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Transition to Adulthood for Young Men with  

Duchenne Muscular Dystrophy 

 

Summary 
 

Duchenne Muscular Dystrophy (DMD) is an inherited neuromuscular disease which 

affects boys. During the last few years there have been significant improvements in 

the ways DMD is managed . As a result, young men with DMD are now living longer 

than ever before and face a particular set of challenges as they reach adulthood. Those 

who are the focus of this study, aged over 15 years old, have reached, or are reaching 

stages of adulthood that were, at the time of their childhood, largely unexpected and 

unplanned. Given increases in life expectancy, young people with DMD should be 

looking forward to living independently, with appropriate support, as adults. 

 

The key objectives of this study were: 

 

1. To investigate, from their own perspectives, how the health and well-being of 

young men living with DMD, and that of their parents, can be maximised, 

particularly at the transition to adulthood. 

2. To consider  the potential contribution of the National Service Framework for 

Long Term Neurological Conditions for this group of people. 

 

The research comprised: 

 

1. A postal survey of parents with a son with DMD aged 15+ living in the South 

West, the West Midlands and the North East of England.  

2. Face to face interviews with 40 young men, their parents and siblings about 

growing older with DMD and the issues they faced at transition.  

 

The research was carried out by David Abbott and John Carpenter at the School for 

Policy Studies (University of Bristol) and in partnership with the International Centre 

for Life (University of Newcastle), the Duchenne Family Support Group, the 

Muscular Dystrophy Campaign, and with support from Action Duchenne.  The data 

were collected between October 2007 and November 2008.  

 

Findings 

 

1. Postal Survey 

A third of the parents living in the three regions, 38 out of 121, mainly mothers, 

completed an anonymous postal questionnaire. 

 

Family circumstances 

Eight in ten of the young men with DMD were living in a family with married or 

cohabiting parents. Most mothers reported a high level of support from their partners 

however over 80% reported clinical levels of anxiety and depression. Most had been 

woken by their son every night of the previous week (average 4.6 nights a week).    

Half were looking after the family full time, but over a third were in full or part time 

paid employment. 
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Disposable family income was comparable to the general population, but this does not 

take account of the three times greater additional expenditure incurred in looking after 

a disabled young person. Take up of social security benefits was high but only a 

quarter were using a direct payment.  Two thirds owned their own homes and most 

considered their accommodation suitable. 

All families had their own car or van, in most cases adapted.  Travel by public 

transport was difficult; in two thirds of families, the young manôs pain and discomfort 

was a significant obstacle to going out.  

Over half of parents were able to have a break from caring from their son as often as 

needed; in most cases when their son stayed in a hospice.  Some did not get sufficient 

breaks and others had chosen not to use them.  Around a quarter were using, or had 

used a support group; half did not use a support group by choice. 

 

Services 
Most families had been in contact with a large number of professionals in the previous 

six months.  Up to half had been to a specialist medical clinic including respiratory 

and cardiac clinics and muscle services.  However, only a quarter had a key worker or 

care coordinator, usually a social worker.   

 

Overall, half the parents recalled that some form of transition planning had taken 

place at school, but over a third did not think this had happened.  In most cases, 

parents considered that their sons had played an active part in planning his future.   

Two thirds of parents had insufficient information about options for what their son did 

next in his life, the services that are available to support him, the roles and 

responsibilities of professionals and support available for them as parents.  

 
2. In terviews with young men and their families 

 

Education, Work and Beyond 

Half the young men interviewed were, or had been, in a mainstream school, although 

their families sometimes had difficulty in persuading a school that they could meet 

their sonôs needs.   Positive experiences of school included particularly helpful 

teachers or other staff; involvement in out of and after school activities; and schools 

with accessible buildings and on-site services such as hydrotherapy. Negative 

accounts featured bullying, difficulties with transport; some ñdifficultò Special 

Education Needs Coordinators; problems with accessing buildings and thus the full 

school curriculum; experiences of being excluded from activities outside and after 

school.  

 

Most families were unclear about the process of formal transition planning (required 

by government guidelines); key professionals were often absent and there were few 

examples of young people being actively involved. Parents felt the onus was on them 

to, ósort things out.ô 

 

Almost all saw college as the next step, although a few were not sure they really 

wanted to go. There was often not very much choice of college because of access 

problems; some were directed towards residential college.  
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Most of the young men were positive about college, saying it gave them the 

opportunity to inhabit more of an adult environment and make friends. However, 

some found making friends harder at college; some felt that their academic 

capabilities were not taken seriously and that staff did not have enough understanding 

and expertise about disability in general and DMD in particular. Problems of access to 

college buildings and out of college activities effectively barred them from some 

subjects, social events or fieldtrips.  

 

Most young people remembered getting advice about what they should do next, but 

this was often insufficiently specific about local options. Some gave up on college 

when they got tired of having to deal with access problems.  

 

Five were at, or had been at university. This had involved much planning. 

Experiences were positive, but there were difficulties in organising reliable and 

sustainable care and support  

 

Only one person had had a paid job. Those who had tried to find jobs faced 

insurmountable difficulties related to employersô attitudes, access problems, and a 

lack of specialist and useful advice.  The older young men in the study thought they 

were unlikely to get jobs and that they were probably not well enough to work. 

 

At the time of the interviews, about a third of the young men had been at home during 

the day and not doing any kind of education, training, or work for between few 

months and seven years. Their social lives were very restricted (see below). 

  

Familiesô experiences of services 

All but three of the families characterised their overall experience of services as 

problematic.  Getting their sonôs needs met involved repeated óbattles.ô Young men 

with DMD were often aware of these disputes and found them upsetting and stressful.  

There were very few examples of professionals acting as effective care coordinators 

for families, who felt that most things were down to them to sort out.  The most 

common problems concerned: the provision of care/support packages; decisions about 

residential education; obtaining equipment including wheelchairs; and housing and 

adaptations.  

 

Those families which were positive about services in general stressed factors such as 

good coordination (through a muscle clinic), planning ahead, and long standing 

relationships between the family, the young man, and helpful professionals.  

 

Almost all families in the North East attended a Muscle Centre where staffôs specialist 

knowledge and expertise were greatly appreciated.  The Centre was available for 

young men of any age, with no transfer to adult services; this was greatly valued.  In 

the West Midlands, most families saw a consultant paediatrician in childhood, about 

whom they were very positive.  However, some families were unsure about transfer to 

adult services and about whom they would be seeing and why.  Others said that they 

were given a lot of notice and that there was some flexibility . In the South West, there 

were no adult neuromuscular consultants Families were confused and anxious about 

transition pathways; a few relied very much on their GPS.  
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Many parents and young men expressed disquiet with the way that appointments in 

later childhood and early adulthood focused on charting their deteriorating health; this 

was demotivating even if clinicians thought it was important to monitor health status.  

 

Physiotherapy was as one of the first and most significant losses following their 

transition to adult services.  There was wide variation in the support obtained from 

occupational in relation to equipment and adaptations. 

 

Just under half the families had had contact with childrenôs social care and most of 

these were critical of the nature and level of support they received. However others 

said their social worker was very supportive.  Social workersô involvement at 

transition tended to focus on paperwork and meetings rather than any outcomes or 

support.  Following transition to adult social care, there was no on-going relationship 

with a named social worker; instead, they were dealt with by a duty social worker. 

 

Most families used their local hospice for short breaks and were overwhelmingly 

positive about the nature and quality of support they experienced.  As they grew older, 

some young people were no longer able to attend their local hospice and in some 

cases there was no suitable alternative.  

 

In two of the three regions family care officers/neuromuscular care advisors provided 

information and support; this was highly regarded.  

 

 

Young peopleôs social lives, independence and support 

Young men at school or college generally had adequate social lives and enough 

friends. However, most who had finished education were leading restricted lives. TV, 

computer games and going out with close family members took occupied their time 

but most said that they would like to do more. Parents had mixed views: some were 

worried that their sonôs potential was being wasted but were anxious not to pressurise 

them.  The main obstacles to doing more during the day were a lack of information 

about local options which took account of the young personôs health and impairments, 

their transport and support needs, and the availability of other people to do things 

with.  It was hard to gain independence from their parents because they relied on them 

for transport and care. Few families were using direct payments to pay personal 

assistants to support their sonôs leisure activities.  

 

Four young men at college had girlfriends; this was easier for those living away from 

home. Others, and their parents, wanted a relationship but worried that it might be 

difficult to find a partner.  

 

Support and care 

External support for the young men varied from a couple of hours a day to a 24 hour 

package of care, even for those with similar levels of need.  Most parents were still 

very actively providing care. It could be difficult for parents and their sons to have 

enough physical and psychological space from each other. Some families, concerned 

for privacy, declined external carers.  The quality of external care varied enormously 

and its inflexibility could impede the young personôs independence.  
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About one third of parents were using a direct payment. Recruiting reliable carers was 

difficult . Some were confused about their entitlement and how they could be used.  

Others felt ópushed intoô direct payments and found the organisational responsibilities 

onerous. 

 

Living with DMD and becoming an adult 

Families dealt with DMD in a whole range of ways which changed in response to 

events such as a decline in health, a major medical intervention, or the death of 

friends with DMD. Young men tended not to think about living with DMD, although 

it was always at the back of their minds. It was hard to stay positive if they thought 

about it too much. However some valued the chance to talk to people they trusted. 

Parents tended to resist outsides suggesting that they should, or how they should, talk 

about DMD and its consequences.  

 

Some parents suggested that their sons tried to protect them by not talking or showing 

their emotions. Nonetheless, young men identified their parents as their stop for 

questions or concerns. Parents were not always sure what their son knew about DMD; 

they were unsure what to say given changing medical technology and increases in life 

expectancy. A small number of families discussed their emotional needs in relation to 

living with DMD.  

 

Families tended to say that they ólived for the dayô and found it difficult to look very 

far ahead because they felt uncertain and apprehensive. But they did plan ahead ï for 

holidays, what to do once school or college was finished, and how to organise care in 

the future.  Parents struggled with deciding how much pressure to put on their sons to 

get qualifications, think about work and living away from home, and with 

expectations for their futures. Some felt their sonôs life expectancy was such that there 

was no point in having expectations; some parents thought that professionals used this 

to ration services. There were very strong emotional bonds between parents and their 

sons, mutually supportive and often characterised by warmth and humour. However, 

this closeness meant that some young men did not feel able to develop independence 

ï a concern shared equally by some parents. 

 

DMD, however significant, was just one aspect of family lives. Households had other 

siblings, busy work lives, domestic work, socialising, and all the ordinary business of 

family life. However, some said that DMD dominated family life ï appointments with 

professionals, fighting for services, caring responsibilities and so on. In addition, 

parents disliked professionals treating their son as if he had no identity other than 

DMD.  Some parents got involved in support groups and with other families affected 

by DMD; some did the opposite, choosing not to get involved because they did not 

want the frequent reminders of living with DMD.  

 

Young men with DMD were adversely affected by societyôs disabling barriers such as 

poor physical access and discriminatory attitudes, and services which did not meet 

their needs. In addition, the physiological affects of DMD restricted their 

independence. Pain was frequently mentioned as a source of distress. Medical 

interventions such as spinal surgery could dramatically affect their lives. 

 

Many of the findings of this study are directly applicable to a much group of young 

disabled people, with long term conditions, with complex health care needs, and with 
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life limiti ng illnesses. It confirms previous research about transition to adulthood for 

young people and the very many obstacles they face.   It shows that while advances in 

health care have increased life expectancy, this has not been matched by an increase 

in support at home and in the community. The challenge posed by young men with 

DMD and their families is to ensure that their shorter lives are no less valuable and 

just as fulfilling as any others in our society.   

 

The National Service Framework for Long Term Neurological Conditions 

The National Service Framework (NSF) for Long Term Neurological Conditions was 

published in 2005.  It aims to improve the lives of people with longterm conditions 

by:  

¶ giving people choice, through services planned and delivered around their 

individual needs;  

¶ supporting people to live independently and play their full part in society;  

¶ coordinating partnership working between health and social services and other 

local agencies.  

 

The NSF calls for person centred services, sensitive to changes at transition, which 

promote independence and autonomy, and which offer, or signpost, a range of health 

(including psychological/emotional health) and social care services.  It is based on a 

set of ñquality requirementsò (QRs) which are expected to be implemented locally 

over a ten year period ending in 2015.  The report considers each of these QRs in turn 

where they are relevant to young men with DMD
1
.  We conclude this Summary with a 

digest of the findings in relation to the NSF (see over).

                                                 
1
 QR 2 and 3 concern prompt diagnosis, appropriate referral and treatment and QR 11 concerns care for 

people in hospital which are not the focus of this study. 



Table: The Findings of this study in relation to the National Service Framework for Long Term Neurological Conditions 

NSF Quality requirement Evidence from this study Potential contribution of NSF 

QR1 A person-centred service 

¶ Coordination of services through the 

integrated assessment and planning of 

their health and social care needs, 

especially at transition to adult services. 

 

¶ Requires a care co-ordinator with 

responsibility for developing a 

comprehensive care plan. 

 

¶ Information needs reviewed regularly 

 

¶ Experience is óhit and missô: a third did 
not think transition planning had taken 

place. 

¶ Continuity of care enhanced by integrated 

multidisciplinary team in one of the three 

regions, but even this did not include a 

social worker. 

¶ Few examples of professionals acting in 

this role. 

¶ Information on options post-education is 

the major need. 

 

¶ Reiterate importance of transition 

planning. 

¶ Encourage commissioning of 

multidisciplinary teams with social care as 

well as health care. 

¶ Reminds commissioners of the importance 

of this role. 

 

¶ Reminds professionals that this must be an 

active process. 

QRs 4,5,6  rehabilitation, adjustment and social 

integration  

¶ Enable people with a LTNC to lead a full 

life in the community 

¶ Some schools and colleges went to great 

lengths to support young men to lead an 

óordinary life.ô 

¶ But many young men were socially 

isolated and leading very restricted lives, 

particularly those who had finished 

education. 

¶ Few examples of active engagement in 

work and leisure outside the home. 

 

¶ An educational philosophy was more 

enabling than the órehabilitation and 

supportô model which is used in the NSF. 

 

¶ Could encourage other agencies such as 

Connexions to become involved. 

QR7 providing equipment and accommodation ¶ A ópostcode lotteryô in the provision of 
ventilators and electrically operated 

indoor/outdoor wheelchairs. 

¶ The NSF encourages appropriate 

equipment to be provided to maintain 

health and improve quality of life. It does 

not list all equipment and there is no ring 

fenced funding. 
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NSF Quality requirement Evidence from this study Potential contribution of NSF 

QR8: providing personal care and support at 

home 

¶ Choice of services 

¶ Timing and flexibility of care 

¶ Direct Payments 

¶ Most lived at home by choice. 

¶ The level and quality of care and support 

received varied greatly.  Choice was 

limited and services were often inflexible. 

¶ Only a quarter of families using direct 

payments. 

 

¶ Promotes the use of flexible services and 

the use of direct payments. 

QR 9 palliative care ¶ The young men generally die quite 

suddenly and usually at home.  In this 

respect, the need for palliative care is less 

evident than for others with LTNCs. 

¶ Families make good use of childrenôs 
hospices. 

 

 

 

¶ Promotes the use of hospices for respite 

and support. 

QR10 supporting families 

¶ Support and services for carers in their 

own right 

  

¶ No evidence of carerôs assessments. 

¶ Most main family carers were 

experiencing clinical levels of anxiety and 

depression. 

¶ Family relationships are close. Parents put 

their sonôs needs first.  

¶ Reminds that much policy and legislation 

is intended to support family carers.  

¶ Recognises that services for family carers 

of people with LTNCs should be 

improved.  Support can be given to family 

support groups. 



Chapter 1. Introduction 
 

When Iôm older I want to do mechanics and stuff like that. Iôd really like to do a car up ï 

a race car or somethingé get my hands dirty and mess with cars and stuff like that.  

(Young man living with DMD, aged 15) 

 

Everybody perceived him as a sick and dying boy and I keep saying to people, óNo heôs a 

burger and chips boy and heôs doing a GCSE in Art.ô  

(Mother of a young man with DMD) 

 

This report is about the lives of young men with Duchenne Muscular Dystrophy (DMD) 

and of their families. Both of the quotes above illustrate aspirations to live ordinary lives 

and do ordinary things, often in extraordinary and challenging circumstances. DMD is an 

inherited neuromuscular disease which affects boys. By the age of 13, boys with DMD 

have generally lost the ability to walk independently. By the mid teens there are other 

complications: curvature of the spine, respiratory difficulties and cardiac failure. For 

young people with DMD, the years between 15 and 20 are likely to mean further spinal 

surgery and decisions about the use of assisted ventilation for respiratory management. 

The mean age of death without specialised treatment is 19 (Eagle et al, 2002).  During the 

last few years, however, there have been significant improvements in the ways DMD is 

managed. In particular, teenagers who have been using nocturnal home ventilation to 

support their breathing can expect to live to around 27 years (Eagle et al, 2007).  

However, there is considerable regional variation, for example, a report for the MDC 

(2007) cited an audit of 40 sequential DMD deaths over 10 years in the Southwest region 

as showing a median age of death of 18 years. 

 

The mean age of death is likely to continue to rise as more effective spinal surgery and 

better detection and treatment of cardiac complications have an impact on the current 

generation of teenagers. The more recent introduction of use of corticosteroids in the 

early phase of DMD is expected to delay the onset of complications, especially in 

respiration and further add to the life span.  As Eagle and her colleagues (2007) note, it is 

now anticipated that most of these adolescents will reach adulthood.   

 

This report focuses on the transition from childhood to adulthood for young men with 

DMD ï and how it impacts on their families and the professionals who may support them. 

Transition to adulthood occupies much attention and concern at different levels of 

society. Families want their children to grow up into happy and successful adults. Within 

the field of social policy, there is concern about young people who face disadvantage and 

who experience difficult  transitions exacerbated by poverty, ill health, disability, and poor 

educational achievement. Young people have their own concerns and aspirations about 

the future and the uncertainties and barriers they face (Holdsworth and Morgan, 2005).  

 

This study explores the issues associated with transition to adulthood for young men with 

DMD in two senses: first the social and psychological aspects of this major life stage and 

second, the transition from one set of services to another. This study was funded by the 

Department of Health as part of its research programme to support the implementation of 

the National Service Framework on Long Term Neurological Conditions (Department of 

Health, 2005). The NSF has at its core, eleven quality requirements including the need for 

a óperson centredô service that supports people to manage their own conditions; support in 

the community to maximise autonomy and independence; a range of palliative care 
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services to be offered including social and psychological support; and, support for carers 

and family members who care for people with long term conditions. Specifically on the 

process of transition from childrenôs services to adult services, the NSF for Long Term 

Neurological Conditions (para. 8c, page 21) calls for assessment, planning and review 

processes which ensure that: 

éthere is  continuity of health and social care services when a personôs needs 

change or they move between services (e.g. between childrenôs and adult services 

or when they move home to another area). For example, the transition of people 

with childhood-onset conditions such as muscular dystrophy or cerebral palsy 

from childrenôs to adult services needs detailed care planning. Commissioners 

and service providers need to ensure appropriate services are in place to meet 

these peopleôs continuing needs and to provide support for making life transitions.  

 

Transition to adulthood for young disabled people in general has exercised policy makers 

and practitioners for at least 20 years. As a óproblemô for social welfare, services, and of 

course young disabled people themselves, it seems to be frustratingly difficult  to solve, 

despite the many initiatives such as the DH good practice guide (2007), aimed at putting 

systems into place to help young disabled people move successfully from childhood and 

childrenôs services ï to adulthood, adult services and beyond.  

 

Young men with DMD face a particular set of challenges at transition. Those who are the 

focus of this study, aged over 15 years old, have reached, or are reaching stages of 

adulthood that were, at the time of their childhood, largely unexpected and unplanned.  

Advances in medical technology have meant that a whole generation of young men with 

DMD are alive, who simply were not expected to be. By and large, there has not been 

much systematic thought given, outside their own families about what they should do, or 

what should happen to them. Developments in medical interventions and therefore, life 

expectancy, indicate that young people with DMD should be looking forward to living 

independently, with appropriate support, as adults.    

 

At the time this research was being proposed, anecdotal evidence from members of the 

Duchenne Family Support Group suggested that these young men frequently enjoyed 

neither independence nor a range of activities outside their homes. About a third of young 

people with DMD have learning difficulties. This combined with the severe, progressive 

physical impairment caused by the condition suggested that many of the young people 

would not be helped to fulfil their potential at school, nor given opportunities to live full 

lives as they entered adulthood. It was thought that many, but not all, of these young 

people and their families, had grown up expecting that they will die before they become 

adults. Similarly, professionals involved in their care may have assumed this to be the 

case. As a result, it was believed that there has been little if any planning and service 

development to meet their needs, or the needs of their families.   

 

Young men with DMD are just one group of people living with long term conditions. The 

issues that they face at transition are relevant to other groups, including many of those 

young people growing up with complex health care needs and other conditions, who are 

also now growing into adulthood. The success of health, social care, and education and 

employment services in meeting the needs of this group for holistic support and 

treatment, is of clear importance in its own right. But it also provides a valuable test case 

for the efficacy and effectiveness of the NSF for both children and young people and 

those with long term neurological conditions. 
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Report structure 

This report details empirical research carried out in three regions of England over a two 

year period 2007-2008 which examined issues concerning transition and young men with 

DMD from the perspective of those most closely involved. The report is structured as 

follows: 

 

Chapter 1 contextualises the study and provides information about the research methods 

used.  

 

Chapter 2 expands on the issues facing young men with DMD and their families at 

transition. It reviews the literature on young disabled people at transition and DMD and 

transition. In part because of the lack of research in this precise area, it also draws on 

relevant research and literature focusing on young people with complex health care needs 

and/or life-limiting/threatening conditions. The legal framework for transition and 

associated policy and guidance documents is also set out. 

 

Chapter 3 focuses on findings from a postal survey of parents with a son with DMD over 

the age of 15 in three regions of England. There is a commentary on these findings in the 

light of published research about families living with a disabled child. 

 

Chapter 4 (along with chapters 5 and 6), reports the findings from face to face interviews 

with young men with DMD and their families. This chapter highlights messages relating 

to education, work and other daytime activities and the transitions between these services. 

 

Chapter 5 describes participantsô views and experiences of the range of health and social 

care services. Crucially, it contains their accounts of what happens (or happened, for 

those looking back) at the time of transition from childrenôs to adult services. This 

chapter also reports on the perspectives of a small number of key service providers 

interviewed for the study.  

 

Chapter 6 moves beyond the world of services to explore the day to day lives of young 

men with DMD and their families. It reports on young peopleôs social lives and 

friendships and the support families need at home in order to manage an óordinary family 

lifeô in challenging circumstances.   

 

Chapter 7 looks more closely at the relationship between living and growing up with 

DMD, and the processes of transition into adulthood. DMD poses significant challenges 

for those affected by it and this chapter explores how possible it is to plan for a future 

adulthood in the face of so many uncertainties. 

 

Chapter 8 brings together the key messages from the research and considers what they tell 

us about how best to support and maximise well-being for young men with DMD and 

their families during the transition to adulthood. It also draws out the lessons from this 

study for wider groups of people with long term conditions and complex needs who may 

face similar issues.  
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Research objectives 

The objectives of this study were: 

1. To investigate, from their own perspectives, how the health and well-being of 

young men living with DMD, and that of their parents, can be maximised, 

particularly at the transition to adulthood. 

2. To consider the potential contribution of the NSF for Long Term Conditions for 

this group of people. 

3. To develop our understanding of the relationships between people with long term 

conditions, their parents and services.  

4. To identify lessons for a range of long-term neurological conditions affecting 

young adults and their parents at transition to adulthood. 

 

Research partnerships 

The research was carried out by David Abbott and Professor John Carpenter at the School 

for Policy Studies, University of Bristol (David Abbott being based at the Norah Fry 

Research Centre). Professor Kate Bushby at the University of Newcastle upon Tyne was 

co-applicant on the proposal. The research was designed with the help of the Duchenne 

Family Support Group (DFSG), a carer-run organisation which provides a national 

helpline and regional support groups, and with the support of the Muscular Dystrophy 

Campaign (MDC) who remained active supporters of the research throughout. Action 

Duchenne, which also campaigns for and supports families living with DMD, offered 

support and advice at different stages of the project. 

 

The study was supported by a Project Advisory Group made up of professionals in the 

field of DMD spanning health, education and social care; members of our partner 

organisations; policy leads in the field of transition; a senior academic and researcher 

from another university; and a young man with DMD (see Appendix 1 for details of 

membership). This group met twice to consider methodological and ethical issues as well 

as to comment on drafts of the report. Two young men with DMD from regions outside 

the scope of the study, who attended the Cheshire Neuro-Muscular Centre, also acted as 

project advisors, meeting face to face on one occasion and then having subsequent email 

contact with David Abbott. The young men offered advice on approaching the 1-1 

interviews with young men with DMD, especially in relation to the phrasing of sensitive 

questions. They also commented on emerging research findings. 

 

Research methods 

Because the concern of this study was on the transition to adulthood, we decided to focus 

on young men over the age of 15, in effect from the time they were preparing to leave 

school and onwards. We worked in three regions of England: the South West 

(Gloucestershire, Bath, Bristol, Somerset, Dorset, Devon and Cornwall), the West 

Midlands (Warwickshire, Worcester, Hereford, West Midlands Metropolitan County, 

Staffordshire and Shropshire) and the North East (Teeside, Durham, Tyne and Wear, 

Northumberland and Cumbria). 

 

These three regions are all large geographical areas containing rural and urban 

populations and diverse socio-economic conditions with a variety of health and local 

authority structures and a diversity of service provision for disabled people. In addition, 

the West Midlands has a higher proportion of black and minority ethnic young men with 

DMD. We anticipated that data from this research sample would reveal a wide range of 

issues.   
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The research had a three pronged approach, the stages of which were overlapping. 

 

Stage 1. A postal questionnaire 

The questionnaire, based on one used by Beresford (1995) and subsequently by Chamba 

et al, (1999) with minority ethnic families, was used to survey familiesô social, 

demographic and financial circumstances. We used and developed this questionnaire so 

we could look at similarities and differences between our data set and previous ones. A 

copy of the questionnaire can be found in Appendix 2. We added to the Beresford and 

Chamba versions by including a checklist of services (developed by Hatton et al, 2004) to 

estimate knowledge of services and direct payments schemes, and the extent to which 

agencies were involved in providing support. We added pertinent questions about 

transition processes, including transition planning, based on policy and practice guidance. 

The questionnaire, which was designed to be completed by the main family carer, 

concluded with a short measure of anxiety and depression. The HADS (Snaith, 2003) was 

chosen in preference to the GHQ (Goldberg, 1972) as originally planned; the latter, which 

asks about feelings in behaviour in comparison to the ñusualò situation, may not be valid 

for chronic anxiety or depression.  

 

Stage 2: Qualitative study part 1: young men and parents 

Around a third of young men with DMD have learning difficulties. Consequently, we 

developed four semi-structured interview schedules, one for each of the following groups: 

¶ young men with DMD and learning difficulties 

¶ young men with DMD without learning difficulties 

¶ siblings 

¶ parents 

 

These schedules (found in Appendix 2) were developed in the light of our review of 

relevant literature on DMD and on transition and based on the advice of our partner 

organisations about the key issues facing families and young men at transition. We also 

built on questions from previous research studies, which had attempted to gauge the 

experiences of similar groups about a wide range of issues spanning both the experience 

of services, and also more general day to day life. The themes in the topic guide were 

designed to allow for a narrative approach in which respondents looked back at formative 

experiences in education, commented on service provision, and discussed what mattered 

to them in their lives. Through the questions we probed for how they made choices and 

been supported, or not, at times of transition. This approach, rather than one which 

focused on the procedural nature of statutory and service transitions, was favoured in 

order to obtain data which contextualised transition in the everyday lives of young men 

and their families and which would help us explore our research questions.  

 

In order to study the process of transition over time, we stayed in touch with four families 

for a year to see how they were experiencing different transitions as they occurred ï as 

opposed to capturing data just once during a single visit. We selected these families 

purposively. We asked families who indicated they were willing and able to give more 

time to us. We selected a number of representative life transitions rather than the more 

straightforward service transitions. The families chose how they preferred to stay in 

touch. For three, this was accomplished via e-mail and in the fourth, also by e-mail but, in 

addition, with a second visit to the family home. The issues facing these four families can 

be summarised as follows: 
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¶ Family 1: the young man with DMD was nearing the end of Aô levels and 

making decisions about whether or not to go to university and if so how that 

might be accomplished. 

¶ Family 2: the young man was due to have, and did have spinal surgery during 

the course of the study, returning to school afterwards. 

¶ Family 3: there were two brothers with DMD in this family, both of whom 

were due to finish college; they were planning to look for work or other day 

time activities. 

¶ Family 4: here the young person was coming towards the end of secondary 

school and hoping to get a place at a specialist residential college, together 

with the necessary funding. 

 

Stage 3: Qualitative study part 2: service providers  

We also developed a fifth interview schedule (see Appendix 2) to capture the views of a 

small number of key professionals supporting or offering important services to young 

men with DMD in each of the three regions. The aim here was to ñtriangulateò some of 

the key topics of enquiry relating to services, as it meant we captured the views of young 

men, their wider family members, and professionals as well.  

 

Research processes 

Getting started 

We produced an information sheet about the project (Appendix 3) and circulated it to our 

partner organisations, networks of relevant disability organisations, and to researchers 

working in similar areas. We also posted it on the University of Bristol website and issued 

a press release about the new project. 

 

We piloted the research materials (both postal questionnaire and the qualitative interview 

topic guides) with three families, including young men with DMD, who were members of 

the Duchenne Family Support Group and who were living outside of the three regions in 

which our research took place. We made a number of changes to our materials as a result. 

 

We met the clinical leads in each of the three regions to obtain their perspectives on 

current issues for young men with DMD and their families. We discussed and agreed the 

detailed procedures for recruitment to the study. 

 

We also wrote a small piece about the research for the Duchenne Family Support Group 

newsletter and attended their annual conference to let families know about the research 

and that some of them could expect to be invited to take part in it. 

 

Ethical approval 

We prepared paperwork and copies of our postal questionnaire, information sheets, 

consent forms and topic guides for the National Research Ethics Service (NRES). The 

application received a favourable opinion from a multi-centre research ethics committee 

(Wales MREC reference: 07/MRE09/48, approval 24.08.07). 

 

Next, we wrote to the research and development (R&D) department in each of the 

hospitals holding the contact information that we intended to use, at arms length, via our 

clinical leads. Despite then current national guidance stating that only research which has 

a direct impact on the care or quality of care of participants should require the issuing of 

an honorary contract, each R&D department insisted that the researcher apply for an 
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honorary contract of employment, as well as three separate enhanced Criminal Records 

Bureau checks. Two R&D departments could give no specific reason for the need for an 

honorary contract. The other said that any research where a researcher went into peopleôs 

homes was óhigh riskô and thus required an honorary contract of employment. Two of the 

R&D departments also requested that the researcher complete an occupational health 

questionnaire and attend a medical interview in person. After some negotiation this did 

not happen (although one brief telephone interview took place between the researcher and 

one occupational health department) and each of the three regions eventually issued the 

required honorary contracts. The whole process from MREC approval to the issuing of 

contracts and permission to approach any participants took over two months to complete. 

(See Stalker et al, 2004 for a discussion of similar difficulties in social research with 

children and young people with complex needs). 

 

The postal questionnaire 

Our clinical contacts in each region posted a letter, an information sheet, a questionnaire 

and a reply sheet, with a stamped address envelope. This went to every family with a son 

with DMD aged over the age of 15 on their database. This was followed by a reminder 

two months later as well as a letter sent directly to all young men with DMD aged over 16 

who were entitled to consent to take part in their own right. Completed questionnaires 

were returned direct to the Bristol researchers. Parents had the opportunity to indicate if 

they and/or their son, wanted to take part in stage 2 of the research ï the face to face, 

qualitative interviews. In addition, the Duchenne Family Support Group also posted our 

invitation letters to eligible families on their membership database. 

 

The interviews 

As questionnaires were being returned, the face to face interviews began. Initial contact 

was made over the telephone with the person who had completed the postal questionnaire. 

They were asked if their son would be willing to take part in the study and if there were 

other members of the family who might also be interested. 

 

On arrival at the family home, there was discussion about who exactly would take part, 

whether the young person with DMD wanted to be interviewed on his own or with other 

family members, and how much time the family had available for the interviews. We 

wanted to include a range of family members, to try to ensure fathers were well 

represented, and to put the young person with DMD at the centre of the interview process. 

This was achieved to a greater or lesser extent, but, in some cases, family events surfaced 

once the researcher arrived. Sometimes a family might say they only had a short amount 

of time available and the researcher would have to quickly prioritise who to interview and 

which questions were most important to cover. At other times, households were busy and 

sometimes noisy as the interviews were going on. Although we tried to be flexible with 

families about times, offering evenings appointment so that working parents could be 

included, evenings were sometimes difficult, given that families needed to relax after 

school or work, eat and get homework done. In addition some young men became less 

well as the day went on and preferred morning interviews. This meant that day time 

interviews were more usual which had the effect of excluding some parents, particularly 

fathers, who were at work. In an ideal world, we might have visited families more than 

once, to build rapport and to have more time to speak to more family members. However, 

in practice, families were generally willingly to give up one chunk of time to take part in 

the research, but reluctant to offer more. 
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At the start of each interview, all participants were reminded about the aims of the 

research, what would happen in the interview and to the data afterwards. They were told 

about their rights to stop the interview, answer only the questions they wanted to, and 

their rights under the Data Protection Act. They were informed about the limits of 

confidentiality i.e. that information given would remain confidential, unless we were told 

something which we felt bound by law to report to someone else. This happened on one 

occasion where we had concerns about the emotional well-being of a young person. 

Participants then completed a consent form. At the end of each interview, all participants 

were given a Ã10 gift voucher as a small óthank youô for their time. 

 

Twelve young men elected to see the researcher on their own and twenty-five with their 

siblings or parents. In a number of cases, young men started the interview with their 

parents and then, by mutual agreement, conducted the rest of the interview on their own 

with the researcher. Both arrangements, young men on their own, and young men and 

their parents together, posed their own challenges. Seeing a young man on his own, for a 

one off interview about a serious, terminal condition such as DMD is not an ideal 

approach to research with young people. Issues are sensitive and complex. More than one 

visit would generally be advised in order to develop trust and rapport. However, in 

practice, this did not seem possible. As a result, some interviews were difficult and drifted 

in and out of the questions and topics prepared. Sometimes social interaction was helpful 

and necessary e.g. playing computer games or talking about common interests. This could 

be useful and important but, once again, it limited the time the researcher had to ask other 

questions ï and the time left to talk to other family members. That said, most one-to-one 

interviews with young people were very successful and focused quickly on the issues we 

wanted to cover. 

 

The majority of interviews were, in effect, family interviews with parents and sometime 

siblings joining in. This was helpful if the young person was shy or unsure of contributing 

their own views. However, there were parts of the interview where different and 

sometimes competing perspectives were clearly possible; these needed careful handling. 

The researcher generally started questions by stating that it was fine for people to have 

different points of view and offered time alone with the researcher if anyone wanted to 

express their views in private. As some interviews progressed, it was clear that brand new 

information was coming to light within a family, for example, what a young person did or 

did not know about DMD and its prognosis. The interviewer had to be particularly 

sensitive to this and try to manage this so that the experience stayed, as far as possible, 

firmly within the context of a research interview, rather than turning into a therapeutic 

session. However, the interviewer did share information about support, rights and 

entitlements at the end of interviews either if asked, or if it seemed necessary or 

appropriate. 

 

In instances when families were interviewed together, the researcher focused on the parts 

of the topic guide which everybody could contribute to from their own perspective. This 

generally meant looking back at previous education, looking at what the young person 

was doing now, exploring relationships with services and thinking about social lives and 

relationships. That said, some interview questions seemed especially difficult for young 

men who were seen with their parents. For example, it was hard, and sometimes 

embarrassing, for some young men when their parents reported that they had few friends 

or a very limited social life. Young men generally resisted being called ódisabledô by their 

parents. Similarly, detailed information offered by parents about their sonôs impairment 
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or health made the young people embarrassed. Equally, some parents seemed wary about 

disclosing some of their own views or emotions because their sons were present. In these 

situations, a separate round of information was often relayed to the researcher on the 

doorstep on the way out, when the young person was out of earshot. This posed an ethical 

dilemma, because the conversation was not part of the formal research interview to which 

the participant had given consent. The additional information sometimes contained very 

powerful thoughts and insights from the parent, often about death, life expectancy, or 

what they thought their son did, or did not know. We decided that we could not use this 

information in the report because it was outside the confines of the research interview. 

But, some parentsô reluctance to discuss certain issues with or in front of their sons, is an 

interesting finding in its own right which we do reflect on in the conclusions. 

 

Data Analysis  

Questionnaire survey data were entered into SPSS and analysed using descriptive 

statistics and inferential statistics (e.g. Chi-square, Fisherôs exact test) to make 

comparisons between regions.  In practice, sample sizes were too small to detect 

statistically significant differences between regions and in the interests of clarity of 

reporting we have not presented test results. 

 

For the qualitative data, we conducted a thematic content analysis using a computer 

software package, MAXQDA. The analysis was based on Karl Popperôs órefutability 

principleô, in other words seeking to refute initial assumptions about the data in order to 

achieve objectivity (Silverman, 2001). The perspectives of the young men and their 

parents on particular issues were examined using the constant comparative method to test 

emerging hypotheses (Silverman 2001). During the course of the analysis, attention was 

paid to exceptions to emerging hypotheses (deviant case analysis), in order to avoid 

treating the experiences and needs of the young men and their carers as being all the 

same. 

 

The two researchers exchanged initial coded transcripts to check for accuracy and 

consistent approaches, as well as useful differences. We met to discuss and generate 

hypotheses and to test them through examination and re-examination of the data. The 

findings are presented in successive chapters of this report in relation to the main areas of 

the young personôs life. The Project Advisory Group also looked at five, long, excerpts 

from interviews in order to get their views about the meaning and to help with analytical 

and interpretative approaches. 

 

Use of quotations 

Verbatim quotes from transcribed interviews are used throughout the report to present and 

explore the main issues. We want the reader to hear directly from the participants in our 

study.  Direct quotations are presented in italics.  The quotes are lightly edited to remove 

óverbal ticsô or ófillersô, such as the repeated use of ñlikeò and ñyô knowò, in order to 

make them easier to read.  Where the use of such expressions as a ófillerô suggest the 

speaker is stuck for words because of the emotionally laden content of what he or she is 

saying, they have been retained.  Occasionally we have inserted a word or phrase in 

square brackets e.g. [his]  to make the meaning clearer.  Pauses are indicated thus: é    

 

There is debate about the use of quotations in reporting qualitative research (Corden and 

Sainsbury, 2006), especially when their content is particularly powerful or emotionally 

charged. How representative is the quote; is material used from a wide range of 
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participants, or just a few who are especially eloquent; does the balance and content of the 

quotations mirror the tone and content of the research findings overall? We have tried to 

address these points and use quotations thoughtfully, both expanding on points raised and 

clarifying whether the content can be attributed to several people who took part, most of 

the people who took part, or just the person being quoted. 

 

Our data were analysed in MAXQDA (2007) a qualitative computer software package 

(Lewins and Silver, 2007).  Data were organised by theme and within each theme, 

material was organised in the order in which transcripts were uploaded. This procedure 

can result in a tendency to use quotations from participants whose interviews are analysed 

at the start of the process at the expense of those whose material comes later, simply 

because it can feel as if the point has already been made. To avoid this bias, some themes 

were analysed and written up at the óstartô of the participantsô data, while for others, we 

started at the end to ensure that quotations were equally likely to be included from the 

participants whose transcripts were uploaded later in the research process; this ensured 

that the data were ófreshô and quotations would be included.  

 

In presenting the quotations, we have indicated who is speaking, and (when relevant), 

which of the three regions they came from. Where it seems that knowing more about the 

age or circumstances of the young person either speaking, or being spoken about, is 

useful, we have included this information. We have taken care to keep the identities of the 

participants as confidential as possible and have not numbered the participants in the text.  

However we acknowledge that because the numbers of young men with DMD are quite 

small, it might be possible for clinicians concerned with their care to guess the identities 

of some of them. 
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Chapter 2. DMD and Transition to adulthood:  

an overview of issues, research and policy 
 

This chapter outlines the main social science literature in relation to DMD as a context for 

understanding the issues that arise at transition for young men and their families. It 

summarises findings from research on young disabled people and transition in general 

and how this relates to young men with DMD. It also draws on research about transition 

and young people with complex health care needs and/or life limiting illness, which is 

directly relevant to young men with DMD and their families. Finally, the key legal and 

social policy context for transition in England is outlined. 

 

A note about terminology and perspectives 

A number of different terms are used, sometimes interchangeably, to describe young men 

with a condition like DMD. These include: young disabled person, person with complex 

needs or complex health needs, and person with a life limiting illness/condition.  Some 

research and policy which this report will discuss is directly linked to the life limiting 

aspect of having DMD, in other words that there is currently no cure and that life 

expectancy is much less than average. The word ólimitingô does not suggest that the 

person necessarily has a life which is limited in its quality and certainly not limited in its 

worth. Other research and policy documents use the expression ócomplex needs, or 

complex health needs. This focuses on the fact that the person will require a significant 

amount of health care and as well as education and social services. Morris (1999) argued 

from the perspective of the social model of disability, that it is not that the person 

themselves who is ócomplexô, but that the challenge to services to meet the personôs 

needs for support is a complex. Like Morris, we consider the lives of young people from 

the perspective of the social model, highlighting the disabling structural barriers to their 

living an ordinary life. But we also highlight the effects of the severe impairments 

resulting from this severe muscle wasting condition and recognise the pain and 

discomfort associated with the medical interventions used to keep them alive.  In this 

respect, our perspective is in accord with the interactional model described, for example, 

by Shakespeare (2006, Chapter 4) who examines the interaction between environment 

and impairment, including the psychological aspects. This report is however not a work 

of theory; we will examine the implications of this research for disability theory at 

another time.     

 

Like many other social researchers, we use the word ñcarerò in two ways, referring both 

to paid carers, that is people employed to act as personal assistants and also, occasionally, 

to family members.  Thus, in the survey of parents reported below, we asked the 

respondents to identify the young manôs  ñmain (family) carerò, meaning the parent who 

had primary responsibility for looking after his needs.  Later, we discuss situations in 

which a parent acts also as a carer in much the same way as a paid carer. The only family 

members who assumed the role of ñmain carerò were parents, usually, but not always 

mothers.  There were no instances of grandparents,  older siblings or other relatives taking 

this role; consequently we usually refer simply to ñparentsò.  In most cases the distinction 

between paid and family carers is quite obvious from the context, but we have indicated 

the meaning where there might be ambiguity.      
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Section 1: Issues affecting young men with DMD and their families 

Socio-economic and other disadvantages 

Most disabled children and young people will have experienced disadvantage, exclusion 

and discrimination long before they reach the transition to adulthood. There is evidence of 

this disadvantage in relation to their education, employment, housing, independence, 

health and social care, which will directly affect young men with DMD and which will 

arguably be exacerbated as they move into adulthood (Hendey & Pascall, 2002; Scope et 

al, 2006; Every Disabled Child Matters, 2007). According to a parliamentary briefing for 

the Governmentôs Independent Living Strategy (ODI, 2008) 16-17 year old young 

disabled people are twice as likely, and 18-19 year old disabled people three times as 

likely, to be out of education, employment or training as their non-disabled peers. By the 

age of 26 they are nearly four times as likely to be unemployed. An Australian study of 

young people with long term health conditions similarly found that they were 

significantly more likely than their non-disabled peers to be socially isolated, excluded 

from the labour market, experience poverty and have poorer health, including mental 

health (Emerson et al, 2008). 

 

The aspirations of young disabled people are not surprisingly very similar to those of their 

non disabled peers. Burchardt (2005) found that the nature and level of aspirations with 

regard to work, education and money were broadly the same for both groups, but with 

emerging adulthood, the experiences and outcomes for the two groups were very 

different. Burchardt argued that this has a negative impact on young disabled peopleôs 

confidence, sense of well being and belief in their own ability to be in control of their 

future. Sloper et al (2007) however warn against uncritical assumptions about what 

ñoutcomesò mean for disabled children and young people in comparison with their non-

disabled peers. For example, if a disabled young person does not achieve independence 

from their parents, or is not economically active, does this necessarily constitute a ópoor 

outcomeô for them?  Sloper and her colleagues work is a salutary warning about 

comparisons which always result in young disabled people seeming to be óin deficitô and 

their achievements being minimised. 

 

In relation to young men with DMD specifically, an epidemiological study by Bushby 

and her colleagues (2001) found that families of boys with DMD living in the North East 

of England, were more likely to live in socio-economically deprived areas and be poorer 

than the average population at the time of diagnosis, with the resulting health inequalities 

faced by poorer people exacerbating their situation.  

 

Use of services and the need for co-ordinated approach 

One of the most recent and largest audits of disabled childrenôs views of life and of 

services was the Audit Commissionôs review of services for disabled children and their 

families (Audit Commission, 2003). This showed that families were in contact with a 

large number of public services on an almost daily basis. Levels of awareness about 

entitlements were low with services agreeing that, óif families did not accept what was on 

offer, they risked being left without any support at allô. Parker et alôs (2005) study of 25 

men with DMD found very low levels of external support at home, in part because of 

social servicesô failure to assess, offer support, or understand the issues facing the family. 

There was also dissatisfaction with the provision of aids and adaptations. The authors 

concluded that whilst medical advances had changed the life expectancy for young men 
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with DMD, social care and support was ólagging behindô and compromising their ability 

to achieve autonomy or independence.  

 

Young men with DMD have needs ï medical, health care, psychological, educational and 

social ï which cross the boundaries of different services and organisations and, in 

common with other groups with complex health needs, require co-ordinated, cross-agency 

working  particularly at the key point of transition to adulthood (Noyes, 2006; Townsley 

et al, 2004; SCIE, 2007; Morris, 2001). As such, they present a stringent test for any 

service framework which aims to provide a ówhole systemsô approach to holistic care. 

The evidence suggests that despite strong policy recommendations, there is still a lack of 

co-ordination in service delivery. Where coordination does exist, it may be focused on 

processes which structure what professionals do, without necessarily having any impact 

on outcomes for end users (Abbott et al, 2005; Glasby & Dickinson, 2008).  

 

An ordinary life ï young peopleôs perspectives and priorities 

The literature shows that for young disabled people, including those with complex health 

needs, what matters more than how services are structured are things like friends, 

hobbies, self esteem, relationships, family life and markers of increased autonomy ï in 

sum, an ordinary life (Morris, 2001). There is very little research which focuses on the 

views of young men with DMD and their families. Ten years ago, a postal questionnaire 

survey in Ireland of parents, mostly mothers, found that two thirds of young people with 

neuromuscular diseases had a restricted social life and one in five had had to leave school 

early because of their condition; there was no information about any further education or 

training (Shaw, 1999). The children and young people were not asked for their opinions 

in this study.   

 

The importance of directly determining the views of young disabled people themselves 

has been illustrated by research such as that of Franck and Callery (2004) who show that 

childrenôs views can differ significantly from their carers. Similarly, Mitchell and Sloper 

(2002) found that children and their parents prioritise different things as being important 

within their lives. Havermans et al (2006) similarly noted differences between parents and 

their children in relation to their perceptions of illness and quality of life. They advised 

health professionals, wherever possible, to obtain accounts from both children and parents 

about physical symptoms and perceptions of health or illness.  

 

The 133 young people, aged 7-19, in the Audit Commission study, said that professionals 

often did not speak to them at all. Whilst parents prioritised needs relating to education, 

health, housing and social care, the children and young people talked about play, leisure, 

friendships and school. Research which starts from children and young peopleôs 

experiences of life in general (as opposed to their views about services) can also throw up 

different and important perspectives. A good example of this is the work of Connors & 

Stalker (2003) which took a broad and methodologically innovative approach to data 

collection. The findings from their study óbucked the trendô in describing the largely 

positive view they had of themselves and their worlds.  

 

A study commissioned by the Social Care Institute for Excellence (SCIE, 2007) looked at 

the social care needs of children with complex health care needs and their families, 

including those with life limiting conditions. The authors coined the term ónecessary 

stuffô to describe what children and families said they needed ï things that did not fit 
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neatly into a óservice worldô with clear delineation between agencies or disciplines. The 

authors concluded that more thought needed to be given to this disjuncture between how 

services work and the familiesô goals of an óordinary lifeô, with óordinary needs.ô The 

study, a survey of good practice, research and consultation, revealed the óinvisibility of 

social care workô partly because social care workers felt restricted and constrained from 

meeting social care needs ï and partly because of the overemphasis on the childrenôs 

medical needs.  Amongst other findings, those families consulted, suggested that the 

manner in which services were delivered was as important as the content of the services. 

The authors suggested that more attention should be paid to the interpersonal aspects of 

services and the associated skills development of the workforce.  

 

The idea of an óordinary lifeô is also a strong theme in the study by Kirk (2007) where 

medical technology is seen in the background, not the foreground, and education, 

socialising, happiness and fulfilment are most important. Discourse on óliving a normal 

lifeô is also present in research in the Netherlands on the transition to adulthood for 

adolescents with chronic illness (Staa, 2007). 

 

For young people with complex needs, the priority for services has been their physical 

health. Townsley et al (2004) concluded that there have been improvements in 

community based, health care support for children and young people with complex health 

needs ï but, that this tended to overshadow addressing their needs for social care and 

support. They reported a tendency for professionals to think that the job óhad been doneô 

if the young person was alive and their condition ómanagedô. Their study suggested that 

social care professionals were, or allowed themselves to be, marginalised by the óflashing 

blue lightsô and science of health services and professionals. Beecham et alôs (2008) 

review of the health and social care needs of young adults with long-term neurological 

conditions also found that social care support was frequently reported as low and that 

opportunities for time apart from parents was hard to achieve. Gibson et al (2007) argued 

that young men with DMD have yet to be considered as ólegitimate membersô of society, 

in part because of ï óthe current disjuncture between ñsavingò personsô lives using 

sophisticated technologies and establishing the means for them to participate in their 

communities.ô 

 

The importance of addressing the psychosocial needs of young people with long term 

conditions is highlighted in the interim standards of care for DMD drawn up by TREAT-

NMD (2008). According to these standards, at times of crisis or changing need (including 

key transition stages), every family should receive support to address their social and 

psychological needs through information, advocacy and advice. 

 

Support in dealing with sexuality and relationships is also a priority for young people as 

they grow into young adulthood and this is often overlooked for disabled people in 

general (Shakespeare, 1997). Writing in The Guardian (Wallis, 2007), a 22 year old man 

with DMD explained why he thought he would need to pay for sex to experience it. 

óSexuality and disability is swept under the carpetô, he wrote, adding that although he had 

managed to access higher education without too many barriers, social relationships were 

much harder to forge: 

 

I continue to hope that I may be able to establish a relationship with the right person. The 

same as any other ñdudeò, I want to be able to hold hands with someone, to love and be 

loved. 
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Meeting these needs, which go beyond the medical, has exercised service providers in 

Denmark for some time. There young men with DMD have had access to different forms 

of ventilation (including a tracheotomy) earlier in life and before it was routine in the UK. 

Rahbeck and colleagues (2005) interviewed 65 young men with DMD aged over 18. 

From these they created a profile of the óordinary adult DMDô in their study, who had the 

following characteristics: 

 

¶ leaves home aged 24 and lives alone (with support) 

¶ completes basic education but rarely goes into further education and is unlikely to 

work 

¶ spends four hours watching TV and three hours at the computer during the day 

¶ has a personal assistant 24 hours a day 

¶ sees family members regularly ï friends less so 

¶ lacks confidence about his sexuality and by the time he reaches his mid-20s is likely 

to have visited a sex worker 

¶ believes his quality of life is óexcellentô and is not worried about his disease or the 
future. 

 

The authors concluded that their initial expectation that Danish men with DMD lacked 

autonomy, choice or a perceived good quality of life was not borne out by their data. 

 

Parentsô and Carersô concerns    

The general literature about the effect of having a disabled child on parents and carers is 

well established and directly relevant to the parents in our study. The impacts are 

financial (EDCM, 2007), affect employment (Stiell et al, 2006), housing (Beresford & 

Oldman, 2002; Beresford & Rhodes, 2008), health ï including mental health (Mencap, 

2006), and relationships (Glen, 2007). Beresford et al (2007) stressed that parents 

generally want to keep a hold of their personal identity and to preserve a parental 

relationship with their disabled child, instead of feeling overcome by their caring 

responsibilities. They want to enjoy óordinary family lifeô with other children, friends and 

extended family. In other words, the relationship between parents and their disabled 

children should not be characterised as inevitably negative or inherently problematic (see 

also Dobson et al, 2001).  

 

Green & Murtonôs (1993) research specifically investigated parentsô experiences of 

diagnosis concerning young men with DMD. Although this study was conducted over 15 

years ago, before some of the advances in medical technology referred to in chapter 1 

some of the issues identified may remain relevant today. For example:  

¶ Services ï many parents felt they had to fight for everything, be it information, 

aids and adaptations or support from professionals. There was a particular need 

for help in dealing with emotional issues within families. 

¶ Discussions and/or information about difficult issues ï parents struggled with a 

desire to be honest with their sons and yet protect them as much as possible from 

knowledge about the outcome of DMD. 

¶ Relationships ï many of the parents acknowledged the stresses within their own 

relationship associated with their sonsô increasing impairments and impending 

death. 
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¶ Family relationships ï siblings were often expected to help their disabled brother 

in tasks ranging from fetching and carrying to personal care. Parents expressed 

concern about the effect this might be having on siblingsô own well being. 

 

There remains little empirical work carried out with parents and carers of young men with 

DMD in the UK. A study in the US by Erby et al (2006) is one of the few empirical 

investigations to explore the views of parents of children with DMD. Three themes arose 

in the analysis of their interviews: ñhopeò ï that there would be a cure or that their son 

would be less unwell than others; ñavoidanceò ï of the fact, that in all likelihood their 

child would die before them; and ñpresenceò ï the everyday experience of parenting and 

family life and, as it was often described, ñtaking each day as it cameò. Bothwell et alôs 

study (2002) showed that parents worried about their sonsô possible social isolation, as 

well as possible mental health concerns such as anger and their emotional needs. The 

other body of work relating to parents of children with DMD focuses on coping (Reid & 

Renwick, 2001; Webb, 2005), behavioural and emotional problems (Solden et al, 1999), 

maternal stress (Nereo, 2003; Miura & Agari, 2005; Chen & Jong, 2006) and parental 

depression (Abi Daoud et al, 2004).  

 

Mothers of young men with DMD feature more prominently than fathers or male partners 

in published research. Fathers feature in two recent studies. One study by Anna Cunniff, 

University of Edinburgh, of fathers with sons with DMD is in progress and yet to report. 

The other study looked more generally at the impact of fathers in the lives of children 

with life limiting illnesses (Eaton et al, 2007). This stressed the positive aspects of 

relationships between fathers and their children. It noted that some fathers identified work 

as a órespite from the other demands of lifeô and an opportunity for social contact. Coping 

with their childôs diagnosis was described by the researchers as a ócomplex and on-going 

processô for fathers.  

 

 

Section 2: The transition to adulthood for young disabled people 

The transition to adulthood has been defined as the move from school or college to 

training/employment; financial independence; leaving the family home; beginning sexual 

relationships, coupledom, and parenthood (Barnardoôs, 1996). Our study investigated the 

transition to adulthood both in terms of service transitions from child to adult services, as 

well as the more general, life-course transitions encompassed by the Barnadosô definition. 

 

What the literature refers to as ñyouth transitionsò is a major source of academic and 

empirical interest. One criticism of some of the work on transition for young disabled 

people is that it does not engage with research on transition for the whole population of 

young people ï and vice versa (Tisdall, 2001). For all of us, becoming an adult in a 

Western society, is a fairly protracted experience, marked out by what feels like successes 

and failures. It is a relational experience, where we gain support from others and learn 

from those around us, whether our peers or our elders. In the population as a whole, youth 

transitions are lasting longer with greater financial dependence on parents for a longer 

period (Jones, 2002). It would be a mistake not to take note of these societal changes 

when we consider transitions for young men with DMD and disabled young people in 

general. So we should not expect óindependenceô at 16 years of age ï or perhaps even 19, 
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but rather think about a continuing process of increased autonomy, choice, and control 

and inter-dependence between young adults and their parents/carers.   

 

ñTransitionò is a jargon laden process in social policy and social welfare terms. There are 

significant numbers of policy initiatives and guidance; there are multiple inter-linking 

processes (person centred approaches, transition plans, 14+ reviews, for example); there 

are potentially many professionals involved from a range of backgrounds. And all this sits 

on top of the day to day óservice worldô that families with disabled children occupy ï as 

well, of course, as their óordinary family lifeô.  

 

There is a significant body of research concerning the topic of transition from child to 

adulthood for young disabled people in general. Recent studies have highlighted the fact 

that this period in a young personôs life is often characterised by uncertainty, inconsistent 

approaches to transition planning, and a lack of meaningful choice about post education 

options (Heslop et al., 2002; Morris, 1999; OôSullivan, 2000; Hudson, 2006). In 2007, the 

Commission for Social Care Inspection (CSCI, 2007) described the transition for young 

people with complex needs from childrenôs to adult services as a ónightmare.ô Morrisôs 

overview of transition problems for young disabled people may be as relevant now as it 

was in 2002. In it she highlighted: 

 

¶ poor liaison between professionals 

¶ large numbers of young people with no transition plan at all 

¶ failure to involve young people in planning 

¶ failure to cover issues important to young people. 

¶ lack of accessible information. 

¶ insufficient assessment of communication needs. 

¶ lack of choice/expectation concerning training, employment, and housing. 

¶ lack of real post 16/19 options (especially in relation to paid work). 

¶ lack of significant community involvement, citizenship, choices about friends, 

relationships and a social life. 

 

Others have written about service transition as a ñsystems failureò and wondered why 

after so much evidence about what needs to be done, things are still so bad (Mittler, 2008; 

Hudson, 2006). Given the plethora of service led processes that families are exposed to, 

parentsô lack of clarity about transition processes is not really surprising. A study by 

Tarleton (2004) showed that parents were often unclear about the language and terms 

used in relation to transition, what was supposed to happen, and who was supposed to do 

what. Other research has shown scant evidence of routine compliance with legal duties at 

transition. Heslop et alôs study (2002), focused on young people with learning difficulties; 

they found that a fifth had left school without a transition plan; that the topics covered for 

those who did have a plan were often very different from the young personôs own 

priorities. Furthermore, whether or not these young people had a plan seemed to make 

very little difference to what actually happened to them. This finding was reinforced in 

Heslop et alôs later study (2007), also of young people with learning difficulties which 

similarly found little relationship between process (i.e. whether or not people had a 

transition plan) and outcomes (i.e. what happened for them in the end).  

 

However, there is evidence that a poorly planned service transition can have adverse 

effects on young peopleôs health outcomes. A review of the literature on health transitions 

(Wedgwood et al 2008) noted that poor transition processes result in worse outcomes in 
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relation to mortality, long term prognosis and physical well being ï as well as educational 

attainment and social circumstances. There is now an established literature on issues 

relating to the transition from child to adult health services (Chamberlain & Kent, 2005; 

Viner, 1999; SCIE, 2004; McDonagh, 2005; Wedgewood et al, 2008). These stress the 

importance of planning in advance, good communication, and promoting self advocacy 

and self management by the young person of their condition.  

 

Some young disabled people may do even less well if and when transition planning is 

poor. Thus, young disabled people who live away in residential schools or colleges may 

experience greater difficulties at transition if professionals in their óhomeô authority have 

not kept up good relationships with the young person and their family (Abbott et al, 2001; 

Heslop et al, 2007).  

 

Beresford (2004) pointed out that the research evidence on the need for changes to the 

transition process is significant in size and coherence, but that an evaluation of specific 

models and approaches have been lacking. She also echoed Heslop et al (2002) in noting 

that legislation, policy and guidance are no guarantee that change will occur on the 

ground/in practice. Hudson (2006) agreed that there is no shortage of policy documents 

exhorting change, or research which outlines deficiencies in processes and produces lists 

of recommendations. He asked why things are still so frustratingly not working. Two of 

his points are particularly worth noting here. One is the lack of a whole systems approach: 

there is still rarely someone with ownership of, and responsibility for, ógetting things 

doneô in relation to transition. Instead transition remained, in Hudsonôs words, 

óeverybodyôs distant relativeô. The second point concerns what transition is and what it is 

for. Once again echoing Heslop et al (2002), Hudson (2006) wrote: 

 

Ultimately an effective transition serves as a bridge ï from adolescence to young 

adulthood. What lies at the end of this bridge is critical, for a ógood transitionô will count 

for nothing if there are no real choices about future transition. 

 

In the absence of choices at transition, Hudson argued that many young disabled people 

stay in further education. When this comes to an end, all the legal and formal apparatus of 

transition has gone.  

 

Nevertheless, despite the wealth of negative research evidence, Rapanaro et al (2008) 

cautioned against assuming that there are no positives experienced by families during 

stressful events like transition. Their study uncovered both negative and  positive 

outcomes, the latter including personal growth for parents, new coping skills for young 

people, and increases in confidence or maturity.  

 

Section 3: Issues for young men with DMD at transition 

All the issues relating to youth transitions and transitions for young disabled people 

apply, of course, to young men with DMD. If there are differences, they relate perhaps to 

the fact that this generation of older teenagers with DMD are, to the professionals at least, 

an ñunanticipatedò adult population (Rahbeck et al, 2005), a situation shared with other 

groups of young people with complex health needs who are also now living longer as a 

result of advances in medicine.  

 

Research which has investigated services transitions for young people with complex 

health care needs and life-limiting/threatening conditions, have been consistent in its 
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messages (Soanes & Timmons, 2004; ACT et al, 2001; ACT, 2003): young peopleôs 

desire for continuity and familiarity; being prepared for change; the need for any new 

service to be flexible and to take account of their individuality; good quality support 

along with demonstrations from staff that they care by showing kindness, or 

understanding, for example. Gaps in services lie in the areas of respite care; services 

addressing the psychological and emotional needs of young people; information about 

services; and the challenge of meeting individual need and promoting independence at the 

same time as managing potential health deteriorations.  

 

The views of 28 young people with complex health care needs were reported by Kirk 

(2007). This found poor experiences at transition from child to adult services and, for 

some, no adult health services to move on to. The young people noted a different culture 

in adult services, as well as remarking on the discontinuity as relationships with 

sometimes longstanding professionals in childrenôs services came to an end. Madge 

(2006) had made a point little developed in the literature: that for young people with a life 

limiting condition, a transition to an adult health service, ómeans taking a step closer to 

death.ô Rahbeck et al (2005) wrote that the challenge for Danish services has been to 

develop the work concerning end of life care in DMD and to produce guidance and 

practice in adult life care in DMD. This is arguably the challenge which needs to be 

addressed for young men with DMD here.  

 

An survey of 850 people living with muscle disease carried out by the Muscular 

Dystrophy Campaign, showed that 60% of respondents rated their transition from child to 

adult services as poor or very poor (MDC, 2008a). This followed on an MDC report the 

previous year which highlighted the variation in life expectancy for young men with 

DMD between, for example, an average age of death of 30 in the North East, compared to 

18 in the South West. The report also showed that people living with neuromuscular 

disease did not receive appropriate, specialist care from adult health services (MDC, 

2007). This report was subsequently reviewed by the South West Public Health 

Observatory (SWPHO, 2008) and they suggested that the MDC report had compared 

groups of young men with DMD who were not strictly comparable. Whilst this cast some 

doubt on the stark findings of the MDC report, the SWPHO did acknowledge the MDCôs 

valid conclusion that timely interventions, including the use of home nocturnal 

ventilation, can improve life expectancy and quality of life.  

 

There has been a small amount of work done in relation to health transitions for young 

men with DMD specifically. One London NHS Foundation Trust surveyed 24 young 

people with DMD aged 14-36 about transition related issues, because they were 

concerned at the absence of established pathways to adult health services (Ballard, 2008). 

They found: 

 

¶ 42% were moderately or extremely worried about the transition into adult services 

¶ 63% were told little or nothing by the paediatric team about what to expect from the 

move to adult services 

¶ 58% were told little or nothing by the adult team about what to expect following the 

move to adult services 

¶ 79% were given no preparation for the move into adult services 

¶ All said it would be helpful to have an identified person to link paediatric and adult 

services for them.  
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One issue that becomes even more pertinent as young men with DMD get older is how 

families communicate about, and cope with, changes in prognosis, health, and end of life 

issues. Parker et al (2005) suggested that the young men with DMD and their families in 

their UK study were reluctant to talk about the end stages of the condition, findings 

echoed in research in the US (Erby et al, 2006). This can create difficulties for health and 

social care professionals who may well have identified with the young personôs parents 

for many years and taken the lead from them on how to talk about (or not talk about) the 

full range of issues relating to prognosis. These established patterns may be hard to 

change or resist even as the young person gets older, especially if the lives and needs of 

young adults with DMD remain inextricably linked with their parents, in comparison with 

non-disabled young people of a similar age. Young et al (2003) writing about young 

people with life threatening illness said that they used their parents as a óresource to 

manage communicationô in large part because they felt often incidental to the ótalkô that 

went on between professionals and parents, which left young people voiceless. One 

associated risk in this is that differences between adults and young people in perception, 

knowledge, or the desire for information may go unexplored, or assumptions made that 

everyone in the presenting family unit thinks the same (Wilson et al, 2004). Beresford and 

Sloper (2003) found young people with chronic illness reluctant to raise sensitive topics 

with health professionals. They also tended not to bring up issues with emotional content, 

in part because they did not feel that health professionals were interested in them as 

whole people with day to day social needs and issues as well as health ones.  

 

 

Section 4: Transition ï the legal, policy and good practice framework  

 

It may be helpful to start by briefly summarising the legal requirements at service 

transition. The primary statements of policy in this area relating to disabled children are 

the SEN Code of Practice and SEN Toolkit (Department for Education and Skills, 2001). 

These emphasise that transition planning should be participative, holistic, supportive, 

evolving, inclusive and collaborative. Section 10 requires that a ótransition planô be 

prepared for all young people with a statement of Special Education Needs (SEN) 

following the year 9 annual review, and then updated at least annually. The transition plan 

should draw together information from a range of individuals within and beyond school 

to plan coherently with the young person for their transition to adult life. The plan must 

be designed for and with each young person. The formal duty for ensuring the transition 

plan is drawn up rests with the head teacher where the young person is at school. Social 

work assessments should be carried out in parallel to SEN procedures, and social workers 

should identify and attend Year 9 reviews of young people who are eligible for 

assessment under the Disabled Personôs (Services, Consultation and Representation) Act 

(1986).  

 

There are a number of other statutes, policy documents and good practice guides which 

set out how young disabled people can be supported at transition. The key ones are listed 

in the table below.



Table: Policy, legislation and support at transition 

Legislation, guidance and government reports Summary of how it relates to what should happen at transition 

Education Act 1996 and associated SEN Code of Practice 

(2001) 

 

Requires any young person with a statement of special educational need to have a 

transition plan drawn up by the local authority at the first annual statement 

review after they have started year 9. Details how the planning process should 

happen and key roles. Young people to be central and involved in the planning 

process. Should cover wide range of topics including development of autonomy 

and independence as well as self-advocacy.  

The Chronically Sick and Disabled Personôs Act 1970 

(updated in the NHS and Community Care Act 1990); the 

Disabled Persons Act 1986; the Children Act 1989 

This legislation sets out the basis for the range of provision to disabled people 

(including children and young people). They create mandatory link between 

education and social services so that the latter know about, and plan for, the 

needs of disabled children and young people. The Children Act puts the childôs 

welfare at the centre of any decision and introduced the duty to include with and 

consult disabled children. Places duties on local authorities and social services 

departments in relation to disabled children living away from home in e.g. 

residential schools.  

Learning and Skills Act 2000 Creates an obligation under section 140 to carry out assessments for young 

disabled people who plan to move on to FE, HE or training. These assessments 

should form the basis of transition planning. 

Health and Social Care Act 2001 Extends use of direct payments for disabled children and allows 16 and 17 year 

olds to apply for a direct payment in their own right. 

Disability Discrimination Act 1995, 2005; Special 

Educational Needs and Disability Act 2001 

Places duties on all public service providers, including education, to make 

reasonable adjustments to ensure accessibility for disabled people. 2005 Act 

placed a positive duty to promote disability equality. 

Carers and Disabled Children Act 2000 Requires local authorities to assess needs of carers and provide appropriate 

support services. 

Every Child Matters 2003 Range of measures to support children broadly to reach potential. Specifically, 

aims to improve transition via delivery of National Service Framework (NSF) for 

Children, Young People and Maternity Services (2004) 

Removing Barriers to Achievement ï the Governmentôs 

Strategy for SEN 2004 

Commitment to improve transition planning via Childrenôs NSF 
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Legislation, guidance and government reports Summary of how it relates to what should happen at transition 

NSF: Children, Young People and Maternity Services, 2004; 

NSF Long term conditions, 2005 

Standard 4 in the 2004 NSF covers transition and states that responsive, age 

appropriate services should be available as young disabled people move into 

adulthood. Standard 8 relates to transition for those with complex health needs 

and focuses on the process being person centred and multi-agency. Encourages 

development of strategies to develop education, training and work opportunities 

for young disabled people. The 2005 NSF highlights the need for continuity of 

health and social care services as health conditions change and during the 

development from childhood to adulthood. 

Improving the Life Chances of Disabled People, 2005; 

Independent Living Review 2008 

Transition to adulthood one of 4 priority themes in 2005 report. Highlights need 

to focus on individual needs and wishes, as well as widening choice and 

transparency in transition planning. Subsequent Independent Living Review and 

Strategy aims to ensure, óseamless transition into adulthoodéincluding those 

with complex needs.. in all areas of life.ô 

Valuing People 2001; Valuing People Now, 2007 (Strategies 

for Learning Disability, England); Valuing People Now: a 

new three year strategy for people with learning disabilities, 

2009.   

 

Charged Learning Disability Partnership Boards with identifying person with 

lead role on transition. Highlights need for continuity of support at transition for 

young people with learning difficulties. Also introduces health action planning 

with young people at transition a priority group. 2007 document retains emphasis 

on transition stressing person centred approaches to transition and the Transition 

Support Programme (see below). 2009 strategy reiterates commitment to 

statutory transition processes and charges Partnership Boards with ensuring 

person centred transition plans and reviews are carried out. New appointment of 

national lead on transition and employment for young people with learning 

difficulties.  

Youth Matters 2005 & 2006 Proposes giving responsibilities for information, advice and guidance to local 

authorities (instead of Connexions).  

Transition: getting it right for young people, 2006 (NSF 

guidance on improving transition for young people with long 

term conditions from children to adult health services); 

Transition: moving on well, 2008 

Recognises the adverse effects of poorly planned transitions. Recommends ways 

of improving planning processes including holistic view of needs, recognising 

individuality and additional needs of those with ócomplex disabilityô. Subsequent 

guidance proposes development of a health transition plan, outlines 

characteristics of good transition services and gives good practice examples.  
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Legislation, guidance and government reports Summary of how it relates to what should happen at transition 

A Transition Guide for All Services, 2007 Encourages development of strategic transition protocols and local transition 

pathways. Provides overview of statutory responsibilities and practice examples.  

Aiming High for Disabled Children, 2007 Sets out the Transition Support Programme and £19m available (2008-2011) to 

promote consistently good practice, Introduces ócore offerô to parents of disabled 

children which will be measured against a performance indicator. Core offer to 

be built around services performing well at: information, transparency, 

assessment, participation and feedback. 

Making it Better: For children and young people ï clinical 

case for change, 2007 

Recognises that children with complex needs are living longer and need support 

to, ólive, not just surviveô. Suggests that transition still not working well. 

Highlights the need to enhance community based support for those with long 

term conditions to minimise hospitalisation.  

Better Care, Better Lives: improving outcomes and 

experiences for children, young people and their families 

living with life-limiting and life threatening conditions, 2008 

ï building on Independent Review of Childrenôs Palliative 

Care Services (2007) 

Envisions a responsive and equitable approach to care and support. Suggests 

identification of a transition support worker/named person to oversee transition. 

National framework for children and young peopleôs 

continuing care DH ï due Spring 2009 

Founded on principles that a systematic approach is needed to assess the ongoing 

health needs of children and young people in a way that is joined up (so in 

collaboration with local authority partners), transparent and participatory. 

 



Other developments 

In addition to developments emanating from central government, there are many 

voluntary sector and regional/local initiatives relating to transition. One important 

example is the ACT Transition Care Pathway (ACT, 2007). This is a framework for the 

development of integrated multi-agency care pathways for young people with life-

threatening and life-limiting conditions. The pathway recognises a number of key issues: 

unmet need, growing numbers, poor outcomes and the need for more co-ordinated 

responses from the range of professionals involved. It provides a template to enable 

individuals to harness local networks, supports and services and plan transition pathways 

more effectively. It seeks to put young people at the heart of the planning process. A key 

feature of the pathway is that it provides for transition planning to continue even during 

times of uncertainty. It recognises that planning could be shelved or delayed if young 

people, for example, had episodes of major illness and that, more often than not, planning 

did not recover its momentum and left young people and their families anxious and 

unsure. óParallel planningô is the pathways concept which allows the key professionals 

involved keep meeting and planning and to advance plans even if there is uncertainty 

about the young personôs health. ACTôs work in this area has been supplemented by 

guidance concerning relationships, sex and sexuality (ACT, 2008).  

 

In the three regions in which this research study took place there were also a number of 

projects, initiatives, services and reviews underway focusing on transition. In the South 

West there has been a major review of neuro-muscular services following the MDC 

report (MDC, 2007) which highlighted gaps in health provision for adults affected by 

neuro-muscular conditions and the lower average life expectancy, as compared to the 

North East of England. The review will be published in 2009. In the North East a host of 

voluntary and statutory sector partners have formed a multi-agency steering group to 

improve the experience of transition to adulthood for young people with progressive, 

degenerative conditions (St Oswaldôs et al, 2008). Finally, in Birmingham, services have 

developed a strategic transition protocol and created a post of Transition Manager and 

Transitions Champion as well as a Transition Pathway Coordinator who is responsible for 

supporting schools to implement their person centred transition processes.
2
  

 

                                                 
2
 www.transitionsupportprogramme.org.uk   

 

http://www.transitionsupportprogramme.org.uk/pdf/TM%20Birmingham%20CS%20Final.pdf
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Chapter 3: Parentsô views and experiences:  

findings from the postal survey 
 

Summary of findings 

Response rate 

The survey questionnaire was sent to all 121 parents with a son aged over 15 on the 

databases of the clinical services in the three regions, in accordance with a procedure 

approved by the Multi-Centre Research Ethics Committee. After a reminder, 38 responses 

were received, representing a response rate of 32%. 

Family relationships 

A high proportion of young men with DMD, eight in ten, were living in a family with 

married or cohabiting parents; this is noticeably higher than in previous surveys of 

disabled young people in England (Beresford, 1995).  Similarly, respondents, mainly 

mothers, were more likely to report receiving a high level of support from their partners.  

Half the main carers were looking after the family full time, but over a third were in full 

or part time paid employment. 

 

Income, benefits and housing 

The amount of disposable family income varied considerably; there was no apparent 

association between disposable income and relationship status.  These income levels were 

comparable to the general population, but do not take account of the additional 

expenditure incurred in looking after a disabled young person; Dobson et al., (1998) 

estimated this as being three times greater than the cost of bringing up a non-disabled 

child.  Take up of social security benefits was high compared to other groups studied.  

However, only a quarter of families were using a direct payment.  Two thirds of families 

owned their own homes and very few considered that their accommodation was 

unsuitable; again, this finding compares favourably to a Beresfordôs (1995) survey. 

Education and Work 

All but one of the 11 young men of school age were attending school or college. Ten of 

those between 17 and 20 were still in education and three were at home ñdoing nothingò.  

Of those aged over 21, only three had continued in education; two were attending a day 

service and nine were ñdoing nothingò.  Only one young man was in paid employment.  

In other words, the normative transition from school to college to paid employment was 

not present for most of these young men with DMD.  

Mobility 

All families had their own car or van, in most cases adapted.  Vehicle ownership, 

facilitated by the motability scheme, was higher than in the general population.  Travel by 

public transport was difficult for some families.  The young manôs pain and discomfort 

was a significant impediment to going out in two thirds of families. 

Short break/respite care 

Over half the respondents were able to have a break from caring from their son as often as 

needed, in most cases this was when their son stayed in a hospice.  Some did not get 

sufficient breaks and five said that although they knew about such breaks, they had 

chosen not to use them. 
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Sleep, Anxiety and Depression  

Most main carers reported that they had been woken by their son every night of the 

previous week (an average of 4.6 nights a week).  On a standardised measure of anxiety 

and depression, 84% rated above the clinical threshold.  This is high even in relation to 

other studies of parents of disabled children and young people. 

 

Services 
Most families had been in contact with a large number of professionals in the previous six 

months; two thirds had seen their GPs.  Up to half had been to a specialist medical clinic 

including respiratory and cardiac clinics and muscle services.  Fewer than half the 

families reported having seen a social worker, occupational therapist or physiotherapist 

during the six month period.  In general, reported satisfaction with professionals and 

services in this period was high.  Only a quarter of respondents reported that they had a 

key worker or care coordinator.  Most of these were social workers. 

 

Support groups 
Around a quarter of the parents were using, or had used a support group.  Half the sample 

said that they did not use a support group by choice. 

 

Transition planning  

Overall, half the respondents recalled that some form of transition planning had taken 

place, but over a third did not think this had happened.  In most cases, parents considered 

that their sons had played an active part in planning his future.  

 

Information Needs 
The survey revealed that two thirds of parents had insufficient information about options 

for what their son did next in his life, the services that are available to support him, the 

roles and responsibilities of professionals and support available for them as parents. The 

topics which had been least frequently addressed and on which they required further 

information were: leisure and social opportunities for their son and career and longer term 

employment. 

 

The survey questionnaire was sent to all 121 parents with a son aged over 15 on the 

databases of the clinical services in the three regions, in accordance with a procedure 

approved by the Multi-Centre Research Ethics Committee.  It was accompanied by a 

letter from the consultant responsible for the medical care of the young man with DMD 

encouraging them to participate.  The information sheet emphasised that whether or not 

the parents chose to participate in the research would have no influence on their sonôs 

care and treatment. 

Response 

After a reminder, 38 responses were received, representing a response rate of 32%
3
. The 

accuracy of the database in the North East is thought to be very good because the Muscle 

Service provides continuing care for children and adults.  In the other two regions, the 

numbers within the adult services may be a little less accurate. The response rates were, 

by area, as follows: 

                                                 
3
 Although this response rate was less than we had hoped, it compares well with the 15% obtained by Erby 

et al. (2006) in Baltimore and Washington DC, USA. 
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¶ West Midlands: 19/50 (38%) of eligible families.  

¶ North East: 11/40 (27.5%)  

¶ South West: 7/31 (22.5%). 

As required by the Ethics Committee, the researchers did not have any information about 

the families to whom the questionnaire had been sent.  The questionnaires were 

completed anonymously, unless the parent chose to identify herself or himself because 

they wished to take part in the second, interview stage of the research.  The identity of 

those participating in the interviews was not divulged to the clinical teams.  

Consequently, it is not possible to compare survey respondents to those who chose not to 

respond or for us to comment on the representativeness of the data we report below.  

However, the reader should bear in mind that responses are from around one third of 

parents.  

Of the 38 questionnaires returned, 31 were completed by the mother and four by the 

father.  Three of these fathers were the main carers for their sons; two were looking after 

the family fulltime and one was working part time.  The remaining father did not report 

his employment status.  Three questionnaires were completed by the mother and father 

together; in these cases, the mother was identified as the main carer. 

Relationship status and support  

Thirty one (82%) of the respondents were married, or living together as married and of 

these, nearly half were looking after the family full time (Table 1).  There were seven 

single or separated and divorced parents, five of whom were looking after the family full 

time, one was in education and one was working full time.  Three of the respondents said 

that they themselves were disabled.  One of these was single.  The proportion of married 

and cohabiting respondents was noticeable higher than the two-thirds of respondents in 

Beresfordôs (1995) survey of over 1200 families with severely disabled children. 

Of the thirty one respondents married or living with a partner, seven (23%) said that they 

shared their sonôs care equally; ten said that he or she ñhelped a lotò and eleven said their 

partner ñhelped a littleò.  One, from a minority ethnic family, reported that her partner did 

not help at all.  Two chose not to answer this question.    A much higher proportion of 

respondents (45%) considered that their partner shared the care of their son or óhelped a 

lotô than in Beresfordôs (1995) survey where the equivalent proportion was only 20%.  

In response to a question about the emotional support they received from their partner, 19 

(61%) said that they ñsupported each other equallyò and a further three said that their 

partner gave them ña lotò of support.  Seven were considered to provide only a little 

support and one provided no support at all.   

Siblings could be a source of support. Twenty five of the respondents reported that they 

had other children; seven said that their other child or children ñhelped a lotò in caring for 

their brother with DMD and a further 15 said that they ñhelped a littleò.  One child was 

too young to help and two were said ñnot to help at allò.   

Thirty three chose to answer the question, óWho gives you the most support?ô.  Six said 

their husband, five their own mother, three mentioned grandparents and three their family 

in general.  Other family members mentioned included brothers, a sister, sister-in-law and 

a daughter.  Three mentioned the hospice and another three identified professional carers 

as their main source of support.  One mother said ñmyselfò and another ñno oneò. 
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Table 1: Relationship status and employment 

 Married  Living as 

married  

Separated/ 

divorced 

Single Total 

Looking after 

family full-time 

11 3 2 3 19 

(50%) 

Working part time 10 1   11 

(29%) 

Working full time 1 1 1  3 (8%) 

Government 

training scheme 

1    1 

 Looking for work 1    1 

 In education    1 1 

 Other  1   1 

 No answer 1    1 

Total 25 (66%) 6 (16%) 3 (8%) 4 (11%) 38 

 

Work and Money 

The employment status of the respondents, who had in most cases identified themselves 

as the main carer in the family, is shown in Table 1 above.  Half were looking after the 

family full  time. Beresford (1995) similarly found a majority of main carers looking after 

their child full-time.  Three respondents, with adult sons with DMD, were working full 

time and a further eleven were working part time.  In all, 37% of the respondents were 

working full or part-time.   Seven (18%) of the respondents said that having a son with 

DMD had not affected their employment, presumably because they had not intended to 

work outside the home.  However, ten (26%) reported that they had had to leave work to 

care for their son and a further nine (24%) said that they had not been able to return to 

work for the same reason.  Of those who were working, five said that they could not work 

as many hours as they would have liked and one said that she had to work extra hours 

because of extra costs of having a disabled son.  Four considered that they had not been 

able to progress as far in their job as they had hoped.   

Of the sixteen respondents who were in work, ten were allowed to take time off from 

work when their son was ill, had appointments or in hospital; four were self-employed 

and could make their own decisions and two reported that they could not afford to take 

time off work.  Of those allowed to take time off, only two could do this without 

difficulty or loss of pay.  The other eight either lost pay or had to take the time off as 

leave. 

Income 
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There were quite wide disparities in income. The average disposable weekly household 

income in the UK in 2007 was estimated by the Office of National Statistics as being 

£534 (ONS, 2008, Table A47).  Nine of those choosing to reply to the question had a 

weekly disposable income of less than £300 per week (Table 2), placing them in the 

bottom half of the general population.  Twelve respondents reported earnings of over 

£500.  Eleven preferred not to divulge this information.  There was no apparent 

association between disposable income and relationship status in this small sample. 

Table 2: Relationship Status by weekly disposable income 

£ Married/living 

together 

Separated/ 

divorced 

Single Total  

100-199 4  1 5 

200-299 3  1 4 

300-399 3   3 

400-499 3   3 

£500+ 11  1 12 

No response 7 3 1 11 

Total 25 3 4 38 

Over half the households were receiving a taxable carerôs allowance because they were 

looking after their disabled son at home.  Some families were not eligible because their 

income was above the threshold
4
.  All those who responded to the questionnaire reported 

that their son was receiving the Care Needs component of the Disability Living 

Allowance
5
.  Eligibility of this component was based on an assessment that their sonôs 

impairments were severe enough for them to need help with things such as washing, 

dressing, eating, getting to and using the toilet.  Four young men were receiving only the 

medium rate of the Care Needs Allowance; two were aged 15, one 17 and another aged 

18.  It may be that they were less impaired than the others, although 13 other young men 

within this age range were receiving the higher rate.  Almost all the young men were 

receiving mobility allowance at the high rate, being eligible because they were unable to 

walk
2
.  These levels of take-up of benefits are high compared to a recent study of families 

with young children with Down syndrome (Ellis et al., 2008) and in Chamba et al.ôs 

(1999) study of minority ethic families with a severely disabled child. 

All those eligible for a disabled students allowance were receiving it.  There were no 

differences by region in the proportions taking up the range of benefits. 

Direct payments are local council payments for people who have been assessed as 

needing help from social services, and who would like to arrange and pay for their own 

care and support services instead of receiving them directly from the local council
6
.  Only 

around a quarter of the young men or, in the case of those under 16, their parents were 

receiving a direct payment, although all presumably met the eligibility criteria of their 

                                                 
4
 www.direct.gov.uk/en/CaringForSomeone/MoneyMatters/CarersAllowance/DG_10012525 

5
 www.direct.gov.uk/en/DisabledPeople/FinancialSupport/DisabilityLivingAllowance/DG_10011816 

6
 www.direct.gov.uk/en/DisabledPeople/FinancialSupport/DG_10016128 
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local authority.  The reasons for this were not sought in the questionnaire, but were 

explored with some of the families who chose to be interviewed in the second part of our 

study. 

Table 3: Numbers of families receiving benefits by relationship status (N= 36) 

Benefit 

(weekly rate) 

Married  Living as 

married  

Separated/ 

Divorced 

Single Total 

receiving 

Carerôs allowance 

(£50.55) 

14 3 2 3 22 (58%) 

Care Needs Allowance 

Medium rate (£44.85) 

 

2 

 

1 

 

 

 

1 

 

4 (11%) 

High rate 

(£67) 

22 4 3 3 32 (84%) 

Mobility allowance high 

rate (£46.75) 

22 5 3 4 34 (89%) 

Disabled studentôs 

allowance 

3 2   5 (13%) 

Direct payments 7 1 1 1 10 (26%) 

  

Housing 

Two thirds (25) of the families lived in their own home and the remainder rented from the 

council or a housing association and, in once case, from a private landlord.  Only four 

respondents considered that their accommodation was unsuitable, all giving the same 

reason, which was that there was not enough room for the extra equipment that their son 

needed.  These findings compare very favourably to the four in ten parents in Beresford et 

al.ôs, (1995) survey who considered their housing to be unsuitable.  

Sonôs day activities 

Survey respondents were caring for sons aged between 15 and 34 (Table 4).  Half of the 

young men had reached the age of 19, the life expectancy without nocturnal ventilation 

(Eagle, 2002).  Until recently, their parents could not have expected still to be looking 

after them at this age.    

Eleven of young men were of school age, six attending mainstream school, three were at 

a local special school, and one at a mainstream college of further education.  One was at 

home and not taking part in education.  The reason for this was not given.  Ten of those 

between 17 and 20 were still in education and three were at home ñdoing nothingò.  Of 

those aged over 21, only three had continued in education; two were attending a day 

service and nine were ñdoing nothingò.  

These findings may be compared to those of Parker and colleagues (2005) who reported 

that twelve of their sample of 25 young men aged 16 and above seen in a London clinic 

had attended mainstream schools and twelve attended residential special schools.  Two 

were attending university and three others attending colleges.     
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Table 4: Current day activities by age 

 Age Local 

mainstream 

school 

Day 

service 

At 

home/ 

nothing 

Local 

special 

school 

Local 

FE 

college 

Special 

residential 

FE college 

Uni-

versity 

Total  

15 5  1     6 

16 1   3 1   5 

17   2  2   4 

18   1 2  1  4 

19     1 1 1 3 

20     1 1  2 

21-34  2 9  2  1 14 

Total 6 2 13 5 7 3 2 38 

 

Only one young man was in open paid employment.  All were living at home for all or, in 

the case of those at residential school presumably, for part of the time.  These findings are 

similar to ours and maybe compared with those reported by Rahbeck et al. (2002).  They 

reported that the typical Danish adult with DMD had left home around the age of 24 and 

lived alone, with the support of a personal assistant 24 hours a day.  Unlike those in 

England, few Danes had gone into further or higher education, but they were similarly 

unlikely to be in paid employment.  

 

Going Out 

All families had at least one car or converted van and nine in ten of the main carers had 

access to it at all times.  This compares to 75% of the general UK population reported by 

the Family Spending Survey (ONS, 2008, Table A52).  Nearly half the cars had been 

purchased through the óMotabilityô scheme (www.motability.co.uk/) which enables 

disabled people to use their government funded mobility allowance to buy a car.  Thirty 

families had cars which had been adapted and five had not.  Thirty two families had a car 

which all the family could fit into.  In most cases, the main carer reported that when they 

went out with their son they used the family car.  However, some mentioned using taxis, 

trains and busses.  Eleven reported that some taxis in their area had been adapted to help 

disabled people.   Six said that they lacked confidence in using public transport and eight 

said that they ñneverò used it; and a further six did not reply to this question.   Four 

mentioned that getting on or off a bus or train was difficult and two noted that hills or 

busy roads made getting to the station a problem. 

Respondents were asked, using a check list, about any problems they faced in going out 

with their son.  Around a third of parents did not experience any particular problems, 

except sometimes the cost of taxis and public transport.  For the other two thirds, their 

sonôs condition was the most frequently mention reason:  it was ñsome timesò or ñoftenò 

often too much effort or pain for him.  In two cases, this prevented the parent going out 

with the son at all.  In a small number of cases carrying the sonôs medical equipment was 

http://www.motability.co.uk/
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sometimes or often a difficulty; this was associated with having a car which had not been 

adapted.  The other reason given was other peopleôs comments on their sonôs disability; 

this was ñsometimesò a problem for seven respondents and ñoftenò a problem for a 

further four.  In other words, over a quarter (29%) experienced this difficulty at times.  In 

general, however, parents in our study reported fewer practical difficulties in going out 

compared to those in Beresfordôs (1995) and Chamba et al., (1999) surveys. 

 

Taking a break 

Over half (58%) of the respondents considered that they were able to have a break from 

caring form their son as often as needed; in 13 cases, this was when their son went to stay 

in a hospice.  Other breaks were provided by a paid carer coming into the family home to 

look after their son.  Three respondents said that their son was away at college, one 

commenting that the family was ñdelightedò to see him when he came home. 

Seven respondents who using short break services, hospices in five cases, and paid carers 

in the other two, said that these breaks were not as often as they needed.  Two 

respondents said that were not getting a break because they thought that no such services 

were provided locally. 

Five respondents said that they knew about short break services but chose not to use 

them.  One mother, who shared her sonôs care equally with her husband, wrote that they 

looked after their son themselves, but felt that she did not have a break as often as she 

needed.   The other four mothers in this group also did not feel that they could have a 

necessary break, two of them writing that the reason for this was that their sons did not 

like to be left with other people.  One wrote: ñMy son gives me a hard time when I get 

backò.    

 

Sleep 

Thirty three respondents answered a question about the number of nights they had been 

woken by their son during the previous week.   The average number of disturbed nights 

was 4.6; 61% of respondents had been woken every night, but a quarter had not been 

disturbed at all (Table 5).     

Table 5: Total number of nights woken in previous week 

 Disturbed nights Number of parents Percent 

None 9 27.3 

2 2 6.1 

3 1 3.0 

4 1 3.0 

7 20 60.6 

Total 33 100.0 
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There was no association between the sonôs age and parentôs disturbed nights.  A study by 

Meltzer and Mindell (2006) found similar results for the prevalence of sleep disruptions 

in 29 mothers caring for ventilator-dependent children (52%).  This was significantly 

higher than a matched sample of mothers of healthy children.  These authors also found 

an association between sleep disruptions and depression. 

 

Anxiety and depression 

All 38 respondents completed the HADS, a widely used self-report screening measure for 

anxiety and depression.  Thirty two (84%) scored above the clinical thresholds for anxiety 

and depression.  The remaining six respondents scored within the ñnormalò range.  There 

was no statistically significant correlation between correlation between the main carersô 

scores on the HAD and the age of the son.  

These results compare to an incidence, using the same scale, of around two-thirds of 

mothers of children and adolescents with intellectual disability (Gallagher et al., 2008).  

Using a different measure which seeks to identify the probability of ódepressive 

episodesô, Abi Daoud et al. (2004) identified a significantly higher incidence in parents of 

children with DMD as compared to the general population in Canada.  An American 

study of mothers of sons with DMD aged four to seventeen (Nereo et al., 2003) found that 

stress was higher than in the general population but no different on average to mothers of 

children with cerebral palsy.  They concluded that the higher stress in mothers was 

associated with a greater incidence of problematic behaviour by the sons.  Contrary to the 

researchersô expectations, maternal stress was not associated with age; in fact the trend 

was in the opposite direction.  However, it should be noted that the average age of the 

children with DMD was under 10 years and less than half were using a wheel chair.  In 

other words, the fact that the sons of the parents in our survey were very much older than 

in Nereo and colleaguesô study may account for the different conclusions. 

 

Contact with services 

The extent of contact with a range of professionals is shown in Table 6 (overleaf).  The 

table also summarises the numbers reporting whether they were satisfied or dissatisfied 

with these contacts.  The highest proportion of families in contact with a professional in 

the last six months was the two thirds who had seen their GP. Forty two per cent of 

families had been to a muscle clinic and a similar proportion to a respiratory clinic; nearly 

half had attended a cardiac clinic in the previous six months.    Fewer that half the 

families reported having seen a social worker, occupational therapist or physiotherapist.  

Eight respondents reported contact with a psychologist, psychiatrist or counsellor. Over a 

third had had contact with a community nurse of community based palliative care. 

Overall, out of those respondents expressing an opinion, 90% of contacts received a 

ñsatisfiedò rating; the numbers saying that they were not satisfied were very low, 

however, many chose not to respond to some of these questions.  The highest expressed 

satisfactions rates were for community nurses, followed by social workers and the cardiac 

clinic.  
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Table 6: Contact with services and professionals in last six months (total 38 families) 

Professional/Service Number of 

families 

Satisfied Not 

satisfied 

No 

response 

GP 25 (66%) 16 (50%) 1 8 

Muscle clinic: child/young 

person 

10 (26%) 5 (42%) 2 3 

Muscle clinic: adult 6 (16%) 3 (50%) 2 1 

Cardiac clinic 18 (47%) 12 (67%) 1 5 

Respiratory clinic 15 (39%) 9 (24%) 1 5 

Orthopaedic 12 (32%) 4 (33%) 1 7 

Physiotherapist 16 (42%) 8 (50%) 0 8 

Occupational therapist 17 (45%) 6 (35%) 2 9 

Educational psychologist 2   (5%) 0 1 1 

Clinical psychologist 2   (5%) 1 1 0 

Counsellor 1  1 0 0 

Genetics service 0 - - - 

Social worker 17 (45%) 12 (71%) 2 3 

Connexions 5 (13%) 1 2 2 

Community nurse 4 (11%) 4 (100%) 0 0 

Community palliative care 9 (24%) 2 0 7 

Psychiatrist 3   (8%) 3 0 0 

School nurse 8 (21%) 2 0 6 

Wheelchair services 22 (58%) 10 (45%) 2 10 

Orthotics 6 (16%) 2 0 4 

 

Respondents were also asked whether they had a key worker, link worker, case co-

ordinator, ónamed personô.  Nearly half did not answer this question and two said that 

they did not know (Table 7).  Of those that did respond, all but one of those with a key 

worker, or equivalent considered that this person was very helpful.  Five who did not 

have a key worker said that they would like one.  Only two respondents gave a negative 
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response.  Most of the key workers were identified as social workers, but a 

physiotherapist, community physician, GP and ólifetime nurseô were also mentioned. 

 

Table 7: Parentsô views concerning the services of a key worker or equivalent  

Do you have a key worker? 

  

Region Total 

North 

East 

West 

Midlands 

South 

West 
  

Yes and very helpful 3 5 2 10 

Yes, but no help 1 0 0 1 

No, but would like one 1 1 3 5 

No and cannot see how they would 

help 

0 1 0 1 

Don't know  2 1 0 2 

No response 6 11 2 18 

Total 11 19 7 38 

 

Support Groups 

Around a quarter of the parents were using, or had used a support group, in many cases 

the Duchenne Family Support Group, but some used support groups attached to local 

hospices or to carersô services.  In comparison, Beresford reported that 30% of her sample 

was using a support group. Reasons mentioned for using support groups were: finding out 

about local services and benefits; finding out about how to plan for the future; having 

someone to talk to who is in the same situation; having the chance to go out and have a 

social life; giving my son the chance to meet other disabled young people; and giving my 

son the chance to meet other non-disabled young people. 

 Table 8: Involvement in a parentsô support group (n = 38) 

  Use of a support group 

 Region 
Yes No ï  

none close  

No ï  

by choice 

Donôt know  

what it is 

North East 3 2 7 0 

West Midlands 5 2 9 3 

South West 2 2 3 0 

Total 10 (26%) 6 (16%) 19 (50%) 3 (8%) 
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Of those not involved with a support group, three parents, all in the West Midlands, said 

they did not know what a support group was; six believed there was not close by and 

nineteen (50%) said that they did not use one by choice (Table 8).  Beresford (1995) 

reported that 30% of her sample had chosen not to belong to a support group. The reasons 

for and against using support groups are explored in the interviews with parents reported 

subsequently.  

 

Transition Planning 

For some years there has been an expectation that when young disabled people reach the 

age of 14, schools, along with other agencies, will begin planning for their future.   

Respondents were asked whether, as far as they knew, there was or had been any such 

planning at school for their sonôs future.  Thirty three parents answered this question 

(Table 9).   

 

Table 9: Occurrence of transition planning at school 

Region Yes No Don't know  Total 

North East 3 4 2 8 

West Midlands 10 6 2 18 

South West  3 2 1 6 

Total 16 12 5 33 

Overall half the respondents recalled that some planning had taken place, but over a third 

did not think this had happened and five parents said that they did not know.  Parents in 

the North East region were somewhat less likely to recall transition planning having taken 

place than in the other two regions. 

Parents were also asked, in general, about the extent to which their son was or had been 

involved in planning for his future.   

Table 10: Young Person with DMDôs involvement in planning for his future  

 Region Very much 

involved 

Partly 

involved 

Not very 

involved 

Not involved 

at all 

Total 

North East 5 2 1 1 9 

West 

Midlands 

10 4 1 2 18 

  

South West 

4 2 1 0 7 

Total 19 8 3 3 34 
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Over half considered that he had been ñvery much involvedò but six (18%) parents said 

that he had not been very involved, or involved at all (Table 10).  There were no 

differences between the regions in this respect. 

 

Information 

Parents were asked whether they had sufficient information about their sonôs future and 

the support which was available (Table 11 overleaf).  While over three quarters of 

respondents felt they had enough information about how their sonôs condition would 

develop, two thirds considered that they had insufficient information about options for 

what their son did next in his life, the services that are available to support him and the 

roles and responsibilities of professionals.  A similar proportion replied that they did not 

have enough information about the support which was available for them as parents of a 

disabled young person. 

Sources of information about their sonôs condition included doctors, the internet, the 

Muscular Dystrophy Campaign (MDC), the Duchenne Family Support Group (DSFG), 

other families, medical books and leaflets.  Those parents who considered that they had 

had enough information concerning their sonôs future reported receiving it from a variety 

of sources.  Those mentioned included their sonôs school, college or university, social 

workers, family care officer, Connexions, and the internet.  Information about support 

available to parents themselves came from the MDC and the DFSG, social workers, a 

carersô centre and hospices. 

Table 11: Sufficiency of information (37 respondents)  

 Have enough information on: Region Total 

  
  North East West 

Midlands 

South 

West 

Options for sonôs future     

Yes 4 5 2 11 (29%) 

 No 7 14 5 26 (68%) 

Availability of services for son     

Yes 3 6 3 13 (34%) 

No 9 12 3 24 (66%) 

Roles and responsibilities of 

professionals who can support 

son as he gets older 

    

Yes 1 4 4 9 (24%) 

No 11 14 3 28 (76%) 
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 Have enough information on: Region Total 

  
  North East West 

Midlands 

South 

West 

How sonôs condition will 

develop in future 

Yes 9 14 7 30 (79%) 

No 3 5 0 8 (21%) 

Support for you as a parent     

Yes 3 7 2 12 (32%) 

No 9 12 5 26 (68%) 

 

Respondents were asked whether they had received information about their sonôs needs 

on becoming an adult.  They were presented with a list of topics suggested by the 

researchers in consultation with the Duchenne Family Support Group.  Twenty nine 

respondents answered this question indicating first whether the topic had been covered 

and then whether they wanted more information. 

 

Table 12: Parentsô information needs (n=29)  

Topic Has been 

addressed 

Would like 

more 

information  

Careers and employment post school/college 10 (34%) 16 (55%) 

Career and employment longer term 6 (21%) 18 (62%) 

Further/Higher education 18 (62%) 9 (31%) 

Transport 13 (45%) 13 (45%) 

Transfer to adult health services 16 (55%) 11 (38%) 

Hospice or respite care 19 (66%) 10 (34%) 

Obtaining aids or equipment 18 (62%) 8 (28%) 

Access to emergency medical care 9 (31%) 12 (41%) 

Managing pain 8 (28%) 10 (34%) 

Transfer to adult social services 16 (55%) 11 (38%) 
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Topic Has been 

addressed 

Would like 

more 

information  

Changes in social security benefits 14 (48%) 11 (38%) 

Future housing options 9 (31%) 13 (45%) 

Leisure and social opportunities 6 (21%) 21 (72%) 

Managing money 12 (41%) 9 (31%) 

Relationships, sex and sexuality 13 (45%) 9 (31%) 

Direct Payments 18 (62%) 12 (41%) 

Independent Living Skills 11 (38%) 10 (34%) 

Sources of emotional advice/support for my family 

including my son 

10 (34%) 18 (62%) 

Support for me to talk to my son about his future 9 (31%) 11 (38%) 

 

According to the parents who responded to this section of the survey, the topics which 

had been least frequently addressed and on which they required further information were: 

leisure and social opportunities for their son (discussed with fewer than a quarter of 

parents but with almost three quarters requiring further information) and career and 

longer term employment (less than a quarter and 62% respectively).   

Further and higher education, transfer to adult health services and adult social services, 

hospice/respite care, direct payments and obtaining aids and equipment were all topics 

which a majority of respondents believed had been addressed.  However, in addition to 

leisure and careers, other topics infrequently addressed included access to emergency 

medical care, managing pain, housing options and support for parents to talk to their son 

about his future.   

In addition to careers, employment and leisure opportunities, the other striking 

information need reported was for emotional advice and support for the family including 

the young man with DMD; six in ten parents wanted further information on this topic.  

Overall, further information was required by at least one in three parents on most of the 

topics mentioned. 

How might these needs for information best be met?  The survey questionnaire suggested 

a range of sources.  It was notable that no one single source was preferred.  Some parents 

identified just one preferred source and others multiple sources.  The most popular 

suggestions were: a named professional key worker; the internet; written materials (e.g. 

leaflets); and a support group such as the DFSG.  The internet was frequently mentioned 

in addition to other sources, but a minority preferred written information and three parents 

thought that videos on DMD and services would be helpful. 
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Chapter 4. Education, work and beyond 

 
These next three chapters set out findings from the face to face, interviews with young 

men and their families. Forty families and 95 individuals took part. This represented just 

over one third of eligible families in the three regions.  

 

 

Summary of findings 

 

Secondary school and transition to college 

The young men were fairly evenly divided between those who were, or had been in a 

mainstream school, and those who had been, or were at special school. Families had 

different reasons for favouring one option over the other. Those that favoured mainstream 

schools sometimes had difficulty in persuading a school that the staff could meet their 

sonôs needs. Positive experiences of school focused on particularly helpful teachers or 

other staff; experiences of being included in activities outside of and after school; and 

schools which could offer accessible buildings and a range of on-site services such as 

hydrotherapy or nursing care. Negative accounts about school featured experiences of 

bullying; difficulties with transport to and from school; some individual SENCOs who 

were described as difficult; problems with accessing buildings and participating in the full 

school curriculum; experiences of being excluded from activities outside of and after 

school.  

 

Almost all of the young men saw college as the next step from school, although six were 

not sure they really wanted to go but did not see an alternative. There was often little 

choice about which college to go to because of access problems. A small number of 

young men were being directed towards residential college ï some were keen to explore 

this and others were not. 

 

There were very few examples of formal transition planning that adhered to national 

policy guidelines. Families were unclear about these processes, key professionals were 

often absent from review meetings, and there were few examples of young people being 

actively involved. Families said that they felt the onus was on them to, ósort things out.ô 

 

College and transition from college 

There was a wide range of practice in relation to issues like transport to college and 

learning or personal support whilst at college. Some institutions clearly offered more 

support than others. Most of the young people were positive about college, highlighting 

the opportunity it gave them to inhabit a more adult environment and make friends. 

However, some young people found making friends harder at college; some felt that their 

academic capabilities were not taken seriously enough; and that the college staff did not 

have enough insight into or expertise concerning disability in general and DMD in 

particular; and, there were several examples of young men not being able to access parts 

of the college buildings or take part in external activities such as social events or 

fieldtrips.  

 

The majority of young people who were at, or had been at college, could remember 

getting advice about what they should do next. However this advice and information was 

often quite general and not about specific, local choices or options. Sometimes leaving 
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college was hurried and unplanned, for example, when young people tired of having to 

deal with access problems.  

 

University 

Five young men were at, or had been at university. Organising going to university 

involved a lot of careful planning and familiesô experiences of support varied. University 

had positive aspects for all those young men who had experienced it, especially in 

relation to the social opportunities it afforded and the adult learning environment. 

However, there were some difficulties in organising a reliable and sustainable package of 

care and support. In addition, those young men who lived at home and went to university, 

as opposed to living away from home, said that their opportunities for making friends 

were limited.  

 

Work 

Only one person in the sample had had experience of paid work.  Those at the older end 

of the age range thought they were unlikely to get jobs and that they were probably not 

well enough to work in any case. Those who were younger did aspire to work but thought 

they would face barriers. Those who had tried to find jobs said they faced insurmountable 

difficulties and these related to employer attitudes, access problems, and a lack of 

specialist, and useful, advice.  

 

At home during the day 

About a third of the young men were at home during the day and not doing any kind of 

education, training, or work. The length of time that they had been in this situation ranged 

from a few months to seven years. TV, computer games and going out with close family 

members tended to occupy most of their time, however most said that they would like to 

do more things, and different things, with their time. Parents had mixed views about their 

sonsô being at home: some were worried about their wasted potential but were anxious 

not to pressurise them. The main obstacles to doing more during the day were a lack of 

information about specific local options which were manageable (and desirable) and 

which took account of the young personôs impairments, health status, their transport and 

support needs, and the availability of other people.  

 

Participants 

The participant details for this group vary just slightly from those in Chapter 3 since some 

parents who completed a postal questionnaire did not take part in the subsequent 

interviews. Similarly, some parents took part in the interviews did not complete a postal 

questionnaire. The main characteristics of the participants whose interviews were 

analysed and reported in Chapters 4-6 are shown in Table 13 below. 
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Table 13 Characteristics of families in the qualitative study 

 

Characteristic/variable  Numbers 

Number of families interviewed 

by region 

West Midlands 

North East 

South West 

16 

12 

12 

Numbers of different family 

members interviewed (in all 

regions) 

Young men with DMD: 

Mother: 

Father/step-father: 

Siblings:  

37 
7
  

34 

17 

7 

Number of families: ethnicity White British: 

Black & Minority Ethnic:  

38 

2 

Number of families in which 

young men with DMD also had 

learning difficulties 

 9 

Age of young men   Age range: 

Average age:  

15-33 

19.6 

Main day time activity of young 

men with DMD 

At home:  

School:  

College: 

University:  

16 

13 

10 

2 

 

We did not find that there were significantly different experiences or accounts from either 

the two families from a Black and minority ethnic background, or families in which the 

young person with DMD also had a learning difficulty.  

 

This chapter focuses on what young people and their families said about the main 

milestones in their life in relation to education, work and beyond.  

 

 

Section 1: Secondary School 

 

Which school and why? 

Just under half of the young men were at, or had previously attended, a mainstream 

secondary school. The same number were at, or had attended, a local special school.  Two 

young men had gone to a special residential secondary school. Of those who attended 

mainstream schools, about one third attended a unit aimed at supporting students with 

special needs or physical disabilities. About one third of young men had made changes ï 

sometimes more than once ï in the type of school they attended, moving from 

mainstream and then later, into a special school, for example.  

 

There were a number of different reasons why families had chosen the secondary school 

their son attended. About half of the young people in the study attended (or had attended) 

mainstream school and most of these families selected mainstream provision without 

even considering special schools, often because they had other children at the same 

school, as was the case for this young person: 

                                                 
7
  1 young man was too unwell to participate; 3 young men chose not to take part 

although their parents did so; and, in one family two brothers with DMD took part.  
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óCos my bothers and sisters already went to that [mainstream] schooléthey sorted it out 

so I went there with them as well. 

 

Some of these families had quite strong beliefs that mainstream school was the right thing 

for their child, and sometimes this was linked to the fact that the young person with DMD 

had long felt, and often said, that they would feel very unhappy about going to a special 

school. 

 

[Son] had close links with a local special school for swimming. And he always said to me 

right from when he was little, he just said, óDonôt ever send me here, will you? I want to 

go to a normal school. Thereôs nothing the matter with me except my legs donôt work very 

well.ô (Mother) 

 

..didnôt want to go to a special school, we wanted to stay in mainstream. We wanted to be 

treated like the rest of people. (Young person) 

 

I always wanted to go to a normal school, ócos I always thought of myself just being a 

normal lad you know, apart from the obvious condition Iôve got. (Young person) 

 

Some parents and young people felt that special schools catered for students with much 

higher levels of need ï or learning disability ï than was relevant for them. They were 

concerned that a special school would not offer a challenging education: 

 

I actually firmly believe that they donôt get such a good education at a special school. I 

think thereôs a lot of emphasis put on the disability and what they canôt do, as opposed to 

what they can do. (Emphasis added) (Father) 

 

The decision to go for local mainstream school often involved some degree of 

negotiation, or even struggle, particularly to ensuring that buildings were physically 

accessible to a large wheelchair. One family was being óencouragedô by their local 

authority to send their son to a mainstream school 13 miles from home because other 

boys with DMD had gone there in the past. The family wanted him to go to his local 

school where his friends from primary school would be going. In the end the local school 

was adapted and the young person was able to go; but it had been a difficult process: 

 

We really negotiated with the local school to adapt it so that he could remain with his 

peer group and there was a very tense meeting in which they were deciding whether to 

adapt it or not and fortunately they did. (Mother) 

 

The fact that some schools could not meet the access needs of some of the young people 

meant that, on occasions, there were no choice at all about which mainstream school to 

attend. For one young person this meant that he could not go to the same mainstream 

school as his brother, which he felt was part of the reason, looking back, that he had not 

enjoyed his time there. Another young person could not go to the mainstream school with  

his friends from primary school:  

 

Mother: He couldnôt go to the local school because it wasnôt accessible. It   

 wasnôt an option although he would have preferred to have gone with  

 his friends really. 
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Interviewer: So when you went to that school did you know people there? 

Young person: Not really, no. 

Mother : Didnôt know anybody. 

 

Those families who had opted for special schools did so, in the main, because they felt 

their sonôs needs would be better met there. For some this was a positive choice i.e. that 

special would be better than mainstream for them ï for others, it was primarily because of 

the lack of a suitable mainstream school. One young man had been to a mainstream 

primary school. His family found that, when it was time for the transition to secondary, 

the ónaturalô next step school was unable or unwilling to cater for his needs and, in the 

end, they were directed towards a special, secondary school: 

 

When it came to going on to high school they didnôt want him -, they just kept putting 

obstacles in the way, like heôd have to leave lessons 10 minutes before the other children 

because of blocking up the corridor. So I asked if weôd got any other choices and they 

said would we like to try [special school] and we had a look round and it had everything 

that [son] needed. (Mother) 

 

Three other young men started mainstream secondary but after difficulties in having their 

access and support needs met, moved to special schools. One young man took quite a 

long time to settle in and did not like it at first, whilst the other two were said to be 

happier. According to one mother, óhe took to it like a duck to water.ô   

 

In another instance, a mother described how, unbeknown to her, her son had been 

prevented from entering classrooms because of building work. He had been on his own in 

the school library for five months before it came to her attention. At this point she 

decided to take him out of that school and into a special school instead. Another family 

were offered a place at a mainstream school but were told that their son would have to do 

his classes downstairs as there was no lift. This meant that he would not be able to pick IT 

as a subject as the computers were not on the ground floor. They decided against this and 

picked a special school instead. The mother commented, óI thought, well thatôs a waste of 

time, because itôs all computers nowadays.ô 

 

As mentioned above, some families, (about a third in total) chose special school. In one 

family, other siblings had gone to the local special school so it ñfelt naturalò for the young 

person with DMD to go there too.  Two families felt that inclusion in mainstream schools 

for children with DMD was damaging, one family describing attempts at inclusion as óa 

larkô and saying that her sonôs experience of mainstream school (before he changed to 

special) had been isolating and lonely for him ï he just felt like a fish in a goldfish bowl. 

One father argued that special schools were the best place to meet their sonôs needs: 

 

The governmentôs decided that itôs better to integrate into mainstream. Itôll never happen. 

You cannot integrate guys with Duchenne or bad cerebral palsy into mainstream, they 

just havenôt got the facilities. 

 

Another father agreed, in broadly similar terms saying, óWeôd rather him go to a special 

school anyhow because they can cater for his needs.ô  

 

Two young men went away from home to special residential schools. Both families had 

protracted disputes with their local authorities before funding for these school placements 



 57 

were agreed. One young person was 11 years old when he went, the other 13. The latter 

had had very unhappy experiences in local schools, feeling isolated and with a very 

limited social life: 

 

I had a friend with DMD at [residential school] and heard quite a lot about it. I went to 

look and decided Iôd like to go there. Bit scary as I was only 13 but I thought itôd be best 

for me to get the support and not be isolated.  

 

Positive experiences of school 

The dominant feature of positive accounts about school were that they focused on people 

who ówent the extra mileô. Three families mentioned a Special Education Needs 

Coordinator (SENCO) as being the most helpful person; one mother described the 

SENCO as her ólynchpinô and another said: 

 

SENCO couldnôt be more supportiveéis fantastic because sheôs, óIf it works, do it.ô 

 

Continuity of staff and relationships were cited as important and very positive when they 

were in place, especially in relation to classroom support. Young men said they liked to 

get to know people over time and build relationships of trust. 

 

I had the same person all the way through [secondary school]. That was really good, 

because you know youôre able to build up a rapport with that person. I was lucky really. 

 

The school assistant ï she was with me for nearly 7 years and I donôt think Iôd have been 

able to manage without her. 

 

Other features of the school experience that were liked concerned being able to get there 

easily and under the control of the young person (rather than a taxi or bus). This helped 

one young person to feel more independent as he could go to school on his own. Parents 

valued the range of on-site services and staff present in some special schools ï nurses, 

physiotherapists and hydrotherapy, for example. Young people were more likely to talk 

about school positively when they had experiences of being included ï socially and also 

in being able to participate in extra-curricula activities such as school trips. We heard 

more accounts of being included on school trips or fieldwork from families whose 

children went to special schools compared to families with a child in mainstream school. 

 

Mother: Heôs been all over the place. France, Belgium, Holland. We couldnôt  

 have asked for more, could we? 

Young person: Yeah, I really enjoyed it.   

 

Young people who had experienced bullying in previous schools were very positive about 

settings where this did not happen. One young person explained:  

 

I made a lot of friends and could spend time with people my own age and people in the 

same position as me, so I didnôt get picked on as I had before. It was brilliant there.  

 

Negative experiences of school 

There were a lot more negative comments about school than positive ones. Seven young 

men said they had been bullied at school ï some in special schools and some in 

mainstream: 
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There was bullying. You just had to say things back or ignore it. 

 

There was no-one else in my school in a wheel chair so I used to get picked on quite 

often. 

 

Three young people were said by their parents to be unhappy about the school that they 

were in. One was at a residential special school and did not like being away from home ï 

he was terribly unhappy overnights, heôs such a homeboy and he was miserable. Another 

young person went to a school which his mother said he never really liked and, partly 

because of this, he struggled to make friends - he hated it. He didnôt make any friends and 

nobody ever came round. The third young person, in a mainstream school, felt excluded 

and said he had not been able to make friends. His mother said ï say they went to the 

shops for their lunch, they wouldnôt dream of inviting him. 

 

There were some difficulties associated with transport to and from school. One mother 

said that the bus for disabled students had up to five ñdrop offsò and that if her son was 

the last drop off it meant that he might not be home before 5pm. A couple of families said 

that the rigid way that transport had to be organised meant that their sons missed out on 

interaction with friends and peers at the start and end of the day. One mother said that her 

son had been annoyed that the fixed times that a taxi picked him up meant that he felt 

very different to the other students: 

 

A taxi used to come and pick him up and bring him home again, he was always, you 

know, escorted. It niggled him that the taxi had to come at the specific time é So he 

couldnôt é nobody could give him detention which annoyed him! And so he just felt 

excluded even from the bad things. And if they had after school activities or é you know 

anything like that é he was always é had to go in his taxi. Sometimes I would say, óWell 

Iôll come and fetch you later onô. But you know the taxi drivers and the council people got 

really annoyed if you tried to change any of the taxi arrangements.  é your whole 

education revolved around the taxi taking you back and forwards. And nobody é nobody 

would dare annoy the taxi driver or you were doomed, you know. (laughs)  

 

We have seen that having a good SENCO was really valued by some parents; conversely, 

four families reported having a óbadô SENCO. One parent explained,: 

 

The SENCOs that have been worst are the ones that have looked for problems and not 

done anything to resolve them. 

 

One young person said his SENCO did not understand DMD which made him angry: 

 

I donôt ever think sheôs learnt about me because the stuff she comes out with is pathetic.  

 

Three families said that their sons were having difficulties accessing parts of, or 

sufficiently challenging parts of, the curriculum. In one special school, one young person 

was not being entered for GCSEs because his father had been told that they were not 

routinely offered. In a mainstream school, a mother said that her son was excluded from 

PE despite the fact that he was ósports madô ï theyôre letting him down. Weôve had 

enough. A mother whose son was at a special residential school said that her son was not 

doing enough to challenge or engage him: 
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They said, óOoh heôs all right, heôs been out to see a member of staffôs new car in the car 

park.ô  I thought, óWell big deal!ô I mean heôs a perfectly ordinary boy, he needs 

stimulating. And he said, óOh but weôve been to a garden centre todayô. I said, óA garden 

centre?ô He said, óWell it was a nice garden centreô. And I thought, óWell bless his heart.ô 

 

Two issues stood out as widely shared, negative experiences: 1) exclusion and problems 

with extra curricula activities; 2) problems with access and support. 

 

Families spoke about their sonsô many difficulties in being able to take part in school 

trips, field trips, and social activities after school. One family took their sonôs school to an 

education tribunal complaining that the barriers to take part in school trips were unlawful. 

The school conceded and apologised just before the tribunal commenced. The most 

common problem was that the events were not planned to take account of the access 

needs of the young people ï or how support was going to be organised. For most young 

people this meant either not going; getting involved in, sometimes acrimonious, 

negotiations with school to sort things out; and/or, parents going along to provide 

physical care/support since nothing else could be sorted out. This scenario meant that 

young people could take part in extra curricula activities, but with their parents there, 

which would be in stark contrast to their peers. These two excerpts typify the experience 

of many families in this respect: 

 

Young person: In like some of the trips when they do like an after school treat é like  

 sometimes like go to the beach é and I couldnôt really take part in it,  

 they werenôt really open to try and sort anything else out. Theyôd say,  

 óRight this is the trip weôre doing, then weôll see if he can fit in.ô I   

 think generally over time youôd stop wanting to make as many   

 suggestions because every time you try and think of a good  thing that  

 they should probably do, itôs like a bit demoralising. óCoséevery time  

 you make a suggestion itôs like, óRight, we canôt do this.ô 

Father:  I think that there are things like this field trip where itôs a case of they  

 look at the field trip as it has always been and simply é their initial  

 view has been, óWell he wonôt be able to do thatô and, óThat wonôt   

 workô and therefore itôs perhaps not suitable. Rather than thinking,  

 óWhat amendments can we make to make it possible? and óWhich parts  

 would he be able to attend and which parts wouldnôt it be possible and  

 what support might be available?.  

 

Interviewer: What about accessing things after school, or school trips? 

Young person: Pretty terrible wasnôt it. 

Mother: Mm. I used to end up taking him. They never had a bus to take him. He  

 did go on the trips but only because I took him. 

 

Difficulties concerning access and care and support were varied and sometimes fairly 

significant. These related to physical access and problems with physical care and support 

at school. 

 

Broken lifts featured heavily in accounts from 5 families. This had a considerable impact 

on the young peopleôs ability to access classes. Sometimes classes were relocated, 

sometimes young people were excluded from certain classes and subjects, and in three 
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instances, young people ended up in the school library on their own with a teaching 

assistant. One mother said: 

 

At senior school they didnôt have a clue as theyôd never had a wheelchair boy before. 

They said they were going to do building work, so he sat on his own in the library for 5 

months. I didnôt realise this till the fifth month and played merry hell. 

 

One  mother said that her sonôs school did not have an accessible toilet: 

 

..so I had to go every dinner time to help him use the toilet. 

 

Three young people said that classroom assistants had adversely affected their ability to 

take part in normal peer interactions in class - whilst acknowledging that they did want 

support ï but would have liked it to be less obtrusive at times. Sometimes they felt that 

having another adult with them inhibited other young people talking to them, being their 

friends, or misbehaving: 

 

I mean some people might not want to talk to you as much. And as like teenagers, people 

do like swear and [supporter] sheôd like get really angry and stuff if people do anything 

wrong or are not listening é sometimes é like if were sitting at table or something sheôd 

like make one of my friends move so she could sit properly at the table to write.  

 

Making a transition from secondary school 

 

In this section we will look at what young people, supported by their families, wanted to 

do once they had finished secondary school ï as well as the constraints they faced in 

making choices. Then we will look at how families were supported ï or not ï during this 

transition and discuss the óformalitiesô of transition planning, noting  if they were in place 

and whether or not they were helpful. About a third of young people were still at 

secondary school at the time of interview and the issues were óliveô and especially 

pertinent for this group. 

 

What next and why? 

In common with their non-disabled peers, the overwhelming majority of young people in 

our study, either still at secondary school, or who had been through secondary school, 

saw college as the inevitable next step and most were happy enough with this. This 

trajectory was probably least problematic for young people in mainstream settings who 

had sat GCSEs. As one young person explained: 

 

I didnôt really have anything in mind other than just to do that really. And then I didnôt 

really have any other plans apart from that afterwards, until sort of I got into the second 

year of A level, then I had to think about going to uni. 

 

Several young people were also able to stay at school until they were 19 years old, 

including one who stayed for an extra year, as one mother described: 

 

He loved the school so much he didnôt want to leave. He stayed there till they kicked him 

out and he put in an extra year.  
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óStaying onô at school post-16 was described as the least problematic option, which is true 

for most disabled and non-disabled young people of that age. However for some families 

it seemed to be a way of putting off future uncertainties: 

 

He would like to stay on at school. So the best option is that he stays at school till heôs 19 

ï he has a community of friends, the support he needs, itôs a safe little bubble. 

 

Most young people who were at, or hoped to go to college, felt that college was a positive 

step because it could offer a more adult environment. This included the possibility of 

having a better social life, or making new relationships. One young person suggested: 

 

Iôd like to go to college. I could perhaps get a girlfriend if I went to college. 

 

As with the choice of secondary school, young people were influenced by where their 

friends were going. Several wanted to go to the same college as their friends or their 

siblings. This was not possible for one young person who wanted to stay on at his 

schoolôs Sixth Form but was directed by staff to leave and go to another college because 

they felt he would find A levels too difficult: 

 

They decided I needed to go to college. I really wanted to stay in Sixth Form but it was 

too hard ï they were too hard for me. I was trying really hard but I couldnôt understand 

it. So they said I should go to [x] college. I felt a bit bad because I wanted to stay with my 

friends. 

 

Three families said that they felt steered by the Connexions service to look at special 

residential colleges as the next step after school. One mother said it was presented to them 

as the only option: 

 

Thatôs all we got bombarded with ï residential colleges. Wore us down a little bit you 

know. Cos it wasnôt what personally me and my husband wanted, because obviously 

weôre a close family and we wanted to sort of be together. I felt a bit bullied by this, you 

know, residential college thing. I know theyôre marvellous and I spoke to a lot of people 

whose children go, but I think itôs very much an individual family thing ï some kids are 

more independent. I mean [son] doesnôt have carers, I still do the care, whereas perhaps 

a lot of the lads whoôve gone on to residential[school] had carers earlier and theyôve 

been a bit more independent of the family, you know é so they wanted to move to that, 

you know. We never felt that way did we? 

 

Another mother said that residential college was too óscaryô a prospect for her because 

she would worry that he would not be looked after properly: 

 

Iôm a control freak and Iôd worry about his care needs. It tends to go pear shaped when 

other people get involved. I would be anxious that something would go awry. 

 

However none of the young people in the examples above actually wanted to go to 

residential college. One mother said: 

 

He certainly didnôt want to go anywhere residential, because by then he said, óThe only 

person who looks after me properly is you Mum.ô He just didnôt trust anybody else. 
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Three families were interested in special residential college.  In two instances Connexions 

were supportive, but in another, the mother said that Connexions were telling her that it 

was highly unlikely that funding for such a placement would be agreed. This mother 

considered that the local mainstream college would be fine academically but would leave 

her son socially excluded ï heôll come home at 4.30 and thereôll be nothing after. In 

contrast, the residential college they had been to visit offered, she believed, a much wider 

range of social and personal development opportunities: 

 

My sonôs really sociable and he wants an environment that heôs included in. He doesnôt 

want to be a tick box. I was stunned by [residential college] ï nothing was impossible. 

Itôs independent living. Heôll have to plan his care. Itôs a whole life training. I want my 

son to have a life after school. And I want him to leave home! 

 

One of the families contemplating residential college thought that any alternative would 

be highly problematic to arrange. The mother in this family said that their social worker 

was trying to ensure that a college place got sorted out: 

 

She says that if he gets to the end of school and decides he doesnôt want to college then 

thereôll be a mighty struggle to get care sorted out and the payments. So sheôs keen, Iôm 

very keen and [sonôs] keen. 

 

In terms of which college to go to, some of the issues about lack of choice relating to 

access and physical barriers that we discussed in relation to the choice of secondary 

school, resurfaced. Consequently choices were few. One mother said that Connexions 

gave them two choices, neither of which they were very happy with: 

 

I think thatôs where we started to feel a bit let down really. The only options seemed to be 

é is go straight to [x] college that was wheelchair friendly and do like a life skills 

course, wasnôt it? Or go to residential. And they were really pushing for residential 

colleges. 

 

One young person half joked that his choice of college would be reliant on access : 

 

Interviewer: What would you want to know about the college to make you feel yeah  

 I think I will come here? 

Young person: Well if I can fit through the doors. 

 

Factors which influenced the choice of college included: closeness to home, good 

facilities (especially IT facilities), friendly staff, transport being not too problematic, and 

a welcoming feel. Families and young people wanted to feel confident that they would be 

able to get around the buildings easily and also get the physical support they needed 

throughout the day. One mother said that the college was very upfront about supporting 

disabled students and this made her ï and her son ï think that things would work out: 

 

[Son] went on the internet and looked at various educational establishments up there and 

found that [college] had é they had 100 staff dedicated to special needs students. Theyôd 

spent you know loads of money adapting the whole place, everywhere was accessible. 

And they were really encouraging people with disabilities to apply to use all these 

facilities that theyôd produced. So he checked with them, I think he emailed them and just 
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said could he come and do some A Levels. And they said yeah and he got accepted. 

(laughs) 

 

Six young people were not sure that they really did want to go to college. Some of these 

were looking ahead to college and some looking back at their experience. However there 

seemed to be little else on offer: 

 

Interviewer: Had you decided that you wanted to go to college? 

Young person: Not really. I just went didnôt I? 

Mother: Yeah. Nobody sort of sat down with him and said, óWell, what would  

 you like to do?ô 

 

One young person who had not enjoyed secondary school wanted to leave and get work 

but was unable and stayed at home with his mother: 

 

I left at the end of é Iôd sort of had enough of like all the work and all the é as a student 

really. I wasnôt really enjoying it any more, so I just left.  I wanted to just get like a job or 

something é which was very, very difficult. 

 

One father said his son had óno choiceô but to go to college when what he really wanted 

was work experience. One other young person also wanted to leave and get work as a 

mechanic but was persuaded to go to college instead. Another said: 

 

I didnôt want to go to college, I wanted to do something else but it was the only thing I 

could think of ï college. 

 

This young person who was approaching the end of school was applying to college 

reluctantly; he thought it was the only way he would be able to realise his dream of doing 

driving lessons and being able to drive: 

 

In an ideal world I would not want to do anything.  But in a non ideal world I have to go.  

Because I donôt want to be stuck at home, itôd just be boring.  And é itôs like a criteria 

thing on my driving that if é I have to be in full time education because the cars cost so 

much money.  Iôve wanted to drive all my life, and if I go to college I might be able to. Iôd 

rather not go to college, Iôd rather maybe get a job or something.  But é thatôs not a 

criteria is it, if you get a job you canôt get a car then.   

 

Finally, another young person felt whilst further study was not for him, the alternative 

that was being presented to him ï a day centre ï was not appealing either: 

 

Mother: I know what we donôt want, I know he does not want to go to a day  

 centre because he doesnôt want to be surrounded by only    

 disabled people.  

Young person: Donôt like them. I know people that are in them and I donôt like it. Itôs  

 like putting someone in a home really. 

 

The  processes of transition  

 

Although one of our main research questions concerned what was being done at transition 

to support families, we have relatively little data to present on the formal processes of 



 64 

transition from school. We heard very few examples of structured transition planning 

following national guidelines (see DCSF et al, 2007) and starting at the age of 14. Given 

that these regulations have been in place for twenty years, every young person in our 

study should have been involved in transition planning. The following quote typifies 

familiesô responses to questions about transition planning ï here is a family in which the 

son is, at the time of interview, a month or so from finishing secondary school: 

 

Interviewer: Has there ever been a transition plan?   

Young person: No, actually.   

Mother:  Not as such, no.  I mean itôs been talked about in a round about way 

 you know.  But not as such, no.   

 

When review meetings took place parents usually did not explicitly know if transition 

was the focus: 

 

Mother: Well I donôt think anybody ever é the transition, something went   

 wrong with that anyway, didnôt it? They just did an ordinary review,  

 ócos nobody turned up for it anyway I think, so é  

Interviewer: And you didnôt know that this is the Transitions Review?  

Mother: Well é not really noéand nobody really discussed é well nobody  

 really asked [son], I donôt think, what he wanted to do.   

 

In other instances key professionals were absent ï often social services and Connexions 

staff ï or parents said the meetings were badly organised. One parent said that her 

SENCO had not invited any key professionals to reviews, including the transition review, 

because she thought it was the parentsô job: 

 

I spoke to the local community paediatric consultant and he went through the file and 

found out that the last time anyone from his department had been invited to a review was 

at primary school. And SENCOôs words were, óI thought Mum did itô, and there was a 

stunned silence.  

 

We did not find any? examples of young people being actively involved in transition 

reviews. Many did not attend. One that did attend his high school reviews remembered 

being unhappy that when it came to deciding what he was going after secondary school, 

the subject of money seemed to dominate: 

 

Mother: At the high school heôs been there in the reviews é but he does find it  

 frustrating because thereôs always cost comes up. And not this one, but  

 the one before é there was quite a lot of discussion about a   

 financial aspect between an officer from the LEA and the school.   

 [Son] actually got quite upset at that. Yeah you did, you got very   

 upset at that. So they are hard, the reviews are hardé 

Young person: I think now I do understand money a bit more. But still, it was almost  

 like money was more important than peopleôs feelings or what   

 could be done, I think. 

 

The absence of planning exacerbated what was already quite a stressful time. Families felt 

that, on the whole, school years had been relatively settled, but that they were now 
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beginning to face more uncertainties. Gaps in information or planning were seen as 

making that worse, as one mother explained: 

 

The most important thing to me now is the transition into adulthood. Iôve been to plenty of 

meetings, but apparently thereôs no literature at all about the transition into adulthood. 

So Iôm not quite sure whatôs happening there. Itôs just been a talk shop really, cos 

nothingôs happened, and nobodyôs sent me anything to read and we donôt seem to be 

getting any further forward. 

 

One mother said that she did not remember any formal transition planning.  However, she 

added that she did not feel that this had been a loss: 

 

I donôt feel Iôve had anything. But actually Iôm not too concerned about it because itôs 

more paperwork, more people and actually talking to people who are a few steps ahead ï 

well, thereôs very few options first of all. Secondly, itôll be the case that you pretty much 

find it and sort it out for yourself and then you pursue it. 

 

There was one exception to this generally bleak picture. One mother said that everything 

that should have been done, had been done and that her son had made a smooth transition 

from school to college (and later, to university): 

 

I mean we had reviews really a couple of times a year anyway. So that was always é all 

the way through his school life. All the reviews were taking place with all the appropriate 

people there and everything just worked out beautifully. 

 

Most families had felt largely unsupported at this time of transition and remarked that the 

onus was on them to ówork it outô. Connexions was mentioned by about half of the 

families; about half of these said they found Connexions useful and half said they had 

been very unhelpful.  

 

One family said that Connexions had been óbrilliantô. They had faced great uncertainty 

when their son was two days away from finishing school without knowing what he was 

going to do next. Connexions helped the family organise a place at a local college, with 

which the family were pleased. It was not clear why Connexions had not been involved 

before the mother made the last minute call however. Families who were critical of 

Connexions mentioned that they were often absent from key meetings and decisions, or 

seemed to know very little about DMD ï or disability in general.  One mother 

commented: 

 

Connexions? ï she sat in on one meeting we had but she was so far removed from the 

reality of the situation that it wasnôt really worth involving her. Youôd have to start an 

education programme for her really. 

 

Families lamented the lack of specific help, information and advice about real life choices 

(as opposed to generalist advice), as one mother described: 

 

I think we wanted a bit of advice.  Thatôs what we was missing out on. I think we just felt 

a bit helpless, like what do we do from now. All of a sudden we was out on our own type 

of thing, and we didnôt know what to do. 
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One young person also felt that the advice from Connexions staff about looking to the 

future was not as he would like it: 

 

We have so many lessons on it, itôs annoying. Theyôre not very good. They just say, óOh 

go on the computer and find something.ô 

 

The majority of help and advice came from school or college staff. College open days 

were said to be helpful ways of looking around and making decisions.   

 

 

Section 2: College  

Almost all of the 28 young people who went to college (or were at college at the time of 

interview) had been involved in different types of preparation to go including visits, taster 

days, interviews, and looking at the internet or promotional booklets or DVDôs.  

 

One young person had an unusual transition to university. Having been at home for a 

couple of years since leaving school and getting frustrated at being unable to find a job, 

he announced to his parents that he wanted to move into a flat which they owned in 

another city and start a university degree: 

 

I decided one day that I wanted to é I asked my dad if I could move into this flat. It was 

like my parents were pretty shocked.  é I said óI think Iôll move to [new city], cos Iôve 

had enough of [home city]ô. And I just went on the internet and looked up  the 

accessibility of the colleges up here, just to get é I really wanted just to be doing 

something. 

 

This young man had been told by his physiotherapist of a private company that could take 

on the organisation of his personal care and support. They did in fact sort out a package of 

24 hour support in the flat, details of which we discuss later. 

 

The majority of young men were studying in further rather than higher education.  They 

were working towards A levels, foundation degrees and Higher National Diploma in a 

wide range of subjects, although with a bias towards life skills, IT, art and design.  

 

There were some interesting variations in practice and experience concerning transport 

with some families contributing to the cost of transport to college and others not. 

Similarly, some colleges organised and supplied college based support staff whilst other 

families were required to use the paid carers from home to provide support at college as 

well.  

 

Positive aspects  of college and university 

Most, though not all, of the young people were positive about being at college. It 

represented a step into a more adult world where other students were more committed to 

learning than they perhaps had been in school and also where the chance to meet and be 

with friends might be greater. One young person said: 

 

I found college a lot better than school to be honest. Seemed to fit in there a lot easier and 

é I donôt know itôs just a lot better you know. 
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College could also represent a break from being at home and with the same family 

members. This did not necessarily mean that college was enjoyable or positive in itself, 

but perhaps that the alternative was being at home too much. One young man, talking 

about his mother and his brother, explained: 

 

We spend a lot of time with each other. Itôs alright but we donôt want it all the time. If I 

wasnôt at college Iôd be sick of being at home all the time seeing the same faces (laughs). 

 

Where college came as a package, in other words, where the college arranged transport 

and support at college itself - and the support was good - the young men and their 

families were especially positive. One mother said: 

 

The support there is brilliant. étheyôre really accessible to talk to. If thereôs a problem 

they get in touch with me or I get in touch with them. The [paid]  carer has been 

organised through the college. Everythingôs done through the college. 

 

The quality, consistency and reliability of support seemed to have a very significant effect 

on how happy young people were at college ï and in turn how positive their parents felt, 

as one mother explained:  

 

These people actually work for the college. Yeah theyôve got one to one support. It wasnôt 

like a support, it was like friends. Do you know what I mean? They were absolutely 

brilliant the lads [support workers]. They bent over backwards, really took care of them. 

 

One young person had less one-to-one support at college than he had had at school which 

his mother viewed poorly. The young man however said he preferred it ï because itôs a 

bit more freedom for me, a comment which echoes remarks made above about the 

disadvantages of having a support worker in school. 

 

There was a strong preference for having the same supporters rather than people 

changing; one young person had the same support worker throughout school and college. 

 

Three young people were at residential college at the time of the interview. Those living 

away from home were most positive about the opportunities it afforded them for more 

friendships and relationships, and a better social life: 

 

I prefer it here. I feel thereôs more to do and that. And itôs like a small communityé 

 

More freedom. You know, not with my parents. Theyôve got buses and stuff where you can 

go out on trips. I wanted more independence and it was a boost for that and it is. 

 

Itôs also people here understand the position youôre in. You make more friends, get 

independence and get your education out of it as well. 

 

One father suggested that his son going to residential college had stalled difficult 

transitions which he would have had to face sooner if he had stayed at home and which 

may have been more difficult. Instead, he felt that the experience of being at college made 

his son more able to deal with the challenges of transition to adulthood: 
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If he hadnôt gone to [residential college] we would have found things a lot more difficult 

a lot earlier. By going we backed the difficult transition off ï there were friends and a 

social environment which doesnôt exist here. So heôs much better equipped as an adult. 

 

Negative things about college 

As discussed above, most young people were positive about college but there were some 

difficult aspects. Some young people who attended non-residential colleges, found 

friendships harder to make and maintain than at school: 

 

When I went to college I had less friends and less people to talk to than when I was at 

school. I thought it was harder than school. At school a lot of people spoke to me but 

when I went to college they didnôt talk to me. 

 

One young person found friendships difficult at his specialist residential college because 

he had gone then as a 19 year old and found himself studying and living with 16 years 

olds; he left after two terms. 

 

A small number of young people felt under-stretched at college, especially after they had 

been there for some time. Some stayed because they thought there would be nothing else 

for them to do if they left: 

 

I never really knew what I wanted to do. Other people had already thought about doing 

jobs and things, but I hadnôt really thought about it. I just carried oné[in order] to do 

something you know. I just stayed on to occupy my mind really. 

 

One young person was streamed by the college into a ñliving skillsò, non-academic 

course, perhaps because he was disabled. His mother said that this had been frustrating 

for him: 

 

He did that for two years. And then, when he was in the third year they put him into this 

[other] course - which I thought he could have done when he first went there really. I 

donôt know, é looking back on it now I donôt think we were told enough about it all, or 

what the options were really. 

 

Another family considered that the college did not take their son or his need for education 

seriously and believed this was because he had DMD.  

 

Mother: It was as though, óOh heôs got a terminal illness, heôs got    

 muscular dystrophy whatever, weôll just make some noises.ô They donôt  

 really teach him nothing or anything. They were just, óWell weôre   

 wasting our time on himô sort of thing, cos heôs not going to do nothing  

 in the future. 

They were also unhappy that his class was predominantly for young people with learning 

disabilities: 

Father:  Because he was with a class of characters if you like é not wishing to  

 put a downer on the class of pupils he was with é he stood out head  

 and shoulders mentally above everybody else, but unfortunately   

 because of disability, thatôs the class he was put in. 
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Some of the negative aspects of school were repeated for some in their college 

experience. Once again, broken lifts were mentioned by young people and their families 

as a barrier to their full participation in college life. One young person left one college 

because the lift was broken for so long, went to another college instead until the lift there 

broke too.  He then decided that he had had enough of college. 

 

Another difficult aspect which ólived onô from school days for some young men in non-

residential colleges, was the impact that having support had on friendships and 

interactions with peers: 

 

Interviewer: Were you able to like join in things that people were doing outside of  

 college as well as during the day?  

Young person: No I didnôt do anything like that.  

Interviewer: Was there any particular reason why that was difficult?  

Mother:  I think you were just really with your carer sort of, werenôt you?  

Young person: Yeah.  

Mother: You didnôt really get involved with many people did you?  

Young person: No. 

Mother: Not in the social aspect, no. 

 

In some colleges, support workers were rotated relatively frequently amongst the 

students. One mother was told by the college that this was to óstop people getting 

attachedô. Of course this was exactly the problem for some young people who, as we have 

seen preferred continuity and relationships with trust built over time. One young person 

was so unhappy with the support at his college that he changed to another where the 

support was better: 

 

I  kept getting different ones [support workers] all the time, so you couldnôt build up an 

understanding. So I decided to go to [different college]. I wanted the same person. You 

find it hard to talk to them or build up conversations. You have to keep starting over 

again when itôs different people. 

 

Some colleges, like some schools, were not very familiar with the impairments associated 

resulting from DMD. One father said that at first his son had gone to college without a 

support worker and no one had noticed that he was not drinking because he could not go 

to the toilet without support: 

 

He was coming home practically dehydrated. In their ignorance, they didnôt know better. 

It was new territory for them. 

 

This lack of knowledge and expertise about impairments and their effects replicated some 

of the problems experienced at school concerning extra curricula activities. There were 

similar reports of protracted negotiations with the college to try and ensure that young 

people were included. One young person described the problems around a forthcoming 

excursion: 

 

There were all these difficulties organising an art trip with the sixth form. Getting the 

right bus was a problem. They didnôt ask us, they just did it themselves and so my dad had 

to go and sort it out at a meeting. 
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One mother felt that the college was too busy and physically unsafe for her son because 

of this.  She drew attention, somewhat uncomfortably, to the increasing impairments 

associated with ageing and DMD and also to the conflict this generated with their wish to 

be more independent: 

 

And he got jostled the once, and somebody fell on his lap and é I think he just felt é like 

he says, a bit nervous, didnôt you? Didnôt feel safe. I think coming from a safe 

environment[school] into é Theyôd got the care staff there but é I know theyôre trying to 

encourage independence, but I think with Duchenne, you know, theyôre getting older so 

they want é you know theyôre more mature and theyôd like the independence, but itôs 

getting harder for them you know. So to me it just é it didnôt work. 

 

The young manôs mother subsequently moved him to a Sixth Form in a special school 

which she said was ósafeô and had nurses, but which was not stimulating him 

academically: 

 

Mother: Heôs there for the company, but itôs not really stimulating you is it?  

Young person: No.  

Interviewer: So can you give me some examples of the kind of things that you do?  

Young person: Well itôs like, I canôt really explain. I do maths and different things,  

 but itôs also like personal hygiene and different things about life.  

Mother: Life skills yeah.  

Interviewer: And do you feel that you know a lot of that already, or do you feel like  

 you get something out of bits of it?  

Young person: I know pretty much all of it I think there should be more choice really.  

 Itôs just life skills, with no option then really.  

Mother: Whether itôs down to funding é  

Young person: So itôs that or é not anything é itôs just that.  

Mother: Yeah. 

 

 

Making a transition from college 

 

The majority of young people at college, or who had left college, could recount getting 

general advice and information about life after college from the college staff or 

Connexions, although not all could. Those who were, or had been, at specialist, 

residential, FE college were the most likely to say that they received a lot of information 

and guidance on what to do in the future.  

 

Young people who were planning to go to university generally received appropriate and 

helpful information, perhaps because it was an established trajectory for young people of 

this age. The main issue to resolve was where the young person would live ï away at 

university, or at home ï and then sorting out the subsequent transport and support. One 

family said that there was quite a lot of planning, but that it still felt fairly ólast minuteô at 

the end: 

 

I think there was quite a bit of planning done for you to go to university wasnôt there? é 

he actually had the option if he wanted to live there or not. But he chose not to, he just 

wanted to come back here every day. Then, once that was established, and it was 
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established who was going to take him and look after him when he was there, that was it 

really.  

 

One young person was in the midst of picking a university at the time of interview. With 

support from his parents he was visiting several and, as well as the quality of the course, 

was considering the accessibility of the university in general, and the distance from home. 

Although he was fairly clear that he would live away at university, he did not want to be 

too far away from home. One young man, who had the same personal assistant 

throughout his school career, took her on visits to different universities. Another young 

person was about to leave college and was thinking about whether or not to go to 

university but his mother was suggesting that the general costs of going to university, 

including fees, would be prohibitive: 

 

If we get help he can go, but if he doesnôt he canôt go. 

 

One young person said his transition from college to university had been smooth and that 

he had been given good advice by his teacher: 

 

I remember first seeing it [information about the University] actually on a board at 

school and I asked my teacher, and thatôs when it all started really. And then I went to 

[university] and we had various meetings. and I pretty much decided I wanted to go there 

straight away really. So é it all went really smooth to be honest. 

 

Some young people were making transitions to other colleges, in one instance because he 

considered that he had exhausted what one special college had to offer and was moving to 

a mainstream college. He was having ólink visitsô to the new college to prepare him for 

the move.  

 

A small number of families said they did not know what was going to happen when 

college finished or who would be able to help them. One mother answered a question 

about the role of Connexions by saying ï never met them, donôt know who they are. 

Another mother said she felt óall at seaô and unsure where the responsibility lay: 

 

To be honest, when he finishes this course Iôm not sure who we would get the information 

from, whether weôd still get that from Connexions. I donôt know what age group they still 

go up to. And as far as the working life goes, Iôm not 100% certain where Iôd go for that 

information. I know that there are people at the Jobcentres who are there to do with 

disabled people trying to find work. I know that thereôs  people at the college if [son] 

wants to talk. I know they also have counsellors there as well, but I donôt know whether 

heôs actually been to see them - I donôt think he has. But I think there are people there 

that he can go and talk to about what the next stage is for jobs. Which heôs going to have 

to do, you know, to find out about it. Whether we get involved with that Iôm not sure é I 

presume we will. 

 

More young people and their families were concerned that while quite general 

information was available , there was an absence of specific information about local 

opportunities which were relevant to their needs and wants. One mother explained: 

 

I mean we didnôt really have anybody saying you know this is open to you or that is é but 

there wasnôt really é You werenôt given any options were you [son]? é  Itôs limited. I 
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donôt know whether thatôs mainly round here because there isnôt any facilities, it may just 

be that the [region] isnôt the best place for that type of thing. I think maybe thatôs what it 

is. 

 

One young person considered that the advice at college was not helpful enough for him: 

 

Iôve got a year to do at college, but I donôt want to go back next year. Iôve had enough 

already.  College doesnôt help you think about what to do next. Connexions only think 

about college. I ainôt got a clue what I want to do. I want more information. 

 

For a number of young men the transition from college was hurried and unplanned.  

Mostly this was due to the severe decline in health and increase in impairments associated 

with the condition.  Sometimes, it was because the young person was unhappy, for 

example, the young man mentioned above where the lifts kept breaking. In these cases 

there had not been time for any planning and the young person often did not return to 

college or any other day time educational or training activities: 

 

Interviewer: Did college come to an end for any particular reason?  

Father:  Yeah. Just couldnôt cope with it, there was nothing else for him to do  

 anyway.  

Interviewer: Right. So what happened next?  

Mother: Nothing.  

Interviewer: And were the college talking to you about, you know, he could do this,  

 he could do that? Connexions werenôt involved or the careers or é?  

Mother: No, nobody. Nothing. 

Interviewer: So at that time what were you thinking would happen next?  

Father:   Enjoy life and get on with it (laughs). 

 

One young person left college after an illness led to him using a ventilator 24 hours a day. 

His parents were worried that if he went back to college there would be a problem with 

his ventilator.  They did ring his support workers at college who said the staff would be 

prepared to get training in how to use and look after it. However their son seemed not to 

want to go back and they decided that the choice had to be his:  

 

And at the end of the day, since heôs gone on it 24 hours a day he doesnôt seem as if he 

wanted to go back. He never said, óYes I want to go back to collegeô. If he did, even now 

we would sort something out, even maybe get him on a part time course. But heôs never 

é since the 24 hours a day with the ventilator heôs never come to us and said, óWell I 

want to do somethingô. Heôs quite happy é weôre not happy é heôs quite happy just 

sitting here and he watches the telly, will go to the football matches, heôll go on his 

brotherôs computer é or theyôll go out to the shopping centre, whatever é heôs just quite 

happy to do that. Weôre not happy that thatôs what heôs doing, but at the end of the day he 

is 21 now and he has to make these decisions. 

 

As noted above, some young people left college because they did not like it or because of 

declining health. One young person, at college at the time of the interview, explained:  

 

I will do this year at college but I donôt want to go back in September. Iôm thinking Iôm 

not really sure what I want to do. I told the teacher I donôt want to go to college next 

year. The Connexions officer -  I told him I donôt want to go next year but they keep trying 
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to make me change my mind but I keep saying I donôt want to go. I want to stay at home 

and go to the parks and stuff. I donôt know what to do now. Iôm really positive. Iôm really 

sure I donôt want to go. I donôt want to come next year. 

 

Another family moved their son from college to a day centre, complaining that he was 

under stimulated: 

 

He really didnôt like college at all. He said, his words, óThey never do nothing . I went 

one day and they were having a quiet period and they got some classical music on very 

quiet and they were all lying on the floor and he was stuck up in a corner. He couldnôt 

move his wheelchair, because the room was that small. In the room there was about eight 

students and perhaps three staff and they had a table like this in the middle of the room, it 

was about as big as this kitchen. Just imagine, 11 people in here and there was two in 

wheelchairs. So there was no room for him to move about and he didnôt really like it. So 

after a bit of fuss we eventually got him into this daycentre. 

 

The issue of what to do after college was highly relevant for the young person who had 

left residential college and who was interviewed shortly afterwards. He and his parents 

were very unsure about his options and did not feel that they had ready sources of 

information or advice: 

 

Interviewer: Have you thought about what you are going to do?  

Young person: Not really.  

Mother: No. Well I donôt know what the option is really.   

Young person: Thereôs things like the drops ins and stuff. 

Mother: And then thereôs the é um é the adult sort of education stuff, doing  

 something like that. And I said, óYou just have to find some groups of  

 things that you can belong toô. But you know, I donôt know what there  

 is really for é and there wouldnôt be much during the day for young  

 people, cos if there is anything it tends to be in the evenings. So I donôt  

 know é donôt know what he would do. What do they do in other   

 areas? If they donôt go to college, what is there for young people to  

 do? Because unless theyôve gone to college and got a certain amount  

 of qualifications, I mean itôs very hard to find a job, isnôt it, because  

 really unless itôs computer based thereôs nothing that they can do. But  

 we havenôt got anybody we can sit and discuss it with, I mean not that I  

 know of really. 

 

 

Section 3: University 

 

Two young men were actually at university at the time of being interviewed ï one living 

at home and one living away.  Another two had been to university in the past. and one 

young person, mentioned above, was in the process of applying. Of these five families, 

four sets of parents had also been to university and one of these reflected: 

 

My husband and I enjoyed university so much, I thought it was a shame for him to miss 

out you know. 
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The young person who was in the middle of deciding which university to go to, wanted to 

go because he thought it would help him get a good job straight afterwards.  He was also 

exploring sponsorship which would give him paid work in the holidays. His familyôs 

hopes and concerns for his possible future at university typified the experience of others: 

 

Interviewer: Are you feeling confident about how the care and support will be   

 organised?  

Young person: No, not really.  

Dad:  (laughs) 

Young person: Because from my experience like going up to middle school and going  

 up to the high school, itôs just like another change and é things could  

 be like your teething problems and stuff. But I think universities are  

 probably going to be a lot more like open to doing things. More so   

 than school I think. I think most of it will be okay, itôs just like the   

 caring aspect and how thatôs organised. 

Mother: I mean as a mum Iôve obviously got concerns for other people doing  

 intimate care that we would normally do. But I think itôs something  

 that [son] needs for [son] to have his independence. Weôve got   

 to hope that that works out. 

Interviewer: And do you think much about how your life or your family life will be  

 different if [son]ôs at university?  

Father:   Well it would be substantially different really.  

Mother: Because everything that we do really is planned round [son] now.   

 And so itôs going to release a lot of time to us, um é so it will make a  

 massive difference really to us é particularly if he goes away,  we will  

 I think see him é although weôll have to watch that itôs on his terms  

 not on our terms é well particularly me.  

Young person: Yeah. Well if yous get irritating, Iôll just not let you in.  

Mother: Yes.  

Young person: Or just hang up every time you ring.  

(all laugh) 

 

Going to University ï picking one and getting sorted out 

One young person mentioned above, selected his university primarily because he was 

already living away from home in a family flat and wanted to stay in that city. There were 

however two universities to choose from but the course that he wanted to do was only 

offered by one. Another young person selected his university because it was the most 

accessible, the ófeelô of the institution was also important:: 

 

I really liked the environment. It seemed really friendly and é like a small community, 

everyone knew each other and it all went é it was really good. 

 

Getting support organised was a major concern. There was a range of experiences ï some 

said the university, and in particular the disability advisor,  took a helpful lead; .others 

said they had to organise most things themselves, including transport and that the 

disability advisor was not very helpful. 

 

One young person, discussed earlier, had had his 24 hour package of care organised by an 

independent company. The company hired existing undergraduate students to provide the 

support. At the time of interview he had a team of five support workers, all his own age 
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and all students.  He had been supported in carrying out the interviews to pick his own 

support workers. They stayed overnight on the sofa bed in the living room. He was very 

positive indeed about how this had worked for him: 

 

éyouôll make friends with them and get on with them. Theyôre not just there to like care 

and then turn up and then leave. I look for peopleé [who are] encouraging you to do 

things é people who are quite energeticéthey look for things thatôll be better for me.  é 

theyôll make me go out places é Iôll meet their friends and things like that.   

 

A young man who had previously been at university had had one to one support and a 

note taker. Another used his disabled studentôs allowance to employ full-time support 

from one person.  

 

The decision to live at home and commute or move out of home was significant. As 

discussed, one young person had his accommodation and support already arranged. One 

other person also moved away from home into accessible accommodation provided by the 

University, and one, in the process of applying, intended to do the same. The two others 

lived at home and commuted. One of those wondered whether that might change in the 

future: 

 

I think back then I wanted to stay at home, but é I think maybe going away would have 

been good but é but Iôm happy with it as the way it is at the moment, so é yeah. I just 

donôt think I was ready to move away from home at that age really. I think maybe now I 

would have done. But I think Iôm happy for the way it is anyway. 

 

Being at University 

University had positive aspects for all of those young people who had experienced it: 

 

Yeah everyone just treats you as a normal person at uni. Itôs nothing different really, itôs 

really good, yeah. Thatôs one of the main reasons I wanted to go to uni as well, to get that 

contact with other people. To get me out of the house, you know. 

 

University provided lots of the social opportunities that many young people experience ï 

like going out drinking and getting absolutely hammered. 

 

But not for all the young people in our study. One young person who commuted to 

university from home said that he óloved itô but was not really able to take part in the 

social side.  Just attending lectures was very tiring and he needed to get home and rest 

once they were done. He stayed for a year and a term before he felt too unwell to continue 

further and left: 

 

Interviewer: What was that year like?  

Young person:  I loved it, didnôt I mam?  

Interviewer: Were you able to get involved in things the way that other students   

 were, or was it quite a different experience?  

Young person: Not quite good (inaudible) Like the social side. Couldnôt do any of it,  

 could I? But I did all the lectures. Didnôt I mam? I did enjoy it, But I  

 found I missed out a bit though, didnôt I mam?  

Mother: Yeah.  
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Young person: On the social bit.  

Mother: Just because he couldnôt do it really. 

 

This person also said that having a carer with him (provided by an external agency) 

ócramped his styleô in relation to making friends with other students, an interesting 

contrast to the student above who was supported by other students.  

 

One other young person also felt excluded from the social side of university life. His 

support was not helpful:  

 

I also found that I was quite isolated again like being back at school. Being in the 

wheelchair people donôt know how to react to you so they ignore you. So I wasnôt very 

happy about that bit. I was using a care agency to give me care but the carers were very 

unreliable and not very responsible. First guy I had I didnôt get on with at all é we went 

out with friends and he got thrown out of the club for threatening to bottle someone-  and 

this was the guy looking after me! Then I got another guy who was an alcoholic and he 

started drinking so I wasnôt very keen on it. I complained to the agency and they didnôt 

really do anything about it. Next guy had too much to drink and got aggressive ï this was 

at night so I phoned my mum. 

Mother: I got the call at 7am and I got the train and went down. I packed him up and we 

came home and he never, ever went back. 

 

The academic aspects of university life did prove demanding in terms of the work load 

and some young men struggled at times. One considered that the university had not been 

totally honest about the demands of his course: 

 

Theyôd said I could do all of it physically, at interview, but it turned out there was quite a 

lot I couldnôt do. I think Universities get extra funding for disabled students so they were 

very much telling me what I wanted to hear rather than what the truth was. So I was 

getting very behind with the work,[and] they were doing trips I couldnôt go on. 

 

Some students did experience access problems but said that the university tried to respond 

quickly and positively: 

 

They actually started thinking about access issues which is probably sensible. It caused a 

few issues but I think weôve sorted them out now. 

 

A young person living at home and commuting to university had some of his studies 

interrupted because of unreliable external care agencies: 

 

They often used to say, óThereôs nobody coming to see you today, so he canôt go to 

university.ô 

 

 

Section 4: Work 

At the time of interview, only one person had had experience of paid work. This section 

will describe the young menôs aspirations concerning work as well as the barriers faced 

and/or anticipated to finding and keeping jobs. Employment was identified as a priority 

for information and advice in the postal survey. Several interviewees did not know who 
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talk to about employment and in this excerpt, the interviewer ends up volunteering some 

information: 

 

Young person: Iôd like to work but I donôt know what I could do really.  

Interviewer: Is there someone at 6th Form who can é?... if you wanted to talk   

 about work, is there someone there you could get é?  

Young person: No not really.  

Interviewer: Are Connexions still involved?  

Young person: Yeah but é I donôt know é would they know about work really? é I  

 donôt know. I think Iôve done as much studying as I want to do. I just  

 want to start doing something with it though. Thereôs no point in   

 getting education if youôre not going to use it for anything.  

Mother: So you know thatôs what I would like.  I mean é Iôm quite happy for  

 him to work if he wants to go to work. And Iôm quite happy if he   

 doesnôt want to work but just to get involved with outside activities you  

 know, and socialising. 

Interviewer: I wonder, if you wanted additional advice on work, whether they could  

 find out who your local disability employment advisor is.  

Mother: Yeah. You see Iôve never heard of that.  See Iôve never heard that   

 word. You know é these are the things we donôt know. And really you  

 just donôt know where to start. Iôd just like someone to say well this is  

 who you contact, or this is the person you need to speak to. Thatôs   

 what we need, yeah é so thatôs é? 

Young person: What?  

Mother: Disability é Iôd better write it down.  

Young person: Yeah you should.  

Mother: Disability é (writing) 

 

Views and aspirations concerning work 

The young people at the older end of the age range were sceptical about work ï their 

ability to do it, or the possibility that they would find it ï or, had not given it much 

thought. Here a young man who was at home and not doing anything much during the 

day is pressed, gently, by his mother to think about doing something: 

 

Mother: Even if itôs like a work environment or something like that.  

Young person: I wouldnôt want a work environment. I never thought about    

 working before.  

Mother: Cos I suppose really itôs like é would he be able to like kind of thing?  

Young person: Thereôs no jobs I like anyway.  

Mother: Itôs like é thereôs going to be a new Tescoé 

Young person: Iôd probably get bored too easily. There wouldnôt be much for me to  

 do. I couldnôt be packing all the bags.  

 

Most young people who spoke about work thought that there would be big barriers to 

face: 

 

Iôve heard that itôs quite hard for people who are disabled to get jobs. It might be difficult 

to get a job. 
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Understandably, given the severe impairments associated with DMD, they were 

concerned about what they could actually do:  

 

When you do think about jobs, you have to think about whatôs realistic and whatôs 

suitable for you. 

 

I canôt find any work that I can do. I canôt do the work like the normal people can do. But 

I think they have work disabled people can do ï like talking and that. 

 

In other words, for this group of young people, achieving work was not only a matter of 

removing the physical, social and altitudinal barriers.   

 

Others, often the younger men, and their families, did aspire to work for all the reasons 

mentioned above ï money, fulfilment, and independence. One of the youngest planned to 

apply for part-time work at McDonaldôs when he was 16 and hoped to work as a 

mechanic in later life. His mother talked about something that came up in several 

interviews ï a tension for parents between being supportive about work, whilst worrying 

that it may prove too difficult to find: 

 

I would love to see him go out and get a job, mix in with other people. But you kind of, 

you donôt want to sort of like dash his hopes, and we do talk about you know ówhen you 

get a jobô. But in the back of your mind you think, óI donôt know whether youôre going to 

get a job.ô Itôs a very difficult one to é you donôt want to sort of be down and dashing his 

hopes. You always have that in the back of your mind, óAre you going to get a job. I donôt 

know whether you will.ô 

 

One mother wanted her son to think about work in the future for a number of reasons, one 

of them being that it would give her some independence from him: 

 

Heôs very much of the view that heôs never going to get a job: ñéô cos Iôm too physically 

disabled and Iôd need a carer with me and what employer would take me on?ò  And I 

have to agree with him, I canôt see him getting a job. But at the same time, Iôve said to 

him, ñYouôre not going to sit in this bungalow all day with me, you are going to have to 

do somethingò And Iôm thinking on one level, Iôm going to get a break. That sounds 

selfish but heôs been the sole, centre of my life for the last 10 years and I want some 

respite and we get very little of that as it is. 

 

Ultimately, nearly all parents who discussed work said that the choice would, in the end, 

be their sonôs: 

 

Well I mean I would like him to do something. I mean even it was just a day a week or 

even work from home é you know justô cos é heôs quite clever, you know, just to keep 

him é his mind occupied. But you know é itôs up to him really.  But if he didnôt really 

want to, you know thereôs no point stressing him out you know if he was feeling 

overworked. 

 

However in a couple of families there were differences between the parents about the 

possibility or desirability of work and how open to be with their sons about their possible 

work futures.  Thus, the father of the 16 year old who wanted to become a mechanic 
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thought that this was an unrealistic aspiration for a wheelchair user.  He thought that his 

son needed to face this ï but his wife disagreed: 

 

Father:  I want him to go to college because at the end of the day if he donôt get  

 there, what else has he got? Thereôs nothing else, he ainôt gonna be  

 able to go to work, he ainôt gonna go for a full time job é. 

Mother:  Yes, but you canôt say that. 

Father:  You can say that.  Because [of what] that illness heôs got will come to;  

 heôll be in a wheelchair and thatôs the way it is. At the end of the day  

 he ainôt gonna get a normal job. I mean heôd rather go and be   

 a mechanic or something like that and he ainôt gonna do it. 

 

Another difficulty in thinking about work for young people with DMD  identified by one 

mother was that her son had not had enough experiences of increasing adulthood, or 

separation from family, or disabled role models, to make choices or decisions about 

something as ógrown upô as work: 

 

Thatôs why I think itôs difficult for him to make a choice about a career. When youôve 

never caught a bus on your own and your motherôs still following you around and your 

mother washes and dresses you ï they havenôt taken the steps which gives them any 

control.  And then suddenly aged 16 everyone is saying, óWhat do you think?ô and heôs, 

óWell what are you asking me for?ô 

 

Most young people who wanted to work thought that part-time work would suit their 

health needs and status best. This was true of this young person who was at home having 

left college, and getting bored. He reflected that going to work had not really occurred to 

him in the past: 

 

Young person: Never really thought I could do it to be honest. Cos I didnôt really   

 know what I could do or what I should be doing or anything really. I  

 donôt know - I probably could have done a lot of computer stuff at the 

 time. There must be other things that I can just go to for a day a week  

 or something. 

Father:  Yeah, as I say, even if it was é you almost need é almost like a part  

 time job. Cos I think for someone like the kids that have got   

 what heôs got, I think in the end a full time job can be é  

Young person: Tiring.  

Father:   é probably too tiring, too exhausting. But you need that sense of   

 purpose, something to get up for in the morning, something to go and  

 do. Even if it was only half a day a couple of times a week. Itôs very  

 difficult. 

 

As we will see, some young people had actively sought work for a number of different 

reasons ï because they had finished in education, because they wanted some 

independence, money, fulfilment, interaction with colleagues. One young person who felt 

socially isolated explained that he had hoped that work might help him expand his social 

networks in the óordinaryô way in which most non-disabled people meet colleagues and 

form friendships: 
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I mean most people find friends ï they donôt even remember where they met ï theyôre just 

friends ï if youôve got a job you meet people and you become friend.  Then you go out 

after work and maybe you meet their friends;  itôs not a deliberate thing like óIôm going to 

find some friendsô ï The main reason I donôt have friends is that I donôt go out to work 

and I donôt go out and meet people, so it just doesnôt happen. 

 

Two young people were in receipt of job seekers allowance, as well as other disability 

related benefits. They had to attend interviews at the job centre, which one of them found 

difficult because he was very keen to find work ï but had had no success: 

 

Mother: He claims  so he has an interview and had to go through all the   

 questions ï face to face. He got asked what kind of work could he do.  

Interviewer: What was that like? 

Young person: Bit intimidating. Makes me feel like Iôm lazyé 

Mother: Itôs not that he doesnôt want to, heôd love to, we just donôt know what  

 kind of job heôd do.  

 

Experiences of trying to find and being in work 

For many young people, expectations about work are shaped by early episodes of work 

experience organised in their school years. However, many of the young people in our 

study had been excluded from school work experience apparently because placements 

could not be found which could accommodate their access and support needs, or because 

there was not the same expectation that they would do it that existed for the other 

students.  

 

Mother: Work experience!, That was a laugh. We had to go on the internet and  

 find him something to do. Well I didnôt bother, thought well thatôs just  

 ridiculous, you know.  

Young person: They said if I wanted to do work experience I should stay in the school  

 and do it and I said I donôt want to, cos everybody else isnôt. 

 

Another young person had a similar experience: 

 

Cos when other people at [school] went to work experience I didnôt get to go to work 

experience. I couldnôt find anything because I was in a wheelchair.  

 

One mother said that Connexions had ómessed upô when trying to organise a work 

experience placement. They had said they would be able to organise something but, at the 

last minute, said that they had been unable to find anything. The parents sorted it out 

themselves and, slightly by chance, found a car dealership that would give their son a 

placement: 

 

Connexions had nothing to do with it. I think theyôre a total waste of time. 

 

One young person had done work experience at a local special FE college whilst at 

school. It had helped him decide that he would like to study there. Another, who was 

doing unpaid work experience as part of his college course, said that he really liked it. A 

mother of a school aged son was trying to arrange something but finding it very difficult: 
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Weôre trying to sort out work experience on our own. But do you know many places that 

will take a power chair user with a carer? So he may go to work his step-dad for two 

weeks ï graphic design. 

 

Four young people had put a lot of time and effort into trying to find work ï with very 

little success. Both faced similar problems when trying to access sources of advice like 

job centres and both faced a lot of barriers. Here are their summarised accounts. Firstly a 

young person who had left school after his GCSEs: 

 

I was looking for like stuff in offices, stuff in like shops, é not necessarily like on the tills 

but something else I could do. But  é I was just confused really on basically what to try 

and do. I just assumed that Iôd be able to get something . I sent lots of things like é 

application forms and things like that, and I didnôt really get many interviews for a while, 

so I decided to stop putting that I was like é sort of disabled or anything on them. And I 

got a lot more. I got some interviews. And é one of them, I couldnôt believe they actually 

did this é but one of them I went to, they turned up and went, óOh youôre disabled!ô They 

said that like at the start. They said, óYou didnôt put that on the formô. It was just an 

absolute nightmare. I just decided that it wasnôt going to happen.  

 

The Jobcentre, they sort of like treated me like every other person and just went about the 

process in terms of just trying to get a job. But é you need somebody to find places that 

would be interested in taking wheelchairs, and things that you can do. They didnôt really 

keep in contact much at all, so I just stopped going in and just tried to find things myself. 

The thing is,  [employers] see people that can do like everything, and itôs a lot easier to 

take that person on than it is to take on someone who youôre going to have to adapt things 

for and things like that. I donôt think itôs necessarily the fact that they donôt want to take 

on people in wheelchairs - I just think itôs easier to take on someone who can do 

everything. 

 

The second young person who put a huge effort into finding work had been at residential 

college, and then, for a time at university. He returned home when that did not work out 

and looked for work: 

 

I was looking into getting some work so I made an appointment to see the Disability 

Employment Advisor at the job centre, but she wasnôt much good to be honest. She pretty 

much said straight away that there wouldnôt be any work that Iôd be able to do. I was 

hoping for a bit more of a positive approach than that! I also contacted people through 

New Deal for Disabled People ócos they wrote to me.  So I got in touch back and the guy 

said he would put me in touch with a job broker.  But I never heard anything back from 

him either, so that wasnôt very encouraging. So it was pretty obvious that it wasnôt going 

to work out.  

 

About a year later of not really doing anything Mum bumped into this woman I knew. 

[She worked at] a respite place Iôd been to when I was younger. She thought there was 

some work I might be able to do for her. They were trying to design information leaflets 

about direct payments. So I did that a couple of hours a month and then they said there 

was a job coming up doing a website and making information into a more accessible 

format. So I went for an interview but someone else got it.  But they said they were 

impressed and could I do some other work?  It took months and months to sort this out. 

But it turned out that that they didnôt really have a job and I got messed around a lot ï 5 
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months later there was still no job so I was getting fed up. The woman was off sick so I 

wrote them and met her boss.  When I spoke to her she had no idea what this women was 

doing and [that] this was going on for months. I just got fed up with it so I decided to 

leave it. And that was at the beginning of the year and I havenôt done anything since that. 

That was the disability team!  

 

I was probably being a bit optimistic thinking I was able to do something more physically 

able than I was. But also the Disability Employment Advisor saying, óWhat kind of work 

do you want to do?ô -  it was difficult for me not having worked before to really know. 

Whereas most people can say I think Iôll try something, itôs very difficult for me to say 

straight off Iôll do this or that. I thought they might give me ideas but they wanted me to 

tell them what I wanted to do. But then when she was straight away, óYou wonôt be able to 

do any workô then it was, well itôs a waste of time trying ï that didnôt help me very much. 

I thought itôd be the other way around ï that they would be telling me it is possible when I 

think itôs not. It wasnôt even a case of looking, she just didnôt even try. 

 

Finally, two brothers aged 17 and 19 who had given up college were trying to find out 

about getting jobs. The two young men and their mother described (amidst quite a lot of 

laughter at what they felt was the absurdity of the situation) what had happened so far: 

 

Mother: Their social worker was off sick so we hadnôt had a visit in 12 months.  

 So I thought ï óworkô. I got in touch with the disability careers officer.  

 She came out, totally unprepared, no ideas. 

Young person 1: She came and asked us what we wanted to do. 

Yong person 2: Iôd already done that a year before and told the social worker what I  

 wanted to do. 

Mother: So we went for this appointment at the careers office cos she said they  

 should come in and do a test about what jobs what suit them best. But  

 when we got there she wasnôt there. So I spoke to another woman who  

 said she didnôt know anything about it. So then we went another time  

 instead and they told them to sit at two computers to do the test but the  

 desks were too low, they couldnôt get to them with their chairs. I had to  

 run home and get their trays to put the computers on. 

Young person 1: You can see why weôve got no confidence! 

Young person 2: So my test said I should do gardening! I hate gardening. 

Young person 1: And mine said work in an office or factory. 

Mother:  So the careers woman says what about working in a charity shop. Can  

 you imagine it, two young lads in a smelly charity shop! Canôt they  

 show any more imagination than that? You can see why people are put  

 off. It ainôt as if you donôt try. 

 

This suggestion, that the brothers might work in a charity shop, was the only mention of 

voluntary work in any of the interviews. 

 

One person in the study had been helped by his college to get a full-time job as a civil 

servant. His college had assigned him a job coach to work on the practical issues that 

would make work viable. Transport to and from work was paid for by the local authority. 

Following a deterioration in his health, he moved to part-time work which he did for four 

years before deciding to end work. He had support from óaccess to workô and said that his 
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own support needs were catered for. Looking back, his view was that, on balance, it had 

been a good thing to do: 

 

Interviewer: And the work itself, did you enjoy it?  

Young person: Um é not really, no. Getting abused on the phone all day basically.  

 (laughs)Yeah , it was good, I enjoyed going to work and being with the  

 people  there and stuff. Just é I got bored with the work, telephone  

 work.  

Interviewer: Yeah. So was it an easy decision to finish, or difficult or ?é  

Young person: Um é it wasnôt easy. But I just felt it had to be done, as it was getting  

 a bit too much, bit too much for us you know. I donôt regret leaving, or  

 owt like that. If I was a bit fitter I probably would have still been there  

 you know. 

 

 

Section 5: Young men at home during the day 

 

About a third of young men were at home during the day. They had got to that point in a 

number of different ways: leaving college or university because it ended, or because they 

werenôt well enough to continue, or because they could not find work..  The amount of 

time spent at home ranged from just a few months to seven years. 

 

It was sometimes difficult to discuss how family members felt about this because there 

could be quite different perspectives.  The question was usually phrased as, óDo you find 

you have enough to do during the day?ô 

 

Young men at home for all, or most of the time, tended to say that they watched TV, 

played on their computers if they could, went out with close family members to places 

like the shops and the cinema. Parents often mentioned that their sons were becoming a 

bit ónocturnalô and worried that they seemed withdrawn. One mother explained: 

 

You know he goes to bed late and doesnôt get up till late. He keeps a lot to himself but I 

know when thereôs something wrong é just cos Iôm his mam I think. And it does come out 

you know, eventually. But he spends a lot of time é he wonôt come out here very often. 

He spends a lot of time in his room, watching the telly and watching the videos. 

 

The young men expressed a range of views. Some, especially those who felt they had 

óover-stayedô their time at college said they were happy enough to be at home ï but even 

these young men tended to feel less happy about it as the time went on: 

 

Interviewer: Can you remember what you wanted to do when you got to the end of  

 college?  

Young person: I donôt think I had anything. Donôt think there was anything   

 really. Didnôt want to do any more work or anything. I think I had   

 enough of learning by then. Seemed okay at the time to do nothing. 

Interviewer: So um é what happened next then once you finished college?  

Young person: Nothing. Havenôt done anything then. Just left it and nothing.  

Mother: Itôs been the same situation since é heôs just been home.  

Interviewer: And whatôs that been like?   

Young person: For the first year it was all right. But é gets boring then. Only time I  
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 go out is when I go to the football matches, or when I go to respite   

 [care]. 

 

Some were not happy with the situation and wanted to do more. One had investigated 

doing a foreign language class, but it was only offered in the afternoons when he was 

ventilated. Another wanted to train to be a DJ. Another, who was interested in creative 

writing, had written a novel ï writing is on my own, but at least itôs good to be doing 

something.  

 

Day centres had been explored by six young men and their families but were mostly 

disliked because the other users were much older and had learning disabilities.  

 

Some young men were quite resourceful, but wanted to do more: 

 

I donôt know, doesnôt feel like itôs enough really. I mean I keep myself occupied, go out 

and do things, but itôs not really é I donôt feel like Iôm helping anyone or é you know 

what I mean.  

 

Parents generally had quite mixed views about their sonôs being at home. They were 

worried if their son did not seem to have enough to do, were anxious that their potential 

was being wasted,  but did not want to pressure them. Some seemed resigned, although 

not in a particularly positive sense, but because other options had been exhausted and 

they were very conscious that their sonôs condition would deteriorate: 

 

I think all of us [parents] just think, óWell, heôs in the best place. Make him as 

comfortable as possible. Heôs in his comfort zone, heôs not going to go anywhere now. 

 

Three sets of parents and two young people said that being at home had adversely 

affected their confidence: 

 

Mother: You know é thatôs how life should go, that you start to make   

 your friends and have your outside interests away from your mum and  

 dad. I just wish he could have é for his sake, I wish he could have   

 more of that you know. Because it is a confidence thing as well, his  

 confidence has dipped hasnôt it?  

Young person: Yeah.  

Mother: And since heôs become more nervousé heôs  wanted less to be away  

 from, because Iôm é I can see the signs and é you know. I just wish  

 there was something out there where he could go and meet with   

 likeminded people, make new friends é sport, where it gives him a  

 buzz. 

 

One mother and father thought that there was nothing they could do about the situation 

and remembered how they had spent a great deal of time taking their son out and about: 

Mother: We just used to take him out ourselves to different places and what   

 have you. We just assumed that was the norm, that was how itôs got to  

 be. So weôd  just take him out wherever he wanted to go. Used to say  

 letôs go to the safari park or somewhere like that and é  

Father: Or weôd drive to [x]  and end up in [y]  Airport, or weôd go é you   
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 know weôd always end up somewhere é absolutely nuts wasnôt it?  

 

Here is an example, borne of concern and frustration, of a parent wishing that more was 

possible for her son who had left college: 

 

Mother: What annoys me and his Dad is theyôve got so much potential and so  

 much to give - why waste it? I mean you wouldnôt would you? But   

 having said that, we arenôt in his position. To me and his dad from our  

 generation, itôs just a complete waste. The whole waste of all this   

 intelligence and knowledge that theyôve got and é but itôs like they  

 say, if itôs what [son] wants to do, well thatôs fine, but it just sometimes  

 niggles you a bité but they donôt want to do it. And itôs like as if   

 theyôre giving up and you just want to shake them and é  

Young person: Well I wouldnôt mind doing stuff with my intelligence, but sometimes.. 

Mother: It gets too much. We do understand é we understand that. Itôs just  

 when me and your Dad are having conversations with you and youôre  

 so knowledgeable about this and that and the other, you can   

 understand from the parentsô point of view. So you can understand   

 weôre a frustration that youôve got so much to give. But we understand  

 if thatôs the way you want to be. We donôt mind, I donôt mind about you  

 being in the house and doing what you want to do, if this is where you  

 feel comfortable. Itôs just, we feel that you have got so much potential,  

 and itôs just being wasted. 

 

As would be the case in most families, having your son at home all day does have an 

impact on how the household runs, but in addition, parents of young men with DMD were 

frequently involved in providing care and support. One mother, who had stopped outside 

work to look after her son for nearly three years until he left to go to college in a different 

city and she reflected : 

 

So eventually I gave up my job once he was home all the time. You know, I didnôt want to 

go out to work and leave him in. So we both sat at home and wondered what é thatôs 

when we took up going to all the race meetings, just cos it was something to do with the 

day. I said, óYou canôt spend the rest of your life home with your mother, itôll just é you 

know youôll go mad.ô (laughs) The first year or so we quite enjoyed it.. We just pottered 

round, went to the pictures, went on trips and things like that. And then I thought heôs 

getting é cos he was only 15 to 16 then é but once heôd started getting to 17, 18, I was 

thinking [that]  he needs to do something. And heôs a bright lad you know.  

 

I think we were all feeling his sort of depression at just being sat home. é [brother]  

would come in from school with all his mates and say what a good day heôd had. And 

[son] would sort of sit there. My husband would come in from work saying all the things 

that theyôd done é Everyone seemed to be doing something and[son] and I were like just 

sat here, you know, nothing really happening.  

 

I wonder whether he needed those two or three years to come to terms with the position 

he was in, you know. It may be é he doesnôt show feelings very much. é He always 

seems to be fairly happy and contented most of the time. But maybe he was é wondering 

what he could do. You know he got the exams over with, left school, and then got away 

from having a taxi driver turning up every dayéhe  had some time to think about what he 
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wanted to do. And then[he] listened to what other people were doingé friends going to 

university and things. And I think in a way he wasnôt ready to leave home and do what 

heôs done until he got to 19. I think at 16 é or when he left at 15,  he was too young and 

too unsure about how his disease was going to progress. Once he realised after 3 years 

that it hadnôt really changed much he thought, óOh well Iôd better go and do somethingô. 

 

One of the main impediments to change seemed to be a lack of information and choices 

about what a young person who was at home could do, taking into account their 

impairments and current health, their access and support needs, transport, and of course 

their personal interests and the availability of other people with whom to do things. Two 

brothers with DMD echoed comments from other families that they found it hard to make 

choices because they ódidnôt know what was out there.ô The brothers said there was no 

particular shortage of professionals coming to their house and saying, óWhat do you want 

to do?ô, but they struggled to answer because they did not know what they could do. One 

of the brothers suggested that professionals sometimes appear to get frustrated with them 

when they, the clients, seemed unable to answer. 

 

Families in this situation did feel that there probably was a lack of choices that were age 

appropriate, accessible and enjoyable. One mother said: 

 

But you know, I donôt know what there is really for é there wouldnôt be much during the 

day for young people, cos if there is anything it tends to be in the evenings. So I donôt 

know what he would do. What do they do in other areas? If they donôt go to college, what 

is there for young people to do? We havenôt got anybody we can sit and discuss it with.. 

 

The young people themselves wanted to be with people of their own age doing things 

they enjoyed. One young man said: 

  

Iôd like to go to like a place whereé like a youth club where they MC and stuff like that. 

Iôd go and listen and watch. 
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Chapter 5: Use, views and experiences of services 
 

In this chapter we describe familiesô accounts of their interactions with services in general 

ï whether families felt they were, on balance, well or poorly supported, and how they 

characterised services Next we look at what families said about specific service providers 

within health and social care.  Then we report familiesô accounts of what happens to 

services, their availability and their relationships with them once the young person with 

DMD reaches a certain ótransition ageô. Finally, we report the views of a number of 

service providers on the support available to young people with DMD and their families.  

 

 

Summary of findings 

 

Familiesô general experiences of services 

All but three of the families in our study characterised their overall experience of service 

provision as problematic. It was extremely common for families to describe having to 

prove their needs over and over again. Getting their sonôs needs met often involved 

ófightsô and óbattles.ô  In this respect, things do not seen to have moved on from Green 

and Muntonôs  study published in 1993.  Young men with DMD were often aware of 

these disputes and found them upsetting and stressful.  

 

There were few examples given of professionals acting as effective key workers or 

service coordinators for families. The parents felt that most things were down to them to 

sort out. This uncoordinated approach, and difficulty in getting needs met, was most 

commonly experienced in relation to: the provision of care/support packages; decisions 

about residential education; equipment including wheelchairs; and housing and 

adaptations.  

 

Those families which were positive about services in general stressed factors such as: 

good coordination through the Muscle Clinic in the North East; planning ahead; and long 

standing relationships between the family, the young man and óhelpfulô professionals.  

 

Familiesô views about health services 

Most families had little contact with GPs although two families saw their GP as their 

main clinical contact, in the absence of a specialist adult clinician in their area.  

 

In relation to hospital based professionals, families in the North East almost all 

attended the Muscle Centre. The specialist knowledge and expertise at this Centre was 

regarded by families as very valuable, especially the fact that staff were óunder one roof.ô 

Staff were widely regarded as pleasant and accessible. Some families complained that 

they sometimes had to see different staff members when they attended and expressed a 

preference for seeing the same person. The services of the Muscle Centre were available 

for young men with DMD of any age and consequently families did not routinely 

experience a transition in health services as their son got older. Families commented on 

how much they valued this continuity.  

 

In the West Midlands, most families saw a consultant paediatrician in childhood, about 

whom they were very positive. As the sons got older, there was no one, obvious transition 

pathway to adult health services: some families were unsure about who they would be 

seeing and why. However, families said that they were given quite a lot of notice about 
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changing to adult services, as well as a degree of leeway and flexibility about when this 

would happen.  

 

In the South West, the clinical services which families used and clinicians were very 

varied. There were accounts of some positive relationships between families and services, 

but we did not hear about any adult neuromuscular consultant specialists in the region. 

Overall, families were rather confused about the structure and organisation of health 

services that were relevant to their sonôs needs. There were particular anxieties about the 

transition to adult health services and what would, or would not, be available. 

 

In each of the three regions, there was some disquiet with the way that appointments in 

later childhood and early adulthood, focused on charting the decline and deterioration of 

the health of the young man with DMD. Both parents and young men themselves found 

this a demotivating experience and wondered why the young men needed to be reminded 

of how unwell they were, even if clinicians thought it was important to monitor health 

status and recommend different approaches to treatment.  

 

Familiesô views about physiotherapy services 

There was wide variations in whether, how, and how often young men with DMD were 

receiving physiotherapy. Most families identified physiotherapy as one of the first and 

most significant losses resulting from a transition to adult services. For those families 

with a physiotherapist, relationships were often good, helpful and long standing.  

 

Familiesô views about social services 

Just under half of the families said that they had any contact with childrenôs social 

services departments, either presently, or in the past. The majority of those who did have 

contact were critical of the nature and level of support they received. Contact was often 

intermittent and unsatisfactory. However six families said that their social worker was 

supportive and carried out, what sounded to us, to be a coordinating role.  

 

Few families said they were prepared for, or understood the transition to, adult social 

services. Where social workers were involved at transition, familiesô said it tended to be 

about a óhandoverô rather than helping with the concerns and problems identified by the 

young person and their family. Families considered that the most significant change was 

that they lost their relationship with one, named social worker and were instead dealt with 

by a duty social worker, who may or may not have been helpful.  

 

Familiesô views about other services 

Occupational therapists played a prominent role in relation to equipment and 

adaptations; there was a wide variation in the services and support they received.  

 

Most families used their local hospice for short breaks and were overwhelmingly positive 

about the nature and quality of support they experienced. A small number of families said 

they were put off using their local hospice because of its strong connotations with the end 

of life. Some young people were no longer able to attend their local hospice and in some 

cases there was no suitable alternative. Adult hospices were not thought to be suitable for 

young men with DMD because the other clients/patients were generally much older.  

There was some evidence of  hospices being flexible about their age criteria and allowing 

the young men to continue coming into their mid 20s. .  
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Family care officers/neuromuscular care advisors existed in two of the three regions.  

These posts had been set up to provide families with information and support about health 

and social care services. Half of the families interviewed described how much they valued 

their contacts with the people in this post. However this service had not been available in 

the West Midlands, and in the South West, families said they were no longer able to 

access it once their son had reached 18.  

 

 

Section 1: Familiesô general experiences of services 

We asked families about their overall views and experiences of services. In this section 

we describe how they characterised services and the support they received. Their detailed 

comments on specific services are set out in section 2 onwards. It is important to say at 

the beginning that although their overall experiences and views were overwhelmingly 

critical, there were services and individual professionals which were greatly appreciated.  

 

All but three of the 40 families in our study characterised their overall experiences of 

service provision as problematic. Their comments can be grouped into the following 

themes: 

 

Having to prove needs and fight to get them met 

Words like ófightô and óbattleô were extremely common in the familiesô accounts. They 

described protracted, time consuming and stressful disputes with statutory services 

concerning a range of issues. The most common disputes concerned equipment, housing 

adaptations, statements of special educational need, applications for residential education 

placements and support/care packages at home. 

 

Families in general considered that services tried to avoid their responsibilities and made 

things as difficult as they could. Commonly used phrases were óred tapeô, óbeing given 

the run-aroundô, ófraughtô, óhostileô, óbattleô, ófightô, ólost in the systemô. Most parents 

were prepared to take on this fight.  One mother stated:  

 

Where [son]ôs concerned, Iôm just like a tigress. It just comes out. I have no control over 

it. 

 

The young people themselves were well aware of these disputes. Most, though not all, 

wanted to be absent from them. One young man said that once he had expressed his views 

on what he wanted, he left the meetings up to his father to manage: 

 

It was stressful, but once Iôd sort of made the case and things like that, my dad went to 

these meetings, rather than me having to go there and sit there while they shout at each 

other.  

 

Another young person said that while professionals sometimes listened to his opinions 

about what he needed, they often did not act on them: 

 

Iôve always found that theyôll be all right to listen to your opinions but theyôre usually 

very hostile to change. 

 

Young people and their families were surprised and angry at the extent to which they 

were asked to prove that they needed things, including care and support. It was not so 
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much that they were unhappy to provide basic proof of the condition (DMD), but rather 

that they were asked questions which were óridiculousô in their view, as one young person 

explained: 

 

You get loads of questions like, ó What can you lift?ô and things like that. I had one that I 

had to fill in the other week. Itôs like checking the Incapacity Benefit I think it is. Saying 

you have muscular dystrophy should be enough é and then it says, óPlease let us know if 

your condition improvesô (laughs). Youôll be the first to know! (laughs). I suppose it has 

to be done for people that are getting things when they donôt need it, but thereôs a lot of 

stuff thatôs quite ridiculous. 

 

Part of the unhappiness was that parents believed that their own knowledge and expertise 

were not taken into account, or treated seriously. One mother illustrated this point , saying 

that she was asked by two occupational therapists (OTs) to prove her claim that her sonôs 

shower toilet needed replacing because the shower part was not the right size: 

 

Heôs got a shower toilet and the shower part didnôt reach where it was supposed to. And 

they want me to sit him over the toilet so they could get an idea é so they werenôt 

believing é and Iôm the one who knows what Iôm talking about!  Theyôd come here and I 

had to prove things. Iôve never ever come across that in my life, you know. 

 

Most parents said that they had to decide which issues to ófight overô and which to let go. 

This was usually because they did not have the energy to pursue everything, or because 

other things were going on at the time. The sheer amount of time involved in making 

phone calls, letter writing and attending meetings to push forward requests for help or 

support had a big impact on their other caring responsibilities, as well as on work, leisure, 

and relationships ï a lot of my days off are spent sorting out situations for [son] ï one 

mother said. Parents pointed out that óordinary family lifeô had to carry on at the same 

time as organising and fighting for services: 

 

But amongst it all you want a life. You donôt want to be endlessly on the phone, asking 

people, begging people, trying to justify the needs of your child. 

 

When parents felt overwhelmed they sometimes came to a point of resignation ï a 

reluctant acceptance that they could not keep fighting for a particular thing.  One father 

whose son had finished college and was at home explained: 

 

There was never anything that was straightforward. é itôs almost like you got to a point 

and you think, óI canôt be arsed any moreô.   

 

Another family had wanted their son to go to the local mainstream school, but knew that 

there were real problems about access to the buildings. In the end they decided to send 

him to another school instead, although it was further away: 

 

At that particular time I couldnôt face a fight. You know, youôve got a lot on your plate to 

start with without having to fight. 

 

About a third of the parents believed that they faced greater difficulties than other 

families with a son with living elsewhere. Two families in the South West had read the 

Muscular Dystrophy Campaign report, Building on the Foundations (MDC, 2007). This 
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report suggested there was a marked difference in average life expectancy between young 

men with DMD in the South West as compared to those in the North East).  It had been 

published just before the interview phase of this project started. These parents were very 

concerned that they faced unequal access to health services: 

 

Anybody thatôs bringing up a young man with Duchenne muscular dystrophy in the 

southwest, they really are up against it é because theyôve got nothing. 

 

I was stunned, horrified, angry. Something has got to change. The difference in those 

statistics is horrifying.  

 

However some parents in the North East and the West Midlands regions believed that 

their areas suffered from a lack of social care services and social opportunities.   

 

It was evident that some families were more successful than others in securing what they 

wanted.  Just one parent suggested that there were personal and class reasons for doing 

óless wellô from services and felt that as a working class family, they had suffered from 

doing less well than other families: 

 

What Iôve discovered is that  if you live in a well heeled area you get everything. If youôre 

a fat, ugly, single parent with a boy on a council estate you get naff all. And thatôs how 

itôs been. Iôve thought that for the past 21 years. 

 

Another mother felt that it was the threat of legal intervention which had made the 

difference. She had instructed a solicitor to force the issue of getting support in the home: 

 

Suddenly, they couldnôt do enough and now heôs got one of the best care packages of any 

Duchenne boy in [the region]; the council didnôt want the bad publicity. Now I write a 

letter saying what [son] needs, get a back up letter from the consultant, social worker 

falls in line and it goes to panel. The more technical and medical names you put in it the 

more it will bamboozle the panel and they will agree to anything. Iôm not saying itôs a 

good system but it works to our advantage. 

 

Money and service budgets 

Parents were very aware that social services and health service budgets were limited.  

They understood   how this impacted on how fully and quickly their needs could be met. 

Their frustrations about money centred on the delays that were caused by a lack of 

transparency about what was, and what was not, available. There was also some sense of 

injustice that important, relatively basic needs, such as the provision of care, wheelchairs 

or toileting/bathing equipment, were apparently too difficult to meet because they were 

told, or it was implied, that they would be too costly. One mother remembered trying to 

get support at home for the first time when she could no longer manage by herself. In 

common with many other parents there was a continuing disagreement about exactly how 

many hours of support her son was entitled to. The negotiations were so protracted that 

she had got a solicitor involved: 

 

It was battling a system with no money in it. 

 

Young men were not immune from discussions about how much money meeting their 

needs cost and one said: 
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It was almost like money was more important than sort of peopleôs feelings or what could 

be done, I think. 

 

It is not surprising that they avoided care planning meetings. 

 

Dissatisfaction with professionals 

A widely shared view of professionals was that it was rare for them to be reliable or 

consistent. There were many accounts of phone calls and messages that were never 

returned, professionals coming to the house once and then never being seen again, and a 

high turnover of staff which prevented relationships and trust being developed.  

 

For example, one mother explained how several social workers had ócome and goneô over 

the years ï  if she came to see us for half an hour she was off work for a bloody month.  A 

mother and her son explained how the changes in staff made it hard for him to get to 

know and like them: 

 

Mother: Weôve had three professionals that have gone off with stress. 

Young person: Thatôs the thing, if theyôre changing éyou need continuity and you  

 need some person almost to make a friendship with you before youôre  

 going to tell them things. 

 

One mother put it succinctly: 

 

What we could do with is somebody whoôs, I know it sounds silly, somebody whoôs on our 

side instead of against us. 

 

A particular annoyance was encountering professionals who put themselves forward as 

being able to help, but who had little or no understanding of DMD, the course and 

prognosis of the condition, the support and care required and its implications for family 

life. One father explained that he wanted professionals - including the researcher who 

turned up to do this interview- to demonstrate to him that they knew what they were 

doing before he felt comfortable and confident to work with them: 

 

But when somebody comes into the environment pretending to é you know taking a job 

title and then coming into the environment and not knowing what theyôre supposed to 

know, that really ticks me off. You know what I mean? And that has happened to us many 

times, many times. 

 

One mother believed that many professionals were óstuck in the pastô and had not updated 

their knowledge about the increased life expectancy for young men with DMD: 

 

Itôs like theyôve read the text book and theyôre just sitting back and waiting for the event 

[i.e.  death]. They know the progression, theyôve read in the text book that  they [young 

men with DMD]  donôt live till theyôre 20. But the information isnôt out there that, no, 

they do live longer with this, this and this [support and interventions]. Itôs embedded in 

the professionalsô mind because that was what it was when they were training. 

 

There was a fairly even split between young men who felt that, as they got older, 

professionals in services did a ógood jobô of relating to them directly as opposed to their 
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parents ï and those young men who felt that this did not routinely happen. One young 

person said that in hospital settings this issue could be particularly bad: 

 

Some places, like the hospital, some places can be like great at patronising, theyôre like, 

óIs he all right?ô or something like that, and they talk to my parents. My mum goes, óAsk 

him yourselfô (laughs). 

 

Lack of coordination or co-operation between different services 

We found almost no evidence of professionals acting effectively as key-workers or 

coordinators of services to families. In the absence of this, parents said that the role fell to 

them; they felt that it was down to them to sort things out. This may have been acceptable 

in relation to certain decisions or problems at particular times, but the responsibility could 

also feel onerous. Some families in the West Midlands and the South West said that in the 

past, family care officers (historically posts funded by the Muscular Dystrophy Campaign 

to act as central point of contact and support for families) carried out this role, but that 

either such posts were not filled (as had been the case in the West Midlands over the two 

year period of this study), or their son was too old to access the service (which is what 

parents in the South West with older sons suggested. One father explained how, in the 

past, the person in this post had been helpful: 

 

And itôs always one department to another department to another department. Thereôs 

nobody you can go to. Like when it was [family care officer] it was brilliant, you could go 

to her and say, óWeôve got a problem with this suction machineô and theyôd sort it out. 

They had all the contacts -  like a little spiderôs web you know é but thereôs nothing now. 

 

One young man and his father discussed how they were trying to sort out how to get the 

young personôs bed fixed: 

 

Father:  The OTôs been organising it.  

Young person: And then she goes a bit slack.  

Father:  But then all of a sudden the bed now seems to be in the control of the  

 district nurse isnôt it?  

Young person: Yeah which is a bit confusing 

Father:  Which means then weôre trying to pursue it through the district nurse.  

 Well it just becomes é  

Young person: It doesnôt feel like it should be us doing that.  

Father:  It just becomes a pain.  

Young person: Itôs another thing we have to be doing.  

Father:  Yeah another thing weôve got to try and do. You feel like thereôs gaps. 

Young person: Youôd just like to ring up one person and just say, ó Look I need a new  

 bed, sort it outô.  

 

This uncoordinated approach from different statutory services was felt most keenly 

around the provision of care/support packages, decisions about residential education, and 

the provision of equipment and housing adaptations. Families were drawn into sometimes 

quite lengthy disputes about what constituted a health, an educational, or a social care 

óneedô. A mother and her son reflected on the lengthy process they went through to get 

night time support increased from three to four nights a week: 
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Mother: So we asked them to up it and they spent é  

Young person: It was a bit of a nightmare.  

Mother: Social services and the PCT spent about a year and a half arguing   

 about who was going to pay for it. And in that year and a half we kind  

 of went downhill you know. It was like óOh, we canôt carry on like   

 thisô.  

Young person: Then they did in the end. Arguing for a year and a half. For Godôs   

 sake, somebody should have sorted it out!   

Mother: They were arguing was whether it was a social care need or a health  

 care need. 

Young person: Social care need?  

Mother: Blatantly a health care need. Social care like um é well what itôs   

 doing to your life, not in a health care way.  

Young person: But now itôs a health care thing? 

Mother: Yes, now itôs considered health care because itôs medical intervention  

 really isnôt it? 

 

Even where care coordinators did in theory exist, some parents said that the role was still 

not really carried out and so they did their own coordination. One mother explained: 

 

We do have a designated care manager, but I do it all myself because they donôt come up 

with the goods.  

 

Where parents concluded that it was down to them to sort things out, this did seem to give 

them control, and perhaps a bit more power, compared to families who relied on 

professionals and were then let down. This is not to say that these parents necessarily saw 

taking more control as positive.  It was just that they had decided to take matters into their 

own hands. Fundraising and/or paying for things themselves was preferable to waiting.  It 

was better to organise their own social opportunities with other families to combat the 

isolation of their child than to expect services to do this.  

 

One mother said she had been encouraged to be her familyôs own official keyworker 

(albeit an unpaid one). She acknowledged that she had probably always taken on this role 

unofficially, but felt that she lacked the confidence to take the lead that a formal 

keyworker might be expected to take in securing and organising services and equipment. 

 

Positive views of services 

Just three families felt positive about the overall range and quality of service provision 

they received. One family considered that services were well coordinated through a 

specialist ómuscle clinicô in the North East ï itôs all quite well organised.  A second 

family in the West Midlands, where the life transitions for the young person had been not 

very different from those of many non-disabled young people - school, sixth form, 

university, remarked that ï everythingôs been pretty straightforward. In the third family, 

in the North East, relationships between professionals and the young man had been 

helpful and consistent over a long period of time. This was in large part because the 

young man had worked in a disability organisation and had developed personal and 

professional links with professionals in his own right. His mother explained:   

 

Mother: Heôs known to people you know.  

Interviewer: Do you think thatôs made a difference?  
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Mother: I think so. I think so in lots of ways. If we want anything I just have to  

 ring up and the nurseôll come and sheôll put an acquisition in for it and  

 weôll get it. Wants a change of mattress ï weôll get it. Like that. If he  

 wants a new cushion to try he gets it, you know. Probably é well it  

 shouldnôt be because he knows people but é I think    

 they come and they see him and é because they know him é 

 

 

Familiesô views about specific services  

 

Section 2: Contact with health care services 

 

This section focuses primarily on familiesô relationships with GPs and hospital based 

services because that was where health care was being received. A small number of 

individual families mentioned other health services, namely, a community nursing team, a 

palliative care team, a district nurse, a home ventilation team, a psychiatrist and a 

psychologist, all of which were regarded positively by families.  

 

General Practitioners (GPs) 

Almost without exception, families said that their son had rarely, or ever, been to their 

GPs with medical problems because they did not get unwell with things which were not 

related to their DMD. So with only a couple of exceptions, interactions with GPs were 

minimal and generally unproblematic, as one mother explained: 

  

We hardly ever see our GP because [son] really doesnôt have anything the matter with 

him otherwise. His general health is very, very good. So itôs really rare we see [him] . 

When we do, heôs supportive, heôs fine.  
 

However one family in the South West had their GP as their main medical contact and 

this arrangement was being proposed for another in the same region. In both cases the 

lack of a clinical adult specialist at transition seemed to account for the role of the GP 

here. In the first family, the young personôs health had for some time been largely 

unmonitored. A crisis led them to calling out their GP who then intervened quite 

significantly and became their main health professional. The crisis occurred, according to 

the mother,   

 

Mother: Because he couldnôt breathe or anything. So I phoned our doctor up, Dr X 

come out and she just took one look at our [son] and she said like, óAre 

you getting any help?ô and we said, óNo nothingô. Well he was dying really 

é you might as well say he was dying. And um é she said, óRight, this 

needs sorting, that needs sorting.ô So then out come the phone and she 

said, óIôve been in touch with speech therapy and theyôre going to make an 

appointment with you to get [son] down there. So we gets down there and 

it turned out é we were more or less killing [son] by making him eat ï he 

had no swallow and what have you. So if it werenôt for us phoning Dr X  

for that one thing, well [son] wouldnôt be here. And so it was Dr X  that 

saved his life.  

Interviewer: So at the moment whoôs your first port of call if youôve got a worry?  
Father:  Our own GP. I think sheôs just a lady thatôs took us under her wing.   




