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Abstract 

Purpose: People with communication impairments may face barriers to civic participation, with 

resulting marginalisation of individuals who wish to be actively involved. The investigation aimed to 

explore the experience of civically engaged adults with acquired neurological communication 

difficulties.  

Method: Six people with acquired neurological communication difficulties were interviewed. 

Discussion included the definition of active citizenship, their civic involvement, motivations, related 

barriers and facilitators. Qualitative analysis was undertaken, with data categorised, coded and 

examined for recurring themes.  

Results:  All participants were active in disability-related organisations and four undertook wider 

civic roles.  Motivations included activity being outwith the home and wanting to effect change for 

themselves and the populations they represented.  Disability group meetings were more positive 

experiences than broader community activities, which were associated with fatigue and frustration, 

commonly resulting from communication difficulties and unmet support needs. All participants 

identified a need for professional and public educational about disability and communication and 

made recommendations on content, methods and priority groups. 

Conclusions:  For these participants civic engagement had positive and negative dimensions. Speech 

and language therapists should promote reduction of the barriers that impede the active citizenship 

rights of people with communication support needs. Civic participation may be a relevant measure 

of outcome in communication impaired populations. 
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Description of participation in life situations of people who have communication difficulties is aided 

by the international Classification of Functioning, Disability and Health (ICF)  framework [1]. Within 

this framework disability is viewed ŝŶ ƚĞƌŵƐ ŽĨ ŝŶƚĞƌĂĐƚŝŽŶ ďĞƚǁĞĞŶ ƚŚĞ ŝŶĚŝǀŝĚƵĂů͛Ɛ ŚĞĂůƚŚ ĚŝĂŐŶŽƐŝƐ 

and relevant personal and environmental factors.  Research has shown that people with aphasia 

have reduced participation in leisure and domestic activities, employment, and education, but 

participation in civic life has been largely ignored [2]. Similarly for other  communication impaired 

groups, such as dysarthria and dementia, consideration of  ͚ƉĞƌƐŽŶŚŽŽĚ͛   has generally not 

extended to  ͚ĐŝƚŝǌĞŶƐŚŝƉ͛ , a concept which encompasses connection  to wider society, rights and 

responsibilities,  and the capability for exerting power and influence [3].  

 

Within this paper, civic and community are treated as similar concepts, consistent with the definition 

ŽĨ ĐŝǀŝĐ ĂƐ ͚ĐŽŶŶĞĐƚĞĚ ǁŝƚŚ ƚŚĞ ĚƵƚŝĞƐ ĂŶĚ ŽďůŝŐĂƚŝŽŶƐ ŽĨ ďĞůŽŶŐŝŶŐ ƚŽ Ă ĐŽŵŵƵŶŝƚǇ͛ [4]. Civic 

participation encompasses varied formal and informal community-based and political pursuits, 

normally unpaid. Typically there is involvement in structured organisations and groups, whose 

activities generally include attending meetings, volunteering, and fundraising [5]. Opportunities are 

provided for engaging with others, voicing concerns and contributing to improvement in life 

conditions and experience, which may benefit the individual and society [6].  Such active citizenship 

is thought to promote personal development and learning and for many people is a component of 

well-being and life satisfaction [7]. 

 

Disability legislation in the UK provides the right to equal access. Nevertheless for people who have 

communication difficulties, opportunities for full civic participation may be affected by negative 

environmental factors and absence of communication facilitators.  Adults with communication 

impairments  play an active role in campaigning to raise awareness of difficulties they may face, and 

for improvement in services, attitudes and communication accessibility. A recent UK example is the 

two year media campaign run by the Aphasia Alliance, a coalition of  10 organisations working in the 
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field of aphasia, including Speakability and the Stroke Association. In the Scottish context and 

encompassing a broader field than aphasia ,  Communication Forum Scotland (CFS( [8] is an informal 

alliance of organisations representing people with communication support needs (CSN).  People who 

have CSN are those ͚who experience difficulties expressing themselves and understanding others, 

such that iƚ ĂĨĨĞĐƚƐ ĞǀĞƌǇĚĂǇ ĨƵŶĐƚŝŽŶŝŶŐ͛([9](P1).  CFS aims to highlight the diversity of such needs 

and promote ways of meeting them.  The online resource 'Talk for Scotland:  a practical toolkit for 

engaging with people with communication support needs͛ ΀ϴ΁ ĞǆĞŵƉůŝĨŝĞƐ CFS͛Ɛ ĂĐƚŝǀŝƚǇ͘  Through its 

Civic Participation Network (CPN) project, CFS strives to remove barriers for those with CSN in local, 

regional and national decision making activities.  

 

The investigation aimed to explore the experience of civically engaged adults who have CSN 

resulting from acquired neurological lesions, with reference to motivations, barriers, and changes 

which might facilitate the more effective civic participation of people with CSN.  

 

 

Method 

The topic of civic participation and the aims of the investigation were discussed at a CPN meeting. 

The group discussion informed issues to be explored via individual interview. Six CPN members with 

acquired neurological communication difficulties consented to be interviewed by MC and quoted in 

publication. The interviewer was a clinically experienced speech and language therapy student who 

was undertaking a university internship. She was present at the CPN meeting at which the 

investigation was discussed, but had no other prior contact with the participants. The informed 

consent process used accessible language and format. There were three males and three females, 

age range 54 ʹ 78, with varied neurological and communication diagnoses and symptom duration 

ranging from three to 22 years (see table 1).  None was in paid employment. The interviews 
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comprised eight short questions, without complex grammar, exploring the definition of an active 

ĐŝƚŝǌĞŶ͕ ƚŚĞ ŝŶĚŝǀŝĚƵĂů͛Ɛ civic involvement, motivations for this, barriers to and facilitators of civic 

participation. Participants received the questions in written form in advance and during the 

interview these were available and referred to, with explanation and expansion when either 

requested or judged appropriate by the interviewer.  The interview style was conversational with 

speech clear and at an appropriate pace.  All participants were able to respond verbally. Where 

meaning was unclear, clarification and verification were pursued. The interviews were conducted in 

thĞ ƉĂƌƚŝĐŝƉĂŶƚƐ͛ ŚŽŵĞƐ͕ and lasted from 25 to 75 minutes. 

 

The participants presented difficulties with language, communication and motor speech which 

variously impacted on the clarity, efficiency and effectiveness of their own spoken and written 

communication and their understanding of the spoken and written communication of others. 

Therapy outcome measures (TOM) [10] ratings were assigned to provide summary information of 

impairment, activity, participation and wellbeing/distress, using the scale appropriate to each 

participant: 3, 6, 13. Ratings were made independently by CM, MC and an independent researcher, 

MM, based on the interview video-recordings and transcripts and the information conveyed therein.  

There was agreement between at least two of the three raters for all 24 scores and these agreed 

scores are given in table 1.  

 

[table 1 about here] 

 

MC transcribed the response data orthographically from the videorecordings. CM checked the 

transcripts against the recordings and made very few amendments, relating to omitted words or 

words not intelligible to the transcriber, none of which affected information content. 

 



 

6 

 

Data analysis was carried out by CM. The first step was immersion in and becoming familiar with the 

data, through viewing the recordings, reading and re-reading both the entire transcripts and their 

sections. Next, content which was unrelated to civic participation, for example discussion of 

shopping and banking experiences, was discounted. The analysis procedure outlined by Granheim 

and Lundamn (2004) [11], and used previously with aphasic data [12], was applied to the remaining 

text.  Meaning units were condensed and coded. Codes were examined for similarities and 

differences, providing categories which were then examined for themes.     MM reviewed all 

recordings and transcripts, and examined the data tables with reference to codes and categories, 

checking for omissions, and appropriateness of groupings into categories and themes. The 

framework for data handling was deemed to be valid and comprehensive and the content assigned 

to the themes agreed.  No significant omissions or over-interpretations were noted in the data 

tables or analysis reporting. 

 

 

Results 

The interview data are reported in relation to four themes ϭͿ ƉĂƌƚŝĐŝƉĂŶƚƐ͛ civic involvement; 2) 

motivations and perceived benefits; 3) negative experiences, obstacles and facilitators; 4) education. 

Illustrative quotations are included in insert boxes. 

 

Civic involvement: Participants largely understood active citizenship in terms of community 

involvement. Two offered broader definitions, including dealing with statutory authorities such as 

health and education, and participation at national versus local level.  Both ƐƚƌĞƐƐĞĚ ƚŚĂƚ ͚ĂĐƚŝǀĞ͛ 

denoted a high level of commitment or leadership, which described their roles. All participants were 

members of local branches of voluntary organisations relevant to their neurological disease (e.g. 

PĂƌŬŝŶƐŽŶ͛Ɛ DŝƐĞĂƐĞ SŽĐŝĞƚǇͿ or communication difficulty (e.g. Speakability), and two had leading 
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committee roles within these. In addition to attending standard meetings, which were largely social 

and informative, all participants were active in these organisations. They gave educational talks to 

health professionals and students, politicians and other groups, took part in media interviews, and in 

fundraising, which included production of a joke book and application to wealthier charities and 

Government for specific project funding.  All participants were active in the CPN project. For four 

participants, voluntary organisation membership had led directly to a patient representative role at 

national level or in health forums with a broad remit, such as hospital department relocation and 

optimising hospital meal nutritional content. Two of these participants, one of whom had the lowest 

TOM impairment rating of the group, undertook further civic activities which were nor related to 

their illness or disability: charity shop volunteering and co-ordinating information for a housing 

complex newsletter and both also attended community classes. 

 

Motivations and benefits: Civic involvement was a new activity for three of the group, all of whom 

described themselves as previously  too busy for civic engagement. The other three participants had 

always been civically active, but with a different focus from their current activities.  

 

Participants were motivated by a desire for activity which did not centre on the home (a-b) and by 

wanting to effect change for themselves and the populations they represented, which they saw as 

disadvantaged or excluded from society (c-e). They referred to individual personal benefits arising 

from their participation, including enjoyment of the role and the challenge, having fun, increasing 

confidence, and helping to deal with anger and frustration associated with their current situation. 

Being with people with whom they shared the disability experience and having opportunities to 

communicate with others with similar difficulties was important. One individual communicated 

more in this situation than with family and friends, with whom communication was reduced through 

self-consciousness (f-g). Some participants referred to the process of becoming involved as having 
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been a difficult one, which had taken some time and had been influenced by others, such as nurses 

and therapists (h). One participant who now was in worldwide email contact with members of 

similar disability groups ƌĞĨĞƌƌĞĚ ƚŽ ŚĂǀŝŶŐ ŶĞĞĚĞĚ ͚ƚŽ ƐƚĂƌƚ Ă ŶĞǁ ũŽƵƌŶĞǇ͛͘ 

 

a) ͚YŽƵ ŬŶŽǁ ƚŚĞƌĞ ŝƐ Ă ŚŽƵƐĞ͕ ƚŚĞƌĞ ŝƐ ǇŽƵƌ ĨĂŵŝůǇ͕ ƚŚĞƌĞ͛Ɛ ǇŽƵƌ ŐĂƌĚĞŶ ďƵt you know there is a little 

ďŝƚ ŵŽƌĞ͛ ;PϭͿ  

b) ͚I felt like a zombie ũƵƐƚ ĂŶĚ I ǁĞŶƚ ͚ǁŚĂƚ Ăŵ I ŐŽŝŶŐ͕ ǁŚĂƚ Ăŵ I ŐŽŝng to do here? Am I going to life 

ůŝŬĞ ƚŚŝƐ͍ Aŵ I ŐŽŝŶŐ ƚŽ Ɛŝƚ ůŝŬĞ ŚĞƌĞ͍͛ ;PϱͿ  

c) ͚I became angry at the conditions at that time and felt I ĐĂŶ ĚŽ ƐŽŵĞƚŚŝŶŐ ŚĞƌĞ ĂďŽƵƚ ƚŚŝƐ͛ ;PϲͿ 

d) ͚OƵƌ ŵĞŵďĞƌƐ ĂƌĞ ƚŚĞ ŵŽƐƚ ĚŝƐĂĚǀĂŶƚĂŐĞĚ ŽĨ Ăůů͙͙ĂŶĚ ďĞĐĂƵƐĞ ŝƚ ŚĞůƉƐ ŵĞ͕ ǇŽƵ ƐĞĞ ƉĞŽƉůĞ ǁŚŽ 

help others help themselves͛ (P2)  

e) ͚‘ĞĂůůǇ ǁĂŶƚ ƚŽ ĐŚĂŶŐĞ ĨŽƌ ƉĞŽƉůĞ ǁŝƚŚ ĂƉŚĂƐŝĐ͘ TŚĂƚ ǁĂƐ ƚŚĞ ǁŽƌƐƚ ŽĨ ŵǇ ůŝĨĞ͘ I just feel I want to 

ĂǁĂƌĞŶĞƐƐ ƉĞŽƉůĞ͛ (P5) 

f) ͚A ŐƌĞĂƚ ŚĞůƉ ĂŶĚ ƐƵƉƉŽƌƚ ƚŽ ďĞ ǁŝƚŚ ƉĞŽƉůĞ ƐƵĨĨĞƌŝŶŐ ƚŚĞ ƐĂŵĞ ǁĂǇ͛ ;PϯͿ 

g) ͚YŽƵ ĐĂŶ ƵŶĚĞƌƐƚĂŶĚ ǁŝƚŚ ĂƉŚĂƐŝĐ ĂŶĚ ƐĂǇ ͚ŽŚ I͛ǀĞ ŚĂĚ ƚŚŝƐ͛ Žƌ ͚ǇŽƵ ĨĞůƚ ƚŚŝƐ͛ ĂŶĚ ŝƚ ŵĂĚĞ Ă ďŝŐ͕ ďŝŐ 

ĚŝĨĨĞƌĞŶĐĞ͙͙͙͘͘you feel comfortaďůĞ ďĞĐĂƵƐĞ ŝĨ ǇŽƵ ƚĂůŬ ƌƵďďŝƐŚ ǇŽƵ ŐŽ ͛ŽŚ I͛ŵ ƚĂůŬŝŶŐ ƌƵďďŝƐŚ͕ 

ƐŽƌƌǇ͛͘ WĞ ũƵƐƚ ŐŽ ŽŶ ǁŚĞƌĞĂƐ ǇŽƵ ĨĞĞů ĚĞĂĚ ƐƚƵƉŝĚ ǁŝƚŚ Ă ŶŽƌŵĂů͛  ;PϱͿ 

hͿ  ͚AŶĚ I ƐĂŝĚ I͛ŵ ŶŽƚ ƌĞĂĚǇ ǇĞƚ ĂŶĚ ƐŚĞ ƐĂǇƐ ǁĞůů ǇŽƵ͛ƌĞ ŽŶůǇ ĞŝƚŚĞƌ ŐŽŝŶŐ ƚŽ Ɛŝƚ ƚŚĞƌĞ ĂŶĚ ĚŽ ŶŽƚŚŝŶŐ 

or your going tŽ ĚŽ ƐŽŵĞƚŚŝŶŐ͛ ;PϱͿ 

 

Negative experiences, obstacles and facilitators: Social activities and meetings within their own  

disability groups were positive experiences, though two participants referred to the emotional strain 
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of being closely involved with people who had serious problems, and in the event of members dying 

(i). In contrast to these affirmative and constructive encounters, all participants spoke about 

negative aspects of their broader community participation. One participant referred to the stigma of 

disability, arrogance and absence of respect from some professionals.  Lack of results from their 

efforts and of positive feedback was depressing and frustrating. Four people referred to tiredness, 

fatigue and reduction in personal time (j-k). One individual who was very aware that frequent 

meeting commitments had resulted in seeing less of friends had reached a decision to reduce the 

amount of committee work. Another participant conveyed feeling burdened by the extent of 

involvement which arose from the limited number of people willing or able to undertake an active 

role. Physical and related travel difficulties, which were frequently overlooked by those organising 

meetings and events, added to the negative experience (l). Taxi transport was appreciated and 

facilitated involvement in situations where attendance was otherwise more difficult. One participant 

offered a series of practical points about meeting organisation which would aid concentration and 

participation: breaks should be scheduled, the room quiet, with comfortable seating and good 

ventilation. 

 

Problems directly associated with communication were dominant in some instances. Individuals 

ƌĞĨĞƌƌĞĚ ƚŽ ͚ŐĞƚƚŝŶŐ ŝŶ Ă ƐƚĂƚĞ͛ over difficulty with words, being self-conscious about lack of fluency, 

and how tiring it is to speak at meetings. One participant required to work away from the public in a 

charity shop because people attributed speech difficulty to inebriation.  A participant, who appeared 

to be the only member with communication difficulties in a health forum, was upset that personal  

initiatives for communication support, such as asking for group members to wear name badges, 

were not well received, and believed that there were both gender and disability discrimination 

issues (m).   
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The presentation of both spoken and written language led to difficulties in civic participation. 

PĞŽƉůĞ͛Ɛ Ɛpeaking rate was perceived as usually too fast. Understanding of speech was thought to be 

aided by speaker repetitions, and slower, clearer speech. One member referred to the special 

difficulties of obtaining details about meetings from answer-machine messages, where information 

was given only once and was not slow and clear. Accompanying  speech with written material, and in 

some situations gestures and visual clues was helpful, though one participant thought that pictures 

may be perceived as patronising.  Regarding their own spoken contributions there was a general 

sense of being rushed (n) and a need for more time for response. One participant referred to being 

͚ƐƉŽŬĞŶ ŽǀĞƌ͛, not being listened to closely enough, and the added difficulties of background noise. 

This individual advocated establishing participation ͚ŐƌŽƵŶĚ ƌƵůĞƐ͛, including listening to each other, 

at initial meetings (o).  Taking notes at meetings was difficult and further affected by low lighting. 

The font size of printed material was invariably too small and colours, font and background styles 

could be additional obstacles. One participant referred to the 2007 Scottish Parliament Elections 

voting experience, in which local and parliamentary ballots were held together, using different 

recording systems. An unprecedented number of ballot papers were rejected as invalid. Analysis of 

this situation, including by disability groups [13] concluded that contributory factors included the 

different voting systems, unclear presentation, limited instructions and absence of visual prompts. 

 

Although the participants provided many suggestions for actions by others to remove obstacles to 

participation, they thought people with CSN had responsibility for initiating action to facilitate their 

participation. Amongst examples of strategies adopted were asking someone else to take your notes 

at meetings; using a script with pause points inserted; requesting slowed repetition; frequent 

͚rehearsing͛; visualising the written form of a spoken word; ͚ƌĞĂůůǇ ůŝƐƚĞŶŝŶŐ͖͛ keeping  a diary. Three 

of the group advocated being willing to explain difficulties, orally, or by providing a card or advice 

booklet, and asking for help, and one other obtained help with scripts for talks (p). 
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Hewitt and Byng (2003)[14] referred to participation being vital for many people but also to the 

ŵŝƐƚĂŬĞŶ ŶŽƚŝŽŶ ƚŚĂƚ ͚Ăůů ƉĞŽƉůĞ ǁŝƚŚ ĚŝƐĂďŝůŝƚŝĞƐ ǁĂŶƚ ƚŽ ƉĂƌƚŝĐŝƉĂƚĞ ĂŶĚ ĚŽ ƚŚŝŶŐƐ͛ (P53). In 

discussing the roles they undertook, the group members recognised that active civic involvement 

was not appropriate for everyone with communication disability. One participant thought that 

having limited education and poor communication would reduce credibility in certain situations. 

Lack of confidence, fearfulness and stress were believed by four of the group to prevent people from 

civic participation. They thought this anxiety may be related to communication, such as being 

ǁŽƌƌŝĞĚ ĂďŽƵƚ ͚ƉŽŽƌ ƐƉĞĞĐŚ͛, but was also present at a more general level. One participant thought if 

people with difficult, dominating personalities were encountered this was a deterrent. Another 

member referred to difficulty oĨ ĐŽƉŝŶŐ ǁŝƚŚ ͚ƉƵďůŝĐ ĞǆƉŽƐƵƌĞ͛͘ Three of the group spoke about there 

being a stage of readiness for participation which an individual may not have reached and which 

may be related to self-image  ĂŶĚ ǁŝůůŝŶŐŶĞƐƐ ƚŽ ͚ƚƵƌŶ ǇŽƵƌ ďĂĐŬ ŽŶ ƚŚĞ ǁŚŽůĞ ƚŚŝŶŐ͛ (q). 

 

i) ͚I find for myself personally with it is being so close to it and so close to it all the time, its very hard 

emotionally and energy, you͛re always reminded of your own situation. You know it͛s always easier 

ƚŽ ŐŽ ĂǁĂǇ ĂŶĚ ƉƌĞƚĞŶĚ ƚŚŝƐ ŝƐŶ͛ƚ ŚĂƉƉĞŶŝŶŐ͛ ;PϲͿ 

j) ͚Sometimes you know you know you feel pretty awful. I doŶ͛ƚ ǁĂŶƚ ƚŽ ŐŽ ƚŚĞƌĞ and I want two 

days by myself . Sometimes, sometimes it can get be very very tired and sometimes you can get 

depressed about  it - ůŝŬĞ ŚĞƌĞ ǁĞ ĂƌĞ ĂŐĂŝŶ I͛ve tried this͛ (P1) 

k)͛ Iƚ͛Ɛ ǀĞƌǇ ĚŝĨĨŝĐƵůƚ ƚŽ ĐĂƌƌǇ ŽŶ ǁŝƚŚ ĐŽŵŵƵŶŝƚǇ ĂŶĚ Đŝƚŝzen work as it were and still keep up any 

quality of life for myself ͚(P3)  

l) ͚AŶĚ ƚŚĞǇ ƚŚŝŶŬ ĞǀĞƌǇďŽĚǇ ũƵƐƚ ůŝǀĞƐ ĂƌŽƵŶĚ ƚŚĞ ĐŽƌŶĞƌ͕ ǇĞƐ ŝƚ͛Ɛ Ăůů ĨŝǀĞ ŵŝŶƵƚĞƐ͕ ǁĞ͛ƌĞ Ăůů ŐŽŝŶŐ 

ĂďŽƵƚ ǁŝƚŚ ĐŚĂƵĨĨĞƵƌ ĚƌŝǀĞŶ ĐĂƌƐ͛ ;PϲͿ 
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m) ͚In fact I was going to resign becauƐĞ I ǁĂƐŶ͛ƚ ŚĂƉƉǇ and I think this is quite interesting because 

ƚŚĞ ŵĞŶ ĚŽŶ͛ƚ ůŝŬĞ ƚŚŝƐ ƚŚŝŶŐ͕ ŵĂǇďĞ I͛ŵ ďĞŝŶŐ Ă ĨĞŵŝŶŝƐƚ͘ I do think sŽŵĞƚŝŵĞƐ ƉĞŽƉůĞ ŐŽ ͚ƵŚ ƚŚĞƌĞ͛Ɛ 

the woman that has the brain problem͛ but sometimes I think they have the brain problem and not 

ŵĞ ͚ ;PϭͿ 

nͿ ͚PĞŽƉůĞ ĚŽŶ͛ƚ ŚĂǀĞ ĞŶŽƵŐŚ ƚŝŵĞ ƚŽ ůŝƐƚĞŶ͛ (P4) 

oͿ ͚And you give people time to be heard and also give them time to get out what they want to say, 

ĂŶĚ Ăƚ ƚŚĞ ĞŶĚ ŽĨ ƚŚĞ ĚĂǇ ĞǀĞƌǇďŽĚǇ͛Ɛ ƐƚƵĨĨ ŚĂǀĞ ďĞĞŶ ĐŽǀĞƌĞĚ ǁŚĞŶ ƚŚĞǇ ĂƌĞ ƉĂƌƚŝĐŝƉĂƚŝŶŐ ŝn the 

ŵĞĞƚŝŶŐ͛͘ ;PϰͿ͘ 

p) ͚TŚĞ ŽŶůǇ ƚŚŝŶŐ ŽŶĞ ĐĂŶ ĚŽ ŝƐ Ğŵ ũƵƐƚ ƚŽ ďĞ ŽƉĞŶ ĂďŽƵƚ ƚŚĞ ƉƌŽďůĞŵ͛ (P3) 

q) ͚I͛ŵ ŶŽƚ ĚŽŝŶŐ ƚŚĂƚ͘ TŚĂƚ͛Ɛ ŶŽƚ ŵǇ ůŝĨĞ͘ I ǁĂƐ ƚŚŝƐ͕ ƚŚĂƚ ĂŶĚ ƚŚĞ ŽƚŚĞƌ͘ I ĐĂŶ ƌĞĂůŝƐĞ ǁŚǇ ƉĞŽƉůĞ ƐƚĂǇ 

ŝŶ ƚŚĞŝƌ ͙͙͘͘ǁŚĂƚ ĚŽ ǇŽƵ ĐĂůů ŝƚ͍͛ (interviewer suggested ͚ĐŽŵĨŽƌƚ ǌŽŶĞ͛Ϳ͘ ͚Yeah͛ (P1) 

 

Education: In addition to providing general advice on the removal of current barriers to civic 

participation, all participants referred to a need for education about disability and communication 

difficulties and forwarded opinions and recommendations relating to their experiences. They 

thought education should encompass the variety and severity range of disabilities which affect 

people, day to day variation in functioning, the seriousness of having a communication difficulty, the 

breadth of communication difficulty, its implications, and how all areas of life are affected (v). Three 

participants referred to public ignorance Žƌ ͚ůĂĐŬ ŽĨ ŝŵĂŐŝŶĂƚŝŽŶ͛, and another to the need for 

compassion. One participant was especially concerned with working towards removal of the stigma 

of disability, and fear of contact with disability, including within families.   
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Educational methods employed by individuals  included information and advice presentations using 

powerpoint; telling their own stories; production of informative literature and a DVD; questioning  to 

facilitate audience discussion; involving audiences in role play and highlighting poor practice;  

envisaging being in an everyday situation, such as travelling by  bus, when unable to speak. One 

participant stressed that the education process had to be approached sensitively (w) and another 

spoke of the benefits of humour.  

 

Aside from generally raising ƐŽĐŝĞƚǇ͛Ɛ awareness of disability, the main groups identified as priorities 

for education and communication training were  1) people employed or training in health or social 

care, including care assistants, speech and language therapists, and medical doctors, especially 

general practitioners, and  2) families of those with disabilities. Individual participants variously 

thought education to be important for politicians given their policy influencing role; young children, 

who may be more receptive than older children; employees in libraries, banking, including tele-

banking and prisons. One participant identified a special education need for hearing impaired 

populations, cultures for whom disability is conventionally viewed as shameful, or where knowledge 

about disability is limited. One participant saw researchers seeking to recruit at disability group 

meetings as a priority group, often in need of general education about speaking to groups, 

particularly where older people were present (x).  Two participants referred to the increasing need 

for education about disability which will arise fƌŽŵ ƐŽĐŝĞƚǇ͛Ɛ ĂŐŝŶŐ ƉƌŽĨŝůĞ͘ 

 

v) ͚ŝƚ͛Ɛ ŶŽƚ ũƵƐƚ ŽŶĞ ƚŚŝŶŐ͘ Iƚ͛Ɛ ƚŚĞ ǁŚŽůĞ ĚĂǇ ƚŽ ĚĂǇ͕ ůŝŬĞ ǁŚĂƚ I͛ǀĞ ƐĂŝĚ ƚŚĞ ƐŚŽƉƐ͕ ďĂŶŬƐ͕ ĞǀĞŶ 

someone your door and you try to speak for like a window people ĂŶĚ ǇŽƵƌ ƐƚĂŶĚŝŶŐ ĂŶĚ ĐĂŶ͛ƚ ŐĞƚ 

your number, your words, and yoƵ ĨĞĞů ƐƚƵƉŝĚ͛ (P5) 

wͿ ͚ƐŽ I ƚŚŝŶŬ ƚŚĞǇ ŶĞĞĚ Ă ůŽƚ ŽĨ ǁŽƌŬ͕ ŶŝĐĞůǇ͕ ŶŝĐĞůǇ͛ ;PϭͿ 
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xͿ ͚ƚĂůŬŝŶŐ ƚŽ  Ă ŐƌŽƵƉ͕ ĞǀĞŶ ŝĨ ŝƚ͛Ɛ Ă ƐŵĂůů ŐƌŽƵƉ͕ ŝƐ ŶŽƚ ƚŚĞ ƐĂŵĞ ĂƐ ĐŚĂƚƚŝŶŐ ĂǁĂǇ ƚŽ ǇŽƵƌ ĨƌŝĞŶĚƐ ŝŶ Ă 

pub or something, and they have to of course basically the first basic thing is  they have to be able to 

explain what their research is about clearly and secondly got to project their voice.   If there are 

questions from em a member of the group they tend to start having a dialogue with that particular 

person which the resƚ ŽĨ ƚŚĞ ŐƌŽƵƉ ĐĂŶ͛ƚ͛ ŚĞĂƌ͙͙͙͘ may not have even heard the question͛ (P3)  

 

 

Discussion 

 

Understanding, sensitivity to others and a sense of oneself that enables listening to and learning 

from others are necessary for active civic engagement [15].  Extent of civic participation is affected 

by opportunity, personality, time and resources, and varies across the lifecycle.  Disabled people are 

less likely to be involved in formal volunteering than are people without a disability [16]. Active 

citizenship emerges at a point of personal readiness which Erikson [17] refers to as the generativity 

stage as distinct from the stagnation or self-absorption stage of development. This notion of 

readiness was clear in the descriptions of circumstances and influences leading up to participants 

becoming active citizens and also the inward-looking, self-focus which they thought hindered others 

in similar situations. In the face of acquired disability, including where communication is affected, 

reconstruction of identity may be necessary and this process may be aided by civic participation. For 

Ăůů ŵĞŵďĞƌƐ ŽĨ ƚŚĞ ŐƌŽƵƉ ͚ĐŽŵŝŶŐ ŽƵƚ͛ ĂƐ Ă ĐŽŵŵƵŶŝĐĂƚŝǀĞůǇ ĚŝƐabled person had been a purposeful 

decision and the study provided rich data on their experiences, both positive and negative. 

 

A major component of how the participants viewed and realised active citizenship was through 

involvement in voluntary organisations related to their disabilities. Jones and Gasiorski [7] noted 

that such ͚grassroots activism͛, whereby people promote a cause with which they have strong 
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ŝĚĞŶƚŝĨŝĐĂƚŝŽŶ ŝƐ ͚ŽĨƚĞŶ ƚŚĞ ĐŝǀŝĐ ƉĂƌƚŝĐŝƉĂƚŝŽŶ ƉĂƚŚǁĂǇ ĨŽƌ ŵĂƌŐŝŶĂůŝǌĞĚ ŐƌŽƵƉƐ͛ ;PϲϲϭͿ͘ This type of 

participation features little in general discussions of civic activity and is under-researched.   

 

Participants were stimulated to civic engagement and continued to be motivated by personal and 

altruistic dimensions.  At a personal level much of the initial motivation was related to opportunities 

for activity and socialisation outside the home, an ongoing benefit of which was the support of 

interacting and communicating with people who shared their experience. Three participants used 

ǀŽĐĂďƵůĂƌǇ ƐƵĐŚ ĂƐ ͚ĨƵŶ͕͛ ͚ĞŶũŽǇ͛ ĂŶĚ ͚ůĂƵŐŚ͛ ŝŶ ĚĞƐĐƌŝďŝŶŐ ƚŚĞ ƉĞƌƐŽŶĂů ďĞŶĞĨŝƚƐ͘  Altruistic 

motivation, in the sense of wishing to effect change for others , especially the groups which the 

participants represented, such as aphasia, dementia, stroke, tended to emerge over time.  All 

participants were committed to their causes, though there were significant negative dimensions  to 

maintaining an active civic role. Carrying out education and training were main components of their 

citizenship.  Following these demanding activities at which stigma, lack of public knowledge and 

concern were often encountered, feelings of depression, frustration, and disappointment were 

common.  Communication and physical difficulties, which were frequently not accommodated, 

involved considerable effort in being understood, in understanding others, in accessing locations of 

meetings and even in partaking of available refreshments. Personal time was eroded and there was 

much reference to tiredness, energy depletion and emotional strain. Individuals related wanting to 

do less, identifying a future need to reduce activities and having considered discontinuing their role. 

Nevertheless all continued to be active citizens for whom education about both disabilities and 

communication was of the utmost importance.  This concern is consistent  with Law et al͛Ɛ 

observations [9] that awareness and understanding of CSN is limited amongst both professionals and 

the general public. The variation in who participants thought were priorities for education somewhat  

reflected their individual experience and situation, for example family members, researchers, health 

and care staff.  
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Where participants undertook an educational role or extended their civic involvement beyond their 

disability groups, as for example patient representatives on committees, they encountered barriers 

to communication access and full participation, even where communication difficulty was mild. The 

major barriers identified were those well recognised, such as the speed of speech being too fast, 

background noise, not being given enough time to process or contribute and print being too small 

and otherwise not optimally presented.  Such obstacles were described by the participants with 

dysarthria as well as by those whose language was impaired, highlighting that the understanding of 

spoken and written language may be affected by many sensory and cognitive decrements, especially 

in older age, which are not necessarily related to the neurological communication disorder.  

 

Committee participation almost always includes working with printed information, though 

alternative recorded presentation should be made available. The experience of the group, and their 

suggestions as to changes which would facilitate accessibility of written material, accorded with the 

substantial body of research and recommendations regarding language, organisation, layout and 

typography which aid understanding [18]. Opinion was divided on the addition of illustrations. 

Simplified written material must not be patronising or childish.  

 

All participants in the study were several years from onset of communication difficulty. They had 

been civically active for some time and had developed personal coping strategies, which included 

openness about difficulties and actively seeking help with communication. Two participants with 

aphasia carried a card or booklet explaining their condition and methods of supporting their 

communication, a strategy commonly suggested by service industry workers to facilitate community 

participation [19]. However one participant thought that this simple tool was under-used and not 

always offered to people with aphasia.  Participants had ŵŝǆĞĚ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ ƉĞŽƉůĞƐ͛ ǁŝůůŝŶŐŶĞƐƐ ƚŽ 
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accommodate their communication styles.  One individual encountered much negativity and felt 

unwelcome when requesting supportive strategies to facilitate participation in a health committee. 

People with CSN should be active and not token members of committees. Their contributions should 

be valued by others and not only by themselves [20]. They can advise on the conditions and support 

which make this possible. Participants in the study forwarded experience-based practical 

suggestions about transport to and the timing and general running of meetings, and about 

establishing ground-rules to facilitate equal participation, which all meeting organisers should note.   

 

Conclusions and clinical implications 

 

The participant sample for this investigation was one of opportunity and is both too small and 

diverse in its composition for generalisation. However because such case reports are recognised as 

an important source of information on social outcome their dissemination is encouraged [21].   

Further research in civic participation is justified, involving many more representatives of these and  

other CSN groups, to allow examination of commonalities of experience and their guidance, as the 

people best equipped to provide it.   

 

Disability can bring with it social isolation and exclusion from participation in many areas of life [20]. 

Active citizenship may be a component of growth and change for people who have communication 

difficulty. For all six participants TOM [9] wellbeing ratings were higher than impairment ratings, 

indicative of acceptance of limitations, to which active citizenship may be a contributory factor. 

There is a need for development of relevant measures of participation satisfaction and longitudinal 

study which takes account of both the forms of engagement and amounts of time devoted to civic 

activities. Speech and language therapists (SLTs) who are committed to extending their scope of 

practice might show strong leadership in identification and working towards removal of barriers that 
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impede rights of people with CSN to participate actively in the community [19]. This requires that  

ĞĂĐŚ ƉĞƌƐŽŶ͛Ɛ ƐŝƚƵĂƚŝŽŶ is assessed individually in relation to barriers and facilitators [12]. 

.  

The investigation provided some insights into the civic activities of a small group of individuals.  The 

potential avenues of civic involvement for people with CSN must not be seen to be restricted to the 

examples forwarded by this group.  People who have CSN should be enabled to play an active role in 

political, religious, neighbourhood, sporting and social organisations. Similarly research, in all fields, 

should take account of CSN. Every community involves people who will be excluded from research 

participation if their CSN needs arĞ ŶŽƚ ŵĞƚ͘  ‘ĂƚŚĞƌ ƚŚĂŶ ƐƵĐŚ ŝŶĚŝǀŝĚƵĂůƐ ďĞŝŶŐ ͚ŚĂƌĚ ƚŽ ƌĞĂĐŚ͕͛ ůĂĐŬ 

of participation might be attributable to communication barriers and absence of facilitators.  

 

TŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨ ĚŽĐƵŵĞŶƚŝŶŐ ĂĐƚƵĂů ƐŽĐŝĂů ƉĂƌƚŝĐŝƉĂƚŝŽŶ ŝƐ ǁĞůů ƌĞĐŽŐŶŝƐĞĚ ͚ĨŽƌ ĐĂƉƚƵƌŝŶŐ 

ŵĞĂŶŝŶŐĨƵů ůŝĨĞ ĐŚĂŶŐĞƐ͛ [22, P 299]. Such  outcome measures should include the neglected field of 

civic engagement.  
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Table 1 

Participant information 

Participant  Gender Neurological and 

communication 

diagnoses 

Impairment* Activity* Participat

ion* 

Wellbeing/ 

Distress* 

P1 F Stroke and 

aphasia  

4.0 4.0 4.0 5.0 

P2 M Stroke and 

aphasia  

4.5 4.5 4.5 5.0 

P3 F PĂƌŬŝŶƐŽŶ͛Ɛ 
disease and 

dysarthria 

4.0 4.0 4.0 5.0 

P4 M Stroke and 

dysarthria 

2.5 3.5 4.0 4.5 

P5 F Stroke and 

aphasia 

3.0 3.0 3.0 4.0 

P6 M Dementia  4.0 4.5 4.5 4.5 

 

For ethical reasons biographical information has been minimised  

*Therapy outcome measures ratings [10]:  0-5 scale  
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