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Transition to Adulthood for Young Menwith
DuchenneMuscular Dystrophy

Summary

Duchenne Muscular Dystrophy (DMD) is an inherited neuromusculeaskswhich
affects boysDuring the last few yeattere have been significant improvements in
the ways DMD is managedAs a result, gung men with DMDare now living bnger
than ever before arfdce a partiular set of challengess they reach adulthoo@lhose
who are the focus of this study, aged over 15 years old, have reaclaed reaching
stages of adulthood thatere, at the time of their childhoddrgely unexpected and
unplannedGiven increases ilife expectancyyoung people with DMD should be
looking forward to living independentlwith appropriate support, as adults.

Thekey objectives of this study were

1. Toinvestigate, from their own persgizes, how the health and wddeing of
young men living with DMD, and that of thgdarens, can be maximised,
particularly at the transition to adulthood.

2. To consider the potential contribution of thatidnal Service Frameworkfor
Long TermNeurologi@l 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 4@ung mentheir parents and siblings about
growing older with DMD and the issues they faced at transition.

The researckvas carried out bipavid Abbott and John Carpentrthe School for
Policy Studies (University of Bristol)wa in partnership with the International Centre
for Life (University of Newcastle), the Duchenne Family Support Group, the
Muscular Dystrophy Campaign, and wgupport from Action Duchennd&he data
were collectedetween Octobe2007 andNovember2008.

Findings

1. Postal Survey
A third of the parent8ving in the three regions38 out of 121, mainly mothers,
completed an anonymopsestalquestionnaire.

Family circumstances

Eight intenof theyoung men with DMDwere living in a family with married or
cohabiting parentdMost mothers reported a higével of support from their partners
howeverover 80% reported clinical levels of anxiety and depresaitosthad been
woken by their son every night of the previous week (average 4.6 nights a week).
Half were looking after the family futime, but over a third were in full or part time
paid employment.



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 youngerson. Take up of social security benefits was higlonly a

guarter were using a direct payment. Two thirds owned their own homesoahd
considered their accommodation suitable

All families had their own car or van, in most cases adapted. Togymiblic
transport was difficujtin  t wo t hirds of families, the
was a significant obstacle to going out.

Over halfof parentsvere able to have a break from caring from their son as often as
needed; in most cases whenitls®n stayed in a hospice. Some did not get sufficient
breaks andthershad chosen not to use theround a quarter were using, or had
used a support groupalf did not use a support group by choice.

Services

Most families had been in contact wdaHarge 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 service®wever,only a quarter had a key worker or
care coordinator, usually social verker.

Overall, halfthe parentsecalled 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 planningreis fut

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. Interviews with young men and their families

Education, Work and Beyond

Half the young men interviewed were, or had héea mainstream schqalthough
their familiessometimes had difficulty in persuading asehthat they could meet
t hei r s oPoéitwe erperenteas.of schantludedparticularly helpful
teachers or other stafhvolvementin out of and after schoalctivities and schools
with accessible buildings and -@ite services suchis hydroberapy Negative
accountdeaturedbullying, difficulties with transport; somé d i f fSpecial | t 0
Education Needs Coordinators; problems with accessing buildingbasitie full
school curriculum; experiences of being lexied from activities outsidand after
school.

Most families wee unclear aboubhe process of formal transition planning (required
by government guidelinesigy professionals werdten absenand there were few
examples of young people being actively involMedrentdelt the onus was on them
to, Osor& things out.

Almost all saw collge as the next steglthougha fewwere not sure they really
wanted to @. There was often not very much choafecollege because of access
problems; emewere directed towards residential college



Most of the youngnenwere positive about collegeayingit gave thenthe
opportunityto inhabit more of an adult environment and make friends. However,
some found making friends harder at college; some felt thatttedemic
capabilitieswere not taken seriousgndthat staff did not have enouginderstanding
and expertise abodisability in generahndDMD in particular Problems of access to
college buildingsand out of college activities effectively barredrthi'om some
subjectssocial events or fieldtrips.

Mostyoung peopleememberedetting advice about what they should do next
thiswas oftennsufficiently specific about localptions.Some gave up on college
whenthey gottired of having to deal ith access problems.

Five were at, or had been atiuersity. This hadinvolved muchplanning
Experiences were positive, but there were difficulties in organisinaple and
sustainable care and support

Only one persohad hadh paid job.Thosewho had tried to find jobs faced

i nsurmountable difficulties related to emp!
lack of specialist and useful advic€he olderyoung merin the studythought they

were unlikely to get jobs and that they were probalolywell enough to work.

At the time oftheinterviews, dbout a third of the young mdrad beerat home during
the day and not doing any kind of education, training, or imrketweerfew
months andeven yearslheir social lives were very restricted (see below)

F a mi lexperiendes of services

All but three of the familiesharacterised their overakperience of services

problematicGet t i ng t hei r s ompeaedrbeaddd emetd iYmwamlgyv a
with DMD were often ware of these disputes and found them upsetting and stressful.

There werevery few examplesf professionals acting as effectigarecoordinators

for families, who felt that most things were down to them to sort Dé most

common problems concerndtie provision of care/support packages; decisions about

residential educatiorgbtainingequipment including wheelchairs; and housing and

adaptations.

Those families which were positive alb@ervices 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 n theNorth Eastattended a Muscle Centnéherestaffts specialist
knowledge and expertiseere greatly appreciated. TBentrewasavailable for
young merof any agewith no transfer to adult services; this was greatly valled.
theWest Midlandsmost families sava consultant paediatrician in childhood, about
whom they were very positivddowever,some families were unsure abdansfer to
adult services andboutwhom they would be seeing and wh@thers said that they
were givera lotof noticeand that there was sorfiexibility . In the South Westthere
were o adult neuranuscular consultastramilies wereconfusedand anxiousbout
transition pathwaysa few relied very much on their GPS.



Many parents and young merpressedlisquiet with the way that appointments in
later childhoodand early adulthoofbcused on charting tiredeterioratng health; this
wasdemotivatingeven if clinicians thought it was important to moniealth status.

Physiotherapywvasas one of the first and most significant losses following their
transition to adult servicesThere was wide variation in the support obtained from
occupationaln relation to equipment and adaptations

Just under halihe familieshad had contact with childrn 6 sal careandi most of
thesewere critcal of the nature and level of support they received. Howabhers
said their social worker wagry supportive. Social workesdinvolvementat
transitiontended tdocus onpaperwork and meetings rather than anfcomes or
support. Following transition to adult social catbere was no ogoing relationship
with anamed social workeinstead, theyvere dealt wit by a duty social worker

Most families used their locdlospicefor short breaks and were overwhelmingly
positive about the nature and quality of support they experiensedhey 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 regiorfamily care officers/neuromuscular care advigpsidel
informationand supportthis was highlyregarded

Young peopleds social I|ives, independence

Youngmenat school or colleggenerallyhad adequatsocial livesandenough

friends. Howevermost who had finished education were leadegjricted livesTV,
computer games argbing out with close family membetsok occuped ther time

but most said that they would like to do moRarents had mixed views: some were
worried that their sonb6és potenti alise was
them The main obstacle® doing more during the day were a lack of information
about | ocal options whi ch t oankimpaionersu n t
their transport and support needs, and the availability of other people to do things
with. It was hardo gain independence from theairentsbecause they relied on them

for transport andare. Few families were using direct paymenisappersonal

assistargst o support their sonbds | eisure acti.i

Four young mert collegehadgirlfriends; this was easier for those living away from
home.Othes, and their parentsyanteda relationshigout worriedthat it might be
difficult to find a partner.

Support and care

External supporfor the young mewariedfrom a couple of hours a d&y a 24 hour
package of careeven for those wh similar levels of needMost parents were still

very actively providing cardt could be difficult for parents and their sons to have
enough physical and psychological space from each other. Some faouhesrned

for privacy,declined external carer§ he quality of external canearied enormously

andits inflexibilityc oul d i mpede the young personods
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About one third of parents were using a direct payniatruiting reliablecarerswas

difficult. Somewereconfusdabout the entittementand how they could be used

Othersf el t O6pushed i n tfauddthe argaresatipags@onsiiditest s an d
onerous.

Living with DMD and becoming an adult

Families dealt wittDMD in a whole range ofvayswhich changedn response to
eventssuch as a decline health, a major medical intervention, or the death of
friends wih DMD. Yourg mentendednotto think about living with DMD although
it wasalways at the back of their mindswas hard to stay posi# if they thought
about it too much. Howeveomevalued the chance to talk to peotiley trusted
Parents tended to res@itsides suggesting that they should, lmywthey should, talk
about DMD and its consequences.

Some parents suggested thatrtBenstried to protect them by not talkiragy showing
their emotios. Nonethelessjoung men identified their parents as trstapfor
guestions or concernBarents were not always sure what theirlsewabout DMD
theywereunsurewhat tosaygiven changing medical technology and increases in life
expectancy. A small number faimiliesdiscussed their emotiohaeedsn relation to
living with DMD.

Famiies t ended to say that they 6lived for th
far ahead because they fettcertainand apprehenge. But theydid plan aheadl for

holidays, what to do once school or college was finisaedhow to orgarise care in

the future Parents struggled with deciding how much pressure to put on their sons to
getqualifications, thinkaboutwork and living away from home, and with
expectationgor their futures. Some el t t heir sonds | ife expect
was no pointn having expectationsome parentthought thaprofessionalsisedthis

to ration servicesThere were very strong emotional bonds between parents and their

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

this closeness meant treimeyoung men did not feelble todevelop independence

I 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, somsaid that DMDdominated family life appointments with
professionals, fighting for services, caring responsibilities and so on. In addition,
parentdisliked professionals tremtg their son as if hbad noidentity 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 remders of living with DMD.

Young men with DMD were adversely affected
poor physical access and discriminatory attitudes sandces which did not meet

their needs. In addition, the physiological affects of DMBtrictedther

independence. Pain was frequently menticaed source of distreddedical

interventions such as spinal surgery could dramaticdigttheir lives.

Many of the findings of this study adérectly applicable to a mudajroupof young
disabled people, with longrta conditions, with complex health care needs, and with



life limiti ng illnesseslt confirms previous research about transition to adulthood for
young people and the very many obstattey face It showsthat whileadvances in
health cardnave increased lifexpecancy this has not been matched by an increase
in support at home and in the communiftite challenge posed lypung men with
DMD andtheir familiesis to ensure thdheir 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
TheNational Service Framewo(NSF)for Long Term Neurological Conditiornvgas
published in 2005. It aim® improwve the lives of people with longterm conditions
by:

1 giving people choicghrough 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.

1
1

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

promote independen@ad autonomy, and which offer, or signpastange of health

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

set of Aquality requirementso (QRs) which
overa ten year period ending in 201%he reportconsides each of these QRs in turn

where theyare relevant to young men with DMDWe conclude this Summary with a

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

1 QR 2 and 3 concern promgiagnosis, appropriate referral and treatment and QR 11 concerns care for
people in hospital which are not the focus of this study.
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Table: The Findings of this study in relation to the National Service Frameworkor Long Term Neurological Conditions

NSF Quality requirement

Evidence from this study

Potential contribution of NSF

QR1A personcentred service

9 Coordination of services through the
integrated assessment and planning of
their health and social care negds
especially at transition to adult services.

1 Requires a care eardinator with
responsibility for developing a
comprehensive care plan.

1 Information needs reviewed regularly

T Experience is O6hit
not think transition planning had ik
place.

1 Continuity of care enhanced by integrate
multidisciplinary team in one of the three
regions, but even this did not include a
social worker.

T Few examples of professionals acting in
this role.

1 Information on options postducation is
the major nee.

1 Reiterate importance of transition
planning.

1 Encourage commissioning of
multidisciplinary teams with social care ¢
well as health care.

1 Reminds commissioners of the importar
of this role.

1 Reminds professionals that this must be
active process.

QRs 4,5,6rehabilitation, adjustment and social
integration

1 Enable people with a LTNC to lead a ful
life in the community

1 Some schools and colleges went to greg
lengths to support young men to lead ar
6ordinary |ife. 6

1 But many young men were socially
isolated and leading very restricted lives
particularly those who had finished
education.

1 Few examples of active engagement in
work and leisure outside the home.

1 An educational philosophy was more
enabling than the
support 6 masedindtheWsH.

1 Could encourage other agencies such a|
Connexions to become involved.

QR7providing equipment and accommodation

T A 6postcode | otter
ventilators and electrically operated
indoor/outdoor wheelchairs.

1 The NSF encowages appropriate
equipment to be provided to maintain
health and improve quality of life. It doeg
not list all equipment and there is no ring
fenced funding.




NSF Quality requirement

Evidence from this study

Potential contribution of NSF

QR8: providing personal care and support at
home

9 Choice of services
1 Timing and flexibility of cae

91 Direct Payments

f

Most lived at home by choice.

The level and quality of care and suppol
received varied greatly. Choice was
limited and services were often inflexiblg

Only a quarter of families using direct
payments.

i Promotes the use of flexible sares and
the use of direct payments.

QR 9palliative care

The young men generally die quite
suddenly and usually at home. In this
respet, the need for palliative careless
evident than for others with LTNCs.

1 Families make good 1 Promotes the use of hospices for respite
hosptes. and support.
QR10supporting families T No evidence of <car 1 Reminds that much policy and legislatio

9 Support and services for carers in their
own right

Most main family carers were
experiencing clinical levels of anxiety an
depresion.

Family relationships are close. Parents |
their sonds needs

is intended to support family carers.

1 Recognises that services for family care
of people with LTNCs should be
improved. Support can lgiven to family
support groups.

12



Chapter 1. Introduction

When | 6lwmand lod@lro mechanics and stuff iike
aracecar or somethingé get my hands dirty
(Young man livingwith DMD, aged 15)

Everybody perceived him as a sick
burger and chips boy and he
(Mother of a young man with DMD)

an
6s doi

This report is about the lives of young men with Duchennecilas 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 H8yshe 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 2@dare likely to mean further spinal
surgery and decisions about the use of assisted \&mtifar respiratory management.

The mean age of death without specialised treatment is 19 (Eagle@2). During the

last few years, however, there haverbsignificant improvements in the ways DMD is
managed. In particular, teenagers who have been using nocturnal home ventilation to
support their breathingan expect to live to around $@ars (Eagle et a2007%).

However, there is considerable regionaiiaion, for example, a report for the MDC

(2007) cited an audit af0 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 spigpatysand
better detection and treatment of cardiac complications have an impact on the current
generation of teenagers. Thmre recent introduction afse ofcorticosteroids in the

early phase of DMDs expected taelay the onset of complicatigrespeially in
respirationand further add to the life spaAs Eagle and her colleagues (2007) nittis,
now anticipated that most of these adolescents will reach adulthood.

This report focuses on the transition from childhood to adulthood for youngvitien

DMD 1 and how it impacts on their families and the professiomhtsmay 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. &dittis

the field ofsocial policy there is concerabout young people who face disadvantage and
who experiencéifficult transitions exacerbated by poverty, ill health, disabitityd poor
educational achievementoung people have their own conceand aspirations about

the future and the uncertaintiasd barriershey face(Holdsworth and Morgan, 2005).

This study explores the issugssociated with transition to adulthomd young men with

DMD in two sensesirfst the social and psychologicalpests 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 Texeurological Conditions (Department of
Health, 2005). The NSF has at its core, eleven quality requirements including the need for
a Operson centredbé service that supports
the community to maximise autonoragd independence; a range of palliative care

t ha
and

d dying
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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 fromchildiebs ser vi ces to adult services,
Neurological Conditions (para. 8c, page 21) calls for assessment, planning and review
processes which ensure that:
et here 1is continuity of health and soci a
changeo t hey move between services (e.g. be
or when they move home to another area). For example, the transition of people
with childhoodonset conditions such as muscular dystrophy or cerebral palsy
from chil drreiceneedd detailadcdard ptannsige Commissioners
and service providers need to ensure appropriate services are in place to meet
these peopleds continuing needs and to pr

Transition to adulthood for young disallpeoplen generahas exercisegdolicy makers

and practitioner§ or at | east 20 years. As a Oprobl embd
course young disabled people themselves, it séeimsfrustratinglydifficult to solve

despite the many initisfessuch as the DH good practice gu{@@07) aimed at putting

systems into place teelpyoung disabled peoplaove successfully from childhood and

c hi | dr e nittsadutrmaedadulcsendcesand beyond

Young men with DMD face a particular sétchallengest transition Those who are the
focus of this study, aged over 15 years old, have readhede reachingtages of
adulthood thatvere, at the time of their childhoddygely unexpected and unplanned
Advances in medical technolo@pavemearn that a whole generation of young men with
DMD are alive who simplywere not expected to beyBnd large, there has not been
much systematic thought givevutside their own families abowthat they should dar
what should happen to themezelopnents in medial interventionandthereforejife
expectancyindicate that young people with DMD should be lookiogiard to living
independently, with appropriate suppas,adults.

At the time this research was being proposegcdotal evidendeom member®f the
Duchenne Family Support Grospggestdthat these young men frequently enjoyed
neither independence nor a range of activities outside their homes. About a third of young
people with DMDhave learning difficultiesThis combined with th severe, progressive
physical impairmentaused by the condition suggestiedt many of the young people
would not behelped to fulfil their potential at school, nor given opportunities to live full
lives as they entedadulthood It was thought that amy, but not all, of these young
peope and their families, lchgrown up expecting that they will die before they become
adults.Similarly, professionals involved in their cangayhaveassumed this to be the
case. As a resulit, was believed thahere habeen 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 transitemerelevant toothergroups including many of those

young people growing up with complex health care needs and other conadithanare
alsonow growing into adulthoodThe success of health, social camed educatioand
employment services in meeting the needs of this groupolatic supporaind

treatmentjs of clear importance in its own right. Buiso provides a valuable test case
for theefficacy and effectiveness of thsFfor both children and young people and

those with long term neurological conditions.
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Report structure

This report details empirical research carried othiae region®f Englandover a two
year period 2002008 which examined issuesncerningransition and young men with
DMD from the perspective of those most closely involved. The reporuiststed as
follows:

Chapter 1contextualises the study and provides information about the reseaticbds
used.

Chapter Z22xpands on the issues facing young men with DMD and their families at
transition. It reviews the literatumn young disabled pete at transition anBMD and
transition. In part because of the lack of research irptieisisearea,it alsodraws on
relevant research and literature faagson young people with complex health care needs
and/or lifelimiting/threatening conditions. e legal framework for transiticend
associated policy and guidance documengdso set out.

Chapter 3 focuses dimdings from a postadurvey of parents with a son with DMD over
the age of 15 ithree regions of England@here is &ommentary on thee findingsin the
light of published research about families living with a disabled child

Chapter 4 4long with chapters 5 and,8eports the findings frorface to face interviews
with young men with DMD and their flailies. This chapter highlightmessges relating
to education, work andtherdaytime activities and the transitions betweeséhgervices

Chapter Flescribes participarigiews and experiences of the randéealth and social

care servicerucially, it contains their accounts of whtppens (or happendadr

those looking back) atthieme oft r ansi ti on from chil drenés to
chapter alsoeports orthe perspectives of a small number of key service providers

interviewed for the study

Chapter @noves beyond the wior of services to explorteday to day Wesof young

men with DMD and their families. teportsony oung peopl eds social | i
friendships and the support families need at honmogdert o manage an O6or di na
life6 i n chall erging circumstanc

Chapter 1ooks more closely at the relationship between living and growing up with
DMD, andtheprocesses of transitianto adulthood. DMD poses significant challenges
for those affected by it and this chapter explores how possible it is tooplaritfture
adulthood in the face @lomany uncertainties.

Chapte 8 brings together thé&ey messages from the research and considbat they tell

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

their familiesduringthetransition to adulthood. It also draws ¢l 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
Theobjectives of this study were
1. To investigate, from theown perspectives, how the health and vibeling of
young men living wth DMD, and that of their parentsan be maximised,
particularly at the transition to adulthood.
2. To consider the potential contribution of the NSF for Long Term Conditions for
this goup of people.
3. To develop our understanding of the relationships between people mgtlelon
conditions, their parenend services.
4. To identify lessons for a range of lobgrm neurological conditions affet
young adults and their paremtstransiion to adulthood.

Research partnerships

Theresearch was carried out by David Abbott 8ndfessodohn Carpenter at the School
for Policy Studies, University of Bristol (David Abbott beibgsed athe Norah Fry
Research Centre). Professor Kate Bushhii@University of Newcastlepon Tyne was
co-applicanton the proposalThe research was designed with the help of the Duchenne
Family Support Group (DFSG),carerrun organisation which provides a national
helpline andegionalsupport groups, and withe support of the Muscular Dystrophy
Campaign (MDC) who remained active supporters of the resdamighout. Action
Duchenne, whiclalso campaigsfor and supposgfamiliesliving 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 transitiarseniomcadent and researcher

from another university; arelyoung man with DMD (se&ppendix1 for details of
membership). This group met twice to consider methodological and ethical issues as well
as to comment on drafts ofetheport Two young men with DMOrom regions outside

the $ope of tke study who attenédthe Cheshire NeurtMuscular Centrealsoacted as
project advisorsmeeting face to face on one occasion and liaeimg subsequenteail
contactwith David Abbott The young men offered advice on approagtiire 11

interviews withyoung merwith DMD, especially in relation tthe phrasingof sensitive
guestions. They also commented on emergesgarch findings.

Research methods

Because the concern of this study was on the transition to adulthood, we decided to focus
on yaung 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 CornthalVest
Midlands(Warwickshre, Worcester, Hereford, West Midlands Metropolitan County,
Staffordshire and Shropshira)d the North Eagileeside, Durham, Tyne and Wear,
Northumberland and Cumbria)

These three regions are all large geographical areas containing rural and urban
popdations and diverse soceconomic conditionwith avariety of health and local
authority structures and a diversity of service provision for disabled péowlddition,
the West Mdlandshas a highr proportion of black and minority ettmyoung men wh
DMD. We anticipated thatlata from this research sampleuld reveal a wide range of
issues.
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The research had a three pronged approach, the stages of which were overlapping.

Stagel. A postal questionnaire

The questionnairdased on one used by Bsford (1995) ad subsequently by Chamba

et al (1999) with minority ethnic familiesyas used tgsurveyf a mi sociag s 0

demographa and financial circumstances. We used and developed this questionnaire so
we could look at similarities and differencedvibeen 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 bpcluding a checklist of servicesléveloped by Hatton et,&004) to
estimateknowledge of services amtirect payments schemes, atieé extent to which
agenciesvereinvolved in provding support. We added pertinent questions about

transition processes, including transition planning, based on policy and practice guidance.
The questionnaire, which was designedg¢abmpleted by the main family carer,

concluded with ahortmeasure of anxiety and depression. The HADS (Snaith, 2003) was
chosen in preference to théd@ (Goldberg, 192) as originally planned; the latter, which
asks about feelings in behaviourincomipgaron t o t he Ausual 06 situati
for chronic anxiety or depression.

Stage 2: Qualitative studgart 1: young men and parents
Around a third of young men with DMD have learning difficulties. Consequently, we
developed four senstructured mterview schedules, one for each of the following groups:
1 young men with DMD and learning difficulties
1 young men with DMD without learning difficulties
9 siblings
1 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 ditvieorma
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 thahiohe

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 o¢casred
opposed to capturing data just once during a single visit. We selbetsdfamilies
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 thégrped to stay in

touch. For three, this was accomplished viaal and in the fourth, also byreail 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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1 Family 1: the youngmanwit DMD was nearing the end
making decisions about whether or not to go to university and if so how that
might be accomplished.

1 Family 2: the young man was due to have, and did have spinal surgery during
the course of the study, returningsithool afterwards.

1 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.

1 Family 4: here the young person was coming towards the end of secondar
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
smal number of key professionals supporting or offering important services to young

men with DMD in each of the three regions.

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 (Appé)dird circulated it to our
partner organisations, networks of relevant disability organisatoiisto researchers
working in similar areas. We also posted ittbaUniversityof Bristol website and issue
a press release about the rmawject

We piloted the research materials (both postal questionnaire and the qualitative interview
topic guides)ith three familiesincluding young men with DMD, who were members of
the Duchenne Family Support Group and who were lioimgide of the three regions in
which our researctook place We made a number of changes to our materials as a result.

We met he clinical leads in each of the three regions to obtain their persyzamtive
current issues for young men with DMD and their families. We discussgdgreethe
detailed procedures faecruitment to the study

We also wrote a small piece about theeaarch 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 copie®of postal questionnaire, information sheets,
consent forms and topic guides for the National Research Ethics Service (NRRES)
application received a favourable opinion from a medintre research ethics committee
(Wales MREC reference: 07/MREQ9/48 papval 24.08.07).

Next, we wrote to the research and development (R&D) department in each of the
hospitals holding theontact informationthat we intended to use, at arms length, via our
clinical leads. Despitthen currenhational guidance stating thaly 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 threeragpanhanced 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
homes was O6hi gh r i sk 6ycantradt oftemplogment.elyyaiof thee d a n
R&D departments also requested that the researcher complete an occupational health
guestionnaire and attend a medical interview in person. After some negotiation this did

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

one occupational health department) and each dhteeregions eventually issued the

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

contracts and permission to apgch any pdicipants took over twanonths 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

Ourclinical contacts in each region postedtéele 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 databéies was followed by a reminder

two months later as well as a lettentsdirectly 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 Brist@searchers. Pareritad the opportunity to indicate if

they and/or their son, weed to take part in stage 2 of the resedrtie face to face,
gualitative interviewsln addition, the Duchenne Family Support Group also posted our
invitation letters to eligible families on their membership database.

The interviews

As questionnaires @re 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 tirtiee 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 osskrsextent, buin some case$amily 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 rsbimportant 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 timesyffering eveningsappointment so that working parents could be
included, eveningaere sometimes difficult, given that fanedi needed to relax after
schoolor work, eat and get homework dore.addition some young men became less

well as the day went on and preferred morning intervidlwis meant that day time

interviews were morasual which had the effect of excluding some parents, particularly
fatherswho 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 membaesver,

in practice families were generally willingly to give up one chunk of time to take part in
the researctbut reluctant to offer more
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At the start of each interview, all participants were reminded about the aims of the

research, whavould happen in the intervieand to he data afterward3hey were told

abouttheir 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 woutdmain confidential, unless we were told

something which we felt bound lgw to report to someone elsghis happened on one

occasion where we had concerns about the emobtaiabeing of a young person.

Participants then completed a consent form. Atehd of each interview, all participants

were given a A10 gift voucher as a small o6th

Twelveyoung men elected to see the researcher on their owvantfive with their
siblings or parentdn a number of cases, young mentstthe interview with their

parents and then, by mutual agreement, conducted the rest of the interview on their own
with the researcheBoth arrangements, young men on their own, and young men and
their parents togethegppsed their own challenges. Segayoung man ohis own, for a

one off interview aboua serious, terminal condition such@iID is not an ideal

approach to research with young peojdsues arsensitive and complex. More than one
visit would generally be advised in order to develottand rapport. Howeven

practice this did not seem possiblas a resultsome 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 gaonéalking about common interests. This could
be useful and important but, once agaitimited the time the researcher had to ask other
guestiong and the time left to talk to other family members. That samktoneto-one
interviews with yomg peopé were very successfahd focused quickly on the issues we
wanted to cover.

The majority ofinterviews were, in effect, family interviews with parents and sometime
siblings joining in. This was helpful if the young person was shy or unsure of contgibutin
their own views. However, there were parts ofitlierviewwhere different and
sometimes competing perspectives were clearly pos#ilgse needed careful handling.
The researchagenerallystaredquestions by stating that it was fine for people teeha
different points of view and offedtime alone with the researcher if anyone wanted to
express their views in private. As some interviews progregssds clear that brand new
information was coming to light within a famjlfor examplewhat a youngyerson did or
did not know about DMD and ifgognosis. The interviewer had to be particularly
sensiive to this and try to managkis so that the experience stayed, as far as possible,
firmly within the context of a research interview, rather thaning 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 togetierresearcher 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\dees and thinking about social lives and

relationships. That saidpsieinterviewquestions seemed especially difficult for young

men who wereseen with theiparents. For example, it was hard, and sometimes

embarrassing, for some young men when theemtareportedhat they had few friends

or a very limited social life. Young magenerallyresisedb ei ng cal |l ed o6di sabl
parentsSimilarly,detailedi nf or mati on of f er ed ipgirmpnar ent s ab
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or health madéheyoung people ebrarrassed. Equally, some parents seemed wary about
disclosing some of theown 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, whére young person was out of earshot. This posed an ethical

dilemma, because the conversatraasnot part of the formal research interview to which
the participant had given consenhe additional information sometimes contained very
powerful thoughts ahinsights from the parent, often about death, life expectancy, or
what they thought their son did, or did not kndMe decided that we could not use this
information in the report because it was outside the confines of the research interview.
But, some peentreluctance 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
Questionnairesurveydata vere entered int8PSSand analysedsing descriptive

statisticsand inferential statistics (e.g. Céguare Fi s her)dsmakex act t est

comparisons betweargions. 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 analysisausangputer
software packagdAXQDA. The anal ysi s was based on

Kar | |

principled, i n ot hndial assumptions absuetieeldatanirgordereco r ef ut e

achieve objectity (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 20@yring 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 andates as being all the
same.

The tworesearcherexchangd initial coded transcripts to check faccuracy and
consistent approachess well as useful differencéale met to discuss and generate
hypotheses and to test them through examination aedamination of the data. The
findings are presented in sucageschapters of this report in relation to the main areas of
t he young ThePRrgeotAdvisorylGrofipalso looked at five, long, excerpts
from interviewsin orderto get their views abouhe meaning and to help with analytical
and interpretatig approaches.

Use of quoations

Verbatim giotes from transcribed interviews are used throughout the tegaesent and
explore the main issue®/e want the reader to hear directly from the participants in our
study. Direct quotations are presentedtadics. The quotes are lightly edited to remove

6ver bal ticsod or 6fillerséo, such as the
make them easier to read. Where the use

speaker is stuck for wordsdaise 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 efinis]t o make the meaning clearer.

There is debate abotite use of quotations in repowgiigualitative 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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participantsor jug a few who are especially eloquent; does the balance and content of the
guotations mirror the tone and content of the resefindings overaf? We have tried to
address these points and use quotations thoughtfully, both expangiogtsnraised and
clarifying whetherthe content can be attributed to several people who took part, most of
the people who took partr st the person being quoted.

Our data wer@analysedn MAX QDA (2007) a qualitative computer software package

(Lewins and Silver, 2007). &a were organisdaly theme and within each theme,

material warganisedn the order in which transcripts were uploaded. Pnexedure

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

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

because it can feel as if the point has already been made. To avbidgshs®me themes

were analysed and written up at the Ostarté
started at th end to ensure that quotations were equally likely to be included from the

participants whose transcripts were uploaded later in the research ptioisesssured

that thedatavere6 f r eshdé and quotations would be incl

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

which of thethreeregions they came from. Where it seems that knowing more about the
age or circumstane@f the young person either speaking, or being spoken about, is

useful, we have included thinformationWe 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 bgpossible 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 outlirethe main social science literature in relation tdDasa context for
understanding the issues that arise at trandibiopoung men and their familiel
summarises findings from researchymung disabled people and transitiargeneral
and how this relates ywoung men with DMDIt also drawson research aboutransition
and young people with complex health care needs and/or life limiting illwb&sh is
directly relevant to young men with DMD and their familiEsally, the key legal and
social policy context for transition in Englarsdoutlined

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, andgrewsith 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 lessthanavegye. The word ol i mitingd does
person necessarily has a life which is limited in its quality and certainly not limited in its
worth. Other research and policy documents u

complex health needs. Thiscieses 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
themsel veesmwhexos bBut that the challenge to
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 anordinary 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 @rspective is in accord with tleteractionalmodel 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.

Li ke many other soci al researchers, we use t
to paid carers, that is people employed to act as personal assistaatandcasionally,

to family members. Thus, in the survey of parents reported below, we asked the
respondents to i dentify the young manods
had primary responsibility for looking after his needs. Later, is&uds 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 fAmain carero
mothers. There were no instances of grandparents, oldegsibt other relatives taking

this rol e; consequently we wusually refer sin
between paid and family carers is quite obvious from the context, but we have indicated

the meaning where there might be ambiguity.

5t
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Section 1: Issues affecting young men with DMD and their families
Sociceconomc and other disadvantages

Most disabled children and young people will have experienced disadvantage, exclusion
and discrimination long before they reach the transitioadulthood. 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 achdtidlendey & Pascall, 2002; Scope et

al, 2006; Every Disabled Child Matters, 2007). According to a parliamentary briefing for
the Governmentds I ndependelryearloldyoungg Str ategy
disabled people are twice as likely, and1BByearold disabled people three times as

likely, to be out of education, employment or training as theirdisabled 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 conalits similarly found that they were

significantly more likely than their nedisabled peers to be socially isolated, excluded
from the labour market, experience poverty and have poorer health, including mental
health (Emerson et al, 2008).

The aspirationsf 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

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

di fferent. Burchardt argued that this has a
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

Aout comeso mean for disabled children and yo
disabled peers. For example, if a disabled young person does not achieve independence
fromtheirpar ent s, or is not economically active,
outcomed for them? Sl oper and her <coll eague
comparisons which always result in young di s
their achievements being minimised.

In relation to young men with DMD specificallyn @pidemiological studigy Bushby

and her colleagues (200fbund that families of boys with DMIving in the North East

of Englandwere more likely to live in socieconomicly 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 ofservices and the need for emrdinated approach

One of the mostreoc¢andl ar gest audits of disabled childr
services was the Audit Commissios r evi ew of services for di s:é
families (Audit Commission, 2003)Thisshowed that families were in contact with a

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

entitlements were lowvith services agreegthat 6 i f f ami | i es di d not acoc
of fer, they risked bei.Parkefrt evi ahdst (20WY 53 u
men wih DMD found very low levels of external support at home, in part because of

social serviceso6 failure to assess, offer su
There was also dissatisfaction with the provision of aids and adaptations. The author

concluded that whilst medical advances had changed the life expectancy for young men
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with DMD, social care and support was Ol aggi
to achieve autonomy or independence.

Young men with DMD have needsnedical, heéth care, psychological, educational and
sociali which cross the boundaries of different services and organisations and, in
common with other groups with complex health neestgire co-ordinated crossagency
working particularly at the key point ofansition to adulthoo{Noyes, 2006; Townsley

et al, 2004; SCIE, 2007; Morris, 2008s such, they present a stringent test for any
service frameworkvhich aimsto provide awhole system@approach to holistic care.

The evidence suggests that despitengtiaolicy 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 (Altbet al, 2005; Glasby & Dickinson, 2008).

An ordinary lifei yo u n g p peospelctiged and priorities

The literature shows that for young disabled people, including those with complex health
needs, what matters more than how services are structerddrags like friends,

hobbies, self esteem, relationships, family life and markers of increased auiomomy

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 ngeago, gostal 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 themonditiony there wasio information abouanyfurther education or
training (Shaw, 1999)he dildren and young people were not asked for their opinions

in this study

The importance of directly determining the views of young disabled pdupieselves

has been illustrateloly research such as that of Franck and Callery (2004) hdgwtbat

chil drenbés views can di fSimdarly, MitchgllandfSioperant | 'y fr
(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. Bdgised

health professionals, wherever possible, to obtain accounts from bottechild parents

about physical symptoms and perceptions of health or illness.

The 133 young peoplaged 719,in the Audit Commission studgaid that professionals

often did not speak to them at all. Whilst parents prioritressts relating teducaton,

health, housing and social catieg children and young people talked about play, leisure,
friendships and school . Research which start
experiences of life in general (as opposed to their views about services) cncaisop

different and important perspectives. A good example ofshise work of Connors &

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

collection. Thefindings fromtheis t udy 6 b u c k dedcriling i latgelye n d 6

positive viewthey hadof themselves and thiavorlds.

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,
includingthosevi t h | i fe | imiting conditions. The aut
stuffd to describe what cihthingdtmaedidnafid f ami |l i e
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neatly into a O6service worlddé with clear del
authorsconcluded that more thought needed to be given to this disjuncture between how

services work and the families6 goals of an
study, a survey of good practice, ofesearch a
social care workoé partly because soci al car e

meeting socialcareneedlas nd partly because of the over emg
medical needs. Amongst other findings, those families consulted, suggestidet th

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.

Thei dea of an o6ordinary | ifed is also a stron
medical technology is seen in the background, not the foreground, and education,

socialising, happiness and fulfil ment are mo
ifed i s also present in research in the Nethe

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) condkd that there have been improvements in

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

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

support. They reported a tendency forfp@s si onal s to think that th

if the young person was alive and their cond
social care professionals were, or all owed t
bl ue | ight si®e alntdh sxerewnmiceeofand professional s

review of the health and social care needs of young adults witftéomgneurological

conditions also found that social care support was frequently reported as low and that
opportunities for time @art from parents was hard to achieve. Gibson et al (2007) argued

t hat young men with DMD have yet to be consi
in part because 6f6t he current disjuncture between fsa
sophisticated techagies and establishing the means for them to participate in their
communities. 6

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 standardstimes 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 wit 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 ire GuardianWallis, 2007), a 22 year old man

with DMD explaine why he thought he would need to pay for sex to experience it.
6Sexuality and di s abi,heiwtole, addmg tlsatathoughhe hader t h e
managed to access higher education without too many barriers, social relationships were

much hardeto forge:

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

same as any other Adudeo, |l want to be abl e
loved.
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Meeting these needs, which go beyond the medical, hasisea service providers in

Denmark for some timé&here 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 yooeg with DMD aged over 18.

From these they created a profile of the Oo0r
following characteristics:

leaves home aged 24 and lives alone (with support)

completes basic education but rarely goes into further &doand 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 regulailyfriends less so

lacks confidence about his sexuality and by the time he redhenid20s is likely

to have visited a sex worker

T believes his quality of I|life is o6excellent
future.

= =4
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The authors concluded that their initial expectation that Danish men with DMD lacked
autonomy, choice or perceived good quality of life was not borne out by their data.

Par entGa@rdeoncdrns

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 ouy.stirek impacts are

financial (EDCM, 2007), affect employment (Stiell et al, 2006), housing (Beresford &
Oldman, 2002Beresford & Rhodes, 20p&ealthi including mental health (Mencap,

2006), and relationships (Glen, 2007). Beresford et al (2007)estibsg parents
generallywant to keep a hold of their personal identity and to preserve a parental
relationship with their disabled chjlohstead of feeling overcome by their caring
responsibilities. They want tildrenefiiepndegnd 6or di na
extended familyln other words, e relationship between parents and their disabled
children should not be characterised as inevitably negative or inherently problematic (
alsoDobsonet al, 2001).

Gr een & (P93 reseancEpecifically investigatep a r eerperrices of
diagnosisconcerningyoung men with DMD. Although th study was conductealer 15
years agobefore some of the advances in medieahhology referred to in chapter 1
someof theissues identifiednayremain relevant today. For example:

1 Services 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.

9 Discussions and/or information about difficult issiilggarents 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.

1 Relationshipg many of the parents acknowledged thesstes within their own
relationship associated with their sons?o
death.
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1 Family relationshipg siblings were often expected to help their disabled brother
in tasks ranging from fetching and carrying to personal carent3sepressed
concern about the effect this might be ha

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

DMD in the UK. A study in the US b¥rby et al (2006) is one of the few emgpal

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

in theanalysis of theimterviews:fhope1 that there would be a cure or that their son

would be less unwell than othefigvoidancei of the fact, that in &likelihood their

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

family life and,as it wasoftendescribedfitaking each day asitcame Bot hwel | et al
study (2002) showed t hat pogsible social isolatwgasr i ed abo
well as possible mental healtbncernsuch as anger artdeir emotional needs. The

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

Renwick, 2001; Webb, 2005), behaviousald emotional mblems(Solden et al, 1999),

maternalktress (Nereo, 2003; Miura & Agari, 2005; Chen & Jong, 2006parehtal

depression (Abi Daoud et al, 2004).

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

in published reseancFathers 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 O6respite from the other dema@apimg of | i f e
with their childodos diagnosi s was e&demcri bed b
processod6 for fathers.

Section 2: The tansition to adulthood for young disabled people

The transition to adulthood has been defined as the move from sclomtlege to

training/employment; financial independence; leaving the family home; beginning sexual
relationships, coupl edom,).Oarstddy ipvastigatadttteo od ( Ba
transition to adulthood both in terms of service transitions fraid thhadult services, as

well as the more general, ifteour se transitions encompassed b

What t he | it e roathtransigondisa maor sourde of academid and
empirical interest. Oneriticism of some of the wrk on transition for young disabled
people is that it does not engage with research on transition for the whole population of
young peoplé and vice versa (Tisdall, 2001). For all of us, becoming an adult in a
Western society, is a fairly protracted exprce, 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, whethaur peers or our elders. In the population as a whole, youth
transitions are lasting loegwith 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. Sowe shouldnote@ ect Oi ndependeiiorpedhaps evenll8, year s
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but rather think about a continuing process of increased autonomy, cradosyntrol
and interdependence between young adults and their parents/carers.

ATransitiono i s nmesocjalgolicyand social WeHfare tggmsoTberesae |
significant numbers of policy initiatives and guidance; there are multiplelinkang

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

are potentially many pro$sionals involved from a range of backgrounds. And all this sits

on top of the day to day O6service ivadr|l dé t ha
well, of course, as their O6ordinary family |
There is asignificantbody ofresearch concerngthe topic of transition from child to

adulthood for young disabled peomptegeneral Recent studies have highlighted the fact

that this peri od oftancharaceasedby unpedainty,onnoasssteriti f e i s
approaches to transition plannjreqnd a lack of meaningful choicbautpost education

options (Heslop et al2002; Morris, 199906 Su | | i vHadsgn, 2Q08)d R007, the

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

people with complexneedsr om chi |l drendés to adult services
overview of transition problems for young disabled people may be as relevant now as it

was in 2002. In it she highlighted:

poor liaisonbetween professionals

large numbers of young people with transition plan at all

failure to involve young peopie planning

failure to coverssues important to young people

lack of accessible information.

insufficient assessment of communication needs.

lack of choice/expectatiaconcerningraining, employrent, and housing.
lack of real post 16/19 optiofsspecially in relation to paid work).

lack of significant community involvement, citizenship, choices abmrtds,
relationshipsand a social life

= =4 -8 _8_9_9_9_2°_2

Ot hers have written abeumts darnVviuce ot mamds iwtoina re
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,
parentsod | ack of ocdssesisnotyeally supusidgstudybynsi ti on pr
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. Otheresearch has shown scanidence of routine compliance with legal duties at
transition. Hesl op et al és study (2002), foc
they found that a fifth had left school without a transition plan; that the topics covered for
thosewhodidhave pl an were often very different fro
priorities. Furthermore, whether or not these young people had a plan seemed to make

very little difference to what actually happened to them. fihting was reinforcedh

Hes | op estudy(2007% aldo af yorirrg people with learning difficulties which

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

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

However, theres evidencehat a poorly planned service transition can have adverse

effects on heathomames.& oepidweftte literature on health transitions
(Wedgwood et al 2008) noted that poor transition processes result in worse outcomes in
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relation to mortaty, long term prognosis and physical well beings 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 dereless 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 transitio
not kept up good relationgs 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 evaluajpactifit

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 shortagecyfgumiuments

exhorting change, or research which outlines deficiencies in processes and produces lists

of recommendations. He asked why things are still so frustratiroghyorking. Two of

his points are particularly worth noting here. One is the lackvafiole systems approach:
there is stildl rarely someone with ownersh
doned in relation to transition. Instead t
6ever ybody 0 s.Theisascond point coneetnsathiansigod is and what it is

for. Once again echoing Heslop et al (2002), Hudson (2006) wrote:

Ultimately an effective transition serves as a britddeom adolescence to young
adulthood. What | ies at the emsdi toifondivsi Iblr icd
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 formatapmf
transition has gone.

Nevertheless,@bpite the wealth of negative research evideRapanaro et al (2008)
cautioredagainst assuming that there are no positives experienced by families during
stressful events like transition. Their study urered 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 yh 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 Auntaedo cagpwal t popul ation (Rahbeck et al,
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 ymopie with complex
health care needs and Hieniting/threatening conditions, have been consistent in its
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messages (Soanes & Ti mmons, 2004; ACT et al,
desire for continuity and familiarity; being prepared for changendeel 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 respiteervices

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 028 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 adultservices, as well as remarking on the discontinuity as relationships with

someti mes |l ongstanding professionals in chil
(2006) had made a point little developed in the literature: that for young people with a life
limting condition, a transition to an adult hea

death. 6 Rahbeck et al (2005) wrote that the
develop the work concernirend of lifecare in DMD and to produce guidance and

pradice inadult lifecare 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 respondentd tlaggr 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 deatb of 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 thehS&/est 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 ackngnded t he MDC6 s
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 DMDspecifically. One London NHS Foundation Trust surveyed 24 young

people with DMD aged 186 about transition related issues, because they were

concerned at the absence of established pathways to adult health services (Ballard, 2008).
They found:

42% weremoderately 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

1 58% were told little or nothing by the adult team about what to expectviol 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.

1
1

= =4
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One issue that becomes even more pertinent as yoaengvith 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 timel 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 wel |l have
for many years and taken the lead fribram 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 remaimextricably linked with their parents, in comparison with
nondisabled young people of a similar age. Young et al (2003) writing about young

people with |ife threatening illness said th
manage commlmrirgat ip@amd brcause they felt ofte
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 théesire 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 hedth 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.

Sectian 4: Transition i the legal,policy and good practiceframework

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 dPractice and SEN Toolk{Department for Education and Skills, 2001).
These emphasise thaansition planning should be participative, holistic, supportive,
evolving, inclusive and collaborative. Sectionrgéquiresthat adransition pladbe

prepareddr all young people with a statement of Special Education Needs (SEN)

following the year 9 annual review, and thgrdated at least annually. Thiartsition plan

should draw together information from a range of individuals within and beyond school

to plancoherently 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 sclalol. Soc
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 Persoctds (Serv
(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.
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Table: Policy, legislation and support at trangion

Legislation, guidance and government reports

Summary of how it relates to what should happen at transition

Education Act 1996 and associat&fiN Code of Practice
(2001)

Requires any young person with a statement of special educational needaq
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 shg
happen and key roles. Young people to be central and involved in the planr
process. Should cey wide range of topics including development of autonon
and independence as well as -salf/ocacy.

The Chronically Sick and
(updated in the NHS and Community Care Act 1990); th¢
Disabled Persons Act 1986; the Children Act998

This legislation sets out the basis for the range of provision to disabled peo
(including children and young people). They create mandatory link between
education and social services so that the latter know about, and plan for, th
needs of disabledhci | dr en and young peopl e.
welfare at the centre of any decisi@md introduced thduty to include with and
consult disabled children. Places duties on local authorities and social servi
departments in relation to didet children living away from home in e.g.
residential schools.

Learning and Skills Act 2000

Creates an obligation under section 1d0arry out assessments for young
disabledpeoplewho plan to move on to FE, HE or training. These assessme
should fom the basis of transition planning

Health and Social Care Act 2001

Extends use of direct payments for disabled children and allows 16 and 17
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 A
placed a positive duty to promote disability equality.

Carersand Disabled Children Act 2000

Requires local authorities to assess needs of carers and provide appropriat
support services.

Every Child Matters 2003

Range of measures to support children broadly to reach potential. Specificg
aims to improve trangdn via delivery of National Service Framework (NSF) 1
Children, Young People and Maternity Services (2004)

Removing Barriers to Achievemeint he Gover n

Strategy for SEN 2004

Commi t ment to improve transition |




Legislation, guidance and government reports

Summary of how it relates to what should happen at transition

NSF: Children, Young People and Maternity Services, 20
NSF Long term conditions, 2005

Standard 4 in the 2004 NSF covers transition and states that responsive, a
appropriate services should be available as young disabled people move in
adulthood. Standard &lates to transition for those with complex health need
and focuses on the process being person centred anehgriiity. Encourages

development of strategies to develop education, training and work opportur]
for young disabled people. The 2005 NSghights 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 aduliood one of 4 priority themes in 2005 report. Highlights ne
to focus on individual needs and wishes, as well as widening choice and
transparency in transition planning. Subsequent Independent Living Review
Strategy aims to ensune, adwud d rhloed:
with complex needs.. in all areas

Valuing People 2001; Valuing People Now, 2007 (Strate|
for Learning Disability, England); Valuing People Now: a
new three year strategy for people with learning disabiliti
20009.

Charged Learning Disability Partnership Boards with identifying person with
lead role on transition. Highlights need for continuity of support at transition
young people with learning difficulties. Also introduces health action plannir
with young people at transition a priority group. 2007 document retains em
on transition stressing person centred approaches to transition and the Tral
Support Programme (see below). 2009 strategy reiterates commitment to
statutory transition process and charges Partnership Boards with ensuring
person centred transition plans and reviews are carried out. New appointmg
national lead on transition and employment for young people with learning
difficulties.

Youth Matters 2005 & 2006

Proposes gimg 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 I¢
term conditions from children @dult health services);
Transition: moving on well, 2008

Recognises the adverse effects of poorly planned transitions. Recommendg
of improving planning processes including holistic view of needs, recognisir|
individuality and additional needs ofthosée t h 6 comp |l ex di
guidance proposes development of a health transition plan, outlines
characteristics of good transition services and gives good practice example
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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 dfagegic transition protocols and local transition
pathways. Provides overview of statutory responsibilities and practice exar

Aiming High for Disabled Children, 2007

Sets out the Transition Support Programme and £19m available ZRQQ$ to
promoe consi stently good practice, I
children which will be measured against a performance indicator. Core offe
be built around services performing well at: information, transparency,
assessment, participationdafeedback.

Making it Better: For children and young peoplelinical
case for change, 2007

Recognises that children with complex needs are living longer and need su
to, O6live, not just survivebd. Sug
Highlights the need to enhance community based support for those with lon
term conditions to minimise hospitalisation.

Better Care, Better Lives: improving outcomes and
experiences for children, young people and their families
living with life-limiting andlife threatening conditions, 200

Envisions a responsive and equitable approach to care and support. Sugge
identification of a transition support worker/named person to eedransition.

ibuilding on I ndependent |
Care Services (2007)
National framewor k f or ¢ h|Foundedon principles that a systematic approach is needed to assess the

continuing care DH due Spring 2009

health needs of children and young people in a way that is joined up (s
collaboration with local authority partners), transparent and participatory.
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Other developments

In addition todevelopments emanating from central government, there are many
voluntary sector and regional/local initiatives relating to transitiore i@yportant

example is the ACT Transition Care Pathway (ACT, 2007). Thisrsnaework for the
development of integrated muligency care pathways for young people Wit

threatening and liféimiting conditions. The pathway recognises a number ofis&yes:

unmet need, growing humbers, poor outcomes and the need for randireated

responses from the range of professionals involved. It provides a template to enable
individuals to harness local networks, supports and services and plan transhtvoaygat
more effectively. It seeks to put young people at the heart of the planning process. A key
feature ofthe pathway is that it provides for transition planning to continue even during
times of uncertainty. It recognises that planning could be shehg@elayed 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

unsure6 Par al | el pl anningd i s thaleyppotessibnalay s conce
involvedkeepmeeting and planning and to advance plans even if there is uncertainty
about the young personds health. ACTG6s work

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 neuuscular services followinthe MDC

report (MDC, 2007) which highlighted gapshaalth provision for adults affected by
neuremuscular conditions and the lower average life expectancy, as compared to the
North East of England. The review will be published in 2009. In the Nka$ita host of
voluntary and statutory sector partners have formed a-agsincy steering group to

improve the experience of transition to adulthood for young people with progressive,
degenerative conditions (St Oswavicathase et al ,
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 transitioegzes.

2 www.transitionsupportprogramme.org.uk


http://www.transitionsupportprogramme.org.uk/pdf/TM%20Birmingham%20CS%20Final.pdf

Chapter 3: Parentso i

findings from the postal survey
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Summary of findings
Response rate

The survey questionnaire was sent to all 121 parents with a son aged over 15 on th
databases of the clinical services in the thrgeres, in accordance with a procedure
approved by the MukCentre Research Ethics Committee. After a reminder, 38 resp
were received, representing a response rate of 32%.

Family relationships

A high proportion of young men with DMD, eight in ten, ediving 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, main
mothers, were more likely to report receiving a high levalupiport from their partners.
Half the main carers were looking after the family full time, but over a third were in {
or part time paid employment.

Income, benefits and housing

The amount of disposable family income varied considerably; there waspacent
association between disposable income and relationship status. These income lev|
comparable to the general population, but do not take account of the additional
expenditure incurred in looking after a disabled young person; Dobson(208B)
estimated this as being three times greater than the cost of bringing uplisatdad
child. Take up of social security benefits was high compared to other groups studie
However, only a quarter of families were using a direct payment. Twdstbf families
owned their own homes and very few considered that their accommodation was
unsuitable; again, this finding compa

Education and Work

All but one of the 11 young men of school age were attendimgos or college. Ten of
those between 17 and 20 were still in
Of those aged over 21, only three had continued in education; two were attending &
service and nine were
In other words, the normative transition from school to college to paid employment
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. Tra
public transport was difficult for so
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
needed, in most cases this was when their son stayed in a hospice. Some did not
sufficient breaks and five said that although they knew atatht 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 depession, 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 servigeser 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 angd
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 goups
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 take
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 thaato thirds of parents had insufficient informatiabout 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 andich thiey 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 intifvee regions, in accordance with a procedure

approved by the MukCentre 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 mf@ation sheet emphasised that whether or not

the parents chose to participate in the rese
care and treatment.

Response

After a reminder, 38 responses were received, representing a response raté #h82%
accuray 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 responaemtes

by area, as follows:

3 Although this response rate was less than we had hoped, it compares wetlewii6% obtained by Erby
et al. (2006) in Baltimore and Washington DC, USA.
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1 West Midlands: 19/50 (38%) of eligible families.
1 North East: 11/40 (27.5%)
1 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 questionnalvad 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 interviewsaw/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 minat tfesponses 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 as 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 thehingds of respadents in
Beresfordés (1995) survey of over 1200 fami/l

Of the thirty one respondents married or living with a partner, seven (23%) said that they
shared their sondés care equaldlelgvensaicktmeirsai d t h
partner fAhelped a |ittleo. One, from a mi
not help at all. Two chose not to answer this question. A much higher proportion of

respondents (45%) considered that their partner shate¢ car e of their son

l otd than in Beresforddés (1995) survey where

In response to a question about the emotional support they received from their partner, 19
(61%) said that t heagwafldwpp arntdedd daiah hoetrharhr ¢
partner gave them fia | oto of support. Seven
support and one provided no support at all.

Siblings could be a source of support. Twenty five of the respondents refharttéaey

had other children; seven said that their
their brother with DMD and a further 15 sa
too young to help and two were said finot t

Thi rty three chose to answer the question,
their husband, five their own mother, three mentioned grandparents and three their family
in general. Other family members mentioned included brothers, a sisterirsisig@rand

a daughter. Three mentioned the hospice and another three identified professional carers
as their main source of support. One mot her
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Table 1: Relationship status and employment

Married Livingas  Separated/ Single  Total

married divorced

Looking after 11 3 2 3 19

family full-time (50%)

Working part time 10 1 11
(29%)

Working full time 1 1 1 3 (8%)

Government 1 1

training scheme

Looking for work 1 1

In education 1 1

Other 1 1

No ansver 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 fulktime. 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 parttime. 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 waHoexsr

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 sn was ill, had appointments or in hospital; four were-agiployed

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 lossof 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  Separated/ Single Total
together divorced
100199 4 1 5
200299 3 1 4
300-399 3 3
400499 3 3
£500+ 11 1 12
No response 7 3 1 11
Total 25 3 4 38

Over half the households were receiving a ta
looking after their disabledbs at home. Some families were not eligible because their

income was above the thresHbld\ll those who responded to the questionnaire reported

that their son was receiving the Care Needs component of the Disability Living

Allowance’. Eligibilityofthi s component was based on an ass
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 Hés 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 allowace at the high rate, being eligible because they were unable to

walk®. These levels of takep of benefits are high compared to a recent study of families

with young children with Down syndrome (EI I
(1999) study ominority 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 paymefor 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 oy
around a quarter of the young meniarthe case of those under 16, their parents were
receiving a direct payment, although all presumably met the eligibility criteria of their

* www.direct.gov.uk/en/CaringForSomeone/MoneyMatters/CarersAllowance/DG_10012525
® www.direct.gov.uk/en/DisabledPeople/FinancialSupport/DisabilityLivingAllowance/DG_10011816
& 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 therfalies 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 Married Livingas  Separated/ Single Total
(weekly rate) married Divorced receiving
Carer 6s all 14 3 2 3 22 (58%)
(£50.55)
Care Needs Allowance
Medium rate (£44.85 2 1 1 4 (11%)
High rate 22 4 3 3 32 (84%)
(E67)
Mobility allowance high 22 5 3 4 34 (89%)
rate (£46.75)
Di sabl ed st 3 2 5 (13%)
allowance
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 unsugthlgieing 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 .6s, (1995) survey wlhuosuitablensi dered their ho

Sonds 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 parentaild 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 andhot taking part in education. The reason for this was not given. Ten of those

bet ween 17 and 20 were stil]l i n education an
those aged over 21, only three had continued in education; two were attending a day

servie and nine were Adoing nothingo.

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 atteedetential special schools. Two

were attending university and three others attending colleges.
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Table 4: Current day activities by age

Age Local Day At Local Local Special Uni- Total
mainstream service home/  special FE residential versity
school nothing school college FE college
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 iall or,

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 hefl home around #hage 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 aleast 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
purchasedthog h t he 6 Mo t aviwimotakility.€o.uld whitke emables

disabled people to use their government funded mobility allowance to buy a car. Thirty
families had cars which had been adapted and five hadTimirty 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 thatestaxis 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 Anevero used it; and a furthe
mentioned that getting asr 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 eigrece any particular problems,

except sometimes the cost of taxis and public transport. For the other two thirds, their

sonds condition was the most frequently ment
often too much effort or pain for him. In tveases, this prevented the parent going out

with the son at all. I n a small number of ¢
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sometimes or often a difficulty; this was associated with having a car which had not been

adapted. The otherreasongivemas ot her peopleds comments on
this was fAsometi meso a problem for seven res
further four. In other words, over a quarter (29%) experienced this difficulty at times. In

general, however, parentsour study reported fewer practical difficulties in going out
compared to those in Beresfordbdés (1995) and

Taking a break

Over half (58%) of the respondents considered that they were able to have a break from

caring form heir 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
conmenting that the family was fAdelightedo to

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 saithat 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

t hem. One mother, who shared Mhtethattheynds car e
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 tredhea their sons did not

|l i ke to be |l eft with other people. One wr ot
backo.

Sleep

Thirty three respondents answered a question about the number of nights they had been
woken by their son during the previousek. 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 Perent

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 sonds a
Meltzer and Mindell (2006) found similar results for the prevalence of sleep disruptions

in 29 mothers caring for ventilatatependent 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 usedrsglrt screening measure for

anxiety and depression. Thirty two (84%) scored above the clinical thresholds for anxiety

and depression. The remaining six ereesponden
was no statistically significant correlation
scores on the HAD and the age of the son.

These results compare to an incidence, using the same scale, of arodiniddsvof

mothers of children and adolescentith intellectual disability (Gallagher et al., 2008).

Using a different measure which seeks to ide
e pi s AAdi Baowd,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 cerelal palsy. They concluded that the higher stress in mothers was

associated with a greater incidence of problematic behaviour by the sons. Contrary to the
researchersdéd expectations, maternal stress w
was in theopposite 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
inNereo and coll eaguesd study may account for

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 satisfisgatisfied

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 proporti@ré&spiratory 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 psyaisippsychiatrist 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
Asatisfiedd rating; ¢erénetsaisfiiedvereverylewayi ng t hat
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 angrofessionals in last six months (total 38 families)

Professional/Service Number of  Satisfied Not No
families satisfied  response

GP 25 (66%) 16 (50%) 1 8
Muscle clinic: child/young 10 (26%) 5 (42%) 2 3
person

Muscle clinic: adult 6 (16%) 3 (50%) 2 1
Cadiac 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, Onamed persono. Nearly half did
they did nokknow (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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respoise. Most of the key workers were identified as social workers, but a

physiotherapist, community physician, GP and
Table 7: Parentsdé views concerning the servi
Do you have a key worke? Region Total

North West South
East Midlands 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 0 1 0 1
help

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 carersod servia3®%ofhesdmple compar i
wasusing 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; haviaghiance 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 ftbhsabled young people.

Tabl e 8: l nvol vement in a parentso support ¢

Use of a support graip

Region Yes norl:le?(l:lose bch%Ioice vaohr:t i?its
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 Westnidg]lsaid

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 supporfiii®ugasons

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 witther 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 sonds future.
(Table 9).

Table 9: Occurence 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 notthink 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, aboutxttent to which their son was or had been
involved in planning for his future.

Table 10: Young Person with DMD6és invol vemen
Region Very much Partly Not very Not involved Total
involved involved involved at all

North East 5 2 1 1 9
West 10 4 1 2 18
Midlands

4 2 1 0 7
South West
Total 19 8 3 3 34
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Over half considered that he had been Avery
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 sufficie
the support which was available (Table 11 overleaf). While over three quarters of

respondents feltthey hadenbugi nf or mati on about how their s
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 responsibilés 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 t hreetthe sonds con
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 concerni ngvatietyei r sono
of sources. Those mentioned included their
workers, family care officer, Connexions, and the internet. Information about support

available to parents themselves came from the MDC and the DFSG, soidiatsy a

carerso6 centre and hospices.

Table 11: Sufficiency of information (37 respondents)

Have enough information on: Region Total

North East West South
Midlands West

Options for so
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 South
Midlands West

How sondés cond
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 rece
on becoming an adult. They were presented with a list of topjcgested 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.

Tabl e 12: P atorenedds(@=29) nf or m
Topic Has been Would like
addressed 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 (%)
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 sociaksvices 16 (55%) 11 (38%)
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Topic Has been Would like
addressed 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 10 (34%) 18 (62%)
including my son

Support for me to talk to my son about his future 9 (31%) 11 (38%)

According to the paents 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 buwith 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 carejrdct 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, managg 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 igcludi
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? Thegguestionnaire 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 workeiinternet; written materials (e.qg.
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 serviaesuld be helpful.
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Chapter 4. Education, work and beyond

These nexthreechapters set out findings from the face to face, interviews with young
men and their familiegzorty families and 95 individuals took pafhis represented just
over one third otligible 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 specal &emilies 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
sonds needs. Posi tive ex puanyheapfuldeachersoof (s c ho ol
other staff; experiences of being included in activities outside of and after school; and

schools which could offer accessible buildings and a range-st@services such as
hydrotherapy or nursing care. Negative accountstadmool 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 exigd 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 go to because of access problems. A small number of
young men were being directed towards residential collespene 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 peing

actively involved. Families said t hadt

Collegeand transition from college
There was a wide range of practice in relation to issues like transport to college anc
learning or personal support whilst at college. Some institutions clearly offered mor
support than others. Most of the young peavere positive about college, highlighting
the opportunity it gave them to inhabit a more adult environment and make friends.

D =

t hey

However, some young people found making friends harder at college; some felt that their

—

academic capabilities were not takenagsly enough; and that the college staff did na
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 takea 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 @mnot 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 gmuniversity

involved a | ot of careful pl anning and

had positive aspects for all those young men who had experienced it, especially in
relation to the social opportunities it afforded and the adaithieg environment.

f ami

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 dppidies 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 caséhose who were younger did aspire to work but thoyght

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 usefuldaice.

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, compgtenes 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

sons® being at h ocaboattheiswasted potertial but were anxious| d
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

whi ch t ook accoun tmparxrhents, health gtatus,ihgir transpors ana 6 s

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

parentswho completed a postal questionnaiie it take part in the subseadue
interviews. Similarly, some parerttsok part in the interviews did not complete a postal
guestionnaire. The main characteristics of the participants vilieseiews were
analysed and reporténl Chaptergl-6 are shownn Table 13 below.
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Table 13 Characteristics of families in the qualitative study

Characteristic/variable Numbers
Number of families interviewed West Midlands 16
by region North East 12
South West 12
Numbers of different family Young men with DMD: 377
members interviewed (iall Mother: 34
regions) Father/stegather: 17
Siblings: 7
Number of families: ethnicity =~ White British: 38
Black & Minority Ethnic: 2
Number of families in which 9
young men with DMD also had
learning difficulties
Age of young men Age range: 1533
Average age: 19.6
Main day time activity of young At home: 16
men with DMD School: 13
College: 10
University: 2

We did not find that there were significantly different experiences or accounts from either
the two families fom 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 liféen relation to educatiorwork 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 hadone 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 dhanges
sometimes rre than oncé 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 theuymy 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 yopegson:

’ 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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€Cos my bothers and sisters already went to t
so | 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 sometimékis 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 abaal/fo me

rightfrom when he was littl e, he just sai d, 6 Don ¢
go to a normal school. Therebés nothing the n
w e | (Mathér)

.didndt want to go to a s preamiWelwandedtbleol , we
treated like the rest of peopkgXoung person)

| al ways wanted to go to a normal school, 6c
nor mal |l ad you know, apart (Youngpersoh)he obvi ous

Some parents anayng people felt that special schools catered for students with much
higher levels of neet or learning disability than was relevant for them. They were
concerned that a special school would not offer a challenging education:

| actually firmly believe hat t hey dondt get such a good ed
think therebs a | ot of e mphcasddshsgoposedton t he d
what theycando. (Emphasis added}-ather)

The decision to go for local mainstream school ofteoived some degree of

negotiation, or even struggle, particularly to ensuring that buildings were physically
accessible to a | arge wheelchair. One family
authority to send their son to a mainstream school 13 milesHmne 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 béécult 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 didother)

The fad 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
schod 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 coul dndét go tamstehe tl avaaslinddc hacale stzé &

wasno6t an option although he would have p
his friends really.
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Interviewer: So when you went to that school did you know people there?
Young persorNot really, no.
Mother: Didndét know anybody.

Those families who had opted for special schools did so, in the main, because they felt

their sondés needs would be better met there.
special would be better than mainstream for tiidor others, it was primdsi 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 Onatural &6 next step schomeédsand ;mthenabl e or
end, they were directed towards a special, secondary school:

obstacles in the way, ke hedéd have to
because of blocking up the corridor. So
said would we like to try [special school] and we had a look round and it had everything
that [son] neededMother)

When it came to goi ng o0nmttheyjustigeptpusticghoo!l t h
[ | e
I

D D
mn <<

Three other young men started mainstream secgtdamafter 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 mothénetookt o it | i ke a duck to water

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 todtezntion. 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 lifis ieant 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 commedited, t hought , wel |l that
ti me, becausesinhéwadayscomput e

As mentioned above, some families, (about a third in total) chose special school. In one
family, other siblings had gone to the | ocal
person with DMD to go there too. Two families felt thmtlusion in mainstream schools

for children with DMD was damaging, one f ami
|l arké and saying that her sonbdbs experience o0
special) had been isolating and lonely for fiitme just felt like a fish in a goldfish bowl.

One father argued that special schools were
The governmentds decided that i1itbés better to
You cannot integrate guys with D@rine or bad cerebral palsy into mainstream, they

just havendédt got the facilities.

Anot her father agreed, Wen dbrraadcley shiinm |lgaor ttoe
school anyhow because they can cater for his néeds.

Two young men went away frohome to special residential schools. Both families had
protracted disputes with their local authorities before funding for these school placements
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were agreed. One young person was 11 years old when he went, the other 13. The latter
had had very unhappy p&riences in local schools, feeling isolated and with a very
limited social life:

| had a friend with DMD at [residential school] and heard quite a lot about it. | went to
|l ook and decided 16d I|ike to go ¢bebeste. Bit s
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 O6went the extra milebd. Three families me
Coordinator (SENCO) as being the most helpful person; one mother described the

SENCO as her o6l ynchpindéd and another said:

SENCO couldnét be more supportiveéis fantast

Continuity of staff and relationships were ciglimportant 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.

| had the same person all the way through [secondary schbmdit was really good,
because you know youdre able to build up a r

The school assistaits he was with me for nearly 7 years
able to manage without her.

Other features of the sobl 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 rage of onsite services and staff present in some special schonisses,
physiotherapists and hydrotherapy, for example. Young people were more likely to talk
about school positively when they had experiences of being inciusieclally and also

in being able to participate in ext@urricula 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: Hedés been all over the place. France,
have asked for more, could we?
Young personYeah, | really enjoyed it.

Young people who had experienced bullying in previous schools were very positive about
settings where tBidid not happen. One young person explained:

| made a lot of friends and could spend time with people my own age and people in the
same position as me, so | Itwdasdrifiagnttherg.et pi cked

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 schiosbme 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 nane else in my school in a wheel chair so | 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 frorii home

he was terribly unhappy overni ghtAsgtherheds suc
young person went to a school which his mother said he never really liked and, partly

because of this, he struggled to make frierfdiee  hat ed it . Hedsdndd ndt ma
nobody ever came roundhe third young person, in a mainstream school, felt excluded

and said he had not been able to make friends. His mothér saycthey went to the

shops for their |l unch, they wouldndét dream o

There were someéifficulties associated with transport to and from school. One mother

said that the bus for disabled students had
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 natdre talt

very different to the other students:

Ataxi used to come and pick him up and bring him home again, he was arvays

know escorted. It niggled him that the taxi hadctm me at t he Selgeeci fi ¢c t i n
coul dndét €é nobodyionech andoyefiimvAedsdhe jost felte t e n t

excluded even fromthe badthsngnd i f they had after school &

anything |ike that €é he was al waysoWelhlad to
| 61 1 cfoentec ha nydo Butybuskmow the taxndéivers and the council people got
really annoyed if you tried to change any of téve arrangementsé your whol e
education revolved around the taxi taking yo

would dare annoy the taxi driver you were doomed, you know. (laughs)

We have seen that having a good SENCO was really valued by some parents; conversely,
fourfamiliesr e por t ed hSENCONOme parend dx@aihéd,

The SENOs that have been worst are the ones that have tbfakeproblems and not
done anything to resolve them.

One young person said his SENCO did not understand DMD which made him angry:
|l dondt ever think sheds |l earnt about me bec

Three families said that thesons 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 mastream school, a mother said that her son was excluded from

PE despite the f acitt htehyadtr eh el ewatsi négs phoirmt sd onwand. 6
enough A mother whose son was at a special residential school said that her son was not

doing enough to challge or engage him:
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Theysaido Ooh heds al | tro gshete ah endesevbloegria the tarustt af f 6 s
park. &thoughté Wel | B6i § dteah hebdsyloypeneeisect | vy or din
stimulating. Anche saidé Oh but wedve beehotlaytdA ggharrddaennd c e r
centre?®Wdé |l satdwas a nice ,0adVetdlénbtedstsr @ds &

Two issuestood out asvidely shared, negativexperiences: 1) exclusion aptbblems
with extra curricula activities; 2) problemsttviaccess and support.

Families spoke about their sonsd many diffic
trips, field trips, and social activities af
education tribunal complaining that the basit 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 peopler how support wasaing 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 bedore 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:

Youngpesonl n | i ke some of the trips when they do
sometimes | i ke go to the beach € and | co
they werenét really open to try and sort
ORi ght thi s idoitnlge ttrhiem wedrl | see i f he ¢
think generally over time youdd stop want
suggestions becauseery time you try and think of a gotiung that
they should probablydo t 6 s | i ke a. bé&@vendtiemenor al i si ng
you make a suggestionthgdét 6s | i ke, ORiIi ght ,

Father: Il think that there are things | ike thi
|l ook at the field trip as it has always b
view has been,abdWeltlo hdeo wohnaéttdé baend, o6 That
worké6 and therefore itbés perhaps not suit

0 Wat amendments can we make to make it po8siloléd Wich parts
would he be able to attend and which part
whatsupport might be availabP.

Interviewer: What about accessing things after school, or school trips?

YoungpersorPr et ty ter.rible wasndét it

Mother: Mm. | used to end up taking him. They never had a bus to take him. He
did go on the trips but only baase | 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 Enfkes. This had a considerable impact

on the young peopleds ability to access <cl as
sometimes young people were excluded from certain classes and subjects, and in three
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instances, young people ended up in the scho@rly on their own with a teaching
assistant. One mother said:

At senior school they didndét have a clue as
They said they were going to do building work, so he sat on his own in the library for 5
mo nt h s .realise ttis tdl thedfifth month and played merry hell.

One mot her said that her sondés school did n
..S0 | had to go every dinner time to help him use the toilet.

Three young people said that classroom assistants hadelgvadifected their ability to
take part in normal peer interactions in classilst acknowledging that they did want
supporti but would have liked it to be less obtrusive at times. Sometimes they felt that
having another adult with them inhibited otlyeung people talking to them, being their
friends, or misbehaving:

| mean some people might not want to talk to you as munchas like teenagers, people

do like sweaand [supportetls he 6d | i ke get really angry and
wrongorarenot | i stening é sometimes é |ike if we
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 peepsupported by their families, wanted to

do once they had finished secondary schicad well as the constraints they faced in

making choices. Then we will look at how families were suppdri@dnoti during this
transition and dofteaestion planhifgenotiogf ittireyrnveete in place s 6

and whether or not they were helpful. About a third of young people were still at
secondary school at the time of interview an
pertinent for this group.

What nex and why?

In common with their nowlisabled 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 enougisvitthis

trajectory was probably least problematic for young people in mainstream settings who
had sat GCSEs. As one young person explained:

| didndét really have anything in mind other
really have any otheplans apart from that afterwards, until sort of | got into the second
year of A levelthenl had to thnk 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 yeer one mother described:

He |l oved the school so much he didndét want t
out and he put in an extra year.
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6Stayi ng o n-46 waddessribdd asothe leasppsoblematic option, which is true
for most disbled and nowlisabled young people of that age. However for some families
it seemed to be a way of putting off future uncertainties:

He woul d | i ke to s

tay on at school. So the
T he has a communityofife nds, t he t

b
support he needs, 1itos
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 sodiéife, or making new relationships. One young person suggested:
|l 6d |I'i ke to go to coll ege. Il could perhaps ¢

As with the choice of secondary school, young people were influenced by where their

friends were going. Seval 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

school 6s Sixth Form but was directed by staf
they felt he would fad A levels too difficult:

They decided | needed to go to college. | really wanted to stay in Sixth Form but it was
toohardit hey were too hard for me. | was trying
it. Sothey said | should go to [x]adlege. | fet a bit bad because | 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:

That 6s al | we igresidentialccoliégasr Woeedis downta httle bit you
know. Cos it wasnét what personally me and n
webr e a c | oswanted to sort bf pe t@getiddifeliveebit bullied by thisyou
knowr esi dent i al coll ege thing. I know theyore
whose children go, but 1 thi niksometidsarevery muc

more independent. Imefgon]d o e s n 6t have carwhersaspethapst i | | do
a |l ot of the | ads Vvschwmdlhedgormneeors tarfltesrdant
been a bit more independent of the family, vy
you know. We never felt that way did we?

Another mother saidthate si dent i al coll ege was too 6scary
she would worry that he would not be looked after properly:

|l 6m a control freak and | 6d worry about his
other people get involved. | would be amgdhat 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 didndédt want to go ,@dmyhwhemd yr esi
person who loakafter me properlyisyodum 6e H ust di dndét trust any
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Three familiesvereinterested in special residential college. In two instances Connexions

were supportive, but in another, the mother said that Connexions were telling her that it

was hghly 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 excludédh e 61 | come home at 4. 318 and ther e
contast, the residential college they had been to visit offered, she believed, a much wider

range of social and personal development opportunities:

My sondés really sociable and he wants an env
want to be a tick box.was stunned by [residential collegehothing was impossible.
|l tds independent | iving. Hedll have to plan

son to have a life after school. And | want him to leave home!

One of the families contemplatingsidential 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 schoolanddees he doesndt want to
thereol |l be a mighty struggle to get care so
very keen and [son6s] keen.

In terms ofwhichcollege to go to, some of the issues about lack of choice relating to
access andhysical 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:

Il think t hat Gcfeehalbielet dowmreallysTheonly apttbns seemed to be
€ i s go [g]tdlege tipphwas wheelchair friendly and do like a life skills
cour se, wa s reSidential @ the weregeally pushing for residential
colleges.

One youngperson 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
| think I will come here?
Young personVell if | can fit through the doors.

Factors which influeced 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 getairound the buildings easily and also get the physical support they needed
throughout the day. One mother said that the college wasipégntabout supporting
disabled students and this madeihand her soii think that things would work out:

[Son] went on the internet and looked at various educational establishments up there and
found that J[coll ege] had é they hdhdeyl@d st af
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 theydd produced. So he check
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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 thaby wanted to go to college?

Youngpersolot real | vy. |l just went didnot | ?
Mother: Yeah. Nobody sort of sat down with hin
you | i ke to do?b0

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:

| left at the end of é 16d sort of had enoug
real lvy. I wasnodot really enjoying it any mor e
s o me t h i ichgvasé&erywery difficult.

One father said his son had oO6no choiced but
was work experience. One other young person also wanted to leave and get work as a
mechanic but was persuaded to go to college instaamthAr said:

| didndédt want to go to college, I wanted to
could think ofi college.

This young person who was approaching the end of school was applying to college
reluctantly he thought it was the only wag hwvould be able to realise his dream of doing
driving lessons and being able to drive:

In an ideal world | would not want to do anything. But in a non ideal world | have to go.

Because | dondét want to be st uikelacrgetia home, it
thing on my driving that i f é | have to be
much money.6lwweant ed to drive al/l my | ife, and if
rather not go to collegemetldidngat hBut mayblay
criteria is it, if you get a job you cané6t g

Finally, another young person felt whilst further study was not for him, the alternative
that was being presented to hina day centré was not appealing either:

Mother: I know what we dondét want, I know he d
centtebecause he doesndét want to be surround
disabled people.

YoungpersoDon 6t Ili klkendwepnreopl e that aredsn them
like puting someone in a hormeally.

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
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transition fromschool. 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 shoud have been involved in transition planning. The following quote typifies
familiesd responses t o0 (beeesstafamilysprwlichihart tr ans
son is, at the time of interview, a month or so from finishing secondary school:

Interviewer: Has there ever been a transition plan?

Young persoriNo, actually.

Mother: Not as such, no. |l mean itds been t al
you know. But not as such, no.

When review meetings took place parents usually did not expkeity if transition
was the focus:

Mother: We | | I dondét think anybody eve € the
wrong with that anyway, didnot it They |
&¢os nobody turned up for it anyway | thir

Interviewer: Andyoudidi n 6t know {lrangitionsRehiew® i s t he

Mother: Well ¢é not really noéand nobody really
really asked [son]l d o n Awathat hehvanted to do.

In other instances key professionals were aliseften social services drConnexions

staffi 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 parentsdé job:

| spoke to the local comunity 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 SENCO6s words were, O
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,
thesubject of money seemed to dominate:

Mother: At the high school hedéds been there in
frustrating because thereds al ways cost ¢
the one before é there was quite a |l ot of
financial aspect between an officer from the LEA andtheol.

[Son] actually got quite upset at that. Yeah you did, you got very

upset at that. So they are hard, the revi
Young personi:think now | do understand money a bit moret &ill, it was almost
like money was more importantthpne o pl eds f eel i ngs or what

could be done, | think.

The absence of planning exacerbated what was already quite a stressful time. Families felt
that, on the whole, school years had been relgtsettled, 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 i mportant thing to me ntopentys t he tr
meetings, but apparently therebés no |iteratu
So I 6m not quite sure whatdés happening there
not hingds happened, and nobodyds sent me any

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:

| dondot feel | 6ve had anything. Betiadsually

more paperwork, more people and actually talking to people who are a few steps ahead
well, therebds very few options first of all
find it and sort it out for yourself and then you pursue it.

Therewas 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):

| mean we had reviews reallyaaw pl e of ti mes a year anyway.
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 timse of transition and remarked that the

'da)

onus was on them to o6wor k it out 0. Connexi on

families; about half of these said they found Connexions useful and half said they had
been very unhelpful.

One family said that Corexions had beed b r i | They had tadd 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 wergleased. 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 lig about DMDi or disability in general. One mother

commented:

Connexion81i she sat in on one meeting we had but she was so far removed from the
reality of the situation that it wasnodét real
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:

| think we wanted a bitofadvicdh at 6 s what we was nustgelsi ng out

a bit helpless,ike what do we do from nowll Af a sudden we was out on our own type
of thing, and we didndét 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

We have so many |l essons on it, i
go on the computer and find some

A

t6s annoying
thing. o

0
h

The majority of help and advice came from school or college staff. College open days
were said to be helpful ways of ldag 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 | ooking at the internet or pr om

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 this parents that he wanted to move into a flat which they owned in
another city and start a university degree:

| decided one day that | wanted to é | asked
like my parents were pretty shocked | s aindk d 16 I[tlelw atyd, v ec otso | d v e

had enough ghomecityp. And | just went on the interne
accessibiltyot he col |l eges up here, just to get ¢é |

something.

This young man had been told by his pbtiserapist 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 furth&ther 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 pcacéind 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 cafeom home to provide support at college as
well.

Positiveaspects otollegeand 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 monigteo 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:

| found college a lot better than school to be honest. Seemed to fit in there a lot easier and
€ | tdoknnbow i tds just a | ot 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 beirfgoate too much. One young man, talking
about his mother and his brother, explained:

We spend a
not

l ot of time with each other. 't 0s
was at col | | 6d be sick ockes(laughs)ng at ho
Where college came as a package, in other words, where the college arranged transport
and support at college itselaind the support wagod- the young men and their

families were especially positive. One mother said:

The support theresibrilliant.é hey 6r e really accessible to tal
they get in touch with me or | get in touch with them. [ph&l] carer has been
organised through the coll ege. Everythingos

The quality, consistency andiebility of support seemed to have a very significant effect
on how happy young people were at collégad in turn how positive their parents felt,
as one mother explained:

These people actually work for the college. Yedhey 6 ve got ®©DIhewasnodohe s
like a support, it was like friends. Do you know what | mean? They were absolutely
brilliant the lads[support workers] They bent over backwards, really took care of them.

One young person had less d@nene support at college than he had fat school which

his mother viewed poorly. The young man however said he prefeirédétc ause it 6s a
bit more freedom for m@& comment which echoes remarks made above about the

disadvantages of having a support worker in school

There was a strong gfierence 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 wermost positive about the opportunities it afforded them for more
friendships and relationships, and a better social life:

| prefer it here. | RAedlitberédkemarsesmhbl doo

More freedom. You know, not with my parents€fTy 6 ve got buses and stu
go out on tripsl wanted more independence and it was a boost for that and it is.

|l t6s al so people here understand the positio
independence and get your education out of ivall.

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 ofdiesntiege made

his son more able to deal with the challenges of transition to adulthood:
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Ifheh adn 6t [residentl cdllegejwe would have found things a lot malifficult
a lot earlier. By going we backed the difficult transition iotherewere friends and a
soci al environment which doesndt exi st here.

Negative things about college

As discussed above, most young people were positive about college but there were some
difficult aspects. Some young peomibo attended noeresidential colleges, found

friendships harder to make and maintain than at school:

When | went to college | had less friends and less people to talk to than when | was at
school. I thought it was harder than school. At school a loeopfe spoke to me but
when | went to college they didndét talk to n

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; heleft after two terms.

A small number of young people felt undsretched 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:

| never really knew whatwanted to doOther people had already thought about doing
j obs and t hi ng shpoughtaboutitl justhcarded @@t [ irne atdbrdaye r ]
something you knawjust stayed on to occupy my mind really.

One young person was streamed by the godle i tiving skilésd ,ii -academic
course, perhaps because he was disabled. His mother said that this had been frustrating
for him:

He did that for two yea. Ad thenwhen he was in the third year they put hino ithis

[other] course - which | thaught he could have done when he first went there really. |

dondédt know, ¢€é | ooking back on it now I donot
what the options were really.

Another family considered that the college did not take their son or higoresducation
seriously and believed this was because he had DMD.

Mother: Itwasasthough h Cheds got a ter minal i1l ness,
muscul ar dystrophy what edfTehre,y wedlolt just n
really teach him nothing or anythinghey verejust, 6 We |l |  we dr e
wasting our time on himd sort of thing, <c

in thefuture.
They were also unhappy that his class was predominantly for young people with learning
disabilities:

Father: Because hewas withaclasscohar act ers i f you | i ke &
put a downer on the class of pupils he wa
and shoulders mentally above everybody else, but unfortunately
because of disability, thatés the class h
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Some of the negativespects 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 wasroken for so long, went to another college instead until the lift there

broke too. He then decided that he had had enough of college.

Anot her difficult aspect which 6lived ond fr
residential colleges, was the iagt that having support had on friendships and

interactions with peers:

Interviewer: Were you able to like join in thingisat people were doing outside of
college as well as during the day?

Youngperso™Mo | di dnoét do anything | ike that.
Interviewer Was there any particular reas why that was difficult?

Mother: Il think you were just really with your
Young personYeah.

Mother: You didndét reall ypegptetdidyouvol ved with ma
Young persono.

Mother: Not inthe social aspect, no.

In some colleges, support workers were rotated relatively frequently amongst the
students. One mother was told by the coll
attachedd6. Of course this waplewha asove haye t he
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:

ege
pr

| kept getting different ongsupport wakers] allthetimes o you coul dnét buil
understandingSo | decided to go tfdifferent college] | wanted the same person. You

find it hard to talk to them or build up conversations. You have to keep starting over

again when itbs different peopl e

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 becausgdheot@o

to the toilet without support:

He was coming home practically dehydrated. I
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 withsixth form. Getting the

right bus was a pus,théylustdid it theiselyes ahd sb mpdad had k
to go and sort it out at a meeting.
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One mother felt that theolltege 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 fe
he says, a bit nervous, didndot you? Didnot f
environmerischool]li nt dheey 6d got t he care stryfgfto t her e b
encourage independence, but I think with Duc
they want €é you know theydre morbeutmattuorse and
getting harder for them you. know. So to me I
Theyomg mands mot her subsequently moved him tc
which she said was O0Osafed and had nurses, bu
academically:

Mother: He6s there for the company, but itds n

Young persn:No.
Interviewer: Socan you give me some examplethefkind of things that you @o

Young personve | | LIt 6csanditkereal |l y explain. |l do mat
but i t 6persomdl lsygiend andifferent 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 d? it

Young persor:know pretty much all of it | think there should be more choice really.
| t 6 s | usswith no optio: thenkeallly. |

Mother: Whe her ités down to funding é
YoungpersorlSo i to6s that or €& not anything é ités
Mother: Yeah.

Making a transition from college

The majority of young people at college, or who had left collegedaegbunt 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 receivedfamddrmation
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 mairssue to resolve was where the young person would kaveay at

university, or at home and then sorting out the subsequent transport and support. One
family said that there was quite a |l ot of pl
the end:

|l think there was quite a bit of planning do

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. Thane that was establisheahd 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 andegdsas/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 mamonhad 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 thatgeeral costs of going to university,
including fees, would be prohibitive:

|l f we get help he can go, but if he doesnoét

One young person said his transition from college to university had been smooth and that
he had been given good advicehiy teacher:

| remember first seeing it [information about the University] actually on a board at

school and | asked my teacher, and thatdés wh
[university] and we had various meetings. and | pretty much detweadted to go there
straight away really. So é it all went real/l

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 amovimgsto

a mainstream coll ege. He was having oO6link vi
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 motlsg&reard a question

about the role of Connexions by sayingpever met them, dondt Kknow
Anot her mother said she felt oal/l at sead an

Tobehonesiyhen he finishes this c¢otheigf@matiobm no't S
from, whether wedd stli ldlongoett ktnhoast whraotm a@oen nge

go up to. And as far as the working |ife goe
information. | know that there are people at the Jobcentas are there to do with

di sabl ed people tryi ng peapledtiheacdllegeBank . |l know
wantstotalk. lknow hey al so have counsell ors there as

hebés actuall yl beembt tBatiéteikk thireanthpaople there

that he can go and talk to about what the ne
todgyouknowt o fi nd out about it. Whether we get
presume we will.

More young peopleral 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:

| mean we di chiybtodrye slalyy nlgawe®ua know this i s ¢
t here was W obut weeraelnléyt égi ven afé olpttd 0 nlsi mietr eed .

71



dondt know whether thato
be that thdregion]i s n6t t he best p
is.

s mainly round here
| ace for that type o

One young person considered that the advice at college was not helpful enough for him:
| 6ve got

a
already.Co |l | eg
about coll

yelaut tlo donat wantid ege aqgh back nex
e d o e s n 6outwhaetd do nextoConnéxions anky thiakb
ege. I ai n dwantgnore infarmatidnue what | wan

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 c @ therelwa$ riothicgelpeeor lwm to do
anyway.
Interviewer: Right. So what happened next?
Mother: Nothing.
Interviewer: And were the college talking to you ahowdgu knowhe could do this,
he could do that? Connerxkeos8owereenodt invo
Mother: No, nobodyNothing.
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 soredenot to

want to go back and they decided that the choice had to be his:

And at the end of the day, since hedbs gone o
wanted to gdoack He neversaidd Yes | want to go ,dvencidw t o col |
we would sort somethingoww en maybe get him on a part tim
€ since the 24 hours a day with,&Weel Ivelntil at
want to do somethingdéd. Hebs quite happy €é we
sitting here and he watches the telly, wildl
brotherds comput er slkoppinge etnh e yd |l Iwhg@d eowletr téo htek
happy to do that. Wedre not hapeofthedaphet t hat 6

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:

Iwilldothisy ear at <coll ege but | donét want to go
not really sure what | want to do. | told th
year. The Connexions officedr t ol d him I dondét want to go n
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to make me change my mind but | keep saying
and go to the parks and stuff. |l dondt know
sure | dondét want to go | dondt want to con

Another family moed their son from college to a day centemplaining thahe was
under stimulated:

He really di dn.éesait, hikworde oéyTieeegde nothing veeit |

one day and they were having a quiet period and they got some classical meesig on

guiet and they were all lying on the floor amelwas stuckuna cor ner . He coul d
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 ttie midhe room, it

was about as big as this kitchelust imaginell people in here and there was two in
wheelchairs. So there was no room for him to
after a bit of fuss we eventually got him into this dayeentr

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 readsgssofurc
information or advice:

Interviewer: Have you thought about what yate going to d@
Young persoriNot really.

Mother: No. Wel | owlwhattloerogtion iskeally.
YoungpersonTher eds things I|ike the drops ins and
Mother: Andthenher e6s the € um é the adult sort o

something like that. And | said 00 j¥st have to find some groups of
things that you can belongoButyouknowl dondét know what ther
is really for ¢é and tthedayorysouagul dndét be muc

people, cos if there is anything it tends
know é dondt k noWatwdthely dohneothevoul d do.

areas? | f t heywhdtisthére foryaungtpenplectm | | e g e

do? Because unlessth&é ve gone to coll ege and got a
of qualifications, I mean ités very hard
really unless itdés computer based thereds
we havendét got anybody wannatthatl sit and di s

know of really.

Section 3: University

Two young men were actually at university at the time of being interviévoee living

at home and one living away. Another two had been to university in the past. and one
young person, mentionedove, 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 | enjoyed university so much, | thought it was a shame for him to miss
out you know.
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The young peren 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 p
hopes andoncerns 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 persorNo, not really.
Dad: (laughs)
Young persorBecause from my expence like going up to middle school and going
up to the high school, 1tdéds just I|ike ano

be like your teething problems and stuff. But I think universities are
probably going to be a lot more like open to doing thihgste so
than school | think. I think most of tow
caring aspect and how thatds organi sed.
Mother: |l mean as a mum | e obV|oust got con
intimate care that we would normally do. But nk 6 somet hing
that[son] needs fofson]t o have hi i n d ependence. Weodv
to hope that that works out.
Interviewer: And do you think much about how your life or your family life will be

Oov
| thi
S

different 1 f [ son] 6s at wuniversity?

Father: Well it woud be sibstantially different really.

Mother: Because everything that we do really is planned rdaad] now.
And so ités going to release a | ot of tin
massive difference really, wewillus ¢é particu
|l think see him é although wedll have to
not on our terms é well particularly me.

Young personYeahWe | | if yous get dirritating, 61 1

Mother: Yes.

Young personOr just hang up every time yaing.

(all laugh)

Going to Universityi 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 tohoosdrom 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 6feeld of the institution wa

| really liked the envirome n't . It seemed really friendly an
everyone knew each other and it all went €& i

Getting support organised was a major concern. There was a range of expérsames
said the university, and in particular tihisability 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 caretbyaamse

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 intereigiek 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:

éyoudll make friends with them and get on wi
and then turrup and then leave. | look fpeople [who are] encouraging yoto do

thingsé people who are quite energedtit hey | ook f or things thatél
t heyoll make me go out places ¢é | 611 meet th

A young man wh had previously been at university had had one to one support and a
note taker. Another used his dimessappated studen
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:

|l think back then | wanted to stay at home,
been good but é but 1 6m happy wiah.hustit as t he
dondét think I was ready to move away from ho
woul d have done But | think I édm happy for t
Being at University

University had positive aspects for all of those young people who Ipadiemxced it:

Yeah everyone just treats you as a nor mal pe
really good,yeahThat 6 s one of the main reasons | want
contact with other people. To get me out of the houmeknow.

University provided lots of the social opportunities that many young people expérience
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 fromhmme sai d that he 6l oved itd but was ni
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?
Youngpersoni | oved it, didndét | mam?
Interviewer: Were you able to get involved in things the way that other students
were, or was it quite a different experience?
Young persorot cuite good fhaudible)L i ke t he soci al 4,i de. Coul d
could I?Butl didallthel ect ur es . IRliddnpyit Bull ma m?
found | mi ssed out a bit though, didnoét |
Mother: Yeah.
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Young persorOn the social bit.
Mother: Just becausehegd dnét do it really.

This person also said that having a carer with him (provided by an external agency)
6cramped his style6 in relation to making fr
contrast to the student above who was supported by other tudent

One other young person also felt excluded from the social side of university life. His
support was not helpful:

| also found that | was quite isolated again like being back at school. Being in the

wheel chair peopl e don éheyignareywuSh olw was mmétacuve rty
happy about that bit. | was using a care agency to give me care but the carers were very
unreliable and notvery responsgoF i r st guy | had 1é weiwenh 6t get
out with friends and he got thrown outtbé club for threatening to bottle someerand

this was the guy looking after me! Then | got another guy who was an alcoholic and he
started drinking so | wasndét very keen on it
really do anything about it. Neguy had too much to drink and got aggres$iveis was

at night so | phoned my mum.

Mother:| got the call at 7am and | got the train and went down. | packed him up and we

came home and he never, ever went back.

The academic aspects of university tifid 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:

Theyodod said | could do al |l odd@tthere wapquitesai cal | vy,
l ot | coul dn 6 tiesgebextrafundindfodisabledi$tudemseso thely were
very much telling me what | wanted to hear rather than what the truth was. So | was
getting very behind with the wofand] they were doingirps | coul dnét 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
f ew i ssues vesortedtiem bubhnowm. k we 6

A young person living at home and commuting to university had some of his studies
interrupted because of unreliable external care agencies:

They oftenusedtosasy Ther eds nobody coming to see you
univers t y . 6

Section 4: Work

At the time of interview, only one person had had experience of paid work. This section

will describe the young mends aspirations <co
and/or anticipated to finding and keeping jobs. Employmeas 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:

Youngperson: 6d | i kel tdowot kkbaoaw what | could do r
Interviewer: Is t here someone &tifybuwantetBmtain who can ¢é
about work, iIis there B3omeone there you co

Young persoryo not really.
Interviewer: Are Connexions still involved?

YoungpesonYeah but ¢é | dondét know €& would they Kk
donodtl khbiwnk | uhstudyohgas ewarat t© dbjust
want to start doing something with it tho
getting educ agbingtonse it for anytboingd r e no't

Mother: So you know t hatlésmenhnaté Il owo ugludi tlei khea p |
him to work if he wants to go to work. An
doesndét want to work but just to get invo

know, and saalising.
Interviewer: | wonder,if you wanted additional advice on vk whetherthey could
find out who your local disability employment advisor is.
Mother: Yeah.Yos ee | O0ve nev®ee hledvae mdvdrhaltear d t

word. You Kkrne wt hee tthreisregsa we dondét know. A
just dondét know where to start. | 6d just
who you contact, or this is th person yo

A

whatweneed,yba ¢ so t hatodos €°?
Young persorihat?

Mother: Di sabi | betteywrit® it do@wnd
Young personYeah you should.
Mother: Disability é (writing)

Views and aspirationsoncerningwork

The young people at the older end of the age range were sceptical abouttinerk

ability to do it, or the podsility that they would find ifi 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 i f 1itds | ioksmethingligerthat. envi r onment
Youngpersorl: woul dndét want a work environment. I
working before.

Mother: Cos | suppose really itéds | i%ke €& woul d

Youngpersonf her ed6s no jobs | | ike anyway.

Mother: It 6s | i ke €é t herTee6sscoggoi ng t o be a new

Youngpersorl: 6d probably get bored too easily. The
do. | coul dnét be packing all the bags

Most young people who spoke about work thought that there would be big barriers to
face:

| 6ve heard that itdéds quite hard for people w
to get a job.

77



Understandably, given the severe impairments associated with DMD, they were
concerned about what they could actually do:

When you do thinkeout jobsy ou have to think about whatds |
suitable for you.

|l canodot find any work that | can do. | canot
| think they have work disabled people cari dike 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 money, fulflment, and independence. One of the youngest planned to

apply forpartt i me wor k at McDonal déos when he was 16
mechanic in later life. His mother talked about something that came up in several

interviewsi a tension for parents beterm being supportive about work, whilst worrying

that it may prove too difficult to find:

| would love to see him go out and get a job, mix in with gikeple. But you kind of,

you donét want to sort of I|ike dabBédnhysuhope
get a jobod. But in tjée Waokbtoknpywumwhmitmery gu
get a jebydodifodosyadvdomet twart to sort of be
hopes. Wu always have that in the back of your middA r eg oyiorug t o get a j ob
know whet her you will . ®

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:

Hebés very much of t htegevajodbw ftétbat | Gmbébsoonepbysnp
di sabled and 1 6d need a carer wWioAndl me and wh
have to agree with hibmButl atanhbe sameht mmgett
himiAvudre not goi nbpw dll day wiih tine, youa ard gbingdo héava to g
dosomethingAnd | é6m thinking on one | evel, |l 6m goi
selfish but heds been the sole, centre of my
respite and we get very little of the it is.

Ultimately, nearly all parents who discussed work said that the choice would, in the end,
be their soné6s:

Well I mean | would like him to do sething.l mean even it was just a day a week or

even work from hécwmse é eeléverkadkiow,justkeep

him € his mMBwutd youwwukpscwipétiouhi mfrkekal dydndB r
want to, you know therebébs no point stressing
overworked.

However in a couple of families there watifferences 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 unrealistigpiration for a wheelchair user. He thought that his
son needed to face thigut his wife disagreed:

Father: Il want him to go to college because at
there, what el se has he gothé& Thereds noth
able to go to work, he éaindét gonna go for

Mother: Yesbut you candt say that.

Father: You can say thatBecausdof whatjt hat i1l 1l ness hebds got w
hedol |l be in a wheelchair oeeray thatds the w
he aindt gonna get a normal | ob. I mean h
a mechanic or something |Iike that and he

Another difficulty in thinking about work for young people with DMD identified by one
mother was that her son had not eadugh experiences of increasing adulthood, or
separation from family, or disabled role models, to make choices or decisions about
somet hing as 6grown upd as wor k:

That 6s why | think ités difficult for himto
neler caught a bus on your own and your mot het
mother washes and dressesyduh ey havenét taken the steps w
control. Andthen suddenlyaged 16evemye i s Bayidg,yoW think?06 a
ONellwhat are you asking me for?29o

Most young people who wanted to work thought that-fiare 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 gainwork had not really occurred to

him in the past:

Young persollever really thought | could do it to
know what | could do or what | should be doing or anything really. |
d on Ot -Iprobably could have done atlof computer stufit the
time. Theremustbe other things that | can just go to for a day a week
or something
Father: Yeah, as | say, even if it was €& you a
time jab. Cos | think for someone likiee kids that haveay
what heds getnd la tfhilhnk tiimet he@eb can be ¢é
Young persorifiring.
Father: € pr o/boatbihg, too exhaustindgut 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 oftie s a we e k. ltbés very
difficult.

As we will see, some young people had actively sought work for a number of different

reasons because they had finished in education, because they wanted some

independence, money, fulfilent, 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 0or driHdisabledypéoplevaegt calleaguestandc h  mo st
form friendships:
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| mean most people find friends hey dondét even r egtmeemblmre whegste
friendsii f youdve got a job you .nieeywugoeuw pl e and
after work and maybe you meet their friendst 6 s n ot agld elegdibgtdart e t hi
find sonidhdé rmaindseason | dondét have friends
and | dondt go,soouti tanjdusne edto epsenodptl ehappen.

Two young people were in receipt of job seekers allowance, as well as other disability
relatedbenefits. Theyadto attend interviews at the job centre, which one of them found
difficult because he was very keen to find workut had had no success:

Mother: He claims so he has an interview and had to go through all the
guestiong face to face. He got asked what kind of work could he do.
Interviewer: What was thalike?

YoungpersorBi t i ntimidating. Makes me feel i ke |
Mother: ltds not that he doesndét want to, heod
kind of job hedéd do

Experiences of trying to find and being in work

For many young peoplexpectations abouivork 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 kvexperience 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 experiene!, Thatwas a laugh. We had to go on the internet and
find him something to do. Wel/| |l didndt b
ridiculous, you know.

Young persorifhey said if | wanted to do work experience | should stay in the school
anddoitandlsaidld ond6t want to, cos everybody el s

Another young person had a similar experience:

chool] went to wo

Cos when other peopl [ s
ouldndét find anything because

experience. I c

Onemothes ai d t hat Connexions had O6messed upd wh
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
themselvesnd, slightly by chance, found a car dealership that would give their son a

placement:

Connexions had nothing to do with it. | thin
One young person had done work experience at a local special FE college whilst at
school.lt 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 venyldiffic
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Wedbre trying to sort out work experience on
will take a power chair user with a carer? So he may go to work hisdstéor two
weekds graphic design.

Four young people had put a lot of time and effod inging to find worki 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 aftes GCSEs:

| was | ooking for |ike stuff in offices, stu
but something else | could do. But e | was
and do. | just assumed thaentdéddobse abl ehtongs
application forms and things | ike that, and
so | decided to stop putting that | was |ike
got a lot more. | got some interviews. Add one of them, | couldndét b
did this €& but one of them 6Ohweynotu @troE h etyhseayb |t

said that like at the start. Theysa@ddYou di dndét put that on the f
absolute nightmare. ljusteci ded that it wasndét going to h

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
would be interested intakingehe | chai rs, and things that you
keep in contact much at all, so | just stopped going in and just tried to find things myself.

The thing is [employers]s e e peopl e that can do | i ke every
takethatppson on than it is to take on someone w
for and things |like that. |l dondt think itds
on people in wheelchar!l j ust think itos easier to take
everythim.

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:

| was looking into getting some work so ldeaan appointment to see the Disability
Employment Advisor atthe jobcentbeut s he wasndt much good to
much said straight away that there woul dnot
hoping for a bit more of a positive appiathan that! | also contacted people through

New Deal for Disabled Peopteos they wrote to meS | got in touch back and the guy

said he would put me in touch with a job brok&ut | never heard anything back from

himeithers o t hat wasumdatgi wgry Sendt was pretty obyv
to work out.

About a year later of not really doing anything Mum bumped into this woman | knew.
[Sheworkedatla espi te place | 6d been to when | was
some work | mighbe able to do for her. They were trying to design information leaflets

about direct payments. So | 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 went for an interview but someone else go8iit they said they were

impressed and could | do some other kot took months and months to sort this out.

But it turned out that that they dii8ndt real
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montrs later there was still no job so | was getting fed up. The woman was off sick so |

wrote them and met her bos#hen | spoke to her she had no idea what this women was

doing and[that] this was going on for months. | just got fed up with it so | dedimled

|l eave it. And that was at the beginning of t
That was the disability team!

| was probably being a bit optimistic thinking | was able to do something more physically
able than | was. But also the DisabjliIEmployment Advisor saying,Wat kind of work
do you wa itwas difbcultdon iednot having worked before to really know

Whereas most people can say | think 10611 try
straight o fhatlthéught thegd might give nse ideas but they wanted me to
tell them what | wanted to do. But then when
do any worko then it waist,haweldli dintodts hae |wa sniee -
Ithoughtibd be t he of thatheywoald/be llingneinisdpossible when |
think 1 tds not. It wasndt even a case of | oo

Finally, two brothers aged 17 and 19 who had given up college were trying to find out
about gettig 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
So | thaughti 6 wor k 6 . I got in touch with the dis
She came out, totally unprepared, no ideas.

Young person 1She came and asked us what we wanted to do.

Yongperson2t 6d already done that a yearn before al
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 wasnot there. So |

sai d stkreow ahythdng &bout 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 | ow, they couldnbét get to
run home and get their trays to put the compauta.
YoungpersonlYou can see why wedve got no confiden
Young person 250 my test said | should do gardening! | hate gardening.
Young person 1And mine said work in an office or factory.
Mother: So the careers woman says what about workingcimaaity shop. Can
you i magine it, two young |l ads in a smel/l
show any more imagination than that? You can see why people are put
of f . It aindédt as i f you donbét try.

This suggestion, that the brothers might work in a chahibp swas the only mention of
voluntary work in any of the interviews.

One person in the study had been helped by his college to getim&jbb as a civil

servant. His college had assigned him a job coach to work on the practical issues that

would male work viable. Transport to and from work was paid for by the local authority.

Following a deterioration in his health, he moved to-paré work which he did for four

years before deciding to end worKk. Hse had su
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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 persorld m é n o,ino. Gettingl abuged on the phone all day basically.
(laughsyeah , it was good, | enjoyed going to work and being with the
peoplet her e and stuff. Just é | got bored wi
work.

Interviewer: Yeah. So was it an easy decision to finish, or difficuféor

Young persorld m é i t aswy 8@ hjusttfelt & had to be done, as it was getting

a bit too much, bit too much for wus you Kk
owt like that. If | was a bit fitter | probably would have still been there
you know.

Section 5: Young men ahome duing 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
werenot wel |l enough to c¢onworkn ihe amoontof because
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 perspectyauvdings . The
you have enough to do during the day??ao

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. Pasasften mentioned that their sons were becoming a

bit édnocturnal é and worried that they seemed

You know he goes to bed | ate and doesndét get
know when theredfusomebbBi hgmwhoesgmém | think
you know, eventually. But he spends a | ot of

He spends a lot of time in his room, watching the telly and watching the videos

The young men expressed a rangeiewg. Some, especially those who felt they had
Oovsetirayedd their time at coll egeiluteved t hey wi
these young men tended to feel less happy about it as the time went on:

Interviewer: Can you remember what you wantedib when you got to the end of

college?
Youngpersol: dondt think | had anything. Dondt th
really.Di d n 6 t donaaymtore waok or anythingthink | had
enough of learning by theBeemed okay at the time to do naghin
Interviewer: So um é what happened next then once y
YoungpersoldMot hi ng. Havendét done anything then. J
Mother: |l tds been the same situation since é h
Interviewer: And what 6&e?t hat been |
Young persorfor the first yearitwasalt i ght . But é Oghetimel bori ng th
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go out is when | go to the footballtehes, or when | go t@spite
[care].

Some were not happy with the situation and wanted to do more. One had inedstiga

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 writtenanovélwr i t i ng I s on my oweadoingput at | ea
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:

| dorkin ow, doe ®mdagtreallyd méan Ilkeejx rayseif dcéupied, go out

and do things, but i1ités not really ¢é | donot
what | mean
Parents generally had quite md Xeydverei ews abou

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 optioriseleadexhausted and

they were very conscious that their sonds co

| think all of us[parents]justthink e&IW , heo6s iMakethimaes best pl ace
comfortable as possi bl e. Hebés i n rnows comfort

Three sets of parents and two young people said that being at home had adversely
affected their confidence:

Mother: You know é thatdéds how Imakee shoul d go,
your friends and have your outside interests away from your mum and
dad. |l just wish he could have €é for his
more of that you know. Because it is a confidence thing as well, his
confidence has dippgda s noét it ?

Young personYeah.

Mother: And since heds bec wantedéssdorbeawayer vous é he
from, because 1 d6m é | <can see the signs a
there was something out there where he could go and meet with
|l i keminded people, make new friends é spo
buzz.

One mother and father thoughat 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 youWe just assumedthatans t he nor m, t hat was how i1
be. S qusttakedioh out wherever he wanted to go. Used to say
|l et 6s go t oort hseo neeanfhaerrie gdarkke t hat and é
Father: Or we 0 d[x]dandiendeaip ifyoAi r port, or wedd go &
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know WwWeagsaend up somewheritt é absolutely

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 annoysmeandidad i s t heydve gaso so much p
muchtogivewhy waste it? | mean you wouldndt w
having said that, we arené6t in his positi
generation, itods | uswastaofalthimpl et e waste. T
intelligence andekgowl addeéthat thégodlike
sayi f i1 tdés what |[son] wants to do, well th
nigglesyouabég¢ but t hey donét want to do it. And
theydre giving up and you just want to sh

Young personive | | I woul dndédt mind doing stuff with

Mother: It gets too much. We do understand é w
whenmeandyolbad are having conversations with

so knowledgeable about this and that #imel other, you can

understand from the parentsoé point of vie
w e Oarfrestrationthaty ou6ve got so much to give. But
if thatés the way you want to be. We dono
being in the howsand doing what yowant to do, if this is where you

f eel ¢ omf orweéebltha you have@at sojmuch potential,

and itdés just being wasted.

As would be the case in most families, having your son at home all day does have an
impact on low 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 differen
city and she reflected :

So eventually | gave up my job once he was home all theMim&now!l di dndét want

go out to work and | eave him in. So we both
when we tookip going toall the race meetings, just cdsvas something to do with the

day.lsaig ouY canét spend the rest of your |ife h
know vy ou @®labghsyThe finsaydar or so we quite enjoytedWe just pottered

round, went to the pictures, wentongip and t hi ngs | i ke that And
getting é cos he was only 15 to 16 then é bu
thinking[thatf he needs to do something. And heds a b

| think we were all feelingissortofdep e s si on at | us[brotherti ng sat hi
would come in from school with adAndhi s mates
[son] would sort of sit there. My husband would come in from work saying all the things

t hat t h e Fgvérgonedseemed toddeing something arglon] and | were like just

sat here, you know, nothing really happening.

| wonder whether he needed those two or three years to come to terms with the position

he was in, you know. 't may [eeHedwalse doesnot
seems to be fairly happy and contented most
what he could do. You know he got the exams over with, left school, and then got away

from having a taxi dhe had some time to thinkralgowhatphe e ver y d
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wanted to do. Andth@me] |l i st ened to what other peopl e wer
university and things. And | think in a way
heds done wuntil he got to JlHewastooybumgank at 16
too unsure about how his disease was going to progress. Once he realised after 3 years

that it hadnodét real,d® wabhgkeddmbeht & gboagd

One of the main impediments to change seemed to be a ladkwhation and choices

about what a young person who was at homéddo, 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 peoplewdittm to do things. Two

brothers with DMD echoed comments from other families that they found it hard to make
choices bdcdoét khew whThebrothaasssaicbthete washce r e. 6
particular shortage of professionals coming to theirhonsgéa s ayi ng, o6 What do
to do?d6, but they struggl ed t ocoaldde.Weer becaus
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 probakéga lack of choices that were age
appropriate, accessible and enjoyable. One mother said:

Butyouknowl dondét know what there is really for
day for young pede, cos if there is anything it tendsto be intheevening So | dondt
knowwhat he wouldloo What do they do in other,whkat eas? |f

is there for young ppletodo? W havenét got anybody. we can s

The young people themselves wanted to be with people of their own age doing things
they enjoyed. One young man said:

| i ke t o goé likeaybuihkleb waeregheyaMCeandwthfiikeeahat
go and | isten and watch.
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Chapter 5: Use, vievs and experiences of services

I n this chapter we describe familiesd accoun
T whether families felt they were, on balance, well or poorly supported, and how they
characterised services Next we look at wWhatilies said about specific service providers

within health and soci al car e. Then we repo
services, their availability and their relationships with them once the young person with

DMD reaches a agebdaiRi dalrlanpnsi weé omeport the v
service providers on the support available to young people with DMD and their families.

Summary of findings

Familiesd general experiences of serviices
All but three of the families in our study characted their overall experience of servic
provision as problematic. It was extremely common for families to describe having to

WD

prove their needs over and over again. Getti
6fight sd and 0batgsdtoeatseéntohave mavédiosfrom &rsgpect , t h
and Muntonos study published in 1993. Youn

these disputes and found them upsetting and stressful.

There were few examples given of professionals acting as effective key svorker
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 packkegpesipns
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 Eaatyiphg ahead; and long
standing relationships between the family, t

Familiesdéd views about health services
Most families had little contact witGPsalthough two families saw their GP as their
main clinical contagtin the absence of a specialist adult clinician in their area.

In relation tohospital based professionaldamilies in theNorth East almost all
attended the Muscle Centre. The specialist knowledge and expertise at this Centre|was
regarded by familiea s very valuable, especially|the fai
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 foseeing the same person. The services of the Muscle Centre were avallable

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 alued this continuity.

In theWest Midlands, most families saw a consultant paediatrician in childhood, abgout

whom they were very positive. As the sons got older, there was no one, obvious trgnsition
pathway to adult health services: some families weseie 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
would happen.

In theSouth West,the clinicalservices which families used and clinicians were very
varied. There were accounts of some positive relationships between families and s
but we did not hear about any adult neuromuscular consultant specialists in the reg
Overall, families wereather confused about the structure and organisation of health
services that were relevant to their
transition to adult health services and what would, or would not, be available.

In each of the threeegions, there was some disquiet with the way that appointments
later childhood and early adulthood, focused on charting the decline and deteriorati
the health of the young man with DMD. Both parents and young men themselves fg
this a demotivatig experience and wondered why the young men needed to be rem
of how unwell they were, even if clinicians thought it was important to monitor healt
status and recommend different approaches to treatment.

Familiesd views about physiotherapy s
There was wide variations in whether, how, and how often young men with DMD w
receiving physiotherapy. Most families identified physiotherapy as one of the first a
most significant losses resulting from a transition to adult services. For thosegamil

with a physiotherapist, relationships were often good, helpful and long standing.

Familiesdéd views about social services
Just under half of the families said
services departments, either presentlyndhe past. The majority of those wtiol have
contact were critical of the nature and level of support they received. Contact was ¢
intermittent and unsatisfactory. However six families said that their social worker wz
supportive and carried out, wireounded to us, to be a coordinating role.

Few families said they were prepared for, or understood the transition to, adult soci
services. Where social workers were i

about a 6 han delping with the cartcdrns and prdblems identified by th
young person and their family. Families considered that the most significant change
that they lost their relationship with one, named social worker and were instead dea
by a duty social wdker, who may or may not have been helpful.

Families6 views about other services
Occupational therapistsplayed 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 locdlospicefor short breaks and were overwhelmingly posit
about the nature and quality of support they experienced. A small number of familie
they were put off using their local hospice because of its strong connotations vatidtk
of life. Some young people were no longer able to attend their local hospice and in
cases there was no suitable alternative. Adult hospices were not thought to be suite
young men with DMD because the other clients/patients were generallyatder.
There was some evidence of hospices being flexible about their age criteria and al
the young men to continue coming into their mid 20s. .
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Family care officers/neuromuscular care advisorexisted in two of the three regions.
These posthad 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 availabl
the West Midlands, and in the South West, families said they were no longer able tp
access it once their son had reached 18.

Section 1: Famil i esérvicgsener al experiences of
We asked families about their overall views and experiences of serindéis section

we describe how they characterised services and the support they received. Their detailed
comments omspecificservices are set out in section 2 onwards. It is important to say at

the beginning that although theiverall experiences andews 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 commnsezan be grouped into the following
themes:

Having to prove needs and fight to get them met

Words | i ke 6fighté and oO6battled were extreme
described protracted, time consuming and stressful disputes with statuticgse

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 consded that services tried to avoid their responsibilities and made
things as difficult as they could. Commonly
therunrar ounddé, 6fraughtdé, 6éhostiled, bébattl ed,
were prepeed to take on this fight. One mother stated:

Where [son] 6s concerned, |1 O6m just |ike a tig
it.

The young people themselves were well aware of these disputes. Most, though not all,
wanted to be absent frothem. 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:

Itwas stressfylut once |1 6d sort of tmand/eladivéneto case and
these meetings, rather than me mgvio go there and sit there wathey 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:

| 6ve al ways found t matt ot yeoywd | lo pdenialnls rbiugh tt |
very hostile to change.

Young people and their families were surprised and angry at the extent to which they
were asked tprovethat they needed things, including care and support. It was not so
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much that they werenhappy to provide basic proof of the condition (DMD), but rather
that they were asked questions which were Or
explained:

Yougetloads of questions like Widat can you lif? @nd things like that. | hadne hat |
hadtofilint he ot her week. |l tés |i ke checking the
you have muscular dystrophy, ¢$hd®latiudknow& enough

your condition improvey | aughs) . Youbol (laughsg | suppcse itthasr st t o |
to be done for peoplethatagee t t i ng t hings when they dondt n
stuff thatodés quite ridiculous.

Part of the unhappiness was that parents believed that their own knowledge and expertise

were not taken intaccount, or treated seriously. One mother illustrated this point , saying

that she was asked by two occupational thera
shower toilet needed replacing because the shower part was not the right size:

He 6 s showertoietand he shower part didndét reach whe
he t

theywantrat o sit him over t oilet so they cou
believing é and |1 6m the ondhwelyddk tcowe wlate Ie
hadtoppve things. |l 6ve never ever come across

Most parents said that they had to decide wh
This was usually because they did not have the energy to pursue everything, or because

other thihgs 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 a lot of my days off are spent sorting out situations for [$oohe

mot her said. Parents pointed out that o6éordin
time as organising and fighting for services:

But amongst it all you wantlde. You dondét want to be endlessly
people, begging people, trying to justify the needs of your child.

When parents felt overwhelmed they sometimes came to a point of resignation
reluctant acceptance that they could not kedptifig for a particular thing. One father
whose son had finished college and was at home explained:

There was never anything that was straightforwaérd. t 6 s al most | i ke you ¢
andyouthinkbl candét be arsed any mored.

Another family hadvanted 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 particulartimel ¢ o u | dccaafightfoaknowy oudve got a | ot on vy
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 Westdwatithe
Muscular Dystrophy Campaign repdBiilding on the FoundationdIDC, 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 Edsad bieen

published just before the interview phase of this project started. These parents were very
concerned that they faced unequal access to health services:

(@}

Anybody thatdés bringing up a young man with
southwest,they e al | 'y are up against it €é& because the

| was stunned, horrified, angr$fomething has got to change. The difference in those
staiistics 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 redsmgs for

0l ess well 6 from services and felt that as a
doing less well than other families:

What | 6veistdatisfc oweu eldi ve i n a well heel ed are
a fat ugly, single parentwt h a boy on a council estate you
itds been. | 6vet2lpeara ght t hat for the pas

Another mother felt that it was the threat of legal intervention which had made the
difference. Shéad instructed a solicitor to force tissue of getting support in the home:

Suddenly, they couldndét do enough and now
Duchenne boy in [the region]; the counci/l
letter saying what [son] needget a baclup letter from the @ansultant, 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 wi
good system but it works to cadvantage.

he
di

Money andservicebudgets

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 ba tlelays that were caused by a lack of
transparency about what was, and what was not, available. There was also some sense of
injustice that importantelatively basic needsuch as the provision of care, wheelchairs
or toileting/bathing equipment, weapparently 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 pareriteere 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 monept.

Young men were not immune frodmscussions about how much money meeting their
needs cost and one said:
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It was al most | i ke money was more i mportant
be done, I think.

It is not surprising that they avoided care planning meetings.

Dissatisfag¢ion 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 eawgisben again, and a
high turnover of staff which prevented relationships and trust being developed.

For example, one mother explained how severa
the years if she came to see us for half an hour she wasaf for a bloody monthA

mother and her son explainedw the changes in staff made it hard for him to get to

know and like them:

Mother: Webve had three professionals that hayv

Youngpersorifhat 6 s t he t hi n g youmeédcontnaityddywu changi ng
need some person almost to make a friends
going to tell them things.

One mother put it succinctly:

What we could do with is somebody whoos, | Kk
side instad 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 itgatigtis for family

life. One father explained that he wanted professionalduding the researcher who
turned up to do this interviewo 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
title and then coming into the environment a
know, that really ticks me off. You know what | mean? And that has happened to us many

times, many times.

One mother believed that many professional s
their knowledge about the increased life expectancy for young men with DMD:

|l t6s | i ke theyov read t he watikgfortheoewekt and t he
[le. deathf They know t h e p nthgtexemakhatothrey[youndp ey 6 ve r e
men with DMD]d o n 0 t i veButi Itlh e hienyfoarematdi on i sndt o
they do live longer with this, this and tiigsipport and interventions] |1t 6 s embedded
the professionaf@mind because that was what it was when they were training.

y
n
I

There was a fairly even split between young men who felt that, as they got older,
professionals in servi chensdirattlyds opposédjtimtoedt j ob b o
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parents 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 placedike the hospital, some places can be likeagget pat r oni si ng, t he\
6ls he all right?d&d or something | ib6kkeskt hat , a
him yourselfdé (1l aughs)

Lack of coordination or ceoperation between different services

We found almost no evidence of professionating effectively as keyvorkers 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 decisiorms 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 cendl 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 (whidt is wh
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 itdos always one depamoméetr tdepamommeart . dd
nobody you can go to. Like whennais[family care officer]it was brilliant, you could go

toher andcobdwvaey,godWa problem witheybpdt DBt suttbaohn
Theyhadallthecontacts | i ke a | ittl e spiderds moab you kn

One young man ars father discussed how they were trying to sort out how to get the
young personédés bed fixed:

Father: T h e Beéndrganisng it.
Young persormnd then she goes a bit slack.
Father: But then all of a sudden the bed now seems to be in the cantnel o
district nurse isnodot it?
Young personYeah which is a bit confusing
Father: Which meanstheme 6 r e tpursyae itrthgough the district nurse.
Well it just becomes ¢é
Youngpersor:t doesndét f eel |l i ke it should be us d
Father: It just becomes a pain.

Youngpersor:t 6s anot her thing we have to be doing

Father: Yeah another thing. wX¥dowe feget o o ktery ham

YoungpersolYou 6d just | ike to r,imbklnegdaoawe per son
bedsort it outo.

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 waesma dinto sometimes

quite lengthy disputes about what constituted a health, an educational, or a social care
0needd6. A mother and her son reflected on th
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 spe

Young persontt 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
ofwendownhill you know. |t was I|ike &6Oh, we
t hiso.

Youngpersoif hen t hey did in the end. Arguing for
sake, somebody should have sorted it out

Mother: They were arguing was whether it was a sociakcaeed or a health
care need

Young persorfSocial care need?

Mother: Bl atantly a health care need. Soci al c
doing to your life, not in a health care way.

YoungpersoBut now itds a health care thing?

Mother: Yesnowt 6 s consi dered health care because
really isndét 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
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, compartzhtities 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 tlsitlgemselves 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 bereofficiadkeyworker aged t o b
(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 orggrssirvices and equipment.

Positive views of serviee

Just three families felt positive about theerall range and quality of service provision

they received. One family considered that services were well coordinated through a
speciali st ndhemNstcHasti tbsnatb guiAssconde!| | organi
family in the West Midlands, where the life transitions for the young person had been not

very different from those of many nafisabled young peopleschool, sixth form,

university, remarkedthdever yt hi ngodés beeninthethrrtdfanyily, st r ai ght
in the North East, relationships between professionals and the yourttadizeen

helpful and consistent over a long period of time. This was in large part because the

young man had workead a disability organisation and had developed personal and

professional links with professionals in his own right. His mother explained:

know.

Mother: Hebés known to people you
ade a difference?

Interviewer: Do you think thatds m
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Mother: | think so. Ithink so in lots of ways. If we want anything | just have to

ring up and the nursedll come and sheodl |
weodoll get i1t. Waihweoblal chamngiet of Limae ttrests.
wants a new cushion to try he getsityyok n o w. Probably ¢é well i

Sshoul dndot be because he knows people but
they come and they see him and é because

Familiesd views about specific services
Section 2:Contact with health care services

This section focusespramr i | 'y on familiesd relationships v
services because that was where health care was being reéesredll number of

individual families mentioned other health services, namely, a community nursing team, a
palliative care team, district nurse, a home ventilation team, a psychiatrist and a

psychologist, all of which ere regarded positively by families

General Practitioners (GPs)

Almost without exception, families said that their son haelyaor ever, been to their
GPs with medical problembecause 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 seeourGPbeca e [ s on|] really doesndét have a
him other wise. Hi s gener al heal thimi s very, Vv
Whenwedche s supportive, hebds fine.

However one family in the South West had their GP as their main medidalct 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

her e. I n the first family,timebeenlasgelyng per sonod
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 coul dn o tphdnedeow tdobter uppDX anyt hin
come out and she just took one | ook at
you getting any help?6 and we said, 0N
€ you might as well say he was dying.
needssot i ng, that needs sorting.o So thet
said, 6l 6ve been in touch with speech
appointment with you to get [son] down there wimets down there and
it turned out ¢é we saneby makingdhimedther | ess Kk
had no swall ow and what have Xyou. So i
for that one thing, wel!/ [ Xdhat] woul dnéo
saved his life.

Interviewer: So at the moment who@wdveowmntfiar swiorp gr?t

Father: Qur own GP. |l think sheds just a | ady
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