathological and borderline categories. It is possible 

that subjects may have felt frustrated if they were not recognised for their abilities, 



95 

 

as d/Deaf people are often seen as less competent than their hearing 

counterparts. However, questions about the validity of using IQ tests with d/Deaf 

people have been raised in previous studies, and whether test performance is 

dependent on language ability rather than intelligence (Marschark, 1993; Maller & 

French, 2004).  

 

Griggs (1998) examined d/Deaf people who were receiving or had received 

support from specialist psychiatric services for d/Deaf people, by linking referrals 

to such services to data from an earlier study by Conrad (1979) (n=573).  The 

study by Conrad (1979) had focused on the outcomes of d/Deaf school leavers, 

such as educational attainment, speech reading ability and literacy. Conrad 

identified that their median reading age was 9 years old. Griggs (1998) found that 

the overall rate of referral was much higher in the Conrad cohort than in the 

general hearing population, although the real figure could be even higher because, 

as Griggs reported, Conrad excluded those with emotional or behavioural 

difficulties from his original study. Additionally it should be noted that the referral 

rate for those d/Deaf people referred to mainstream psychiatric services was not 

examined in the Griggs (1998) study, so it is possible that the figures could be 

higher still.  

 

Within-cohort comparisons were made between those who were referred to 

specialist psychiatric services and those who had never been referred (Griggs, 

1998). Significant differences were identified between the two groups, including 

differences in reading age and intelligence scores. There was no difference in the 

ability to produce intelligible speech between those two groups. Issues of 

communication, aggression and violent behaviour, as well as their family’s attitude 

to deafness, were mentioned in most of the d/Deaf patients’ notes in the referred 

group (Griggs, 1998). However, it is not known which types of school (deaf or 

mainstream) the people in those two groups attended, and if this made a 

difference. 

 

From the follow-up studies with d/Deaf populations, factors of reading age (Griggs, 

1998), being bright (Vernon and LaFalce-Landers, 1993) and consistent 

communication (Wallis et al., 2004) have been explored in relation to mental 

health outcomes. These factors were, however, examined individually and the 

records of the characteristics in childhood were not considered in the same studies 
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in order to establish what, if any, were the protective and risk factors associated 

with mental health outcomes in adulthood, or indeed, whether they differed to 

findings relating to the hearing population.  

 

6.3. Mental health in childhood and the later outco mes (other than mental 

health) in d/Deaf populations 

No evidence was located from studies of d/Deaf adults’ socio-economic or familial 

outcomes which had related these to their childhood mental health status on an 

individual or a populational level.  

 

6.4. Conclusions of the findings from d/Deaf popula tions 

The paucity of prospective or retrospective longitudinal of deaf children’s mental 

well-being makes comparison with studies from hearing populations very difficult. 

It is also difficult to draw strong conclusions from studies of d/Deaf populations in 

their own right about potential trajectories from poor mental health in childhood to 

outcomes in adulthood.  

 

7. Current gaps in literatures on mental well-being  outcomes for d/Deaf 

populations 

When literature searches were carried out to find longitudinal studies in general 

involving d/Deaf people, we found several that related to the medical aspect of the 

ear, such as cochlear implants, but there were few longitudinal studies regarding 

mental health and deaf children. Yet surely mental well-being outcomes should be 

a priority when considering the development of deaf children and therefore a focus 

for research? The range of literature to date is insufficient to enable a full picture of 

the trajectories for d/Deaf people from childhood to mental well-being in adulthood 

to be formed. We know far less about protective and risk factors that contribute to 

d/Deaf people’s well-being in comparison with the evidence from hearing 

populations. We have very little knowledge about how d/Deaf people themselves 

perceive their well-being as they grow up. How do deaf young people have the 

opportunity to develop their concept of self and acquire the skills and 

understanding to navigate through society and establish what is necessary for 

positive well-being?  
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8.  Future work 

One of the authors of this chapter, Rogers is currently doing a follow-up study of 

an original cohort of d/Deaf young people whose mental health was first studied in 

1988 when they were aged between 11 and 16 years old (Hindley et al., 1994). 

This follow-up study explores their significant positive and negative life events and 

their perspectives on their own mental well-being over the last 20 years. All 

participants will undergo assessments to measure their well-being. The aim of the 

follow-up study is to attempt to explain the course of the participants’ mental well-

being over time; stable/unstable characteristics such as family and environmental 

factors are also being considered. Comparisons with the original data will help us 

to understand how factors, such as communication approaches, linguistic 

competence and home environment in childhood have influenced the well-being of 

d/Deaf participants twenty years on. As Skovgaard et al. (2005) emphasised, 

longitudinal study of mental health difficulties from an early age will contribute to 

“the knowledge of the risk factors and the course of psychopathology and thus add 

to the scientific knowledge base for treatment and prevention in early childhood” 

(Skovgaard et al., 2005: 202). 
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Endnotes 

1. ‘Deaf’ with a capital ‘D’ is used when referring to a person whose first 

language is a sign language such as British Sign Language (BSL) and who 

is culturally Deaf. ‘d/Deaf’ is used to indicate that those referred to are deaf 

without specific differentiation. In the case of children and young people, we 

use the term ‘deaf’, as it might not yet be clear what their preferred identity 

is. 
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2. The symbol ‘$’ indicates the use of the truncation of the word. For example, 

‘stud$’ might retrieve ‘study’, ‘studying’, and ‘studies’. 

3. Conrad cohort refers to a study carried out by Conrad (1979) on a group of 

deaf school leavers in the UK. One of the findings was that the median 

reading age for that group was 9 years. 
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The challenges of translating the Clinical Outcomes  in Routine Evaluation - 

Outcome Measure (CORE-OM) into British Sign Languag e 

 

Katherine D. Rogers, Alys Young, Karina Lovell, Chris Evans 

 

1. Abstract  

This article discusses translation issues arising during the production of a British 

Sign Language (BSL) version of the psychological outcome measure “Clinical 

Outcomes in Routine Evaluation – Outcome Measure” (CORE-OM). The process 

included forward translation, meeting with a team of translators, producing a 

second draft of the BSL version and back translating into English. Further 

modifications were made to the BSL version before piloting it with d/Deaf 

populations. Details of the translation process are addressed, including (i) the 

implications of translating between modalities (written text to visual language); (ii) 

clarity of frequency anchors: analogical versus digital encoding; (iii) pronouns and 

the direction of signing; and (iv) the influence of the on-screen format. The 

discussion of item-specific issues encountered when producing a BSL version of 

the CORE-OM includes the expression of precise emotional states in a language 

which uses visual modifiers; problems associated with iconic signs; and the 

influence of Deaf world knowledge when interpreting specific statements. Finally, it 

addresses the extent to which lessons learned through this translation process 

are generalisable to other signed languages and spoken language translations of 

standardised instruments. Despite the challenges, a BSL version of the CORE-OM 

has been produced and found to be reliable. 
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2. Purpose of the study 

This paper focuses on the challenges that arose in the translation and 

standardisation of the Clinical Outcomes in Routine Evaluation - Outcome 

Measure (CORE-OM) into British Sign Language (BSL) for use with Deaf1 people. 

The CORE-OM (Evans et al., 2000, 2002) is a widely used outcome measure that 

measures changes in mental health (Barkham et al., 1998). It is routinely used as 

an initial outcome measure of well-being and to measure treatment outcomes for 

individual patients as well as to audit and evaluate outcomes of mental health 

services in the UK (Barkham et al., 1998). Shortened forms, e.g., the CORE-10, 

are available (Barkham et al., 2012). Prior to this study, although the CORE-OM 

was being used with Deaf people in mental health services, there was no single 

translation into BSL which was common across services, nor was there any 

translation in use whose reliability had been tested with a population of Deaf BSL 

users.  The results of the pilot testing of the BSL CORE-OM, its reliability and 

validation are reported elsewhere (Rogers, Evans, Campbell, Young, & Lovell, 

2013a).  The focus of this article is the translation methodology used, the 

challenges identified in working from a written language (English) into a signed 

language (BSL), additional issues which arise from the highly structured nature of 

self-report measures, and the lexical domain of the instrument which includes 

precise distinctions in the expression of emotion, mental states and self-

awareness. 

3. Rationale of the study 

Outcome measures are widely used in clinical practice and research (Jackson 

& Furnham, 2000), and can be norm-referenced so that an individual’s score can 

be compared with scores from others in the same population (Aiken & Groth-

Marnat, 2006). Norm-referencing relies on establishing how a given population 

performs on a measure in order to establish the normal distribution of scores, with 
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means and standard deviations, within that population (Coaley, 2009). However 

these cannot be established unless one can be sure that the instrument used is 

linguistically and culturally matched to the population who will be measured by it.  

Although it is perfectly possible to create bespoke instruments for given language 

and cultures, it is far more common to translate instruments whose properties are 

already established and then test the reliability of the translated version.  Despite 

the substantial challenges in translating measures from one language to another, 

having an outcome measure translated rather than developing a new one can be 

beneficial: it is cheaper and quicker, allows for comparison between populations, 

and enables people to do the outcome measure in their preferred language 

(Hambleton & Patsula, 1998). 

The translation of a standard instrument needs to be understood and be 

meaningful to the target population in terms of the concepts it uses and how they 

are expressed (Todd & Bradley, 1994). Cultural norms are associated with 

language use but not defined by them. Simply translating into another language 

does not ensure cultural equivalence (Lim & Firkola, 2000).  Language used to 

describe the same concept can vary by culture (Nolan, 2005). For example, El-

Rufaie and Absood (1987) translated from English into Arabic the Hospital Anxiety 

and Depression Scale (HADS: Zigmond & Snaith, 1983). However, it became 

clear on empirical testing of the translation that there is no phrase indicating 

anxiety corresponding to the English “butterflies in the stomach.” Although 

linguistically accurate, the translation resulted in a nonsense item. El-Rufaie and 

Absood (1987) also note that there are no words in Arabic strictly corresponding to 

the English words “anxiety” and “depression.” Vocabulary alone does not show 

how one perceives or makes sense of an actual word and effort is required to find 

ways of getting a particular concept across when translating a measure, even if 
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there is no word corresponding to that used in the source instrument in the target 

culture (Nolan, 2005).  

The translated version of an instrument also requires standardisation within the 

target population; Aiken and Groth-Marnat (2006) state that the main purpose of 

standardisation is establishing the norm so that individual scores can be compared 

to it. This usually entails piloting the translated version with a sample from the 

target population and examining the psychometric properties of the translated 

instrument based on their scores. However, these tests of a translated measure 

are separate from, and can only come after good translation.  

There are basic guidelines for translating a standard instrument (Brislin, 1970; 

Hambleton, 1994; Wild et al., 2005; Muniz, & Bartram, 2007; International Test 

Commission, 2010). Process is important because problems with process could 

contribute to translation errors (Solano-Flores, Backhoff & Contreras-Nino, 2009). 

A basic approach involves initially translating from language A into language B, 

then a different person using the translated version carries out a back translation 

from language B into language A (version A1). Finally, the equivalence of the 

meanings of versions A and A1 are compared. If the process fails to achieve 

equivalent meanings between the original version (source language) and the back-

translated version, then the translation is considered inadequate. Brislin (1970) 

emphasises that familiarity with the subject area of the instrument will lead to more 

accurate translation, known as content effect, but translation by too specialist a 

team can lead to a wording in the target language that is not understood by 

significant numbers of lay people. Effective translation requires cultural knowledge, 

not just linguistic or subject-specific knowledge (Forsyth, Kudela, Levin, Lawrence 

& Willis, 2007).  

Worldwide, there is a dearth of valid and reliable outcome measures that have 

been effectively translated into signed languages and normed with Deaf 
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populations (Samady et al., 2008). Although there has been an increasing interest 

in signing standard outcome measures for use with Deaf people via an interpreter 

(e.g., Wilson & Wells, 2009), this is different from producing a translated version 

with reliability and validity checked within the population where it will be used. 

Mental health outcome measures in signed languages for Deaf populations are 

important because of the high prevalence of mental health difficulties in Deaf 

populations (Hindley, Hill, McGuigan, & Kitson, 1994; Fellinger, Holzinger, & 

Pollard, 2012). Prior to the start of this study, the only available reliable BSL 

mental health measure was the BSL version of the Trait Emotional Intelligence 

Questionnaire (Gascon-Ramos, Young, Petrides, Stone & Woolfe, 2010). Since 

this study has been carried out, other BSL mental health outcome measures have 

been produced including the Patient Health Questionnaire (PHQ-9), the 

Generalized Anxiety Disorder (GAD-7), and the Work and Social Adjustment Scale 

(WSAS) (Rogers et al., 2013b). Other mental health measures have been 

translated into other sign languages, such as the Rosenberg Self-Esteem Scale in 

ASL (Crowe, 2002), the Multidimensional Health Locus of Control into ASL 

(Samady et al., 2008), and the 12-item General Health Questionnaire into Austrian 

Sign Language (Fellinger et al., 2005).  

In what follows, we discuss the process of translation we used. We highlight 

eleven translation issues which arise specifically in respect of translating from a 

written into a signed language and seeking a cultural equivalence, within the 

constraints of a standardised outcome measure. We consider their generalisability 

to other translation tasks involving Deaf people. The psychometric properties of 

the BSL CORE-OM are reported elsewhere (Rogers et al., 2013a). 

4. Methods 

4.1. Clinical Outcomes in Routine Evaluation – Outc ome Measure  
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The CORE-OM measure of global distress contains 34 items covering four 

domains: well-being, commonly experienced problems or symptoms, life/social 

functioning, and risk (to self and others). There are five response options for each 

item, which in the English version are: ‘Not at all’, ‘Only occasionally’, ‘Sometimes’, 

‘Often’, and ‘Most or all the time’ (See figure 1 for the example of the CORE-OM 

English version). It has been validated with the general population as well as with 

users of primary and secondary mental health services (Evans et al., 2002). It has 

been translated into over 20 other written languages, including Italian (Palmieri et 

al., 2009), Slovak (Gampe, Biešcad, Balúnová–Labanicová, Timulák, & Evans, 

2007), Portuguese (Sales, Moleiro, Evans & Alves, 2012) and Swedish (Elfström 

et al., 2012). 

 

 

Figure 1. Example of the Clinical Outcomes in Routine Evaluation – Outcome 

Measure (CORE-OM) English version. 

 



115 

 

4.2. Translation procedure used for this study  

The translation of the English version of the CORE-OM into BSL followed the 

same procedure as the one outlined by Evans (2008) for translation between 

written languages, with additional consideration given to issues arising from the 

modality (signed not written) and grammatical properties of a visual, gestural, 

spatial language.  

First stage.  Five Deaf people bilingual in written English and BSL, from 

different professional backgrounds, each carried out a forward translation from 

English into BSL (first draft). They received information explaining the purpose of 

the study. The rationale for selecting people with a variety of professional 

backgrounds for the forward translation was to incorporate their potentially 

differing perspectives on the meaning of the statements in the CORE-OM. The five 

consisted of three women and two men: one Deaf qualified BSL/English 

interpreter, one Deaf clinical psychologist, one Deaf mental health support worker, 

and two lay Deaf people. Each did a forward translation of the CORE-OM into 

BSL, which they filmed individually, their translations being stored on video.  

Second stage.  During the second stage, first author [K. D. Rogers] and one of 

the people involved in the creation of the original outcome measure tool Chris 

Evans met with the group of forward translators. The group examined each of the 

five BSL versions created by the Deaf translators in the first stage. Together, they 

reviewed the differences between BSL versions, item by item. Discussions 

included clarifying the meaning of specific items in English and using this as a 

reference point for the identification of the preferred BSL version. 

Contemporaneous notes were taken of the discussion points, which were also 

filmed, for later reference. Where useful, Chris Evans was asked why items were 

phrased they were in the English and options in BSL explained to him to see if 
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decisions that had led to the version in written English would help choose the best 

option in BSL. 

Third stage.  This process resulted in the production of an agreed BSL version 

of the CORE-OM by one of the team of forward translators (second draft). 

Fourth stage.  The agreed second draft of the BSL version was translated back 

into English by two Deaf individuals independent to the study. They had not seen 

the original written English version or the first draft of the BSL version. In parallel, 

five BSL users were asked to complete the CORE-OM BSL, to check whether they 

had any difficulties with it. Any points raised, including requests for clarification, 

comments on the style of signing, or choice of specific signs, were noted.  

Fifth stage.  Feedback from the back translation team and the five people 

completing the BSL CORE-OM was considered in detail, comparing the back 

translators’ comments and checking the original English version, as well as looking 

back to the BSL version. Further modifications were made to some of the BSL 

items. These steps led to the production of the final version of the CORE-OM in 

BSL, ready to be piloted. All major changes through stages three to five were 

explained to Chris Evans to provide quality assurance on the translation process 

for CORE System Trust2.  

4.3. Data collection using the final draft of the B SL CORE-OM 

The BSL CORE-OM was piloted using an online version whereby participants 

watched each item in BSL and clicked a response (See figure 2 for an example of 

the BSL version of the CORE-OM in the survey tool). The survey tool on the 

computer showed the BSL version of each CORE-OM item individually per screen 

page. A detailed description of the web hosting the BSL CORE-OM can be found 

in Rogers et al. (2013a). Data were encrypted and uploaded to secure storage. 

For full details of the piloting process see Rogers et al. (2013a). Previous studies 

have used similar techniques (Montoya et al., 2004; Fellinger et al., 2005; Graybill 
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et al., 2010). Subtitles were not included in order to establish the reliability of the 

BSL version without the influence of written English. 

 

 

Figure 2. Example of the British Sign Language (BSL) version of the CORE-OM in 

the survey tool (shown in SelectSurvey.NET software implementation). 

 

5. Translation challenges  

The following discussion on specific translation challenges and how they were 

resolved is based on an analysis of notes produced from the forward translators’ 

initial meeting; observations of the difficulties in equivalence identified when the 

forward and back translations were compared; and from the discussions between 

translators, the originator of the standard instrument and first author [K. D. 

Rogers].  
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5.1. General Issues 

5.1.1. Implications of modality. The BSL CORE-OM involved translating 

between languages and between modalities. The original is in a written form, 

whilst the BSL version, accessed online, is in a visual form. This shift in modality 

had implications for some very basic issues about the administration of the 

instrument; for example, the initial instructions. The instructions in the English 

CORE-OM use the word ‘statement’ when referring to each of the items. This 

would not make sense in BSL because participants would not read a statement, 

but instead would be watching a signer for each item. ‘Statement’ as a word can 

easily be translated into BSL, but to do so would be confusing because it would 

not match the physical realities of how the instrument would be accessed (on 

screen and through video). Consequently, instead of using ‘statement’, the BSL 

instruction was; “You will see that there are several video screens - 34 of them - 

which will be signed. What is signed on the screen relates to this week. You need 

to think about to what extent you have felt like that during this last week. There are 

five options that you can click; never, rarely, sometimes, often or mostly/always.” 

Although the text of the items was not subtitled, the words or phrase for each of 

the rating anchors were provided as subtitles on the screen in the BSL instruction 

video when each of those anchors is signed.  

5.1.2. Clarity of the frequency anchors: analogical  versus digital 

encoding. The decision to subtitle the frequency anchors, but not the items 

themselves, arises from the need for the anchors to be reliable punctuation of a 

continuous scale of frequency. However, features of BSL led us to simplify some 

of the English words in the rating anchors; for example, ‘not at all’ was changed to 

‘never’, ‘only occasionally’ was changed to ‘rarely’, and ‘most or all the time’ was 

changed to ‘mostly/always’. ‘Sometimes’ and ‘often’ were unchanged. These 

changes were made primarily for reasons of clarity. For example, one of the BSL 
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signs used for ‘often’ and ‘all the time’ can involve using the same handshape, but 

the frequency of occurrence is differentiated by the speed of signing and facial 

expression; the more often something happens, the faster the sign and the more 

severe the facial expression but the actual handshape used remains the same: a 

good example of the use of more analogical encoding in BSL compared with 

written English.  

In face to face conversations that happen in real time, any potential confusion 

can easily be clarified between signers. However, the rating scale would be 

accessed autonomously and without live interaction. Therefore, to avoid any 

possible confusion, it was decided that the sign for each rating on the scale would 

be made visually distinct in its form, not just its movement: digitally not analogically 

distinguished. Whilst this makes sense for defining anchor points, it has to be 

recognised that it is a deviation from normal interactive signed BSL and results 

from the asynchronous form of delivery. Written language communication has 

many centuries of cultural evolution to cope with this absence of interaction, 

something that is relatively culturally new in signed languages and has only really 

become available and necessary with the creation of filmed signing in the last half 

century. This aspect of “taped” signed language will no doubt evolve and develop 

over the years within signing communities. 

5.1.3. Pronouns and the direction of the signing. In the English version, 

statements usually start with ‘I’, so, the reader will know that the statement is 

about them. For example, the English CORE-OM states: “I have felt despairing or 

hopeless.” However, it is different when a signer uses ‘I’ in BSL. Imagine a 

participant watching the screen, seeing the signer on it produce a translated 

version of a statement that begins with ‘I’. There is the risk that the participant 

might think that the statement refers to what the signer might be feeling, rather 

than asking what they, the participant, feel. To minimise possible confusion, it was 
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agreed to change the pronoun from ‘I’ to ‘You’, resulting in a change in the 

direction of the signed item. ‘I have felt despairing or hopeless’ in English becomes 

‘This week, you (with the signer in the video signing towards the camera and 

respondent) have felt helpless and hopeless’ in BSL. In this way it is clear that 

whoever is watching the video will know that it is asking them to what extent they 

have felt a certain way in the last week. 

5.1.4. Format of the BSL CORE-OM shown on screen. The CORE-OM 

requires a participant to consider their feelings ‘over the last week’, rather than 

more generally. The English version is printed on a double-sided piece of paper, 

so one can easily glance back and see ‘Over the last week’ clearly written at the 

top of both pages. However, in the BSL version, each item requires its own page 

in the web interface to accommodate the necessary separate video screen 

containing the BSL version of that specific item. There was concern that some 

people might forget that the statements are about how one has felt in the last 

week, rather than ‘in the moment’, or even in the last year, because the reminder 

of the time frame was missing. It was therefore agreed that each BSL statement 

on video would start with ‘In the last week’. 

5.2. Specific concepts within CORE-OM items 

5.2.1. Emotional state in BSL.  Some items in the CORE-OM include words 

related to one’s emotional state, such as ‘anxious’ or ‘nervous’. In English, 

‘anxiety’ is one word, but it can have a range of meanings such as physical 

feelings of anxiety (sweatiness and heart pounding) and cognitive/emotional 

connotations (worrying thoughts). In BSL, there is more than one sign for anxiety 

depending on context and the nuance of the meaning that is sought. Therefore, 

covering the range of meanings in one sign for ‘anxiety’ was challenging. One 

solution was to use a sign that involved the signer tapping on their heart. This was 

non-specific and could potentially include a range of meanings; being anxious or 
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nervous. However the same sign, in terms of its shape (index finger curved), 

location (placed on the heart) and its movement (tapping several times), was used 

for both ‘anxious’ and ‘nervous’. The differentiation in meaning is subtle and 

produced by the use of slightly different facial expressions whilst signing. Once 

again, the issue of remote access to the signing, rather than real-time, live 

interaction, raised concerns about potential confusion between the two signs. It 

was decided to use the sign for ‘anxiety’ incorporating two bent fingers placed on 

the side of the head, shaking the hand. The sign involving tapping the heart would 

be used for ‘nervous’. In this way each sign was distinct when viewed via video, 

but broad enough to encompass a range of potential meanings.  

5.2.2. The intensity of facial expression in sign l anguage. The intensity of 

facial expression in BSL is important and can modify a sign made with the hands 

to cover a spectrum of intensity that in English might be communicated with a 

succession of different words indicating intensity: “uneasy,” “anxious,” “worried,” 

“terrified” with qualifying adjectives used to add gradation “anxious,” “very 

anxious,” “extremely anxious.” In BSL, the intensity of feeling throughout such a 

continuum can be indicated using the same sign but with progressively more 

intense facial expressions. 

Some items were discussed in order to clarify the meaning of the statement. 

For example, “I have felt OK about myself” looks straightforward in English, but 

some of the translators were not sure which sign to use: a thumbs up (as in “I am 

fine”) or a moving open hand (as in “I am not too bad”). The ‘thumbs up’ sign, with 

its positive connotations, might indicate that feeling OK is positive, as opposed to 

neutral. Additionally, because the statement is about how one feels about oneself, 

it was initially agreed to include a sign in which one’s hands ‘open up’ the chest so 

that the signer can ‘look inside oneself’ (indicating insight), so that viewers would 

be clear that the item was asking about oneself. However, the two back translators 
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interpreted the second draft of the BSL version differently: “This week, you have 

felt OK in yourself” and “This week you have explored your feelings and feel 

good.” To avoid confusion about this item, it was agreed, in the final draft, to use 

only head movement to indicate the reference to oneself.  

5.2.3. Use of visually motivated signs without givi ng examples. As BSL 

is a visual language, some signs can be iconic and visually motivated, although 

others are arbitrary, whereas words in English are completely arbitrary (Sutton-

Spence & Woll, 1999). An example of this might be the term ‘suicidal’; in English, 

the written word and the sound of the word itself do not represent the meaning of 

the term ‘suicide’. However, in BSL the signs commonly used for suicide/suicidal 

may, to a greater or lesser extent, visually represent the action of killing oneself in 

a variety of different ways such as by hanging. This issue was resolved by 

translating the statement to refer to ‘ending one’s life’, rather than to ‘suicide’ but 

again this is a deviation from typical conversational BSL. 

Statements such as “I have been physically violent to others” also proved 

difficult to translate into BSL without potentially giving visual examples which can 

be suggestive. “Physically violent” could mean anything including hitting, slapping, 

pushing, banging, or throwing things. Using certain signs for these examples could 

lead to the respondent thinking of these specifics and possibly omitting other 

aspects of physically violent behaviour. In order to resolve this problem the signer 

did not give specific examples but made it clear that the aim was to harm another 

person. 

5.2.4. Using the appropriate sign for the specific context. Specific words 

in certain items could create difficulties. For example, ‘wrong’ in the statement: “I 

have felt able to cope when things go wrong.” In English, it is not relevant who was 

at fault. However, if the sign for wrong (a fist with the little finger extended) were to 

be used, it could lead to viewers thinking that ‘wrong’ in this instance meant ‘fault’. 
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This is because this sign for wrong can sometimes be used in the context of ‘fault’. 

In BSL, this sign is usually associated with ‘bad’. It was agreed not to use the BSL 

sign for wrong, instead replacing it with the sign for ‘messed up’, which was 

appropriate for this context.  

For a different item, the English statement, “I have thought of hurting myself,” it 

was agreed to use the lip-pattern for the word ‘harm’ instead of ‘hurt’ when signing. 

One translator felt that for Deaf BSL users, the sign used with the lip-pattern ‘hurt’ 

was more related to emotions; e.g., ‘I feel hurt!’ whereas ‘harm’ was more physical 

and clearer for this item.  

5.2.5. Confirmation of the statement. Sometimes in BSL, confirmation or 

negation is indicated by a sign at the end or near the end of a sentence. For 

example, when translating the statement “Tension and anxiety have prevented me 

doing important things,” the sign for ‘cannot’ is added at the end to reinforce the 

concept that negative feelings (tension and anxiety) are what is stopping one from 

doing important things. ‘Cannot’ in BSL is equivalent to ‘prevent’ in this context. 

This is one example of how sign languages do not follow a “Subject, Verb, Object” 

construction. Instead, they use multiple and simultaneous channels for language 

construction such as location, movement, handshape and orientation (Sutton-

Spence & Woll, 1999; Vermeerbergen & Leeson, 2011).  

5.2.6. Words in a Deaf social context. Some items might be perceived 

differently by hearing people and Deaf people, for example: “Talking to people has 

felt too much for me.” ‘Talking’ in this context could be misinterpreted as meaning 

communicating in spoken language only. If a Deaf person struggles to make 

themselves understood when talking, they may strongly agree with this statement, 

and yet feel perfectly able to communicate with others in ways they may have not 

taken this statement to incorporate. Hearing people might simply consider the 

word ‘talking’ to mean speaking with other people and not think of it as including 
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various other ways of communicating. It was therefore agreed to use a BSL sign 

indicating ‘discussing’, instead of ‘talking’. 

5.2.7. Challenges of translating English words into  BSL. Not all English 

words can be directly translated into BSL; these problem words are sometimes 

known as ‘false friends’. For example, ‘warmth’ in English can mean affection, 

heat, and friendliness. When talking about affectionate warmth, the sign ‘warmth’ 

in BSL would not make sense as it is usually associated only with heat.  

Furthermore, some of the statements in the CORE-OM are in the passive case, 

or abstract English; information as to the ‘who’ or ‘what’ is not mentioned. 

However, in BSL, passive abstract information, such as ‘it’ in the statement “I have 

thought it would be better if I were dead” needs to be made more explicit – to this 

end, several signs are required to elaborate on what ‘it’ might be (‘I’, ‘family’, ‘they’, 

etc.). In order to maintain the abstract nature of the original, it was agreed that ‘it’ 

would be removed in translation, leaving it vague regarding who would benefit if 

one were dead. 

6. Discussion 

The example we have used in this study relates to one sign language, British 

Sign Language, and one translation context - a standardised outcome measure 

tool used within mental health services. The question therefore arises, whether the 

translation challenges we have highlighted are generalisable to other signed 

languages and other translation contexts. The multi-dimensional nature of signed 

languages in comparison with written languages is the same regardless of the 

specific languages involved.  Samady et al. (2008) describe this as the difference 

between working in three rather than two dimensions and describe translations 

into ASL as: “composed of dynamic three-dimensional pictures created with the 

hands, body, and facial expressions” (Samady et al., 2008, p. 481).  However, 

Stokoe (1979) regards signed languages as consisting of four dimensions:  
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“Speech has only one dimension…; writing has two dimensions; models have 

three; but only signed languages have at their disposal four dimensions – the three 

spatial dimensions accessible to a signer’s body, as well as the dimension of time” 

(Stokoe, 1979, as cited in Sacks, 1989, p. 89-90).  Slobin (2008, p. 15) describes 

this dimension in terms of “gradient phenomena that are available to signers – rate 

and intensity and expansiveness of movement.” These phenomena can radically 

change the nuance of meaning associated with the same signed expression. 

Although as we have demonstrated in this study, the finely grained nuances of 

movement which create exact distinctions in meaning when used in conjunction 

with the same handshape or location of sign may not be the best choice in all 

circumstances. They leave open possibilities of ambiguity of meaning, particularly 

when signed expressions are viewed from a distance (on screen) rather than 

interacted with as a result of live exchanges.   

However, standardised outcome measures commonly require responses 

indicating self-assessed degrees of intensity such as ‘rarely’, ‘often’, ‘frequently’ 

etc. Therefore the kinds of gradient phenomena afforded by the fourth dimension 

of sign languages can also be highly advantageous. It allows for the easy 

expression of degrees of feeling through the rate and intensity of a signed 

expression, usually in conjunction with other features of facial expression. In this 

sense it is akin to the grading of volume in spoken languages and repetition of 

words to convey intensity (‘no’ said quietly is quite different from ‘no’ said loudly 

and/or repeated). This kind of grading of intensity, whether in signed or spoken 

languages is usually referred to as ‘analogical’ in that the medium allows the 

possibility of conveying different degrees of intensity on a continuous scale. By 

contrast written texts cannot do this in the same way and are regarded as digital; 

they have singular points of expression which in and of themselves indicate 

differentiations in intensity usually through the choice of vocabulary (e.g., ‘only 
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occasionally’ versus ‘often’) or by attributing meanings to numbers (e.g., 1 versus 

3). The two dimensional written text comes closest to analogical encoding of a 

continuous gradient when using two dimensional visual means, e.g., no no NO.   

In common with broad translation literature as well as that specific to sign 

languages (Graybill et al., 2010), we knew that cultural equivalence of key 

concepts was critical. The linguistic correctness of a translated item was of less 

importance than the capacity of the translated item to be meaningful within the 

cultural context of those who would be completing the outcome measures. Like 

Graybill et al. (2010) we found that some concepts expressed by a single word 

could not be expressed by a single sign, and like Montoya et al. (2004), that some 

phrases in spoken language had no equivalent in a signed language. But we also 

demonstrated that even when a culturally equivalent expression or term is found, it 

still may not be meaningful, because the root concept is not one that is common in 

the lives of those completing the outcome measure, or may be differently 

understood.  We note the example from our study of ‘feeling that you can talk to 

people’. In the context of other translation works on CORE-OM, Chris Evans noted 

an often cited example of difficulty in translations between spoken language 

cultures were the “risk to other” items as different cultures vary in the amount of 

shame involved in discussing anger and violence to the extent that it can be a 

seriously taboo topic in some cultures.  Similarly, embedded cultural and religious 

links between suicide and guilt or shame significantly influence the meaning 

attributed to the concept of ‘risk’ in ways not considered in societies where risk 

may behave a more functional or personally emotional meaning only.   

The online format in our study also raises new issues for consideration. 

Generally, there has been a growth in research being carried out by means of 

computer and issues pertaining to the use of using paper-and-pen versus 

computer administrated outcome measures has been debated (Epstein, 
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Klinkenberg, Wiley, & McKinley, 2001; Buchanan, 2002). Buchanan (2002), for 

example, questions whether online delivery of outcome measures might skew 

norms and argues that these should be established for the online versions and 

compared with the paper-and-pen versions. Other studies have reported the 

equivalence of psychometric properties in both types of the administration of the 

outcome measure (e.g., Kleinman, Leidy, Crawley, Bonomi, & Schoenfeld, 2001).  

One of the benefits of using online outcome measure over the paper-and-pen is 

identified as the potential to reach a large number of people, including those who 

may be at risk (Buchanan, 2002). In our study, the key advantage to online 

delivery was reaching a large number of a highly dispersed population in a format 

best suited the properties of the language used and which ensured a fixed 

translation whose properties could be formally explored (Rogers et al., 2013a).   

Into the future, a key line of enquiry will be the investigation of the influence of 

the onscreen format on participants’ responses. This study suggested implications 

for the signed modality and online format which should be investigated. For 

example, the necessity of repositioning self-referential words (‘I’ and ‘My’ to ‘You’ 

and ‘Your’), identified also by Montoya et al., (2004) has been clearly justified but 

goes against translation practice in the mainstream. What is its impact on the 

psychological self-reflection processes required to respond if a declarative ‘you’ or 

‘your’’ prompts that process rather a personalised ‘I’ or ‘my’?  Another issue 

relating to signed translations is that the instruction and the statements are 

delivered by a particular individual signing, whereas written translations are 

undesignated coming from a completely unknown, abstract other. This raises the 

question of whether the presence of an identifiable individual signer might 

influence the way in which respondents answer. Sign Language communities, 

even on a national scale, are small communities; it is perfectly possible that the 

signer is known to a proportion of those who take the outcome measure. Their 
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personal characteristics, family life, social status, professional expertise and role in 

the Deaf community might also be known. In our study we did not use an 

interpreter to sign the final versions of the BSL CORE-OM but deliberately used a 

native Deaf signer with an academic linguistic background. We did not investigate 

the implications of this choice in comparison with using a hearing interpreter who 

might be regarded as both an insider and an outsider. Yet the interpreter’s identity 

outside of this role would also have had an influence and s/he would have likely 

been known by some participants. The broader issue of whether it matters who 

delivers a seen signed translation and its effects requires investigation as online 

delivery of signed outcome measures is likely to grow.  

Although the BSL version of the CORE-OM has now been produced, it does 

not necessarily mean that it is suitable for all signing Deaf communities in the 

United Kingdom. Issues that need to be considered include the regional variations 

of BSL across Deaf communities and the range of BSL competencies that exists 

within those communities. For example, the English version of the CORE-OM has 

been modified and simplified people with learning disabilities. Having established 

the BSL-CORE-OM it will now be possible to create a simpler version for those 

Deaf people with learning disabilities or who have low levels of BSL. 

7. Conclusion  

Despite considerable challenges, we were able to use the best practice 

translation processes formalised and required by the originators of the CORE-OM 

outcome measure to produce a reliable and valid version of this standardised 

outcome measure.  In so doing we have identified translation challenges and 

issues specific to signed languages which are of generalisable significance.  

Robust, reliable outcome measures are vital to ensuring that the mental well-being 

of a Deaf person can be thoroughly assessed and appropriate services provided 

as has been the case for their hearing counterparts for some considerable time. 
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Notes 

1 ‘Deaf’ with a capital ‘D’ is used when referring to a person who is culturally 

Deaf and whose first or preferred language is British Sign Language. ‘d/Deaf’ is 

used to indicate those who are deaf without a specific differentiation. In the case of 

children and young people we use the term ‘deaf’, as it might not yet be clear what 

their preferred cultural identity is. 

2 CORE System Trust is made up of some of the authors of the original 

instrument and one of the main sponsors of the work that developed its many 

applications.  It is a not for profit company that holds and protects the copyright so 

the measure remains free to reproduce on paper and it maintains the quality 

standards for translation.  Contact Chris Evans if seeking more information on the 

CORE-OM, other CORE measures and the CORE system more generally. 
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1. Abstract  

Previous research has established that the mental well-being of d/Deaf people 

is poorer than that of the hearing populations. However, there is a paucity of valid 

and reliable mental health instruments in sign language that have been normed 

with d/Deaf populations. The aim of this study was to find out the reliability of the 

Clinical Outcomes in Routine Evaluation – Outcome Measure (CORE-OM) with 

d/Deaf populations. A BSL (British Sign Language) version was produced using a 

team approach to forward translation and a back-translation check. The CORE-

OM was incorporated into an online survey, to be completed in either BSL or 

English. In December 2010 to March 2011, data were collected from 136 d/Deaf 

people. Cronbach’s alpha was used to measure the internal consistency of the 

items in the CORE-OM. Comparisons were made between each version, including 

comparisons with the non-clinical hearing populations in a previous study. The 

reliability for the overall score, as well as the non-risk items in both BSL and 

English versions, was found to be satisfactory. The internal reliability of each 

domain in the BSL version was found to be good and comparable to the English 

version in hearing populations. Two domains of the CORE–OM in the English 

version completed by d/Deaf people were questionable. This is the first time the 

CORE-OM has been translated into BSL, and it was shown to be reliable. The 

English version of CORE-OM raised the question whether it is possible to use a 

mental health assessment with d/Deaf populations that has been standardised 

with hearing populations. Furthermore, this study has shown that it is possible to 

collect data from d/Deaf populations in the UK via the web (both in BSL and 

English). 

 

Keywords:  d/Deaf people, mental health assessment, sign language, reliability 
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What is already known about this topic  

• There are few mental health assessments available in British Sign 

Language (BSL).  

• There is little research comparing the reliability of using English and BSL 

versions of mental health assessments with d/Deaf populations. 

What this paper adds  

• The reliability of the CORE-OM BSL version was found to be good but two 

domains of risk and functioning in the English version had lower reliability in 

the d/Deaf population.  

• There may be problems using an assessment with d/Deaf populations that 

has been standardised with hearing populations. 

• It is feasible to collect questionnaire data from d/Deaf populations via the 

web. 
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2. Introduction  

In the UK, around one in a thousand children are born deaf (Bamford et al., 

2004). In developed countries, approximately 95% deaf children have hearing 

parents (Michell and Karchmer, 2004). The impact of deafness is highly variable, 

dependent on complex interactions such factors as the degree of hearing loss, age 

of onset and age of recognition, family resources (emotional and environmental), 

whether parents are hearing or d/Deaf, type and quality of child and family support 

and co-occurrence with disability and illness. Capital ‘D’ is used when referring to 

a person whose first language is British Sign Language (BSL) and who is culturally 

Deaf (following Woodward, 1972). Lower case ‘d’ is used to refer to people with a 

hearing loss who use spoken language and do not identify themselves as 

culturally Deaf. Therefore d/D is used inclusively to mark both populations without 

any specific differentiation. However, despite this heterogeneity, some issues 

remain constant: d/Deaf children are at risk of poor exposure to sufficient quantity 

and quality of language to achieve optimal language acquisition whether in signed 

or spoken language (Marschark, 2007); the majority experience significant 

difficulties in achieving age appropriate literacy (Mayer, 2007); d/Deaf children are 

between 2 and 4 times more likely to be victims of abuse than their hearing 

counterparts (Sullivan and Knutson, 2000) and over 40% of d/Deaf children 

experience mental health problems, in comparison with 25% of the hearing 

populations (Department of Health, 2005).  

A visual language, British Sign Language (BSL) is the primary language of the 

British Deaf populations. It was recognised as an official language by the British 

Government in 2003. In the UK, there are at least 100,000 Deaf people who use 

BSL as their preferred language (British Society for Mental Health and Deafness, 

2010). However, access to health and social care services for d/Deaf people has 

historically been poor in comparison to hearing populations, it is more expensive to 
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ensure that there are accessible services for d/Deaf people (Department of Health, 

2002). The Department of Health (2005) has recognised that professionals at 

primary care service level failed to identify the early symptoms of possible mental 

health difficulties in some d/Deaf people.  

There is a paucity of well-being assessment instruments/measures that have 

been translated into signed languages that have been piloted with d/Deaf 

populations to establish the reliability of the assessment. This paper will focus on 

d/Deaf people who took part in a pilot study of the Clinical Outcomes in Routine 

Evaluation – Outcome Measure (CORE-OM) to find out the reliability of the CORE-

OM with d/Deaf populations. Although d/Deaf people share one common feature, 

nevertheless, they are heterogeneous populations, rather than homogeneous 

(Roberts and Hindley, 1999) as some consider themselves part of the Deaf 

community and Deaf culture, whereas some do not.  

2.1. Rationale for the study 

Our aim was to determine the reliability of the BSL and English versions of the 

CORE-OM with d/Deaf populations. The first stage involved translating the CORE-

OM into British Sign Language (BSL) and conducting a pilot study. This paper 

focuses on the method of translating the well-being assessment into BSL (phase 

one), as well as the reliability of the results from the pilot study with d/Deaf 

populations (phase two) using both the BSL and English versions, and the 

exploratory analysis of the BSL item(s) in the CORE-OM that were considered as 

to not to have correlated well with other items were revised in order to improve 

reliability and then piloted with a small number of Deaf people (phase three). 

The rationale for translating the CORE-OM into BSL was that BSL is the 

preferred language used amongst the Deaf populations in Britain. It is erroneous 

to assume that written English is accessible to many d/Deaf people as levels of 

literacy are significantly lower than in hearing populations (Mayer, 2007). BSL has 
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no written form and is an entirely visual language that uses space, location, 

handshapes and movement to convey meaning (Sutton-Spence and Woll, 1999). 

Few well-being assessments are available in BSL, or indeed any other signed 

languages, and even fewer have determined reliability and validity (Samady et al., 

2008). Moreover, there is little knowledge of how successful translated signed 

language assessments are both linguistically and conceptually, with d/Deaf 

populations. In addition there is a paucity of literature on how well unmodified 

English versions of measures can be used with d/Deaf populations bearing in mind 

the issues of poor literacy and cultural differences discussed earlier. There are few 

studies that have attempted to test two language versions (BSL and English) of 

the same assessment with d/Deaf populations. It is important to evaluate how 

useful each of the versions of the CORE-OM might be, as this will tell us whether 

or not using a particular language version with d/Deaf populations in the 

community matters. Having reliable, validated assessments for d/Deaf populations 

is important to the health of d/Deaf people. It will assist services such as mental 

health teams working with d/Deaf people in being able to identify difficulties in the 

first instance and to record differences in d/Deaf individuals’ scores as a result of 

treatment.  

3. Methods  

This study was given ethical approval by the School of Nursing, Midwifery and 

Social Work Research Ethics Committee at the University of Manchester. There 

were two phases: phase one involved translating the CORE-OM into BSL and 

phase two consisted of the pilot study. 

3.1. Psychometric properties of the CORE-OM 

The Clinical Outcomes in Routine Evaluation – Outcome Measure (CORE-OM), 

a self-report measure, (Barkham et al., 1998), measures global distress and has 

34 items with four domain scores of measurement: well-being, commonly 
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experienced problems or symptoms, life/social functioning, and risk to self and 

others. The CORE-OM has been checked for convergent validity and it correlates 

well with measurements of depression such as the Beck Depression Inventory 

(Barkham et al., 2007; Cahill et al., 2006) and the Clinical Interview Schedule 

(Connell et al., 2007). There are four bands above the cut off score; mild, 

moderate, moderately severe, and severe (CORE Partnership, 2007). There are 

two ways of scoring the CORE-OM. The original scoring (Evans et al., 2002) used 

item score averages, giving a range of 0 to 4, with the cut-off score differing for 

gender (1.17 for males and 1.27 for females). More recently Connell et al. (2007) 

recommended multiplying the average item score by 10, giving a range of between 

0-40 and suggested recommended a cut-off score of 10 between the general 

populations and the clinical populations regardless of gender. In both methods 

lower scores indicate more positive well-being. This study uses the earlier scoring 

to facilitate comparison with the hearing populations data in Evans et al. (2002). 

The clinical cut-off score for d/Deaf populations is not known and it is not 

appropriate to transfer the norm to d/Deaf populations. The CORE-OM has been 

translated into over 20 languages including Slovak (Gampe et al., 2007), Italian 

(Palmieri et al., 2009) and Swedish (Elfström et al., 2012) validated for a range of 

cultural groups. For further information on translation contact Chris Evans. The 

CORE-OM has also been translated into British Sign Language (BSL) for Deaf 

people (Rogers, Young, Lovell & Evans, 2013). 

3.2. Phase One: Translating the CORE-OM into BSL 

The translation was carried using the following procedure outlined by a member 

of the CORE System Trust team (Evans, 2008), although there were slight 

modifications to the procedure to meet the needs of piloting in a visual language; 

see Figure 1.  
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Figure 1. Translation procedure for translating the CORE-OM into BSL 

 

During the first stage, five Deaf people from differing professional backgrounds 

who were bilingual in English and BSL, each carried out a forward translation from 

English into BSL (first draft). The forward translation team consisted of three 

women and two men and included one Deaf qualified BSL/English interpreter, one 

Deaf clinical psychologist, one Deaf mental health support worker, and two lay 

Deaf people. It is common translational practice for forward translators’ first or 

main language to be the same as the target language (Wild et al., 2005). Each 

forward translation was filmed individually, and their translations were stored on 

video. The rationale for selecting people with a variety of professional 

backgrounds to complete the forward translation was to gain different perspectives 

on the meaning of the statements in the CORE-OM.  

In the second stage, the first author (Rogers), who is bilingual in BSL and 

English, and Chris Evans, the creator of the original assessment tool, met with the 

forward translators as a group. Two BSL/English interpreters were present at the 

meeting to aid the discussion between them.  The group examined each of the five 

BSL versions in video format that were created by the Deaf translators in the first 

stage.  They reviewed the differences between the BSL versions and scrutinised 

each individual item of the CORE-OM. This involved clarifying the meaning of the 
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English version and using this as a reference point for the identification of the 

preferred BSL version for each item.  

In the third stage, the group had now an agreed BSL version of the CORE-OM 

by one of the team of forward translators (second draft).  

In the fourth stage, two tasks occurred simultaneously: a back-translation of the 

BSL version, to test equivalence to the original English written version, and a pre-

pilot of the BSL version, to check if any difficulties occurred. The back-translating 

task involved the agreed second draft of the BSL version, being translated back 

into English by two Deaf individuals (not previously involved in the study). They 

had not seen the original written English version nor the first draft of the BSL 

version. The pre-pilot was carried out with five BSL users (also not previously 

involved in the study), both professional and non-professional. They were asked to 

complete the CORE-OM BSL questionnaire which had been uploaded to an online 

version using the SelectSurvey tool. At this point, they were asked to comment on 

the delivery method of the CORE-OM through a web interface and raise any points 

they wished concerning the style of signing or the use of specific signs, as well as 

any technical difficulties they might have encountered.  

In the fifth stage, feedback from the five people who completed the CORE-OM 

BSL version, from the back translation team, and from a discussion with Chris 

Evans about the back-translated English versions, was considered in detail. This 

involved comparing the comments across the original and back-translated English 

items and looking back at the BSL items. Further modifications were made to 

some of the items and all of the items were re-filmed for the new BSL version. 

These steps led to the production of the final draft BSL version of the CORE-OM, 

ready to be piloted.  
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3.3. Web hosting of the assessment 

It was necessary to have the CORE-OM BSL version hosted online because 

BSL is a visual language. The items had to be watched, not read which is the case 

with traditional self-report questionnaires. In other words, not only is the BSL 

version of the CORE-OM in a different language but it also expressed in a different 

modality. The final draft of the BSL version of the CORE-OM was incorporated into 

SelectSurvey. SelectSurvey is an online survey tool, where the question can be 

asked in text and/or in video and the respondents can respond in a variety of ways 

such as on a rating scale, choosing from multiple answers, or via a comments box. 

Two separate SelectSurvey versions of the CORE-OM were developed, BSL and 

English, both of which were then mounted on the Deaf Well-Being website 

developed for this study. The Deaf Well-Being website included information about 

the whole project as well as an explanation about the purpose of this pilot study. 

All of the information, including the consent form, was produced in BSL and 

English. The website is available to the public; however, data collected through 

SelectSurvey is highly secure. They encrypted the web presentation and strongly 

encrypted storage of the data on the server. The data transfer and data storage 

met security guidelines for all confidential data passing into and within a 

University. The database behind SelectSurvey was only accessible by the 

researcher (Rogers) and a member of the IT team. Two data files were stored for 

each respondent, and both were confidential. One file contained the respondent’s 

personal information, name, and what they had consented to; and other data file, 

stored separately, contained the answers that the participants gave to both the 

demographic questionnaire and the CORE-OM. The linkage between the two data 

stores to identify each participant was achieved by allocating unique code 

numbers.  
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For the BSL version, SelectSurvey showed the BSL translation of each item 

individually, with one item per screen page. Respondents were asked to select 

one of the option buttons for the rating scale before moving on to the next page, 

which showed a BSL video clip of the next item (see Figure 2 for an example of 

the BSL version of the CORE-OM). The BSL version only showed BSL videos 

without English subtitles. The rationale for not having subtitles was to determine 

the reliability of the BSL version without English subtitles influencing the results. 

The SelectSurvey structure was different for the English version. All 34 CORE-OM 

items can be seen on one SelectSurvey screen page (see Figure 3). This meant 

that comparing the BSL with the English versions, the BSL version had a total of 

46 SelectSurvey pages (including consent pages and a demographic 

questionnaire) whereas the English version had only four.  

 

 

Figure 2. Example of the BSL version of the CORE-OM in the SelectSurvey tool 
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Figure 3. Example of the English version of the CORE-OM in the SelectSurvey 

tool 

 

3.4. Phase Two: Pilot study of the CORE-OM with d/D eaf populations  

The primary purpose of the pilot study was to determine the reliability of both 

the BSL and English versions with d/Deaf populations. The secondary purpose 

was to make a comparison between the reliability of the two versions completed 

by d/Deaf respondents, and the reliability of data from the English version 

completed by hearing respondents.  

A between-subjects design was used. A sample size of 50 for each version was 

deemed to be sufficiently large enough to be reasonably confident that an 

observed Cronbach’s alpha of 0.75 corresponds to a population value of 0.70 

(Hertzog, 2008).  

Inclusion criteria for the pilot study were d/Deaf adults aged 18 or above. 

Exclusion was any d/Deaf adults who had been part of a cohort in the study 

conducted in 1988 by Peter Hindley (Hindley, 1993). This was because the final 

version of the CORE-OM was to be used in the future in a separate study which 

would recruit from this cohort. Participants were identified using a range of 

recruitment strategies, including sending emails and text messages to members of 
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the Deaf community, placing adverts in d/Deaf related media, and delivering 

presentations about the study at various Deaf clubs and special interest groups in 

the UK such as the ‘Healthy Deaf Minds’ series. Participants received £15 

vouchers for completing the pilot study. 

The information about the study was available in two languages: BSL and 

English. All of the information was available on the Deaf Well-Being website, and 

participants could receive hard copies of the information sheet in English. 

Participants who consented completed the questionnaire online using the 

SelectSurvey software. They were given the choice of completing the BSL or the 

English version. The technical side of the BSL version was more complicated 

because each item needed to be shown in digital video format. Some respondents 

were subsequently in touch with the researcher undertaking this study to report 

that particular video items were not playing well.  

Participants were requested to complete a simple demographic questionnaire to 

collect information such as gender, age, preferred language, and age at which 

they first learnt BSL.  

The demographic characteristics of the participants in each group were 

summarised using frequency counts, percentages, means and standard deviations 

as appropriate. The internal reliability of the total score or domain was estimated 

using Cronbach’s α, acceptable values of which are suggested by George and 

Mallery (2003) as > 0.9 – Excellent, > 0.8 – Good, > 0.7 – Acceptable, > 0.6 

Questionable, > 0.5 – Poor, and < 0.5 – Unacceptable.  

As data from the CORE-OM and other such measures are almost never 

Gaussian in distribution in clinical or non-clinical samples and as there is good 

reason to believe that error variance may also be non-Gaussian (it is almost bound 

to be so given the short ordinal scale for the items) a non-parametric descriptive 

approach to comparison of alpha values by reporting 95% confidence intervals 
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(CIs) for these based on 10,000 bootstrap replications and a bias corrected CI. 

Basic statistics were computed using SPSS version 19 and bootstrap analyses 

were conducted using R version 2.14.1 (R development core team, 2012). Where 

95% CIs in one sample do not cover the observed value in another sample and 

vice versa, i.e. the CI from the other sample does not cover the observed 

parameter in the first sample, it can be safely assumed that there is a difference 

that would be statistically significant at p < .05 in inferential testing (Gardner and 

Altman, 1986).  

4. Results  

In December 2010 to March 2011, a total of 136 people took part in the pilot 

study: 60 completed the BSL version, and 76 completed the English version. It 

was not possible to estimate a response rate due to the way the data were 

collected. Not all data were usable. Hard of hearing respondents were excluded. 

Data analysis was only carried out in the cases where all or almost all responses 

had been completed (see figure 4 for details). 

 

 

 

 

 

 

 

 

 

 

 

Figure 4. CONSORT-type diagram of participants who took part in the pilot study 

 

60 completed 
the BSL version 

76 completed the 
English version 

47 completed 
the BSL version 

69 completed the 
English version 

4 people stopped midway 
and did the English 

version instead 

7 people did not complete 

1 person did not 
complete 

2 people ineligible as they 
were hard of hearing  

6 people ineligible 
as they were hard 
of hearing  

136 people took part 
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In total, for data analysis, there were 69 participants for the English version and 

47 for the BSL version. Few participants in the English version and in the BSL 

version missed between 1 and 3 items out of the whole CORE-OM assessment. 

Table 1 shows characteristics of the d/Deaf participants. 

 

 

Table 1 

Demographic details of the d/Deaf participants who did either the BSL or English 

version of the CORE-OM. 

   Characteristics  BSL version (n=47) 

N  (%) 

English version (n=69) 

N (%) 

Gender 

 Male 

 Female 

 

14 (29.8) 

33 (70.2) 

 

26 (37.7) 

43 (62.3) 

Age group 

18-24 

25-34 

35-49 

50-64 

65+ 

 

5 (10.6) 

14 (29.8) 

18 (38.3) 

10 (21.3) 

0 (0) 

 

6 (8.7) 

24 (34.8) 

25 (36.2) 

11 (15.9) 

3 (4.3) 

Ethnic background 

White British 

White Irish 

White other 

Black or Black British African 

Asian or Asian British Indian 

Asian or Asian British Pakistani 

Chinese 

Other 

 

45 (95.7) 

1 (2.1) 

0 (0) 

0 (0) 

0 (0) 

0 (0) 

0 (0) 

1 (2.1) 

 

58 (84.1) 

4 (5.8) 

1 (1.4) 

1 (1.4) 

2 (2.9) 

1 (1.4) 

1 (1.4) 

1 (1.4) 
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Preferred language  

BSL 

SSE*  

Spoken English 

 

38 (80.9) 

7 (14.9) 

2 (4.3) 

 

47 (68.1) 

13 (18.8) 

9 (13.0) 

Age first learned BSL  

From birth 

1-3 yrs old 

4-7 yrs old 

8-11 yrs old 

12-16 yrs old 

17-24 yrs old 

25+ yrs old 

Never learnt BSL 

 

13 (27.7) 

10 (21.3) 

6 (12.8) 

2 (4.3) 

8 (17.0) 

8 (17.0) 

0 (0) 

0 (0) 

 

22 (31.9) 

3 (4.3) 

7 (10.1) 

1 (1.4) 

9 (13.0) 

17 (24.6) 

9 (13.0) 

1 (1.4) 

Only deaf person in the family 

Yes 

No 

 

21 (46.8) 

24 (53.2) 

 

38 (55.1) 

31 (44.9) 

Part of the Deaf community 

Yes 

No 

 

45 (95.7) 

2 (4.3) 

 

60 (87.0) 

9 (13.0) 

Disability  

Yes 

No 

 

22 (46.8) 

25 (53.2) 

 

43 (62.3) 

26 (37.7) 

If yes, what disability? 

Deaf 

Usher 

Other** 

 

19 (40.4) 

1 (2.1) 

4 (8.5) 

 

23 (33.3) 

2 (2.9) 

2 (2.9) 

Experienced mental well-being difficulties? 

Yes 

No 

 

13 (27.7) 

32 (68.1) 

 

16 (23.2) 

53 (76.8) 

If yes, when was it?    



152 

 

Currently 

Up to 5 yrs 

Over 5 yrs ago 

4 (8.5) 

5 (10.6) 

7 (14.9) 

3 (4.3) 

7 (10.1) 

5 (7.2) 

 
Note. * Sign Supported English (SSE) involves speaking or mouthing in grammatical English, with 
some of the key words being simultaneously signed. This is not the same as British Sign Language 
(Sutton-Spence & Woll, 1999). 
       ** some of those who indicated they had an ‘other disability’ also included being deaf as 
disabled. 

 

4.1. Missing Data 

With regard to the complete sets of data, the BSL version should have 1598 (34 

CORE-OM items x 47 participants) items of data, but 18 of data items were 

missing across 47 participants, which amount to 1.12% of all items. Similarly, 20 

items were missing for the English version across 69 participants: fewer than1% 

(0.85%) of the total items. There were six items in the BSL CORE-OM that 

respondent(s) missed, which all but one only has 1-3 missing respondents’ data. 

The exception in the BSL CORE-OM that had the most missing data was CORE-

OM 32; 9 respondents missed this item. As previously stated in the procedure 

section, there were technical issues with some of the videos. CORE-OM 32 was 

the video that the greatest number of respondents reported being unable to play. 

For the English version, 13 items in the CORE-OM have missing 1-3 respondents’ 

data. The method chosen for dealing with missing data in this study for those 

participants who had at least 10% of the items missing for a domain or in total 

those who have less than 10% of missing items, the data was replaced by the 

prorates (a mean score across the remaining items was completed). 

4.2. Descriptive statistics for CORE-OM 

Table 2 shows means and standard deviations for each domain for both 

versions of the CORE-OM as well as those for the non-clinical populations in the 

study by Evans et al. (2002). 
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Table 2 

Means and standard deviations (SD) for all domains of BSL and English CORE-

OM in present study and non-clinical populations in Evans et al. (2002)  

 

 

 

 

 

 

 

 

 

 

Note. * small numbers of missing values were present 

 

With two exceptions, mean scores on the various domains and the total were 

similar for the BSL version and the English version in the present study, and they 

were similar to mean scores for the non-clinical sample in Evans et al. (2002). The 

exception was the problems domain, where the mean score for the English version 

was 0.82, compared with a mean score of 0.95 for the BSL version and 0.90 for 

Evans et al. (2002) and the risk domain with mean score of 0.16 for English 

version is lower compared to the other two groups.  

The non-parametric approach of bootstrapping reported parameters are 

expressed with 95% confidence intervals.  

4.3. Internal Reliability 

Cronbach’s alpha was estimated for the domains and overall scales for each 

version of CORE-OM for (i) the BSL version and (ii) the English version completed 

by d/Deaf people, as well as for (iii) the non-clinical populations in Evans et al. 

(2002) (Table 3).  

 BSL (n=47)* English (n=69)* Evans et al. (2002) non-clinical 

populations (n=1084) 

CORE-OM M SD M SD M SD 

Well-Being 0.91 0.80 0.93 0.71 0.91 0.83 

Problems 0.95 0.65 0.82 0.69 0.90 0.72 

Functioning 0.92 0.60 0.88 0.57 0.85 0.65 

Risk 0.22 0.49 0.16 0.30 0.20 0.45 

ALL ITEMS 0.81 0.55 0.74 0.52 0.76 0.59 

Non-risk 0.93 0.61 0.87 0.59 0.88 0.66 
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Table 3 

Cronbach’s alpha (α) values for the internal consistency of the items in each 

domain, with confidence intervals in brackets (95% CI), All Items, and Non-risk 

domain for a d/Deaf sample using the BSL version, a d/Deaf sample using the 

English version, and a non-clinical sample using the English version, from the 

Evans et al. (2002) study. 

 BSL (n=47) 

α  (95% CI) 

English (n=69) 

α  (95% CI) 

Evans et al. (2002) non-clinical  

populations (n=1009) 

α  (95% CI) 

Well-Being 0.80 (0.67-0.88) 0.73 (0.60–0.83) 0.77 (0.75-0.79) 

Problems 0.86 (0.76-0.91) 0.91 (0.86–0.95) 0.90 (0.89-0.91) 

Functioning 0.84 (0.70–0.92) 0.79 (0.68–0.87) 0.86 (0.85-0.87) 

Risk 0.84 (0.54–0.92) 0.66 (0.48–0.77) 0.79 (0.77-0.81) 

ALL ITEMS 0.94 (0.87–0.97) 0.93 (0.88–0.95) 0.94 (0.93-0.95) 

Non-risk 0.93 (0.86–0.96) 0.93 (0.88–0.96) 0.94 (0.93-0.95) 

 

For the BSL version, each of the domains, as well as All Items and Non-risk 

domain, were found to be in the good or excellent range of Cronbach’s α values. 

Aside from the Problems domain, the rest of the alpha values for the English 

version were lower than the BSL version similarly in the non-clinical populations in 

Evans et al. (2002) study. When d/Deaf people completed the English version 

however, one domain was below the acceptable value; the Risk domain, with a 

Cronbach’s α value of 0.66, which was questionable (Table 3 and Figure 5). 
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Figure 5. Cronbach’s alpha (α) values with 95% confidence intervals for the 

internal consistency of the items in each domain, All Items, and Non-risk domain 

for a d/Deaf sample using the BSL version, d/Deaf sample using the English 

version, and a non-clinical sample using the English version in Evans et al.’s 

(2002) study. 

 

4.4. Exploratory analysis of items with corrected i tem-total correlation  

Items with a correlation value of less than 0.3 with the sum of other items score 

of the domain were considered as not correlating well with other items in the 

domain (Pett, Lackey, and Sullivan, 2003). All item-domain correlations were 

examined (Table 4).  
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Table 4 

CORE-OM items with corrected item-total correlation values less than 0.3 with the 

overall score in each of the domains for both BSL and English versions completed 

by d/Deaf people in this study.  

Version Well-

Being 

Problems Functioning Risk ALL ITEMS Non-risk 

BSL 

version 

- CORE-OM 5* - CORE-OM 6 CORE-OM 3 

CORE-OM 5 

CORE-OM 6 

CORE-OM 5* 

English 

version 

- - CORE-OM 3 

CORE-OM 33 

CORE-OM 6 

CORE-OM 22 

CORE-OM 6 

CORE-OM 8 

CORE-OM 9 

CORE-OM 16 

CORE-OM 19 

CORE-OM 8 

CORE-OM 19 

Note. *indicates a negative correlation. 

 

For some of the items that have a correlation value of less than 0.3 with the 

overall score or with the domain, removal of the item would result in a value for 

Cronbach’s alpha value that would be increased. An example would be the item 

CORE-OM 6 in BSL version “I have been physically violent to others”, the internal 

reliability of the risk domain increased from α = 0.84 to α = 0.93.  

4.4.1. Comparing the Cronbach’s alphas for each version  

Feldt’s approach (as cited in Feldt, Woodruff and Salih, 1987) was used to 

compare Cronbach’s α for every domain between the BSL and English (d/Deaf 

sample) versions; the BSL version and the non-clinical populations in the Evans et 

al. (2002) study; and the English (d/Deaf sample) version and non-clinical 

populations in Evans et al.’s study.   

Figure 5 showed the plot, comparing the BSL and English versions’ alpha 

values against non-clinical values in Evans et al. (2002) study. In that plot (figure 

5) for the comparisons of the bootstrap confidence intervals for each of the 
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domains, All Items as well as Non-risk between the BSL and English versions 

were completed by d/Deaf people in this study; the only observed difference was 

the Risk domain. Confidence intervals for the Risk domain in the English version 

completed by d/Deaf people were lower than the Risk domain in the BSL version.  

4.5. Exploratory analysis of Phase Three: Pilot stu dy with a small sample 

of Deaf people for the revised BSL CORE_OM items 

The reliability of the BSL CORE-OM items were analysed and it was identified 

that, from the preliminary findings of item-total correlation and the discussion with 

translators from the main pilot study, one of the 34 BSL CORE-OM items that was 

considered needed to be revised in order to improve reliability. The possible item 

identified was BSL CORE-OM 6. Although the sample size was small, it was 

suggested that if it was removed the reliability for the risk domain would improve from 

α = 0.84 to α = 0.93. Revisions to that item were made after the meeting with the 

translation team (including both forward and back-translators), and were re-filmed for 

the new BSL CORE-OM 6 item. At the meeting, it was agreed that the revised BSL 

CORE-OM 6 was much clearer than the original BSL 6 item. The reason the revised 

item was piloted was to see if the revised BSL CORE-OM 6 differed from the original 

BSL item. It was suggested that if the response to the revised CORE-OM BSL 6 was 

different from the response received from the same participant to the original CORE-

OM BSL 6, then the pilot study for the BSL CORE-OM including the newly revised 

BSL item 6 would be required.  

A within-subjects design was used, where the same participants were asked to 

complete a short BSL questionnaire, which included both the original and the revised 

BSL CORE-OM 6 item. Using a Wilcoxon Signed Ranks test, a minimum sample 

size of 24 is required to detect the difference between the original and the new 

CORE-OM BSL 6 item. 
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A small sample of Deaf people were asked to complete the secure online survey, 

in BSL, which includes consent, a short demographic questionnaire and a small 

number of selected BSL CORE-OM items (including the old and new BSL items 

CORE-OM 6). After completing the survey, participants each received a £5 voucher 

to thank them for their time.  

A total of 37 people completed the pilot study for the revised BSL item. The 

results from the WIlcoxon Signed Ranks Test showed that 8 out of 37 received a 

different score after completing the revised CORE-OM item number 6 compared to 

the score they received for the original. The changes are not significant at z = 

0.000, ρ > 0.999. 

5. Discussion  

The aim of the pilot study was to determine the psychometric properties of the 

CORE-OM for both versions, BSL and English, when used with d/Deaf 

populations. Reliability for the total and the non-risk scoring showed excellent 

Cronbach’s alpha values indicating there is strong internal consistency for the 34 

items in both the BSL and English versions. However, when the Cronbach’s alpha 

values were examined for each of the domains of the CORE-OM (Well-Being, 

Problems, Functioning, and Risk), a different picture emerges for the English 

version. The internal consistency for the Risk domain for the English version 

completed by d/Deaf people was questionable, which means that it was below the 

acceptable value for reliability. When the reliability of the internal consistency of 

each of the domains was compared with each other, as well as with the English 

version with the hearing populations (Evans et al., 2002), two domains (Risk and 

Functioning) of the English version completed by d/Deaf people were also 

observed to be lower than those completed by the hearing populations and d/Deaf 

people completing the BSL version.  
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Before concluding that the English version of the CORE-OM should not be used 

with d/Deaf populations it should be noted that the d/Deaf sample for this study 

were self-selecting. Unsurprisingly this means that they were not a representative 

sample of the d/Deaf populations. About half of them had d/Deaf family members, 

i.e. parents and/or siblings whereas in general d/Deaf populations about 95% are 

born to hearing parents (Michell and Karchmer, 2004), and only about 11% have 

d/Deaf siblings (Johnston, 2004). A larger proportion who were native signers6 

(those whose first language is BSL from birth/early infancy) took part (49.0% for 

BSL version and 36.2% for English version). It was interesting to note that 68% of 

participants stated that their preferred language was BSL, but chose to do the 

English version; they were not asked why.  

Although overall the complete English version is reliable and the items appear 

to be consistent with the whole items, one possible explanation for the low internal 

consistency of Risk domain might be that more than one component was 

incorporated into the Risk domain during the construction of the assessment. It 

might be that some items in the Risk domain for the English version might have 

been read as meaning something different (or might have been interpreted 

differently) by d/Deaf people (Rogers et al., 2013). It is worth stating that the mean 

score for the risk domain for the English version completed by d/Deaf people in 

this study were lower than the BSL version and lower than those of the hearing 

samples in Evans et al. (2002) study. Such a reduced mean exacerbates an 

inevitable “floor effect” when items designed to tap more severe problems in 

clinical populations are tested in non-clinical populations. It is essentially 

impossible to disentangle whether the lower mean is an artefact of a reduced 

(poor) reliability or whether the reliability is underestimated owing to the floor 

effect. Answers to this can only come from larger samples and from reasonably 

sized clinical d/Deaf populations. 
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Another cautionary note concerns the inevitable factor or component complexity 

of relatively short, multidomain measures like the GHQ (e.g. Goldberg, 1978), 

CORE-OM, or Outcome Questionnaire (Lambert, Hansen and Harmon, 2010). In 

order to cover the diversity of clinical and subclinical problems and dysfunction 

such measures have items covering rather different domains. At the same time, to 

keep the length of the full questionnaire short enough for use in routine practice, 

the number of items in any domain can be small. These issues mean that such 

measures do not show conventional clean factor or principal component analysis 

structures. Those structures are further complicated as it is hard to have major 

social or intrapsychic problems with undamaged sense of well-being or to feel 

serious risk of self-harm while having no other problems and are functioning well. 

The populations inter-item correlation matrices are oblique and complex. 

Cronbach's alpha, as he and a number of authors since have understood, is not 

an index of unidimensionality (Cronbach, 1951; Cortina, 1993; Sijtsma, 2008). It 

will be interesting and important to build large enough d/Deaf samples, clinical and 

non-clinical, to explore the complexity of the inter-item correlation structure for the 

BSL and English language CORE-OM measures, and to see how they may or may 

not differ from those of non-d/Deaf populations. However, the sample sizes 

required for such exploration are substantial: a sensible rule is that they must be at 

least 4x the number of factors expected and larger than that where the referential 

factor structure is known to be oblique and complex.  

Despite the high internal reliability for the risk domain for the BSL CORE-OM 

(Cronbach’s alpha = 0.84), qualitative comments from participants suggested that 

one item in the BSL version required revising in order to improve comprehension 

and clarity. The item identified was CORE-OM 6 (two other items, 3 and 5, were 

also thought to be worth trying to improve but extensive discussion and testing 

suggested that they could not be improved markedly). For item 6 the issue was 
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that the term “physically violent” could mean any one of a number of actions 

including hitting, slapping, pushing or throwing things in order to hurt other people. 

This is a typical example of a phrase which normally be signed by using signs for 

several of those with interactive follow-up and no BSL umbrella phrase exists for 

“physically violent” generically. However, participants and the original translation 

team had a concern that if such examples were given the item could become 

experienced as a strongly leading question. It was agreed at an earlier meeting 

that no examples of actions would be given. In the discussion with the translation 

team (including forward and back translators), there had been a lengthy debate 

about how to translate the statement “I have been physically violent to others” into 

BSL. The revisions were made to the BSL CORE-OM 6, and it was agreed that the 

revised item was much clearer than the original BSL CORE-OM 6 item. In the 

revised CORE-OM 6 BSL item, there were also no examples of actions given, 

however, there was an addition made at the end, which was the aim to physically 

harm people. From the pilot study for the revised BSL item, it was found that 

participants’ responses to both the original and the revised BSL CORE-OM 6 item 

did not differ statistically significantly though the new version was agreed to be 

linguistically more clear. We concluded that there is no need for the revised BSL 

item to be piloted again along with the whole other BSL CORE-OM items. As the 

reliability for the risk domain for the BSL CORE-OM was in a good range we have 

replaced the original version of item 6 with the revised BSL item in the final 

version. 

The findings of the reliability for the English version and BSL version of the 

mental health assessment with d/Deaf populations is important to those 

professional working with d/Deaf people. By producing the reliable assessment in 

BSL, as achieved in this study, will not only assist in identify the difficulties at the 

earlier stage but also can be used as a evidence based of the effective of the 
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services for d/Deaf people by comparing the responses prior and after the series 

of the therapies. This study also demonstrated that online data could be collected 

readily from the Deaf community in the UK both via English and BSL. The Deaf 

community in the UK is very small and geographically dispersed, so the web 

provides an ideal way of reaching members. BSL is a visual language, and 

information was communicated to BSL users by means of short videos on web 

pages. This study tested the reliability of a psychological assessment tool but 

clearly there is scope to use these methods in other situations.  

6. Conclusion 

 While the online delivery of the English version of the CORE-OM completed by 

d/Deaf populations in this study showed had excellent reliability for the overall and 

non-risk scores. However, the domains of Risk and Functioning for the English 

version completed by d/Deaf people were observed to have lower internal 

reliability compared to the BSL version and to the English version completed by 

hearing populations. While these findings should be explored in larger non-clinical, 

and in clinical d/Deaf samples these findings support concerns about using 

English language versions of measures with d/Deaf populations.  

By contrast, the BSL version of the CORE-OM was found to be as good as, and 

comparable to, the English version, as tested on non-clinical hearing populations 

in the study by Evans et al. (2002). From this work an online BSL version of the 

CORE-OM and its shorter forms can now be produced and recommended for use 

with Deaf populations in the community.  
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1. Abstract 

The present study is aimed to translate three widely used clinical assessment 

measures into British Sign Language (BSL), to pilot the BSL versions and to 

establish their validity and reliability. These were the Patient Health Questionnaire 

(PHQ-9), the Generalised Anxiety Disorder 7-item (GAD-7) and the Work and 

Social Adjustment Scale (WSAS). The three assessment measures were 

translated into BSL and piloted with the Deaf signing population in England (n = 

113). Participants completed the PHQ-9, GAD-7, WSAS and Clinical Outcomes in 

Routine Evaluation – Outcome Measure (CORE-OM) online. The reliability and 

validity of the BSL versions of PHQ-9, GAD-7, and WSAS have been examined 

and were found to be good. The construct validity for the PHQ-9 BSL version did 

not find the single-factor solution as found in the hearing population. The BSL 

versions of PHQ-9, GAD-7 and WSAS have been produced in BSL and can be 

used with the signing Deaf population in England. This means that there are now 

accessible mental health assessments available for Deaf people who are BSL 

users, which could assist in the early identification of mental health difficulties. 
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Common mental health problems, including anxiety and depression, are 

experienced by 9% of the general adult population in the UK (Singleton, 

Bumpstead, O’Brien, Lee, & Meltzer, 2001); however, the prevalence of anxiety 

and depression is higher in the d/Deaf1 population (Kvam, Loeb, & Tambs, 2007). 

In only a minority of cases are mental health difficulties and deafness causally 

connected, i.e., where the aetiology of deafness is co-incidental with organic 

origins of mental illness or neurological impairment (Hindley, Hill, McGuigan, & 

Kitson, 1994; Vernon, 2005). Many d/Deaf children struggle to achieve age 

appropriate language (whether signed or spoken) (Mayberry, 2002), routinely have 

significant gaps in social knowledge and have delayed social maturity (Woolfe, 

Want & Siegal, 2002). One of the reasons for this is due to the language delay and 

communication barriers faced by d/Deaf people. The incidence of mental health 

problems in d/Deaf children/young people is around 1.6 times greater than 

amongst hearing counterparts (Department of Health, 2005).  

Access to mental health services for Deaf people is poor in comparison to the 

hearing population (Department of Health, 2002; Department of Health, 2005). At 

least 100,000 Deaf people in the UK use British Sign Language (BSL) as their 

preferred language (BSMHD, 2010). BSL, a visual language with no written form, 

was officially recognised in its own right by the British Government in 2003. 

However, access to culturally appropriate mental health services for Deaf people 

is limited. Improving Access to Psychological Therapies (IAPT), a mental health 

service in England, whose aim is to support people with depression and/or anxiety, 

has acknowledged the lack of access to services for those who use BSL. The 

Department of Health in the UK recognised that health professionals working in 

primary care services (i.e., in community services such as general practice) failed 

to identify the early symptoms of possible mental health difficulties in some Deaf 

people (Department of Health, 2002). 
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Mental health services increasingly use self-report mental health assessments 

either to identify or determine the severity of mental health problems. Although 

there has been some work carried out on translating or adapting assessment tools 

into BSL (Gascon-Ramos, Young, Petrides, Stone, & Woolfe, 2010; Rogers, 

Young, Lovell, & Evans, 2012a), there is limited normative data for the Deaf 

population2. The mental health assessments used in the Minimum Dataset in IAPT 

services in England include the Patient Health Questionnaire (PHQ-9), 

Generalised Anxiety Disorder – 7 items (GAD-7), and Work and Social Adjustment 

Scale (WSAS). Once BSL versions of these three assessments have been 

validated, they could be used in primary care to assist in determining the severity 

of mental health difficulties experienced by Deaf people at an earlier stage (IAPT, 

2012). Early identification of mental health difficulties could mean that Deaf people 

might benefit from appropriate support at primary and secondary care levels. 

Access to appropriate mental health support could lead to improved mental health 

in the Deaf population.  

The aim of the present study was to evaluate the BSL versions of the mental 

health assessments with Deaf adults in England. The psychometric properties of 

the BSL versions of PHQ-9, GAD-7 and WSAS were examined by conducting a 

pilot study with a sample of Deaf people in England, whose language is BSL. The 

BSL version of the Clinical Outcomes in Routine Evaluation – Outcome Measure 

(CORE-OM) was additionally used to establish the convergent validity of the three 

newly translated BSL mental health assessments. 

2. Methods 

2.1. Materials 

2.1.1. The Patient Health Questionnaire.  The Patient Health Questionnaire 

(PHQ-9) was developed by Spitzer, Kroenke, and Williams (1999) and measures 

depression. PHQ-9 contains nine items and covers nine criteria listed in the DSM-
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IV on depression (Kroenke, Spitzer, & Williams, 2001), requiring respondents to 

rate the frequency of present difficulties over the past two weeks. Scores indicate 

presence and the severity of the depression, with a maximum score of 27 and a 

minimum score of 0. Scores of 5, 10, 15, and 20 indicate mild, moderate, 

moderately severe, and severe depression respectively. The internal reliability of 

the English version of the PHQ-9 with a clinical, hearing population was in the 

range of 0.86-0.89 (Kroenke et al., 2001), which indicates good reliability. The cut-

off score (‘grey zone’) for PHQ-9 is 10-15 (Kroenke et al., 2001). This denotes the 

minimum score that must be met in order to raise concerns as to the level of 

severity of the person’s mental health state. Factor analyses of the English version 

of PHQ-9 have found a single-factor solution (Dum, Pickren, Sobell & Sobell, 

2008; Hepner, Hunter, Edelen, Zhou, and Watkins, 2009; Spitzer, Kroenke, 

Williams, & Löwe, 2006), which indicates that there is one distinct facet of 

depression in the hearing population.  

The PHQ-9 has been translated into several other languages, including 

Swedish (Hansson, Chotai, Nordstom & Bodlund, 2009), Thai (Lotrakul, Sumrithe, 

& Saipanish, 2008), and Greek (Hyphantis et al., 2011). Many translated versions 

of PHQ-9 have also extracted a single factor (Hansson et al., 2009, for a Swedish 

population; Liu et al. (2011) for a Chinese population; Huang, Chung, Kroenke, 

Delucchi, & Spitzer 2006, with four different ethnic populations in USA). 

Interestingly, the English version for an Australian population did not extract a 

single factor solution (Titov et al., 2011). Titov et al. (2011) suggested that the 

failure to extract a single factor might be owing to homogenous characteristics of 

the sample in their study, as many of them were clinically depressed. 

2.1.2. The Generalised Anxiety Disorder 7-item scal e. Spitzer et al. (2006) 

created the Generalised Anxiety Disorder 7-item (GAD-7) to measure generalised 

anxiety disorder (GAD). Scores of 5, 10, and 15 indicate mild, moderate, and 
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severe anxiety. The reliability of the GAD-7 English version in a hearing population 

was found to be excellent (α = 0.92) and factor analysis of GAD-7 has found that 

all items in GAD-7 load into one factor (Spitzer et al., 2006).  

GAD-7 has been translated into other languages, for example, Dutch (Donker, 

van Straten, Marks, & Cuijpers, 2011), Bengali, Gujarati, Hindi, Punjabi, Urdu, and 

Polish (IAPT, 2012). Like the English version, the Spanish version of GAD-7 

extracted a single factor (Garcia-Campayo et al., 2010), as did the Dutch version 

(Donker et al., 2011). 

2.1.3. The Work and Social Adjustment Scale. Mundt, Marks, Shear, and 

Greist (2002) developed the Work and Social Adjustment Scale (WSAS). The 

purpose of WSAS is to measure impairment in functioning and includes five items 

related to work and social functioning. The first item on the WSAS relates to work. 

If respondents are retired or are not in work for reasons unrelated to their 

problems, then they can select ‘not applicable’ and the score for question one can 

be substituted with the mean score from the rest of questions. The internal 

reliability for the English version of WSAS with a hearing population ranged from 

0.79 to 0.94. The principal component analysis of the WSAS English version 

extracted a single factor (Mataix-Cols et al., 2005; Mundt et al., 2002).  

2.1.4. The Clinical Outcomes in Routine Evaluation – Outcome Measure. 

The Clinical Outcomes in Routine Evaluation – Outcome Measure (CORE-OM) 

measures global distress (Barkham et al., 1998). It measures a range of mental 

health problems including depression, anxiety, functional capacity and risk. It has 

been translated into other written languages, including Slovak (Gampe, Biešcad, 

Balúnová-Labanicová, Timulák, and Evans, 2007) and Italian (Palmieri et al., 

2009). The BSL version of CORE-OM has been produced and validated by 

Rogers, Evans, Campbell, Young, & Lovell (2012b) as part of a separate research 
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study. The reliability for all items in the BSL CORE-OM was found to be 0.94. It 

was included with the other assessments in the present study. 

2.2. Procedure 

2.2.1. Translating the mental health assessments in to BSL. To produce 

BSL versions of the GAD-7, PHQ-9 and WSAS, a translation process was carried 

out following the five-stage procedure outlined by Evans (2008). It was adapted 

slightly to accommodate the fact that BSL is a visual language with no written 

form, in that the various BSL versions produced through this process were filmed. 

1. At the first stage, five Deaf people who were bilingual in English and BSL but 

from different backgrounds (including a mental health professional; a 

qualified interpreter; a lay person) each independently carried out forward 

translations from English into BSL (first draft).  

2. During the second stage, the first author of this paper and one of those 

involved in the creation of the original mental health assessments met with 

the forward translators. Together, they reviewed the differences between the 

five BSL versions of each tool. The meaning of the English versions was 

clarified and used as a reference point for the identification of the preferred 

BSL version of each assessment.  

3. This was followed by the production of a revised BSL version of each 

assessment tool (second draft). 

4. The second draft of the BSL versions was then translated back into English 

by two individuals not previously involved in the study. In parallel, five BSL 

users were asked to complete the assessments online to check whether they 

had any difficulties with the BSL versions.  

5. Feedback from the five people who completed the assessments and those 

who back translated them was incorporated, following further discussion with 

the person who created the original version about any issues arising. This led 
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to the production of the final versions of the three assessment tools in BSL, 

ready to be piloted.  

These final versions in BSL were produced in a visual (filmed) format, not a 

written form (as were the interim versions). For further details of the translation 

process and the challenges faced see Rogers et al. (2012a).  

2.2.2. Pilot study of the PHQ-9, GAD-7 and WSAS wit h a Deaf 

population. A bespoke website was developed for this project, in BSL and 

English, which hosted the information sheet explaining the purpose of this project 

for both participants and professionals working with Deaf people. It was explained 

that they will only do the BSL versions of the mental health assessments, with no 

written English versions involved in the assessments. Lists of the inclusion and 

exclusion criteria for participation in the study were included on the website. 

Professionals working with Deaf people (e.g., counsellors, community mental 

health nurses and clinical psychologists) were asked to pass on the information to 

those who might satisfy the inclusion criteria, in order for them to take part. Deaf 

people were then able to decide whether they wished to take part or not. The 

process included consenting to take part, the completion of a demographic 

questionnaire and the four mental health assessments in BSL. When they had 

completed the pilot versions of the three assessments, participants were taken 

directly to the ‘support’ page of the project website, which hosted additional 

resources for Deaf people. These included information about the SignHealth 

Therapy Service, which is a specialist service for Deaf people in the UK, 

supporting those who experience mental health difficulties.  

In addition to the three mental health assessments, participants were also 

invited to complete the CORE-OM, the BSL version of which had previously been 

created and checked for reliability (Rogers et al., 2012b). The purpose of using the 

CORE-OM was to establish convergent validity for each of the other mental health 
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assessments. Examination of the convergent validity of an assessment in the 

target language by means of measuring a similar area to that measured by a new 

version of an assessment, is an approach that has been used in previous studies 

undertaken with the hearing population (e.g., Garcia-Campayo et al., 2010). 

2.3. Recruitment  

2.3.1. Inclusion criteria. The inclusion criteria were that participants had to 

be Deaf BSL users aged 16 years or over and reside in England.  

2.3.2. Exclusion criteria. Participants were excluded if they were not Deaf, 

did not use BSL, had a learning disability, had psychosis, or were current 

inpatients on mental health wards, as the norms may be different for these groups. 

Those who were unable to access signed information through the visual interface 

of a computer screen, such as those who were Deaf-blind, were also excluded. 

A broad recruitment strategy was employed including advertising to the general 

Deaf population via emails, adverts in magazines/online and presentations at Deaf 

forums/clubs across England. Information about the present study was also 

passed on to service users of specialist mental health services for Deaf people, 

such as National Deaf Child and Adolescent Mental Health Services (a national 

service in England for d/Deaf children and young people who experience mental 

health difficulties), SignHealth and the nine local National Health Service trusts3 in 

England.  

This project was approved by the National Research Ethics Service (NRES) 

Committee for Yorkshire and the Humber – Leeds West. REC number: 

11/YH/0180. The project had ethical approval from nine local NHS organisations. 

2.4. Participants 

In total, 136 people provided demographic details and completed the mental 

health assessments. However, 6 did not meet the inclusion criteria (3 were hearing 



177 

 

and 3 hard of hearing), 1 person subsequently withdrew consent and 14 provided 

incomplete data, which left a total of 113 sets of data sets with few missing items.  

2.4.1. Demographics. The majority of the 113 participants were female 

(60%); 86% were White British, 4% were Asian British (Indian), 3% were White 

Irish, 3% were White with other backgrounds, and there was one person in each of 

the Asian British (Pakistani), Asian British with other background, Mixed, and 

Chinese ethnic groups. The age of the participants ranged from 19–65 years old; 

19% were 19-24 years old, 38% were 25-34 years old, 24% were 35-49 years old, 

19% were 50-64 years old, 1% were in the 65 plus years old, and 4% of responses 

were missing this information. Just over half (51%) stated that they were the only 

Deaf person in their family. Regarding language, 76% reported being BSL users, 

16% preferred to use Sign Supported English4 and 7% generally used spoken 

English. Most first learned BSL as a child: 30% learned from birth, 14% aged 1-3 

years old, 13% 4-7 years old, 7% 8-11 years old, 12% 12-16 years old, 18% 17-24 

years old and 6% at over 25 years old. The majority of the participants reported 

being involved in the Deaf community (83% reported often/very much involved), 

felt they belonged to the Deaf community (81% reported quite so/very much so), 

and identified themselves as culturally Deaf (83% reported quite so/very much so). 

The sample was divided into two groups: Group 1 included those who reported 

no mental health difficulties in the past 12 months (n = 88), and Group 2 included 

those who reported some mental health difficulties in the past 12 months (n = 25). 

Group 2 was additionally sub-divided depending on whether the participant was 

receiving professional support at the time of the study (n = 6), had received 

support within the previous 12 months but not at the time of the study (n = 7), or 

had not had any professional support (n = 12) (see Table 1). We reserved the right 

as part of the consent procedure to contact a participant’s GP should their 

responses, when analysed, raise cause for concern about their mental well-being. 
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Contact with the GP was made if there had been any cause for concern in 

response to items PHQ-9 No.1, CORE-OM No. 16, 24, and 34. In total, 23 

participants’ GPs were contacted; 6 out of 88 participants in Group 1, 17 out of 25 

participants in Group 2 (In Group 2; 6 out of 6 who were receiving professional 

support at the time of study, 2 out of 7 participants who had received professional 

support in the past 12 months but not at the time of study, and 9 out 12 

participants who had had no professional support). 

 

Table 1  

Number of participants in each mental well-being group, including those whose 

GPs had been contacted 

Group  Professional support received     Sample size  

(n=number of GPs contacted) 

Group 1: No mental well-being difficulties in the past 12 months   88      (contact GP n=6) 

Group 2: Had mental well-being difficulties in the past 12 months 

     Have professional support at the present time         6        (contact GP n=6) 

     Had professional support in the past12 months but not now   7        (contact GP n=2) 

     Had no professional support     12      (contact GP n=9) 

 

2.5. Statistical analyses  

Data were analysed using SPSS Release 16. The analysis of the reliability and 

validity were carried out by including data from both Group 1 and Group 2, owing 

to the small sample size for Group 2 (n = 25). However, for the mean comparison 

between Group 1 and Group 2, a Mann-Whitney U test was carried out.  

The reliability of each assessment was examined in terms of the internal 

consistency of the items using Cronbach’s alpha values. The BSL assessments 

were examined for construct validity and convergent validity. Construct validity 

determines how much the operational measures of items in the assessment cover 
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what they are intended to measure of the theoretical construct. Convergent validity 

tests the degree to which a particular assessment correlates with another 

assessment that measures similar domains. The way in which missing items were 

dealt with was dependent on the type of analysis. For the mean and standard 

deviation analysis and convergent validity analysis (pairwise involved using the 

total score), the missing items were substituted with mean scores across the other 

items for the participant. A maximum of one missing item of data was allowed for 

the PHQ9, GAD7, and WSAS (including the first question), and a maximum of 

three missing items for the CORE-OM. For the reliability analysis and principle 

component analysis, actual responses to the individual items were analysed, and 

missing data were dealt with by listwise deletion.  

Principal component analysis with Varimax rotation was carried out to establish 

construct validity. Components were extracted if their eigenvalues were greater 

than 1 (absolute values of loadings less than 0.4 are suppressed in the output for 

clarity). A recommended minimum sample size to carry out principal component 

analysis is at least five and preferably ten times as many observations per variable 

(Hair, Black, Babin, Anderson & Tatham, 2006). This means, for example, that for 

the 9-item PHQ-9, the sample size should be approximately 45-90.  

Convergent validity for each of PHQ-9, GAD-7, and WSAS was assessed by 

estimating Pearson’s correlation with CORE-OM depressive items (No. 5, 9, 23, 

and 24), CORE-OM anxiety items (No. 2, 11, and 15), and the functioning domain 

of CORE-OM (No. 1, 3, 7, 10, 12, 19, 21, 25, 26, 29, 32, and 33) respectively.  

3. Results  

3.1. Descriptive statistics  

Table 2 shows the mean and standard deviation (SD) scores of the total score 

for each BSL assessments for all data (both Group 1 and Group 2), for those who 

reported no mental health difficulties in the past 12 months (Group 1) and for those 
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who did (Group 2). Means and standard deviations were higher in Group 2, 

indicating increased levels of and greater variability in depression, anxiety, 

impaired function and global distress. 

 

Table 2  

Participants’ scores for Patient Health Questionnaire (PHQ-9), Generalised 

Anxiety Disorder (GAD-7), Work and Social Adjustment Scale (WSAS) and Clinical 

Outcomes in Routine Evaluation – Outcome Measure (CORE-OM) by mental well-

being group 

      Mean (Standard deviation) 

PHQ-9 GAD7  WSAS  CORE-OM 

Group     

Both Group 1 and 2  5.34 (4.71) 3.25 (3.76) 4.71 (6.20) 0.76 (0.58) 

Group 1    3.25 (3.25) 2.14 (2.46) 2.68 (3.45) 0.58 (0.37) 

Group 2   11.61 (4.12) 7.61 (4.76) 12.93 (7.95) 1.46 (0.68) 

 

3.2. Comparing means between Group 1 and Group 2 

Group 2 differed in their scores on the BSL versions of PHQ-9, GAD-7, WSAS 

and CORE-OM from Group 1. A Mann-Whitney U test showed that on PHQ-9, 

Group 2 (median = 12.00) scored significantly higher than Group 1 (median = 

3.00), U = 151.50, p < 0.001. GAD-7 scores for Group 2 (median = 7.00) were 

significantly higher than for Group 1 (median = 2.00), U = 245.50, p < 0.001. 

Significantly higher scores were also noted for WSAS for Group 2 (median = 

12.00) compared to Group 1 (median = 1.00), U = 178.50, p < 0.001. Differences 

between Group 1 and Group 2 for the CORE-OM were also significant, with Group 

2 (median = 1.26) higher than Group 1 (median = 0.53), U = 159.50, p < 0.001. 
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3.3. Psychometric properties of BSL versions of PHQ -9, GAD-7, and WSAS  

3.3.1. PHQ-9 BSL version. Internal consistency for both Group 1 and Group 

2 together is α = 0.81, which indicates the reliability of the PHQ-9 is good (George 

& Mallery, 2003). However, one item (no. 1) has an item-total correlation lower 

than 0.3. The Cronbach’s alpha value would increase very slightly (α = 0.82) if it 

were to be removed, which indicates that that PHQ-9 item no.1 may possibly need 

revising, or at least review, to increase the overall reliability of the PHQ-9 BSL. 

The construct of the PHQ-9 BSL version for the Deaf population showed two 

factors. Principal components analysis with Varimax rotation also extracted two 

components. Component one contained item numbers: 2, 3, 5, 6, 7, 8, and 9; and 

component two contained item numbers: 1, 4, and 8 (Table 3). Component one 

represented 42.28% of total variance, and component two accounted for 14.10% 

of total variance, with communality values ranging from 0.358 to 0.753. 

Convergent validity was examined by looking at the correlation between PHQ-9 

score and CORE-OM BSL depressive items, and was found to be significant (r = 

0.68, n = 90, p < 0.001). This indicated that the BSL version of the PHQ-9 was 

convergent with the CORE-OM depressive items. 
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Table 3 

Component loadings of the Patient Health Questionnaire (PHQ-9) British Sign 

Language (BSL) items after principal components analysis with Varimax rotation 

PHQ-9 BSL Items Component 1 Component 2 

No. 1: Little interest or pleasure in doing things  0.85 

No. 2: Feeling down, depressed, or hopeless 0.74  

No. 3: Trouble falling or staying asleep, or sleeping too much 0.50  

No. 4: Feeling tired or having little energy  0.74 

No. 5: Poor appetite or overeating 0.71  

No. 6: Feeling bad about yourself, or that you are a failure or 

have let yourself or your family down  

0.85  

No. 7: Trouble concentrating on things, such as reading the 

newspaper or watching television 

0.58  

No. 8: Moving or speaking so slowly that other people could 

have noticed. Or the opposite – being so fidgety or restless 

that you have been moving around a lot more than usual 

0.58 0.50 

No. 9: Thoughts that you would be better off dead or of 

hurting yourself in some way 

0.76  

Note. Component loadings < 0.40 have been suppressed for clarity. Kaiser-Meier-Olkin measure of 

sampling adequacy = 0.832. 

 

3.3.2. GAD-7 BSL version.  The internal reliability of the GAD-7 BSL version 

was found to be in the good range of Cronbach’s alpha value (α = 0.88). None of 

the items in GAD-7 had less than a 0.3 corrected item-total correlation, which 

indicates that they do not need to be revised to improve reliability. 

The validation of the GAD-7 was completed by checking the construct of the 

assessment itself, as well as its convergent validity with another similar 

assessment (the CORE-OM BSL). Like the English version of GAD-7 used with a 
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hearing population (Spitzer et al., 2006), the BSL version of GAD-7 used in the 

present study with a Deaf population also had a single-component solution (Table 

4), accounting for 58.08% of total variance, of which the communality loadings of 

each item onto the one component were in the range of 0.518 to 0.717. This 

means that the concept of anxiety as expressed in items in GAD-7 are common to 

individuals from both the Deaf population using the BSL version and individuals 

from the hearing population using the English version. The anxiety items in CORE-

OM BSL had a positive correlation with GAD-7 items (r = 0.75, n = 95, p < 0.001).  

 

Table 4 

Component loadings of the Generalised Anxiety Disorder (GAD-7) British Sign 

Language (BSL) items after principal components analysis 

Note. Kaiser-Meier-Olkin measure of sampling adequacy = 0.845. 

 

3.3.3. WSAS BSL version. The internal consistency of items within the BSL 

version of the WSAS was good (α = 0.88). The construct validity of the WSAS was 

also found to be good. A single-component solution was extracted (Table 5), 

accounting for 68.68% of the total variance in one component. The communalities 

ranged from 0.487 to 0.812. The BSL version of the WSAS had a positive 

GAD-7 BSL Items Component 1 

No. 1: Feeling nervous, anxious or on edge 0.73 

No. 2: Not being able to stop or control worrying 0.85 

No. 3: Worrying too much about different things 0.79 

No. 4: Trouble relaxing 0.77 

No. 5: Being so restless that it is hard to sit still 0.74 

No. 6: Becoming easily annoyed or irritable  0.72 

No. 7: Feeling afraid as if something awful might happen 0.74 
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correlation with the functioning domains of the CORE-OM BSL (r = 0.70, n = 83, p 

< 0.001). 

 

Table 5 

Component loadings of the Work and Social Adjustment Scale (WSAS) British 

Sign Language (BSL) items after principal components analysis  

 

 

 

 

 

 

 

Note. Kaiser-Meier-Olkin measure of sampling adequacy = 0.839. 

 

3.3.4. CORE-OM BSL version. The internal consistency of the items for 

each domain of the CORE-OM BSL, as well as all items and items minus risk, 

were in the range of acceptable to excellent, as suggested by George and Mallery 

(2003). The Cronbach’s alpha values were: α = 0.94 for all items; α = 0.79 for well-

being; α = 0.92 for problems; α = 0.83 for functioning, α = 0.72 for risk, and α = 

0.94 for items minus risk. This indicates that the response to the items in CORE-

OM BSL were consistent with other items in each domain. 

4. Discussion 

The reliabilities of the BSL versions of the PHQ-9, GAD-7, and WSAS were 

found to be good. The only item that reduced reliability was item no. 1 in the PHQ-

9, yet removing this item gave only a minor increase in reliability (0.01). This 

suggests that the current BSL item for no. 1 is acceptable for use and may not 

WSAS BSL Items Component 1 

No. 1: Because of my [problem] my ability to work is impaired. 0.90 

No. 2: Because of my [problem] my home management is impaired. 0.78 

No. 3: Because of my [problem] my social leisure activities is impaired. 0.90 

No. 4: Because of my [problem], my private leisure activities are impaired. 0.70 

No. 5: Because of my [problem], my ability to form and maintain close 

relationships with others, including those I live with, is impaired. 

0.85 
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need to be revised. The validation of the GAD-7 and WSAS were examined by 

checking the construction of the BSL assessment itself in comparison with the 

hearing population. The BSL items of anxiety and functioning in GAD-7 and WSAS 

respectively had one underlying component for anxiety and functioning, as in the 

hearing population. However, for the PHQ-9, construct validation showed that 

there were two components for depression in a Deaf population. The sample size 

in the present study is too small to carry out a confirmatory factor analysis for the 

PHQ-9. 

The extraction of at least two components has been noted in another study. 

Titov et al.’s (2011), psychometric comparison study of the PHQ-9 and BDI-II for 

measuring response during treatment of depression also did not extract a one 

factor solution. However, unlike in that study, not all Deaf people in the present 

study were clinically depressed. Other research not concerned with depression, 

has also demonstrated inconsistencies between a Deaf and hearing population in 

the investigation of psychometric properties. Crowe’s (2002) study of the American 

Sign Language version of the Rosenberg Self-Esteem Scale extracted a three 

component solution in comparison with other studies with a hearing population that 

showed either one or two components.  

There are two potential explanations. First, it might be that the concept of 

depression, as assessed through the PHQ-9, from a Deaf population perspective, 

has two distinct facets. Depression in various ethnic hearing populations has been 

found to be culturally determined, which affects responses to standardised 

assessments (Huang et al., 2006; Spitzer et al., 2006). Depression might not be 

the same for Deaf BSL users as it is for hearing people in its cultural meaning and 

expression. Second, it might be that the items that fall outside of group one (items 

1 and 4) need to be revised in the BSL version. However, PHQ-9 item 4 has item-

total correlation greater than 0.3, which shows that it is reliable and does not need 
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to be revised. This points towards the first explanation being the most likely 

reason, i.e., that the concept of depression has two distinct facets within the Deaf 

population.  

Interestingly, both item 1 and item 4 in the PHQ-9 are related to motivation. 

Poor motivation is indicative of depression, hence items in the PHQ-9 seek to 

measure it. However, there are other reasons why someone might express poor 

motivation. Amongst Deaf people who face daily challenges in a largely un-

communicating world as well as regular instances of direct and indirect 

discrimination, poor motivation may have different causes or be more common for 

reasons other than depression. For instance, the motivation related item in the 

CORE-OM (“I have felt totally lacking in energy and enthusiasm”), elicited a 

response of “sometimes” in most Deaf people, demonstrating that it is not an 

unusual self-perception. Perhaps a Deaf person’s motivation depends on social 

context. For example, a Deaf person may give a different answer if they are asked 

whether they have the energy to do things in a hearing social environment as 

opposed to a Deaf social environment. For Deaf young people in an educational 

context, Stinson and Whitmire (2000) pointed out that difficulties with language 

skills might affect some Deaf people’s motivation. It would be interesting for future 

research to explore Deaf people’s perspectives on motivation in a variety of 

culturally and linguistically distinct contexts in order to understand its roots and the 

nature of its association with depression. A contextualised approach to research 

design through the collection of qualitative data would enable such exploration.  

While this was a pilot study, for research purposes we included in the design 

the means of identifying any participants whose responses might indicate they 

were experiencing mental health difficulties which were of immediate concern. 

Deaf people face barriers to health services and it is possible health professionals 

may not have spotted the concerns of the Deaf people (Alexander, Ladd, & 
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Powell, 2012; Fellinger, Holzinger, & Pollard, 2012). Of the 136 who participated in 

the present study, 23 participants’ scores raised such concerns and their GPs 

were informed. Nine of these were drawn from Group 2 (n = 25), the group who 

had reported having had mental well-being difficulties in the past 12 months. All 

were amongst those who also had had no contact with any professional support in 

the past 12 months. The other 14 whose GP’s were contacted came from Group 1 

(n = 88), the group who reported having had no mental health difficulties in the 

past 12 months.  

Although not an intended outcome, the referral of these 23 participants showed 

that without having reliable and validated BSL versions, these participants’ mental 

health difficulties might not have been identified in a timely fashion and they would 

probably have continued to go without support. This is of particular importance 

since these assessments are only designed to identify the most serious of 

difficulties that would lead to hospitalisation. They are much more commonly 

managed on an everyday basis in the community. However, without support the 

distress and difficulty caused can become chronic leading to much lower general 

states of well-being than would be necessary. 

The Deaf population in England is small and geographically dispersed, with few 

centres of concentrated numbers of Deaf people in the same location. This 

presents significant challenges in piloting translated versions of assessments with 

large enough numbers of people at a reasonable cost and in a time-efficient 

manner. However, collecting the data securely online has made it possible to 

recruit a satisfactory number of Deaf people quickly. Deaf people throughout the 

world have been enthusiastic adopters of information technology and the internet 

is widely used by Deaf people and so is an acceptable means of engagement 

posing few barriers when the content is delivered directly in signed languages 

(Power, Power, & Rehling, 2007; Valentine & Skelton, 2008).  
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The present study has shown that it is feasible to translate standardised mental 

health assessments, both linguistically and culturally, into signed languages, and 

supports a small body of similar work elsewhere (for example: Crowe, 2002 for 

American Sign Language; Fellinger et al., 2005a for Austrian Sign Language; 

Graybill et al., 2010 for American Sign Language). For more detailed translation 

procedure, with particular reference to translating the CORE-OM into BSL, see 

Rogers et al. (2012a). Successfully translating/adapting standardised 

assessments into signed languages, in this case BSL, is only the first step in 

establishing normative data for a signing Deaf population.  

This paper did not set out with the aim of comparing Deaf and hearing norms 

and it was not possible to do this from the data collected here because this is only 

a pilot study and the sample size for Group 2 is too small. In order to confirm the 

screening data and identify the potential difficulties, clinical interview would be 

necessary. Deaf people tend to be compared against the normative data from a 

hearing population for any particular assessment. However, as Deaf people have 

a different language and culture from their hearing counterparts, as well as having 

different life experiences, it may not be correct to compare a Deaf individual 

against normative data derived from a hearing population, even if the means of 

collecting that data is linguistically accessible and its reliability and construct 

validity established. Comparisons with normative data from a hearing population 

tend to show Deaf people as apparently having more severe difficulties. For 

example, the results of the General Health Questionnaire - 12 Austrian Sign 

Language version from a Deaf population were compared to normative data for 

the general hearing, German-speaking population and it was found that Deaf 

people scored significantly higher for having mental health difficulties (Fellinger, et 

al., 2005b). Without normative data from a Deaf population, however, it is not 

possible to accurately interpret the results of assessments because the cut-off 
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scores for the level of severity of mental health difficulties have not been 

established for that particular population. This is an observation widely reported in 

translations of standard assessments used in a culturally distinct hearing 

population (Niclasen et al., 2012; Scholte et al., 2011). However, because the 

cultural-linguistic identity of Deaf people is not always acknowledged or accepted 

(Alexander et al., 2012) this issue is not fully investigated because ‘deaf’ people 

are presumed to be hearing people who do not hear. We intend in future studies 

with larger numbers to use the BSL assessments whose reliability and validity we 

have now established, to ascertain Deaf population norms and recommended cut-

offs. 

4.1. Limitations 

The present study has several limitations:  

� The diversity of participants. Whilst the study achieved a good spread of age, 

gender, hearing status of family members of participants, and the age of when 

first learned BSL, the majority of the participants in the present study are 

White British. Information on socio-economic status of participants was not 

collected, therefore we are unable to comment on any potential sampling bias 

resulting from SES. 

� The study required the self-declaration of mental well-being difficulties. It is 

known that the health information in the Deaf community is poor, and it is 

possible that some participants might not have been aware that what they 

might have been experiencing was associated with mental well-being 

difficulties. However, from the information of those (n = 23) whose GPs were 

contacted as a result of the concerns raised from their responses, the majority 

(n = 17) had reported that they have had mental well-being difficulties in the 

past 12 months.  
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� The study required access to a computer to participate which might have 

created a sampling bias. Whilst access to computers is widespread amongst 

Deaf people in England and there is much public availability in addition to 

private ownership, the necessity to complete the assessments online might 

have created a barrier. However, research indicates that Deaf people in the 

UK are greater adopters of online technologies than hearing people and that 

literacy in the written word is not as great a barrier to confident computer use 

as one might assume (Valentine & Skelton, 2008).  

� Although the literacy skills are not required in the pilot study, there might be a 

bias in the selection because the information available about this project was 

presented in both BSL and English. The information explaining the purpose of 

the present study being available in English as well as BSL might have 

assisted with the recruitment, such as for educated and literate Deaf people.  

� The inclusion and exclusion criteria were clearly displayed on the website as 

well as in the information sheet, however, as this is a self participation study it 

is difficult to confirm that they understood the exclusion criteria to be eligible to 

take part.  

5. Conclusion 

This project has produced mental health assessments in BSL that can be used in 

mental health services as well as in other practices working with Deaf BSL users. 

That means that Deaf people will be able to have access to assessments in their 

preferred language, BSL. The BSL versions of the PHQ-9, GAD-7, and WSAS 

have been adopted as part of BSL Healthy Minds project, a specialised IAPT 

service for Deaf people in some parts of England, and will be used in their final 

online format. Their wide use over a period of time will afford the opportunity to 

establish normative data on a Deaf population for common mental health 

difficulties such as anxiety and depression and thus eventually establish 
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population specific cut-offs for these assessments in practice. Further work is 

needed to understand what the concept of depression might mean to culturally 

Deaf people. The online delivery of the assessments, which does not rely on the 

variable skills of whomever might be signing, will ensure a high level of 

consistency of delivery and validity of data.  

 

 

Notes 

1 Capital ‘D’ is used when referring to a person whose first language is Sign 

Language such as British Sign Language (BSL) and who is culturally Deaf. d/D is 

used to indicate that those referred to are deaf without specific differentiation. 

2 We acknowledge that there are diversities of Deaf people within Deaf 

populations. However, for simplicity this paper will use population as singular 

rather plural (populations). 

3 The nine National Health Service (NHS) Trusts in England who passed on 

information about the study to potential participants were: 2gether NHS Foundation 

Trust, Avon and Wiltshire Mental Health Partnership NHS Trust, Birmingham and 

Solihull Mental Health NHS Foundation Trust, Greater Manchester West Mental 

Health NHS Foundation Trust, Northumberland, Tyne & Wear NHS Foundation 

Trust, Nottinghamshire Healthcare NHS Trust, York Hospitals NHS Foundation 

Trust, Somerset Partnership NHS Foundation Trust, and South West London and 

St George’s Mental Health NHS Trust. 
4 Sign Supported English is a visual version of English which borrows signs from 

BSL but adopts the grammar and word order of English, often with the addition of 

spoken English used simultaneously (Sutton-Spence & Woll, 1999). 
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1. Abstract  

There is a paucity of literature exploring Deaf people’s perspectives on mental 

well-being despite the prevalence of mental health difficulties being higher in 

d/Deaf populations than in hearing populations. This study examined how Deaf 

people viewed their mental well-being since childhood and the barriers and 

protective factors they considered to be important in maintaining their mental well-

being. Four focus groups, with 27 Deaf participants, were undertaken in England. 

The  key issues identified from childhood associated with well-being in adulthood 

were experiences of communicating with others, managing the experience of 

school, bullying, transition to adulthood, emerging identity and ‘can do’ attitudes. 

Communication difficulties, lack of support, lack of awareness and misconceptions 

by others were regarded as barriers to achieving positive mental well-being in 

adulthood.  Examples of protective factors that were highlighted included support 

networks, having a sense of belonging and experiencing positive involvement. 

Conscious awareness of barriers to achieving mental well-being and having 

strategies in place to overcome were also seen as important. 
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2. Introduction  

The aim of this study was to explore how Deaf sign language users viewed their 

own mental well-being and in particular if their well-being in childhood was linked 

to their current well-being as an adult. The rationale for the study  is  that there are 

an increasing number of studies concerning mental health and deafness, both 

amongst children and adults (Fellinger, Holzinger, & Pollard, 2012; Hindley, Hill, 

McGuigan, & Kitson, 1994), but  little understanding of the pathways from 

childhood to adulthood with respect to mental well-being (Rogers & Young, in 

press). d/Deaf7 people have very particular kinds of childhood experience as a 

consequences of deafness, including parental adjustment (Hintermair, 2006), 

society’s attitudes (Bat-Chava, 1993), development of identities (Skelton & 

Valentine, 2003; Leigh, 2009), approaches to education (Hindley et al., 1994; 

Oliva, 2004), and a professional perspective which generally views d/Deaf children 

to be disabled (Young et al., 2006). The term ‘well-being’ rather than ‘mental 

health’ is used in this study as it incorporates both positive and negative aspects 

and gives emphasis to the importance of a more holistic and general feeling of 

mental well-being, rather than the term ‘mental health difficulties’ which has more 

negative connotations. 

 

It has been established, largely though clinical assessment and making 

comparisons with the hearing population, that d/Deaf children and adults have 

poorer mental well-being than their hearing counterparts (Department of Health, 

2005; Fellinger et al., 2012; Hindley et al., 1994). Additionally, although some 

efforts have been made to ensure that assessment measures are linguistically 

accessible and culturally appropriate, the dominant approach to understanding 

well-being has been one of quantitative measurement rather than qualitative 

information from d/Deaf people’s perspectives.  

 

d/Deaf people’s perception of the factors associated with mental well-being has 

been rarely explored. Yet, it is important to understand how a concept, or personal 
                                            
7 Deaf (with a capital ‘D’) refers to the community of people who use sign language as their first or 

preferred language and for whom being Deaf is akin to a cultural-linguistic identity (Padden & 

Humphries, 1988). When deaf is written with a small ‘d’ it refers to those who use spoken language 

and/or have a view of deafness as an impairment or disability for example those who have lost their 

hearing in later life.  d/Deaf is an all inclusive term and often is used with respect to children where 

their core identity is not yet formed or is unclear.  
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state, is defined and the factors that are considered relevant; “theories of 

psychological well-being are shaped by cultural beliefs concerning the 

fundamental nature of the person” (Suh, 2002, pp. 1378). Although not universally 

recognised, being Deaf is perceived as a cultural identity by sign language users 

who are members of a Deaf community. Holte and Dinis (2001) found the concept 

of self-esteem was viewed differently by hearing and d/Deaf women.  

 

The pre-existing literature on how d/Deaf people understand a range of mental 

states also points to the significance of a different approach to well-being in 

comparison with hearing populations. In the study of Deaf people who had 

experienced depression, Sheppard and Badger (2010) reported the importance 

that a sense of belonging to the Deaf community had in relation to contributing to 

self-worth. Griggs (1998) identified that self-acceptance of being deaf, and coping 

mechanisms associated with being deaf were key features linked to positive 

mental well-being. In a study of resilience, the ability to be comfortable with one’s 

own company was found to be more salient for d/Deaf young people in 

comparison with their hearing counterparts (Rogers, Muir, & Evenson, 2003).     

 

3. Methods 

The aim of this study was to explore Deaf people’s perceptions of their own mental 

well-being since childhood, and their views about the barriers and protective 

factors in the pathway from childhood to adult well-being. The exploratory nature 

of the question signalled the use of a qualitative approach (Murphy, Dingwall, 

Greatbatch, Parker, & Watson, 1998) which would enable issues of importance 

from a personal or collective perspective to emerge, rather than be pre-defined.  It 

also enables the conceptualisations of individuals to be identified in their own right, 

building a reflection of realities from lived experience and how that is perceived. 

Focus groups were used to gather data because it has been demonstrated that 

this is an approach which works well with groups who are more orientated toward 

a collective culture of shared knowledge through mutual discussion and/or story 

telling.  The Deaf community has been identified previously as a more collective 

and less individualistic culture (Ladd, 2003) and focus groups have been used 

successfully previously in studies with Deaf people (Griggs, 1998; Steinberg, 

Sullivan, and Loew, 1998; Rogers & Young, 2011). 
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This study was given ethical approval by the School of Nursing, Midwifery and 

Social Work Research Ethics Committee, University of Manchester. 

 

3.1. Recruitment 

Participants were recruited by mailing out to approximately 30 Deaf individuals and 

also by asking key persons in the d/Deaf community within different areas of 

England to distribute information relating to the project. Information was placed on 

the website and was available in both BSL and English. The criteria for taking part 

in this study were that participants needed to be d/Deaf and over 18 years of age.  

 

3.2. Procedure 

Prior to the focus groups, participants were asked to complete an online 

questionnaire to ascertain demographic information. This covered personal 

information such as education, employment, and health. They were also asked to 

complete two mental well-being assessments namely the Clinical Outcomes in 

Routine Evaluation – Outcome Measure (Barkham et al., 1998) and the Trait 

Emotional Intelligence Questionnaire (Petrides & Furnham, 2003). A guide for the 

focus groups was determined by the first author to ensure exploration of key areas 

including participants’ views on their mental well-being, key turning points in their 

life, relationships with others, key successes, stress factors, and supportive 

strategies. The questions acted as a guide only to allow the researcher space for 

the free flow of interaction between group members whilst ensuring that the main 

topics were adhered to. The focus groups were video recorded and each session 

lasted approximately an hour and half. The participants and the researcher sat in a 

circle and were filmed by two cameras each facing a half of the group (see figure 1 

for a diagram of focus group layout). All were reminded about confidentiality at the 

outset.  
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Figure 1. Diagram of a bird’s eye view of the focus group with the researcher and 

the participants in a circle. Outside the circle where the participants are seated, 

are two camcorders which are positioned so that each one faces half of the 

participants and the researcher.  

 

3.3. Analysis 

The focus group data was analysed using a thematic analysis framework (Braun & 

Clarke, 2006; Silverman, 2011) because of its theoretic and epistemological 

independence which enables analysis to be flexible in providing a wealth of 

significant data (Braun & Clarke, 2006). Analysis of the focus groups was carried 

out using both the videos (in BSL) and the transcripts (translations into English).  

The English transcripts/translations provided an easy point of searchable 

reference when seeking to access the data.  The BSL original provided a means of 

keeping the nuances of expression and fidelity to the meaning expressed in the 

original language. In this way, functionally the transcripts could be coded and 

segmented using the QSR NVIVO package, but the original meanings in the 

source language could lead the inductive process of analysis.  Whilst it is now 

possible to segment and code data in a visual language without the requirement 

for transformation into a written form, it was considered too time consuming and 

laborious to do this. However, direct quotes were translated from BSL to English.  

 

Using an inductive approach the researcher read and reread the transcripts and 

scrutinised the BSL videos, coding the data accordingly. This approach was 

laborious but effective in ensuring that all participants’ views were recorded. By 

use of an interpretative approach to analysis, it was possible to identify latent 
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themes and subthemes which were pertinent to the research question. The coded 

data was subsequently organised and presented into three key themes; (a) 

childhood experiences linked with adult well-being, (b) barriers, and (c) protective 

factors.  

 

4. Results  

4.1. Participants 

Four focus groups were conducted with a total of 27 participants. The 

demographic information of the participants8 is shown in table 1.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

                                            
8 Four participants failed to complete the demographic questionnaire. 
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Table 1 

Demographic information of the participants 

Demographic information N 

Gender 

    Female 

    Male 

 

22 

5 

Ethnicity background 

    White British 

    White Irish 

    Asian 

 

25 

1 

1 

Mean age (range 26 to 67) 48 

Hearing status of parents 

    Hearing parents 

    Deaf parents 

 

19 

8 

Preferred language (although all used BSL) 

    British Sign Language 

    Signed Support English 

    English 

 

15 

3 

3 

Marital status 

    Married or in civil partnerships 

    Divorced or have had civil partnerships dissolved 

    Single 

    Widowed 

 

16 

6 

1 

1 

Do have children 17 

Type of secondary school attended 

    Deaf residential schools 

    Deaf day schools 

    Mainstream with specialist units for the deaf 

    Mainstream school without a specialist unit 

 

15 

4 

3 

1 

Number of participants who are in employment  14 

Note. There is some missing information from the participants.  

 

All participants reported some degree of involvement with the Deaf community, 

and the majority felt they belonged to the Deaf community to some degree. The 

majority also indicated a strong affiliation with a culturally Deaf identity. 
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4.2. Deaf perspectives on mental well-being 

The data from the analysis is presented around three key themes: (a) childhood 

experiences linked with adult well-being; (b) barriers; and (c) protective factors.   

 

4.2.1. (a) Childhood experiences linked with adult well-being 

Subthemes raised in relation to the link between childhood experiences and later 

adulthood well-being were: (i) communication, (ii) managing in school, (iii) bullied, 

(iv) transition, (v) identity and (vi) ‘can do’ attitudes. 

 

4.2.1.1. Communication 

Participants in all four focus groups felt strongly that the experience of 

communication difficulties in their childhood had affected their mental well-being in 

later life. Direct connections were drawn between oralism (‘oralism’ was variously 

defined as the use by educational establishments of spoken language only, being 

placed in a mainstream school or the denial of Deaf identity) and later mental well-

being difficulties. For some the main issue was the sense of isolation, particularly 

when they were the only deaf child at school. In three focus groups they felt that 

that placing a deaf child in mainstream situations can inhibit their sense of security 

and affect their future mental well-being.  

 

Many participants from hearing families also reported experiencing communication 

difficulties within their own families particularly as some families never learnt how 

to sign. They believed that this experience had affected their childhood and was 

linked by participants to later mental well-being difficulties. For example, one 

participant felt that emotional problems around growing up deaf and struggling to 

communicate with their family had never receded and still triggered similar 

emotions today:  

“It’s always on your mind and if it comes up; it can make you feel anxious” 

[FG1, p6] 

 

Communication is, of course, a two way process and the perceived lack of effort 

from others was significant for many participants. The impact of hearing family 

members not adjusting their communication modes and their lack of deaf 

awareness was raised in all groups. The impact of this was described as feelings 

of frustration, as one person stated:  
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“She was always going off mid-conversation. We’d be talking away, voice and 

gesture, then suddenly she’d be off to see to something and I’d be screaming 

mad. ….. And that was hard for me to cope with. It still happens now, like if my 

son or daughter interrupts to ask Nanna something, she’d just go off. I always 

got the feeling that when I was talking she was only half interested.” [FG4, p7] 

 

This was reported to lead to feelings of exclusion and to detachment or distance in 

relationships with hearing family members: 

“I always try to make sure I’m only seeing one person at a time, and try to avoid 

large family gatherings. If I do have to go, I always end up ditching it and going 

off by myself to do something else.” [FG1, p3] 

 

Many participants described having one key family member who would facilitate 

the communication between family members:  

“My family aren’t ignorant, they know I’m Deaf but they won’t adjust their 

communication for me. The only person I can communicate with in the whole of 

my family is my mother; she relays for me.” [FG3, p5] 

 

The impact of being unable to have a meaningful conversation with family 

members was highlighted in all the focus groups.  

“Its okay talking about everyday things but I can’t really have a deep 

conversation about anything” [FG1, p2] 

 

All groups emphasised the importance of good communication and language skills 

for a d/Deaf child’s development, and in particular the need to ensure that 

communication was accessible for them (i.e. visual) within their family.  

“I feel it is important for a deaf child’s well-being that they have language …. 

They need to fit in …. If they can’t express themselves, they end up thinking 

differently and grow up with a lots of anger about lots of different things” [FG2, 

p3] 

 

4.2.1.2. Managing in school 

Participants’ also reflected on difficulties that were experienced within the school 

setting and how this linked to their well-being regardless of whether they originated 

from Deaf or hearing families. They reported difficult experiences within 
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educational settings that adopted an oralist approach and such difficulties went 

beyond the problem of communication.  

“The oral system was too much effort; it was too hard and too tiring. You miss 

so much” [FG4, p7] 

 

Some participants recalled being forced to use speech and having to guess what 

was being said without being allowed to lip-read:  

“The teachers used to cover their mouths so we couldn’t lip-read them” [FG4, p5] 

 

 Others recalled being punished for signing:  

“If you signed you’d get your hands slapped” [FG4, p3] 

 

Many participants felt that the issue of being forced to speak rather than sign had 

resulted in a long term negative impact:  

“It has affected my life, for sure …. It may well have affected my mental health, 

yes, but it’s certainly made me stubborn.” [FG4, p4].  Conversely however, they 

also said that it has served to make them tougher.  

 

Participants reflected upon the unrealistic expectations of others during their 

schooling. Others reported that they had been led to believe that they had clear, 

intelligible speech but later found out that this was not the case. Such experiences 

meant they felt ill prepared for the hearing world and this in turn affected their level 

of confidence and well-being.  

“When I got there [job] it was such a culture shock. School simply hadn’t 

prepared me for that at all. I’d been given false expectations.” [FG1, p6] 

  

4.2.1.3. Bullying 

In all four focus groups, one or more participants reflected on their experience of 

being bullied either at school or in the workplace and being d/Deaf was cited as 

the main reason for the bullying.  Although some participants said that being 

bullied had made them more resilient, most felt that these early experiences had 

had a detrimental affect on them as adults: 

“I was bullied badly and that has affected my life” [FG2, p2] 

“I had a bullying problem with friends and students, my mental health went 

down” [FG3, p6] 
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A few participants reported they had resorted to bullying others in an attempt to 

prevent being bullied themselves.  

“… And I was totally lost. I couldn’t understand anything. I was a bit of a bully 

to be honest, because I was the only deaf kid and I wanted them to pay 

attention to me. I used to get quite aggressive because I was so frustrated with 

the whole thing.” [FG1, p2] 

 

4.2.1.4. Transitions 

For some participants, the key link between childhood experiences and later 

mental well-being revolved around transition periods in their life such as leaving 

school and entering employment. Some described feeling ill prepared for leaving 

school and this was the case whether they had attended a mainstream or a deaf 

school. A few participants likened it to a “culture shock”.  

 

The experience of leaving school had been difficult for many participants, primarily 

because they were no longer surrounded by their d/Deaf peers and in many cases 

felt in the minority as the only d/Deaf person within their new environment. This 

was the case regardless of their ability to communicate with hearing people.  

“I left school when I was 16 because my mum and dad thought it would be 

better for me to leave school and join the hearing world. … I’ll try things my 

parents’ way. … When I left school, I was floundering a bit. I’d lost my world 

and I withdrew inside myself a bit. That became my world and I didn’t have 

much to do with anybody else.” [FG4, p9] 

 

4.2.1.5. Identity 

The link between childhood and adult experiences of well-being were described by 

some as being about the development of a positive identity.  In referring to identity, 

participants described the importance of an acceptance of themselves as being 

d/Deaf people as well as a feeling that they belong to a group. For those who 

became progressively deaf, experiencing identity issues was a particularly 

significant issue.  

 

Some participants felt unsure about their own identity and/or described feeling torn 

between the Deaf and hearing community.  Participants believed that a poor view 

of oneself has an adverse effect. They attributed confusion about identity as 
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emanating from communication difficulties during their childhood – both at home 

and at school. 

 “I felt very confused about my own identity, where I fitted in and it wasn’t until I 

went to [deaf school name] that the penny dropped for me.” [FG1, p2] 

 

Attempts by individuals to ‘fit in’ with peers, whilst possibly denying one’s own 

identity, also caused confusion for some participants. 

“I felt unsure about whether I saw myself as deaf or hearing” [FG4, p8] 

 

Another participant spoke of their “roller coaster of emotions through school 

because of my hearing problems”, noting that in adulthood her mood could still 

“plummet like it did when I was a child” [FG3, p1]. She described feeling shocked 

the first time that she encountered a signing Deaf environment at an annual Deaf 

event. She said that she felt “small” and unable to fit in because she could not sign 

and as a result has “pulled away” from the Deaf community.  

 

The notion of acceptance by others was discussed in all of the focus groups. 

Participants expressed concerns about both professionals and hearing parents 

who aspired for the d/Deaf child to be able to speak and hear.   

“I blame the medical establishment and the education system for having such 

a rigid opinion that d/Deaf people must learn to speak and lip-read … I’m 

sorry, but that is for their benefit – it doesn’t do anything for us” [FG3, p4] 

“My parents were hearing and they wanted me to speak because they felt 

speech was more important than sign” [FG4, p3] 

 

A few participants reported that family members had suggested they have a 

cochlear implant because, in their view, their families had never accepted their 

deafness. This in turn had affected their self-esteem and a view that they were not 

accepted for who they were.  

“I was crushed. I felt like he couldn’t accept me for who I am” [FG3, p5] 

 

The acceptance of their child being d/Deaf was reported to be difficult for some 

hearing parents. One participant gave an example that their parents were relieved 

when they learnt that their grandchild was hearing.  
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“I was really quite hurt to see that she’d announced the birth (of my child), then 

put, ‘I’m pleased to report that she has perfect hearing; … I was shocked to 

discover that that negative attitude was still so entrenched” [FG2, p6] 

 

4.2.1.6. ‘Can do’ attitudes 

The notion of a ‘can do’ attitude in relation to positive well-being was discussed in 

all of the focus groups:  

“… it’s about feeling satisfied with yourself, how you are; about feeling you can 

do the things you want to do. That word, ‘can’, the positive attitude – that’s 

important” [FG1, p3] 

 

Some participants’ reported being told by others that they could not do something 

because they were deaf. Participants were able to provide examples of things they 

had been told that they could not achieve, mainly from hearing people, such as 

teachers at school and career advisers.  

“… they [teachers] asked me what career I wanted to do in the future. I said I 

would like to be a P.E. teacher, and they were surprised and said, “Well, how 

can you hear the whistle if you take your hearing aids off?” …. They said, “ Oh 

well, no one would employ you to do that job if you were unable to hear.” That 

really did make me think, “Hmm, that is true” and I was very frustrated about 

that. It is like reinforcing the negative – can’t, can’t, can’t. … typical of hearing 

people …” [FG2, p3] 

“Because the assumption is always ‘Hearing knows best’” [FG3, p5] 

 

Participants felt that the encouragement of self-belief to aid positivity and a ‘can 

do’ attitude stemmed from others. Having someone, whether it be 

parents/teachers /employers, who believed in them, influenced some participants 

to believe in themselves. This in turn made them feel good about themselves. One 

person reflected how her previous employer encouraged her to apply for a 

manager position and how he helped her overcome her doubts that she was able 

to do the job: 

“That man is always permanently fixed in my mind. I can picture that day as 

clear as anything – me saying I can’t and him telling me he believed I could.” 

[FG2, p2] 
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4.2.2. (b) Barriers to maintaining positive mental well-being 

Participants discussed the frustrations they felt as a result of the day to day 

barriers that they faced. Discussion of the barriers is therefore highlighted in this 

theme. One such barrier is communication difficulties with others as discussed 

earlier. There was also discussion around the difficulties that Deaf people can 

experience in accessing services and it was perceived that this can also impact on 

one’s well-being for example difficulties in communicating with those who should 

be seen as supportive, such as the GP, were reported. 

 

Nearly all participants discussed the significance and impact of difficulties in 

having a conversation that was more than at a very basic level. The “shared 

understanding” [FG1, p2] that takes place when an intense conversation happens 

was seen as vital to mental well-being. Most of the participants were able to give 

examples of situations in which they had been made to feel frustrated and 

stressed as a direct result of missing out on conversations, having to rely on a 

third party to relay the information, and their dependence on others who judge 

what information should be passed on to them:  

“We had been eating out a lot and they had chatted though the meals without a 

thought for me, but that was ‘my family’. One evening I just lost it, I’d had 

enough; I turned my back on them and started to watch the people passing by. 

Eventually, they noticed and asked me what was the matter? I went mad, I told 

them “oh you’ve finally noticed me now have you” They looked sheepish and 

uncomfortable, I gave it to them telling them how I felt being left out. “I am 

Deaf”. I was using my voice and they tried to shush me as I was causing a 

scene, but I didn’t care, I just carried on. I ranted that it wasn’t the first time and 

that they needed to realise that “I WAS HERE!” I’d had enough of being treated 

like this. Years of it.” [FG3, p6] 

 

Barriers faced in the workplace and in educational settings were also reported. 

One participant reported there was a lack of support in college “… I received no 

support there, no radio aid, no support person, nothing. It was a nightmare” [FG3, 

p3]. There were also reports of limited access to further education within 

mainstream settings. 
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Whilst it is currently acknowledged that Deaf people’s rights in respect to, for 

example, employment are enshrined in legislation this has not always been the 

case. 

“There was no Access To Work funding at that time … I really struggled” [FG2, 

p1] 

There was a view despite legislation, not only in employment, that opportunities 

and choices for Deaf people remain limited.  

 

Participants also gave examples of how communication difficulties at work had 

had a negative effect on them.  

“I couldn’t follow who was saying what … it was rubbish. I moved to my current 

job about 2 years ago and I’m working in a deaf environment there, where 

everyone has to sign.” [FG3, p3] 

 

Lack of support within families was also highlighted as a barrier and participants 

believed that this inhibited them from achieving their potential and prevented them 

from developing or maintaining a positive well-being. At home, Deaf people 

described feeling excluded; families were seen as ignorant and/or not willing to 

learn sign language and therefore perceived to be “lazy”.  

“… my father won’t even put the subtitles on for me. It is not allowed.” [FG3, 

p5] 

 

Misconceptions by others about d/Deaf people were also considered to be 

problematic. For example, when a d/Deaf person is mistaken for having mental 

health difficulties, or described as having learning difficulties solely because they 

are deaf:  

“I’ve noticed a real problem in attitude from [business name] … who help 

people find jobs. I went to talk to them about what jobs were available and 

straight away they started talking about ‘learning difficulties’. I was like, hold 

on, what did you say? … They described me as having a learning difficulty, 

because I’m deaf. [FG4, p2] 

 

Participants felt that Deaf people do not always access the help that they need 

because of issues of stigma. They  felt that mental health difficulties are still 

considered a taboo subject and there was a view that physical and mental health 
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issues are dealt with differently in the Deaf community compared to the in the 

general population: 

“Mental health is still such a taboo issue … no one talks about it, so 

consequently everyone is alone with their problems.” [FG1, p3] 

  

In a similar way, lack of awareness concerning what support is available for Deaf 

people with mental health difficulties is also considered to be a barrier. 

Discussions across the focus groups regarding lack of information, knowledge, 

and access to services, depicts issues pertaining to difficulties around a d/Deaf 

person’s access to information which in turn may impact on well-being. There was 

consensus among participants that d/Deaf people did not always access 

information relating to health:  

“A lot of deaf people simply don’t know what health means … I think it’s 

important for people to understand concepts of health and well-being so they 

can live well.” [FG2, p6] 

 

One focus group consisted of people who worked within professional roles. In their 

view, as professionals, they felt that they had better access to information or at 

least knew where to find it “… but I think it’s worse for other people because how 

can they get the information they need if they cannot read well or talk to their 

friends” [FG1, p2].  

 

Finally it was suggested that the term ‘mental health’ had only been used recently 

by the Deaf community and as a result there had been an increase in the 

understanding of its definition.  

 

 

4.2.3. (c) Protective factors relating to the maint enance of mental well-

being  

This theme concentrates on what the participants’ viewed as being of value in 

enabling them to achieve a positive mental well-being both now and in the future. 

For some participants, value meant those things that are important and have 

positive impacts on them, such as strong family bonds and encouragement from 

others. Friendships were certainly seen as valuable in terms of maintaining mental 

well-being.  
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“I value my friends, my partner, my work. That’s what’s kept me going through 

the years” [FG3, p5]  

 

Accessing help in relation to mental well-being either from professionals or friends 

was also viewed as a supportive strategy: 

“accessing counselling and learning how to open up to friends” [FG3, p1] 

 

Support from family members to enable a d/Deaf person to develop their own 

identity was seen as important. “…that’s helps with confidence, self-esteem and 

identity, linked with who you are.” [FG2, p6]. This was considered to be a particular 

issue for hearing parents who have no contact with the Deaf community.  

 

Not surprisingly, given the very nature of being d/Deaf, communication was clearly 

viewed as a key issue to the maintenance of mental well-being. However the 

importance of communication was not only functional – being able to understand 

others and make oneself understood is fundamental. Communication was also 

central to other factors, such as being able to discuss and work through problems 

and having the ability to develop trusting relationships. Not only was it seen as 

vital to be able to communicate and to be able to express oneself freely, but also 

seen as valuable in order to build confidence. Being able to talk through problems 

with someone who one could trust was considered important. 

“I’ll get together with someone for half an hour ‘worry time’… and it makes me 

feel so much better” [FG1, p] 

 

The recognition of the importance of communication for maintaining one’s well-

being leads many participants to feel that the sense of belonging in the Deaf 

community is vital. This seemed to be the case whatever their history. The Deaf 

community was viewed by many as a life line - somewhere they could relax 

without pressure and where they could be themselves. Value was also attributed 

to having a social life and hobbies.  

“… I tried to fit into the hearing world, because that’s what the school had told 

us we had a duty to do.… My mum kept trying to get me to go to the deaf club 

– they had a youth club there at that time. Eventually I agreed to go along and 

as soon as the door opened and I walked in, I was home. I still remember 

walking through those double doors into a room full of deaf people and just 

feeling so excited, knowing I was home. My confidence came back. It was only 
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then that I felt I could cope in the hearing world, once I knew I was back in the 

deaf world. But I had no confidence for a year. It was an awful time.” [FG1, p3] 

 

Participants highlighted a variety of strategies used to manage difficult situations 

and aid the maintenance of a positive well-being. These were not necessarily 

linked to them being d/Deaf. Strategies included examples such as taking personal 

responsibility for dealing with a situation; learning how to cope; and thinking 

positively. Being able to see something through was also seen as having a 

positive impact:  

“If you say to yourself that you want to do something, then you see it through, 

it can make you feel pleased with yourself. It can make you feel good” [FG1, 

p6] 

 

Having resilience, a type of reserve which enables one to “cope with whatever life 

throws at you” [FG1, p6] was also considered important.  

 

Additionally, having good literacy skills and access to interpreters were seen as 

valuable in terms of being able to access information. One person reflected on the 

significance of interpreters for their own personal well-being: 

“Without interpreters I wouldn’t have access to a lot of things” [FG2, p5] 

 

Beyond issues of identity and involvement, participants also described the 

importance of a sense of belonging. Belonging was not defined solely by being 

involved or knowing who you are. It was more akin to fitting into something or 

being with people that create positive feelings of attachment and security. Feelings 

of belonging were universally identified as central to positive mental well-being: “I 

must have a sense of belonging” [FG1, p3]. In most cases, that feeling of 

belonging resided firmly in to the Deaf community. This was for a variety of factors 

including having the ability to communicate with ease and to maintain friendships: 

“I think that is because I can express myself more easily in sign” [FG1, p2] 

“I don’t understand it (hearing world) … I choose to be in the Deaf world” [FG3, 

p5] 

 

In summary, the impact of Deaf culture and the Deaf community on a Deaf 

person’s sense of belonging cannot be ignored, as being in a Deaf environment 

gives people a sense of security, a “Deaf space”. 
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5. Discussion 

The aim of this study was to understand how d/Deaf people make sense of their 

mental well-being, its links to their individual histories and what the barriers and 

protective factors are perceived to be in relation to well-being. In the past, whilst 

considering the mental well-being of d/Deaf people, it was thought that the 

person’s deafness was the main issue. However, with the recognition of sign 

language and the acceptance of Deaf culture, factors other than deafness itself 

began to be examined in the context of mental health and d/Deaf people (Leigh & 

Pollard, 2003). Participants in this study were able to identify a link between 

certain facets of their childhood and their mental well-being in adulthood. Issues 

around communication, the school environment, bullying, transition periods, 

identity and ‘can do’ attitudes were discussed in some detail.  

 

Given that the majority of d/Deaf people are from hearing families; about 95% are 

born to hearing parents (Mitchell & Karchmer, 2004), it is not surprising that issues 

in relation to communication within families were raised. d/Deaf young people 

might not have acquired sufficient cultural capitals (e.g. familial and linguistic) 

(Listman, Rogers, & Hauser, 2011). An example would be a d/Deaf individual in a 

hearing family might have been excluded from daily family discourse (e.g. at the 

dinner table – “dinner table syndrome”) because of communication difficulties, 

which in turn could impact on their well-being. Some participants in this study 

reported feeling hurt when they were excluded or when their conversation with 

family members was interrupted by other people. Feelings of exclusion were also 

reported in the study by Gregory, Bishop and Sheldon (1995).  This enforced 

exclusion and isolation can become a norm for some d/Deaf people and could 

affect their adult well-being.  Without effective communication and opportunities to 

communicate at ease with others, the development of appropriate interaction and 

social skills is challenging. Ineffective communication can also hinder the 

development of coping mechanisms and the skills needed to navigate ones way in 

society.  

 

Deaf people’s memories of their school days were relayed in terms of their 

recollections of being punished for using sign language and expectations that they 

should aspire to being like hearing children. Participants in this study discussed 

the false expectations of others and how this made them feel - particularly in terms 
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of their ability to trust others. Literature on deaf children and bullying suggests that 

deaf students are considered to be at risk of being stigmatised because of their 

deafness, which in turn leads to social exclusion and/or being bullied by others 

(Dixon, Smith, & Jenks, 2004; Weiner & Miller, 2006).  

 

Some participants also linked the difficulties that they experienced in the transition 

from childhood to adulthood to their adult mental well-being. For many, this was 

around leaving the relatively safe environment of school and entering a 

mainstream society. Valentine and Skelton (2007) noted the vulnerability of d/Deaf 

people when entering adulthood because they are often ill-prepared and have a 

lack of understanding of the hearing world. Participants in this study emphasised 

the link between feeling ill prepared coupled with being given false expectations 

that they would fit in with and cope in the hearing world. 

 

Having a sense of identity(ies) is one the key developments in a young person’s 

life (Kroger, 2007). Deaf people who see themselves as being part of the Deaf 

community and are sign language users usually identify themselves as having a 

Deaf identity, whereas other people might view themselves as bicultural or as a 

hearing person. Some people in this study have shifted from a hearing identity to a 

Deaf identity. The discovery of sign language and meeting other Deaf people often 

helps deaf people to find their Deaf identity. Psychological well-being was found to 

be linked with a consistent view of self across roles (Sheldon, Ryan, Rawsthorne, 

& Ilardi, 1997). However some participants in this study reported to be feeling torn 

between the Deaf and the hearing community and described trying to fit in. Leigh 

(2009) identified that family, role models, and school have a role in influencing the 

identity development of d/Deaf young people. Bat-Chava (1994) reported that 

those Deaf people who identify strongly with other Deaf people have more positive 

self-esteem than those who do not. 

 

Young people are often hugely affected by their social environment and views and 

expectations of others (Leigh, 2009). The perceptions of d/Deaf people as being 

unable to do some  things that hearing people can do is as a result of the medical 

view of deafness, which reinforces what deaf people cannot do, i.e., ability to hear 

and to speak. “…, the repercussions related to perceptions that hearing difference 

automatically equates communication disorders or implied “can’t do” perspectives 

when that is not necessarily the case, can have far-reaching consequences for the 
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saliency of deaf or hard-of-hearing identities” (Leigh, 2009, p. 108). Having strong 

social capital, such as a social support network, and positive view of self can be an 

aid to influence a ‘can do’ attitude. Having a self-belief and someone to believe in 

you can serve to promote a positive well-being, as a former president of Gallaudet 

University in Washington, D.C. stated “Deaf people can do anything except hear”. 

This implies that being deaf in itself should not stop someone from achieving the 

goals they set out to. Identification with Deaf culture can encourage a ‘can do’ 

attitude (De Clerck, 2007).  

 

The vast majority of participants were certain that there was a clear link between 

events that they had experienced in childhood and their adult well-being. 

Furthermore these events, impacts and effects were attributed to their experiences 

of being a d/Deaf child and how others responded to their deafness. This, in turn, 

has impacted on their adult life. It was striking that considerable anger and 

emotion was still expressed about events and experiences which had happened, 

in some cases, more than 30 years ago.  It is of note however that there were 

descriptions of life events in childhood (other than those associated with being 

deaf) that also impacted on later well-being.   

 

In terms of maintaining well-being, the focus groups also discussed the barriers, 

and protective factors to maintaining mental well-being. Communication barriers 

do have impact on access requirements of d/Deaf people (Alexander, Ladd & 

Powell, 2012; Connolly, Rose, & Austen, 2006; McKee, Barnett, Block, & Pearson, 

2011). Steinberg et al. (1998) found that communication difficulties for d/Deaf 

people were seen as a major cause of mental health difficulties. In this study, 

communication was seen by participants as a barrier to maintaining mental well-

being in addition to being able to access to appropriate services. The latter 

difficulty was also noted by Steinberg et al. (1998) who found that over half of the 

participants were unable to locate mental health services.  

 

Participants were able to identify a number of strategies that can be useful, for 

example, choosing not to be isolated among hearing people. The importance of 

accessing available support was also seen as a useful strategy in the promotion 

and maintenance of well-being. Participants found having social support whether 

from friends or family members valuable to mental well-being. Griggs (1998) noted 

the importance of Deaf people prioritising opportunities to communicate with deaf 
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friends. In a study by Werngren-Elgstrom, Brandt and Iwarsson (2006) with elderly 

Deaf people, the relationship between social activities within the Deaf club and 

subjective well-being were found to be significant. Participants in this study 

reported feeling at home and a sense of belonging at the Deaf club. Participants 

reported being involved in a way which goes beyond just being able to 

communicate as being valuable for promoting positive feelings of well-being.  

 

It is not only having difficulties in overcoming barriers but the failure to maintain 

those factors that are protective that can lead to a risk of having negative mental 

well-being outcomes.  

 

5.1. Limitations 

It is of note that participants in this study may not be representative of the Deaf 

community in general, for example at least half of the participants in this study 

were in employment and yet we know that the unemployment rate for deaf people 

is four times higher than in the general population (RNID, 2003). Some 

participants who took part in this study had attended schools with strong oralist 

policies and were punished for using sign language. Younger Deaf young people 

nowadays might have very different experiences as a result of a shift in policies 

within the educational arena. Furthermore, all of the participants in this study were 

able to use BSL, therefore may not be representative of those who are not fluent in 

BSL and where issues of isolation may be more or less pertinent. Additionally the 

stigma of mental health and issues around confidentially may have prohibited 

some Deaf people from openly discussing their mental well-being in the focus 

groups. 

 

6. Conclusion 

Previous studies have examined various factors that have negative effect on the 

mental well-being of Deaf people. Little consideration, has in the past, been given 

to what d/Deaf people themselves found valuable in relation to their mental well-

being. This study has enabled us to have some insight into the particular childhood 

experiences that are linked to mental well-being for d/Deaf adults. The protective 

factors that are valuable to Deaf people’s well-being, and the barriers which 

prevent d/Deaf people from achieving a positive well-being have been highlighted 

in this study. By taking these points into account we can go some way to 
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identifying the protective factors which could mitigate mental well-being difficulties 

for d/Deaf people in the future.  
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CHAPTER NINE: DISCUSSION 

 

1. Overview 

Several key studies across the world have established that d/Deaf children/young 

people and adults have a higher incidence of mental health difficulties in 

comparison with hearing people (Fellinger et al., 2012; Hindley, 1993; Kvam et al., 

2007; Schlesinger & Meadow, 1972; Sinkkonen, 1998). These studies are largely 

based on the results of assessments standardised on hearing rather than d/Deaf 

populations. Additionally data has usually been taken at a single point in time, 

rather than longitudinally. As a result, the relationship between mental ill health in 

childhood and mental well-being outcomes in adults is significantly under-

researched and d/Deaf people’s own perspectives on their mental well-being has 

been little explored. Consequently, whilst it is possible to evidence in general 

terms that d/Deaf people experience greater mental distress and have poorer well-

being than hearing people, there remains substantial gaps in our understanding.  

 

Prior to this study there were no mental well-being assessments available in 

British Sign Language in the UK and there has been insufficient exploration into 

the reliability of mental well-being assessments (in either BSL or English) with 

d/Deaf populations. Yet, it is known that early identification of mental well-being 

difficulties can assist in getting the necessary support in place and in preventing 

the deterioration of any mental health difficulties. Problems inevitably will arise if 

an assessment is not reliable and its validity questionable as this may mean that 

the identification is inaccurate or potential difficulties may be missed. Validity is not 

just in relation to the language of the assessment but also about its cultural 

meaningfulness. The Deaf community is an entity in its own right; it has its own 

culture, history, and language.  

 

Understanding and promoting well-being is not only the early identification of 

problems, it is also about positive recognition of what might be important in 

someone’s life from their cultural context and perspective. Consideration therefore 

needs to be given as to what is important in d/Deaf people’s lives, what is 

‘valuable’ to them in terms of ensuring a positive mental well-being. This 

contextualised understanding is required, so that appropriate screening tools can 

be developed to identify potential risk factors which could lead to mental well-being 

difficulties amongst d/Deaf people.  



228 

 

 

 As discussed in Chapter 1 one of the original aims was to undertake a follow-up 

study of participants whose mental health as children was first assessed in 1988 

(Hindley 1993) and to investigate their adult mental well-being. This would 

necessitate the development of a valid mental well-being assessment for use with 

d/Deaf people in BSL and English and to make comparisons between the original 

data and outcome data from the traced participants. Despite multiple recruitment 

methods, insufficient participants from the original cohort were traced. Therefore 

the research addressed the evidence deficits in a different way (outlined in papers 

A to E).  Collectively this work involved over 250 d/Deaf adults who had not 

participated in Hindley’s original (1993) study. This final chapter brings together 

the entire thesis to provide an overview of the findings, and makes 

recommendations for future research.  

 

 

2. Contribution to the knowledge of d/Deaf people a nd mental well-being as 

result of this study 

This study has succeeded in producing outputs for each of the aims and objectives 

established at the outset. The results are contained in the papers A, B, C, D, and 

E, of which three have been published, one is currently under review and one is 

ready to submit for publication. Each paper individually and collectively has made 

a contribution to knowledge about mental well-being in d/Deaf populations as set 

out below. Academic contributions to the knowledge of d/Deaf people’s mental 

well-being as the result of this PhD have been made at different levels; theoretical, 

methodological, and empirical. For example, the methodological knowledge 

includes a greater understanding of what constitutes a robust translation 

procedure for sign language assessments and the effectiveness of using remote 

data collection with d/Deaf populations. The work has also made a significant 

contribution to clinical practice (see section on ‘policies and practice implications’).  

 

2.1. Academic contributions: methodological and emp irical  

2.1.1. Literature review on the association between childh ood and 

adulthood mental well-being outcomes in d/Deaf popu lations [Paper A]  

There had previously been little discussion about the relationship between mental 

well-being in childhood and adults in d/Deaf populations. A detailed literature 

review (paper A) was conducted which focussed on critically analysing the 
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available evidence with regard to the association between childhood factors and 

later mental well-being outcomes for d/Deaf people. Association refers to both 

evidence of causal mechanisms and correlations, as well as less rigorous 

observations of potential influences. 

 

It is known that, in hearing populations, mental health problems in childhood can 

be linked to mental health difficulties in adulthood (Steinhausen, Meier, & Angst, 

1998; Dunn & Goodyer, 2006).  Mental health difficulties in childhood in hearing 

populations have also been shown to contribute to poorer outcomes in adulthood, 

including lower educational attainments and unemployment. Some key social, 

familial and environmental factors in childhood have been found to predict later 

mental health outcomes in adulthood (Buchanan et al., 2002; Fergusson et al., 

2000; Fergusson & Woodward, 2002).  In d/Deaf populations, factors such as 

reading age (Griggs, 1998), being intellectually gifted (Vernon & LaFalce-Landers, 

1993) and inconsistent communication (Wallis, Musselman, & MacKay, 2004) in 

childhood have been examined and a link with later poorer mental health 

outcomes was found. However, no literature was found which examined directly 

the connection between mental health difficulties in childhood and outcomes for 

adults in d/Deaf populations. There are no prospective or retrospective longitudinal 

studies of large cohorts of d/Deaf people similar to the studies in hearing 

populations which address issues of mental health and well-being outcomes (e.g. 

Dekker, Ferdinand, van Lang, Bongers, van der Ende & Verhulst, 2007). 

 

It could be assumed that the findings from hearing populations might be similar for 

d/Deaf children, as some may have experienced similar key life events such as 

death of a family member, the separation of their parents, or family dysfunction.  

However, there may be additional factors that research within the general 

population has not taken into account. It is known that d/Deaf children are more 

vulnerable to abuse and neglect (Kennedy, 2000; Kvam, 2004; Sullivan & 

Knutson, 1998) (although the definition of neglect might be debatable as it should 

probably include communication needs), and may experience communication 

difficulties therefore they may not be able to disclose what is happening to them.  

In addition, d/Deaf children have experiences which are, in the main, different from 

those of hearing children; for example, communication difficulties with principal 

care givers and peers (Gregory et al., 1995), feeling isolated (Oliva, 2004) and 

limited interaction with others (Lederberg, 1993).  From studies with hearing 
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populations, the timely recognition of mental health difficulties and early 

intervention is significant for the prevention of later negative outcomes.  We also 

know that there are more opportunities for mental health difficulties to be identified 

at earlier stages in hearing populations than there are for d/Deaf people largely 

because d/Deaf people’s access to services at primary, secondary and tertiary 

care levels are well recognised as being poor (Alexander et al., 2012; Department 

of Health, 2005; Steinberg et al., 1998). Furthermore, there is a lack of appropriate 

mental health assessment tools which are linguistically and culturally valid to the 

d/Deaf population (Cromwell, 2005; Hindley et al., 1993; Leigh, Corbett, Gutman & 

Morere, 1996). 

 

It was the overall intention of this study to address the association between 

childhood and adulthood mental well-being outcomes in d/Deaf populations by 

undertaking a longitudinal study using participants from Hindley’s (1993) cohort. It 

was assumed that, because of the closeness of the Deaf community and the 

nature of Deaf culture, tracing the original cohort would be achievable. However 

this was not the case. This may however be possible in the future with a new 

cohort, particularly given the increased use of social media and the fact that 

d/Deaf children/young people are ‘growing up digital’ with easy access to virtual 

communities and networked communication.  This is likely to make tracing 

individuals and groups far easier in the future. In the same way as prospective 

studies are undertaken amongst hearing populations, prospective longitudinal 

studies of mental well-being amongst d/Deaf people are needed. Without such 

studies it will not be possible to further develop an evidence-based understanding 

of the relationship between factors in childhood which affect d/Deaf children/young 

people and their later mental well-being. 

 

Key conclusions/contribution:   

(i) There is inadequate evidence to support a detailed understanding of the 

risks and preventative factors which might link mental health difficulties 

in childhood with mental well-being outcomes for d/Deaf adults.   

(ii) Although it is possible to extrapolate likely factors which are casual or 

associated from the longitudinal evidence for hearing populations, the 

mechanisms of their likely effects are not understood with regard to 

d/Deaf populations. 
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(iii) Retrospective follow up studies with d/Deaf populations face significant 

difficulties which threaten their viability. 

(iv) Prospective longitudinal studies concerning mental well-being are urgently 

required. 

 

2.1.2. Translating the mental health assessments into BSL [Paper B]  

Prior to the commencement of this thesis there were no mental well-being 

assessments that had been translated and validated in BSL that could be used 

directly with Deaf people. As a direct result of this study, the first four self-reporting 

mental health assessments have been produced in BSL and have been validated 

and are now ready for practitioners to use. This is important because it means that 

common mental health problems such as anxiety and depression can be identified 

and appropriate treatment and care provided. Without such measures, in the past, 

d/Deaf populations were considerably disadvantaged because of the lack of any 

appropriate means of assessment. The most common mental health difficulties 

experienced by all people are depression and anxiety and it is known that they 

have a higher prevalence amongst d/Deaf people.  For this reason the mental 

health assessments that focus on these areas were selected for translation. PHQ-

9 for example, focuses on depression and the GAD-7 focuses on anxiety. They 

were, therefore, an obvious target for this work and timely given that the study 

coincided with the nationwide roll out of the IAPT programme. 

 

Whilst acknowledging that previous publications have considered issues of 

translation, this study gives an in-depth account of the issues related to translating 

standardised mental health assessments into BSL and an article (paper B) which 

highlights challenges in translation has been published. Paper B confirms some of 

the previous observations (e.g., Graybill et al., 2010; Montoya et al., 2004) but 

additionally identifies some hitherto unpublished issues. Examples of such 

challenges include the influence of modality, the use of visually motivated signs 

without giving leading examples and words in Deaf social contexts. Taking the 

aforementioned issues into consideration, will assist others who are considering 

translating other standardised assessment tools into BSL and will go some way 

towards ensuring the quality of such translations in the future. The publication also 

extends the literature in the general psychological community about the translation 

and validation of standardised assessments.  It provides an evidence base for 
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their successful realisation in languages which have no written form through the 

use of a digital media as an interface for their delivery. 

 

Key conclusions/contribution: 

(i) Barriers to early identification of and timely intervention in common mental 

health difficulties affecting d/Deaf people will not be overcome without 

linguistically and culturally appropriate standardised assessment 

instruments.   

(ii) The study of the processes of translation and cultural matching required for 

their production has extended the pre-existing literature on translation 

and standardised assessments in signed languages on an international 

basis. 

 

2.1.3. Pilot study of the CORE-OM (BSL and English) with d /Deaf 

populations [Paper C]  

Although this study was focussed on one instrument (the CORE-OM) it also 

provided the opportunity to explore and compare reliability between English and a 

Sign Language version of the same assessment when used with d/Deaf 

populations.  This is an issue which has previously received little attention in the 

literature. This study has enabled such a comparison to be made. Reliability was 

compared using the Cronbach’s alpha values with 95% confidence intervals for the 

BSL and English version completed by d/Deaf people and also with a non-clinical 

population in Evan et al.’s (2002) study. One of the creators of CORE-OM, Chris 

Evans, was involved in the translation process and provided guidance throughout 

this study. Both versions (BSL and English) of the CORE-OM were piloted with 

d/Deaf people and both were found to be reliable, although the reliability of two of 

the domains in the English version were found to be questionable (see paper C).  

This is important for professionals working with d/Deaf people as they need to be 

cautious about using the English version with d/Deaf populations even in cases 

where the client states a preference for taking the assessment in English. The BSL 

version of CORE-OM has been approved and is available for clinical use. 

 

An online data collection approach was used in the pilot studies because the Deaf 

community is highly geographically dispersed and this is an effective way for 

reaching large numbers of this population. Additional benefits of this method of 

collecting data are that it allows for self-selected participants and maintains their 
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anonymity. It also saves travelling time and is economical in use. It does however 

potentially create a recruitment bias because it necessitates that participants have 

access to and are able to use a computer in order to participate. This has the 

potential to create barriers for those who are less familiar or comfortable with 

online environments.  The impact of the computer interface on response is also 

unknown. Nonetheless, the methods used for this study have shown that it is 

possible to recruit a sufficient number of participants using online data collection. 

The details relating to this method have been submitted for publication (paper C). 

This includes an analysis of the additional questions raised about participation, 

sampling bias and impact that the means of data collection may have on the 

quality of data.  

 

Key conclusions/contributions: 

(i) Online remote access data collection for piloting standardised assessments 

and testing their reliability is an efficient and effective approach to data 

collection in the Deaf community. 

(ii) Further studies are required to understand the impact of the computer 

interface on response and potential bias in sampling that might be 

produced. 

(iii) The study which compared a sample of d/Deaf participants completing the 

English version and the BSL version of the same instrument 

demonstrated concerns about the validity of the English version when 

used with d/Deaf populations, even in circumstances where a d/Deaf 

person self-selects to complete the English version over and above the 

BSL version. 

 

2.1.4. Validation of four mental health assessments [Paper  D] 

The three mental health assessments in this study are also those which are used 

to form part of the core set of assessments in the national IAPT (Increasing 

Access to Psychological Therapies) programme (IAPT, 2012a).  This programme 

is being made accessible to Deaf people (Flynn, 2012), but cannot operate 

successfully without reliable and validated versions of the assessments in BSL.  I 

have produced these versions, piloted them and published the results [Paper D].  

As a consequence of this study the BSL versions now form part of the official 

Minimum Data Set within national IAPT. Validations of the BSL versions of four 

mental health assessments (PHQ-9, GAD-7, WSAS, and CORE-OM) have been 
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made, and the reliability was found to be good. The convergent validities for each 

of these BSL assessments were checked by the correlations with the relevant 

items in the CORE-OM, and it was found that there were positive correlations for 

each item. The construct validity for the BSL versions of the GAD-7 (anxiety) and 

WSAS (functioning) were found to be similar to those established in the hearing 

population.  That is, in the hearing population the component for anxiety and 

functioning showed one underlying component for GAD-7 and WSAS respectively; 

this is also shown as one component in the BSL versions of GAD-7 and WSAS. 

However, the construct validity for the BSL version of PHQ-9 (depression) showed 

two components for depression, whereas the hearing population reported only one 

component.  This finding indicates that further work is needed to understand the 

concept of depression; how its cultural meaning and expression may differ for 

Deaf people. This leads us to believe that the concept of certain aspects of mental 

well-being (i.e. depression) in the Deaf population might not be the same as found 

in the hearing population as two items in the BSL version of PHQ-9 (small 

component) do not fit with the rest of the items in the main component of the 

depression. The two items are both related to motivation. This may inform us that 

the way in which Deaf people conceptualise motivation in relation to depression 

might be different from the hearing population. For example, within the hearing 

population, if a person said that they were not motivated to do things then this 

might be perceived by others as a sign of depression. However, for Deaf people, 

(not withstanding that they may be depressed) they may be unmotivated for other 

reasons other than depression. An example of this was identified within the focus 

groups with Deaf people when they described  avoiding certain situations  (e.g. 

being among non-signing people) to protect their mental well-being. Therefore it 

may be the case than an individual has little motivation to do things in specific 

situations. There is a need for further exploration of this area. 

 

Of the 113 participants who completed assessments, 23 participants’ scores led to 

concerns about their mental well-being and their GPs being contacted. Without 

having reliable and validated assessments, the difficulties experienced by those 23 

participants might not have been detected. Although it is important to note that 

d/Deaf people experience difficulties in communicating with their GPs (Alexander 

et al., 2012; McKee et al., 2011), the information that we provided to GPs included 

sign posting to specialist mental health services for d/Deaf people where support 

to meet their language and cultural needs is available.  In this way, our referral 
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also supported the GP’s by enhancing their knowledge about appropriate services 

that are available for d/Deaf people. In a study of Deaf people’s preferences, 

Feldman and Gum (2007) found, that older Deaf people preferred support from 

their GP for support in relation to their mental health needs whereas younger Deaf 

adults reported a wider range mental health professionals whom they would 

choose to access support rather than their GP.  Feldman and Gum (2007) also 

reported that the opportunity to access professionals who are Deaf and can 

communicate with Deaf people directly (i.e. being able to sign) were preferred by 

most of the Deaf adults who took part in their study. Participants of the study had 

highlighted the importance of sign posting the appropriate services for Deaf people 

and had expressed concern that d/Deaf people might have continued not to get 

the support they need to address their mental health difficulties. It was therefore 

essential that GP’s were given appropriate information to signpost their patients.  

 

Although I have successfully translated the four standardised mental health 

assessments into BSL, this does not mean that all standardised assessments can 

be translated into BSL. For some assessments, in order to ensure that they are 

culturally and linguistically meaningful for the target population, a new assessment 

tool may need to be developed.  One of the advantages of translating 

standardised assessments into another language is that comparisons between 

cultural groups can be made easily.  The risk is that it might not include the 

domain(s) that are of relevance to users of the target language.  

 

Key conclusions/contributions: 

(i) Mental health assessments in BSL have been produced as a result of this 

study and are in use on a nation-wide basis. 

(ii) Deaf and hearing populations might not share the same underlying 

components of certain aspects of mental health in a standardised 

assessment, e.g. depression. 

(iii) Future studies are required to explore the specific components of, e.g., 

depression in Deaf population using qualitative approach. 

 

2.1.5. Deaf people’s perspectives on mental well-being [Pa per E] 

This study has explored Deaf people’s perspectives on mental well-being and 

linkages were made by them between adult mental well-being and factors in their 

childhood (paper E). It is of note that they did not report the same factors identified 
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by hearing populations (see Paper A), possibly because they may have felt that 

the factors related to being d/Deaf were more important.  Fellinger and Holzinger 

(2011) found a link between d/Deaf people having difficulties in communicating 

with their family and subsequent mental health difficulties; this issue was also 

raised by participants in the focus groups.  Deaf people in this study however also 

identified a range of other factors such as; managing in school, bullying, transition 

issues, identity, and whether or not the individual had developed a ‘can do’ 

attitude.   

 

Equally important as understanding the factors that influence the mental well-being 

of d/Deaf children is the identification of strategies, and what is important or of 

‘value’ to d/Deaf people, as knowing this could be helpful in promoting positive 

mental well-being for individuals as they grow up and become adults. Deaf 

participants were able to cite a number of examples which contribute to 

maintaining mental well-being, such as: thinking positively, having support, a 

sense of belonging and involvement.  Participants also reported some factors 

which are particularly related to the Deaf people such as membership of the 

community, integration, fulfilment of needs and shared emotional connections with 

other Deaf people. These points were also identified by McMillan and Chavis 

(1986), as an integral part of the definition of the sense of community.  Therefore, 

having a sense of belonging in a community is important to one’s mental well-

being. The findings from the focus groups confirmed the results of a previous 

study with Deaf people who were experiencing depression in respect to the 

importance of a sense of belonging to the Deaf community and in relation to self 

worth (Sheppard & Badger, 2010). However it is possible that the participants in 

Sheppard and Badger’s (2010) study were depressed and that this in turn had 

impacted on the importance of their sense of belonging. Nonetheless in this study 

not all participants were depressed yet they also identified a sense of belonging as 

a protective factor to maintaining positive well-being.  

 

This study has enabled the consideration of d/Deaf people’s perspective on mental 

well-being and the association between the childhood experiences of growing up 

Deaf with their adult experiences of wellness and mental health challenges. This is 

important in working towards a definition of mental well-being which is grounded in 

concepts generated by d/Deaf people, which are meaningful to them and which 

support the identification of community/cultural specific factors which might not be 
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covered in standardised assessments developed with hearing people. A good 

understanding of such factors will enable both professionals and parents of d/Deaf 

children or young people to positively promote the mental well-being of children 

and future generation of d/Deaf adults.  This study has contributed to that goal.    

 

Key conclusions/contributions: 

(i) Greater understanding of d/Deaf people’s perspectives in relation to mental 

well-being. 

(ii)  The study showed the importance of equality and the negative effect of 

others’ ignorance in relation to mental well-being in minority groups. 

 

2.2. Theoretical contributions 

The main theoretical contribution of this work lies in developing better ways to 

investigate and understand d/Deaf people’s mental well-being. The exploration of 

the reliability of a standard psychological assessment of well-being (the CORE-

OM) when used with d/Deaf people has provided specific evidence to support 

claims that its results may be misleading and inaccurate if administered in written 

language. It has demonstrated that offering a choice of languages (BSL or 

English) to use for its completion does not necessarily ensure a more sensitive 

result. This has led to the identification of new research questions about how 

responses may be influenced by the computer interface, rather than the language 

(see section 2.1.3). The translation and testing of a suite of standard assessments 

in BSL has reinforced the findings of other researchers, particularly in the USA, 

concerning specific challenges of translation into a visual gestural language, in 

addition to those which occur between two written languages. The paper from this 

component of the thesis (Paper B) is the most comprehensive reference work in 

relation to translating psychological assessments and signed languages that has 

been published to date. It is of particular note that when Deaf and hearing 

populations undertook the mental health assessment focusing on depression, their 

results did not show the same underlying components. This may indicate that Deaf 

people have a different concept of a certain aspect of depression; a proposition 

discussed in Paper D. Future work is required to explore this theoretical 

consideration further, but the thesis has provided a specific result on which such 

future studies can be built.  
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The thesis and the results reported in Paper E (the focus groups) have contributed 

to the disparate pre-existing evidence that there are specific factors associated 

with growing up deaf and being or becoming Deaf which influence well-being. 

Some of these have been recorded before, such as the greater vulnerability to 

abuse and problematic communication experiences in childhood. The study 

reported in Paper E set out to discover whether Deaf people make the connections 

between experiences in childhood and well-being in adulthood themselves, and 

how they understand those pathways from their perspective. There is very little 

evidence which has explored Deaf people’s understanding, and the findings 

contribute to this small body of work. It lays the foundations for future studies 

which will examine what shapes those self-perceptions of pathways and well-being 

and whether the perceived connections are justified. Understanding how well-

being is understood to be produced, rather than what it might be, is an important 

aspect of working with individuals’ psychological distress. The studies in this thesis 

do not fully answer this question, but contribute to and expand upon knowledge 

about it.  

 

 

3. Policy and practice implications  

HM Government (2011b) emphasised the importance of timely and effective 

assessments for the early identification of mental health difficulties in order that 

individuals can access the support that is needed.  As a result of this study, BSL 

assessments have now been made available for use in practice, for example 

within Improving Access to Psychological Therapies (IAPT) services. BSL Healthy 

Minds services (BSL-IAPT) has been set up to ensure that Deaf people have 

access to appropriate IAPT service, that therapists working with Deaf people are 

fluent in BSL and are knowledgeable about Deaf culture and the issues facing 

Deaf people. To date, there are currently only two health authorities in England 

where BSL-IAPT service is available. Following this study, three mental health 

assessments (PHQ-9, GAD-7, and WSAS) have been implemented in the BSL-

IAPT service. This is of particular significance as it will mean that the IAPT 

Minimum Data Set, using reliable assessments, from the Deaf clinical population 

will be available therefore giving future research opportunities (an application for 

NIHR funding has been made to this effect and reached the second round of 

consideration).  
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Not only can the BSL assessments be used as screening for signs of potential 

difficulties but they can also be used as part of evidence required to establish the 

effectiveness of service provision. For example using the assessments for each 

therapeutic session, will allow practitioners to compare initial scores to later scores 

and therefore to measure the effectiveness of their intervention. Having the 

assessments in BSL is a significant step forward for Deaf people, although it is 

acknowledged that widespread distribution is not yet in place. However, we need 

to move forward with some caution as Deaf people have a diverse range of 

language skills and therefore this does not mean that the tools are suitable for all 

Deaf people in the UK, for example some Deaf people may have learning 

disabilities and this should be taken into account.  Some work in relation to BSL 

assessment of Deaf children/young people, is currently being undertaken by Deaf 

CAMHS in York (I am a co-investigator) in order to translate and validate the 

Strengths and Difficulties Questionnaire into BSL (Moore, Moore, Wright, Ogden, 

& Rogers, 2013).  

 

The “No Health Without Mental Health” report (HM Government, 2011a) 

acknowledged the communication barriers faced by d/Deaf people and stated that 

commissioners need to ensure that mental health services are accessible to this 

group. Although BSL is recognised as an official language, it does not have the 

legal protection necessary to reduce the inequality that Deaf people face and it 

would serve them better to be acknowledged as a linguistic minority group.  

Prilleltensky, Dokecki, Frieden, and Ota Wang (2007) recognised that it can be 

challenging for someone who experiences inequality to achieve positive well-

being.  The legal protection of BSL could force policy makers to consider Deaf 

people’s language and culture, which, in turn, could promote their mental well-

being. Despite the fact that there are now four mental health assessments 

available in BSL, it does not necessarily follow that services will be fully accessible 

for Deaf people. There are still issues at various levels, for example; the 

information related to mental well-being may not be provided in an accessible 

format, service provision that does not take into account the persons deafness, the 

lack of availability of appropriate support groups, and the need for more training of 

Deaf people at a professional level. Additionally, the educational attainments of 

d/Deaf people are usually lower in comparison to their hearing counterparts (as 

described in Chapter 2) and for this reason it may be more difficult to recruit 



240 

 

suitably qualified and experienced Deaf professionals to work within the field of 

mental health.  

 

Changes in the National Health Service following the Health and Social Care Act 

2012 mean that the provision of health services will become the responsibility of 

clinical commissioning groups.  In effect, GPs and other clinicians will decide what 

will be spent on mental health services.  Whilst the aim is to reduce the number of 

hospital admissions and long term care and to provide more cost effective 

services, there are a number of unanswered questions in relation to the provision 

of services for d/Deaf people.  Whilst the Health and Social Care Act 2012 outlines 

the duty to promote the involvement of service users in the decision process 

related to their care, questions that need to be asked are: will d/Deaf patients have 

opportunities to be involved in the decision process and will they have the same 

choices as the hearing population?  Some Deaf participants in this study have 

reported being unable to communicate with their GPs (as previously reported in 

other literature e.g. Alexander et al., 2012; McKee et al., 2011) and there is a 

general lack of awareness regarding the issues faced by d/Deaf people, these 

factors might affect the quality of mental health care needed by d/Deaf 

populations.  

 

The UK Government acknowledges the need to send out key messages in order 

to maintain positive well-being. This has resulted in the establishment of the new 

economics foundation (nef) which has developed “Five Ways to Wellbeing” (Aked 

& Thompson, 2011). The five key messages outlined are: connect (e.g. build 

social relationships), be active (e.g. exercising), take notice (e.g. be mentally 

“present”), keep learning (e.g. try something new), and give (e.g. make a positive 

contribution to the lives of others). The barriers that Deaf people may experience 

may render it difficult for them to achieve these outcomes and the protective 

factors that are of value to them need to be included and identified within 

governmental policies. 

 

It is not sufficient to assume that accessible services are enough. More needs to 

be done in relation to preventative work to ensure that there is provision available 

for d/Deaf children and their families and that there are appropriate resources to 

assist d/Deaf children to achieve positive language development and good social-

emotional outcomes.  Issues identified in this study by the participants within the 
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focus groups need to be included in training programmes for professionals working 

with d/Deaf children and their families. Involving d/Deaf people as professionals 

and role models to work with d/Deaf children and their families would also be 

beneficial.  Listman, Rogers and Hauser (2011) suggested that the promotion of 

six “capitals”; aspirational, family, social, linguistic, resistant and navigational (as 

conceptualised by Yosso, 2005), could serve to foster optimistic mental well-being 

outcomes for d/Deaf children.  Involving Deaf adults as role models in the lives of 

d/Deaf children for example, could help them to acquire the navigational capital 

(e.g. knowledge about how to navigate a system) necessary to overcome the 

potential difficulties and barriers that they might face as they grow up.  

 

This study has set the direction for future research (see below) which can build 

upon current and existing knowledge of mental well-being in d/Deaf populations.  

 

 

4. Future research 

In order to strengthen the evidence base on the mental well-being of d/Deaf 

people it would also be beneficial to develop the following: 

 

4.1. Identify normal distributions for the Deaf pop ulation 

To undertake research which identifies normal distributions for Deaf population 

with respect to assessments of well-being. Although the BSL mental health 

assessments have been validated, it is necessary to establish normative data with 

both large numbers of Deaf people from the general population and the clinical 

population. This would lead to establishing recommend cut-off scores which may 

or may not be the same as those for hearing people. Clinical cut-offs are known to 

be culturally sensitive and vary between communities and populations (Thabet, 

Stretch, & Vostanis, 2000). Normative data for the Deaf population will assist in 

developing a greater understanding of the interpretation of data derived from the 

assessments.  

 

4.2. Early intervention and preventative measures 

From the studies in hearing populations, early intervention is crucial in reducing 

the impact of later mental health difficulties (HM Government, 2011b; Rao, 

Weissman, Martin & Hammond, 1993). Given that there are has been no research 

to date on early intervention within d/Deaf populations, research into preventative 
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work is needed to find out its effectiveness for the promotion of the mental well-

being of d/Deaf children. 

 

4.3. Longitudinal study 

Retrospective factors in childhood have been explored in this study by examining 

d/Deaf adults’ perspectives relating to their own experience. However to confirm 

the prospective validity of these factors, it is necessary to undertake a longitudinal 

study to trace d/Deaf children’s mental well-being over the time. Hence a 

longitudinal study with a new cohort of d/Deaf children from childhood to adulthood 

is required which parallels work that has been undertaken in hearing communities 

such as Dekker et al.’s (2007) study. 

 

4.4. Collecting data remotely 

There is a growth in the amount of research being conducted by collecting data 

remotely. It is necessary to understand any impact the computer interface may 

have on the quality and validity of the research in respect to collecting data from 

d/Deaf populations. 

 

In order to promote positive psychosocial development and mental well-being 

outcomes for d/Deaf people across their lifespan, further research is needed 

working with d/Deaf people to achieve these goals.  It is imperative that Deaf 

people themselves are actively involved in such research so that that their views 

and perspectives are fully taken into account. The present study has been carried 

out by a Deaf researcher supported by a NIHR doctoral fellowship awarded to 

future research leaders. 
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Appendix 1 

 

A critique of the Hindley (1993) study  

The study carried out by Hindley (1993) was well organised and used several 

assessments in an attempt to detect the prevalence of psychiatric disorder in 

d/Deaf young people. Hindley used standardised assessment as well as 

assessments developed by Hindley himself including some items that were 

considered relevant to d/Deaf young people (for example, “He is always alone – 

he never mixes even with other deaf children”, “Does he refuse to communicate 

with you even though both of you can?”) 

 

Interviewer effect 

In his pilot study Hindley did consider the effect of the interviewer on the results of 

the CAS scores (Hindley, Hill, & Bond, 1993). However all interviews were not 

carried out in the same language (one was in PSE and two were in British Sign 

Language) and they were not all carried out by an experienced psychiatrist (some 

were conducted by a Deaf counsellor who was trained to use the CAS). It would 

be interesting to see what the results would have been if the CAS interviews had 

been carried out by a psychiatrist who had no knowledge of d/Deaf people, via a 

British Sign Language/English interpreter, and whether the results of this would 

differ if a qualified Deaf psychiatrist had carried out the interviews in BSL, as both 

interviewer and interviewee would then share the same language and culture and 

the interviewer might be more able to accurately detect signs. 

 

‘Parents’ report in the pilot study 

For those d/Deaf children at boarding school both the PCL and Rutter A(2) forms 

were completed. Although, Hindley (1993) attempted to get as many parents as 

possible to complete the forms, because of the small number of responses from 

parents, they decided to use houseparents’ reports too. Differences noted 

between parents’ and houseparents’ scores in the pilot study were that parents 

reported fewer disturbances in d/Deaf children than did houseparents. Hindley 

(1993) thought that this was because parents only saw their children at weekends 

and during school holidays. Using houseparents to fill in a form that was designed 

for parents might have affected the actual results as the responses may have 

differed from parents themselves. The way in which houseparents perceive the 
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d/Deaf child may have been different to how parents would see their own child, 

particularly because houseparents would have been responsible for a number of 

d/Deaf children within a school. 

 

Assessments used 

The scale used for the Parents and Teachers’ Checklist was a four-point scale: 

never, less than every month, every month to once a week, more than once a 

week. On another part of the form a different range was used; never, less than 

every 3 months, every 3 months to every month, and more than once a month.  

 

The CAS (Hodges, 1987) was developed for 7-12 years old, but it was used with 

11-16 year old d/Deaf young people because Hindley thought that some of them 

had social and emotional developmental delay. However, the way assessment 

was developed and the content of the items in the tool are relevant to the 7-12 

year old age group. To use the measure in this way (i.e. for an older different age 

group) might not be valid because of the different life experiences at that age, 

regardless of the social and emotional development of the group in question. 
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Appendix 2 

 
Materials for pilot study of the CORE-OM with d/Dea f populations 
 
 

(a) Information Sheet 
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(b) Consent form 
 

Have you read the Information Sheet? YES/NO 

Have you received enough information about the study? YES/NO 

Do you consent for the information that you give to be kept and 
used for future studies? 

YES/NO 

 

Do you understand that you do not have to take part in the study 
and that if you do take part, you are free to withdraw:- 

• at any time 

• without having to give a reason for withdrawing 

• and without you experiencing any disadvantages 

YES/NO 

Do you agree to take part in this study? YES/NO 
 
 
 

(c) Background information 
 

Your gender: 

Male            Female 

 

Your age: 

  18-24   25-34   35-49  50-64                65+ 

 

Your hearing status: 

Deaf  Hard of hearing 

 

What is your preferred language? 

British Sign Language         Sign Supported English         Spoken English 

 

How old were you when you started using British Sign Language? 

From birth        1-3 yrs old       4-7 yrs old        8-11 yrs old        12-16 yrs old       

17-24 yrs old  25+ yrs old            I have never learnt BSL 

 

Are you the only deaf person in your family? 

         Yes                     No                If not, please tick who else is deaf: 
                                                                            Both of my parents are deaf 
                                                                            One of my parents is deaf 
                                                                            I have sibling(s) who are deaf 
                                                                            Other: ___________________ 
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Do you consider yourself to be part of the Deaf community? 

Yes                           No                 

 

Do you have any other disability? If so, please state what. 

No  Yes    Disability:_______________________ 

 

Have you ever had any difficulties relating to your mental well-being? 

Yes   No 

If Yes, please tick:      

 I have current difficulties relating to my mental well-being 

 I had difficulties relating to my mental well-being up to 5 years ago 

 I had difficulties relating to my mental well-being over 5 years ago 

 

Your ethnic background: 

White: British      
White: Irish 
White: Any other white background     (please state) ______________   
Black or Black British: African 
Black or Black British: Other black background     (please state) 
______________  
Asian or Asian British: Indian 
Asian or Asian British: Bangladeshi   
Asian or Asian British: Pakistani 
Asian or Asian British: Other Asian     (please state) ______________ 
  
Mixed: White and Black African 
Mixed: Any Other Mixed Background     (please state) ______________ 
  
Chinese or other Ethnic Groups: Chinese 
Other Ethnic Groups: any other        (please state) ______________  
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Appendix 3 
 
Materials for the pilot study in relation to the va lidation of the BSL 
assessments with the Deaf population 
 

(a) Information sheet for Deaf people 
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(b) Information sheet for professionals 
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(c) Consent form 
 

Have you read or watched the information sheet? YES/NO 

Have you received enough information about the study?  YES/NO 

Do you give us permission to keep your anonymised data and use it for 

future studies? 

YES/NO 

 

Do you understand that you do not need to take part in the study, and that 

if you do take part, you are free to withdraw: 

• At any time; 

• Without having to give a reason why you are withdrawing; 

• And without you experiencing any disadvantages. 

YES/NO 

Do you understand that you do not have to take part just because you 

might be using mental health services? 

YES/NO 

Do you agree to take part in this study? YES/NO 

Do you agree for us to contact your GP if there are any concerns about 

your response?  

YES/NO 
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(d) Demographic questions 
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Appendix 5 
 
Materials for the study on d/Deaf people’s perspect ives of mental well-being 
 
 

(a) Information sheet 
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(b) Consent form 

 
Have you read the information sheet? YES/NO 
Have you received enough information about this study?  YES/NO 
Do you give us permission to keep your anonymised data and 
use it for future studies? 

YES/NO 
 

Do you understand that you do not need to take part in the 
study, and that if you do take part, you are free to withdraw:- 

• at any time; 
• without having to give a reason for withdrawing; 
• and without you experiencing any disadvantages? 

YES/NO 

Do you agree to take part in this study? YES/NO 
Do you agree to take part in the discussion group?  YES/NO 
Do you agree to the focus group being video/audio recorded? YES/NO 
Do you agree to being contacted in the future for a possible 
follow up study? 

YES/NO 

 
 

(c) Focus group topics 
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Appendix 6 

 

Descriptive statistics of the scores on CORE-OM and  TEIQue-SF from the 

focus groups’ participants 

For the report of mean and standard deviation, the missing items on the CORE-

OM and TEIQue-SF were dealt with by replacing the mean score of the remaining 

items. Those data with at least 10% of missing items were not included in the 

analysis, i.e. for the all items of CORE-OM (N = 34) only allow up to 3 missing 

items to be replaced by the mean score of the rest items. There were 20 (with 

exception of CORE-OM risk domain which was 19) useable data included in the 

data analysis. It was not possible to carry out the reliability analysis for BSL and 

English versions owing to insufficient sample size (e.g. for all items CORE-OM, n = 

5 valid cases for BSL version, and n = 13 valid cases for English version). Table 1 

show the mean and standard deviation as well as internal reliability (with 

Cronbach’s alpha value) for Global Trait TEIQue-SF, all items in CORE-OM, each 

domain of CORE-OM as well as non-risk items in CORE-OM.  

 

 Global 

Trait 

TEIQue-

SF 

CORE-OM 

All items 

CORE-OM 

Well-Being 

CORE-OM 

Problems 

CORE-OM 

Functioning 

CORE-

OM Risk 

CORE-OM 

Non-risk 

items 

Means 

(SDs) 

5.15 

(0.60) 

0.71  

(0.38) 

0.79  

(0.71) 

0.80  

(0.52) 

0.91  

(0.51) 

0.11  

(0.19) 

0.86 (0.44) 

Table 1. Mean and standard deviations of the TEIQue-SF score and the scores of CORE-OM 

including each of its domains. 

 

Although the sample size for this study is small, the interpretation should be taken 

with caution. From the results of the mean score of the TEIQue-SF, which is 5.15, 

it show that it is a similar mean score for the men and women as outlined in the 

study of Cooper and Petrides (2010). The mean score for all items CORE-OM, 

each of four domains as well as non-risk items is less than 1 however the standard 

deviation is wide spread such as standard deviation for the well-being domain is 

0.71, which indicates that some participants have more than 1 (indicating poorer 

well-being). 
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Appendix 7 
 
Ethical approval letters 
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