
Occupational Therapy 
and Duchenne 
Muscular Dystrophy
By

KATE STONE, CLAIRE TESTER, ALEX HOWARTH, 
RUTH JOHNSTON, NICOLA TRAYNOR, 
HEATHER McANDREW, JOY BLAKENEY 
AND MARY MCCUTCHEON

John Wiley & Sons Ltd





Occupational Therapy 
and Duchenne 
Muscular Dystrophy





Occupational Therapy 
and Duchenne 
Muscular Dystrophy
By

KATE STONE, CLAIRE TESTER, ALEX HOWARTH, 
RUTH JOHNSTON, NICOLA TRAYNOR, 
HEATHER McANDREW, JOY BLAKENEY 
AND MARY MCCUTCHEON

John Wiley & Sons Ltd



Copyright © 2007 John Wiley & Sons Ltd
 The Atrium, Southern Gate, Chichester,
 West Sussex PO19 8SQ, England
 Telephone (+44) 1243 779777

Email (for orders and customer service enquiries): cs-books@wiley.co.uk
Visit our Home Page on www.wiley.com

All Rights Reserved. No part of this publication may be reproduced, stored in a retrieval system 
or transmitted in any form or by any means, electronic, mechanical, photocopying, recording, 
scanning or otherwise, except under the terms of the Copyright, Designs and Patents Act 1988 
or under the terms of a licence issued by the Copyright Licensing Agency Ltd, 90 Tottenham 
Court Road, London W1T 4LP, UK, without the permission in writing of the Publisher. Requests 
to the Publisher should be addressed to the Permissions Department, John Wiley & Sons Ltd, 
The Atrium, Southern Gate, Chichester, West Sussex PO19 8SQ, England, or emailed to 
permreq@wiley.co.uk, or faxed to (+44) 1243 770620.

Designations used by companies to distinguish their products are often claimed as trademarks. 
All brand names and product names used in this book are trade names, service marks, trademarks 
or registered trademarks of their respective owners. The Publisher is not associated with any 
product or vendor mentioned in this book.

This publication is designed to provide accurate and authoritative information in regard to 
the subject matter covered. It is sold on the understanding that the Publisher is not engaged in 
rendering professional services. If professional advice or other expert assistance is required, the 
services of a competent professional should be sought.

Other Wiley Editorial Offi ces

John Wiley & Sons Inc., 111 River Street, Hoboken, NJ 07030, USA
Jossey-Bass, 989 Market Street, San Francisco, CA 94103-1741, USA
Wiley-VCH Verlag GmbH, Boschstr. 12, D-69469 Weinheim, Germany
John Wiley & Sons Australia Ltd, 42 McDougall Street, Milton, Queensland 4064, Australia
John Wiley & Sons (Asia) Pte Ltd, 2 Clementi Loop #02-01, Jin Xing Distripark, Singapore 
129809
John Wiley & Sons Canada Ltd, 6045 Freemont Blvd, Mississauga, ONT, L5R 4J3
Wiley also publishes its books in a variety of electronic formats. Some content that appears in 
print may not be available in electronic books.

Anniversary Logo Design: Richard J. Pacifi co

Library of Congress Cataloging-in-Publication Data

Occupational therapy and Duchenne muscular dystrophy / by Kate Stone  .  .  .  [et al.].
  p. ; cm.
 Includes bibliographical references and index.
 ISBN 978-0-470-51030-8 (alk. paper)
 1. Duchenne muscular dystrophy – Treatment. 2. Duchenne muscular dystrophy – Patients – 
Rehabilitation. 3. Occupational therapy for children. I. Stone, Kate.
 [DNLM: 1. Muscular Dystrophy, Duchenne–psychology–Case Reports. 2. Muscular 
Dystrophy, Duchenne – therapy – Case Reports. 3. Occupational Therapy – methods – 
Case Reports. 4. Quality of Life – Case Reports. WE 559 O15 2007]
 RJ482.D78O33 2007
 616.7′4806 – dc22
 2007011293

A catalogue record for this book is available from the British Library

ISBN 13: 978-0-470-51030-8

Typeset by SNP Best-set Typesetter Ltd., Hong Kong
Printed and bound in Great Britain by TJ International Ltd, Padstow, Cornwall

This book is printed on acid-free paper responsibly manufactured from sustainable forestry in 
which at least two trees are planted for each one used for paper production.

www.wiley.com


Contents

Contributors xiii

Preface xv

Acknowledgements xvii

 1 Duchenne Muscular Dystrophy: A Medical Overview 1
 Alex Howarth
  Clinical Features 2
  Key Points 3

 2 The Occupational Therapy Process 5
 Kate Stone, with Claire Tester and Mary McCutcheon
  Introduction 5
  Defi nition of Occupational Therapy 6
  Assessment 7
  Planning 15
  Interventions 15
  Evaluation 20
  Key Points 20
  Case Study 21
  Study Questions 22

 3  The Psychosocial and Emotional Impact of Duchenne Muscular 
Dystrophy: Some Considerations 23

 Claire Tester
  Introduction 23
  Some Considerations at Different Ages and Stages 25
  Overnight Ventilation 27
  Grief and Loss 27
  Depression 28
  Impact on Parents 29
  Psychosocial Pointers to Consider 30
  Emotional Impact upon Therapist 33



vi CONTENTS

  Key Points 34
  Case Study 34
  Study Questions 35

 4  From our Point of View: From Young Men with Duchenne Muscular 
Dystrophy, as Shared with Claire 37

 Claire Tester
  Aged 11 Years 38
  Aged 15 Years 39
  Aged 18 Years 40
  Aged 27 Years 42
  Study Questions 43

 5 Personal Activities of Daily Living 45
 Alex Howarth, Ruth Johnston, Heather McAndrew and 
 Nicola Traynor
  Introduction 45
  General Upper-Limb Function for Self-Care Tasks 46
  Toileting 47
  Washing 50
  Grooming 51
  Dressing 51
  Easy Reacher 52
  Eating 52
  Sleeping 54
  Call System 55
  Sexual Health and Well-Being 56
  Key Points 57
  Case Study 57
  Study Questions 59
  Solution 59

 6 Seating 61
 Joy Blakeney and Ruth Johnston
  Introduction 61
  Considerations 61
  Adaptations 62
  Tables/Trays 65
  Wheelchairs 66
  Environmental Considerations 68
  Funding 69
  Servicing 70
  Car Seating 70
  Key Points 71



CONTENTS vii

  Case Study 71
  Study Questions 72

 7 Moving and Handling 73
 Kate Stone and Claire Tester
  Introduction 73
  When Does Moving and Handling Need To Be Introduced? 74
  Needs of the Individual Requiring Assistance 75
  Individual Capability of the Handler 76
  Environmental Considerations 77
  Moving and Handling Equipment 77
  Key Points 80
  Case Study 80
  Study Questions 80
  Solution 81

 8 Occupational Therapy in Education 83
  Alex Howarth, Heather McAndrew, Mary McCutcheon and 

Nicola Traynor
  Introduction 83
  Classroom Considerations 84
  Equipment 86
  Other Areas of the School 89
  Transition Planning 92
  Key Points 94
  Case Study 95
  Case Study Questions 96
  Solution 96
  Study Questions 97

 9 Learning and Behaviour Diffi culties 99
 Claire Tester
  Introduction 99
  Developmental Profi le 99
  Attention Defi cit 100
  Dyspraxia 101
  Dyslexia 102
  Behaviour 102
  Social Skills and Self-Esteem 104
  Last Word 105
  Key Points 106
  Case Study 106
  Study Questions 106



viii CONTENTS

10 Leisure and Play 107
 Kate Stone
  Introduction 107
  Play 108
  Holidays 109
  Sports 111
  Hobbies 112
  Friends and Family 113
  Key Points 113
  Case Study 114
  Study Questions 115

11 Community Care 117
 Kate Stone
  Introduction 117
  Community-Care Assessments 117
  Community-Care Plans 120
  Community-Care Services 121
  Implementing a Care Plan 126
  Monitoring and Reviewing 127
  Key Points 127
  Case Study 128
  Study Questions 129

12 Housing Issues 131
 Kate Stone
  Initial Contact 131
  Legislation 132
  The Existing House 132
  Housing Options 138
  Emotional Issues 140
  Key Points 141
  Case Study 142
  Study Questions 143

13 Social Needs: An Overview 145
 Claire Tester
  Introduction 145
  Checklist 147
  Comment 149
  Key Points 150
  Case Study 150
  Study Questions 151



CONTENTS ix

14 Employment 153
 Kate Stone
  Introduction 153
  Occupational Therapists and Work 153
  Careers Advice 154
  Disability Employment Advisers 155
  Employment Assessments 155
  WORKSTEP 155
  New Deal for Disabled People 156
  Job Introduction Scheme 156
  Access to Work 156
  The Neuromuscular Centre 157
  Disability Discrimination Act 1995 157
  Employers 158
  Interviews 158
  Work Adjustments 159
  Discrimination 159
  Flexible Working for Carers 160
  Key Points 160
  Case Study 160
  Study Questions 161

15 Transport 163
 Kate Stone
  Introduction 163
  Disability Living Allowance 163
  Motability Scheme 164
  Road Tax 164
  Parking Badges and Parking Bays 164
  Transport to Hospital 165
  Transport to Schools and Nurseries 165
  Transport to Further Education 166
  Transport to Employment 166
  Travel by Private Car 166
  Travel by Taxi 168
  Travel by Bus 168
  Travel by Ferries and Ships 169
  Travel by Train 170
  Travel by Underground 171
  Travel by Tram 171
  Travel by Aeroplane 171
  Concessionary Fares 171
  Wheelchairs 173
  Insurance 174



x CONTENTS

  Key Points 174
  Case Study 174
  Study Questions 176

16 Bereavement and Anticipatory Grief 177
 Claire Tester
  Introduction 177
  Loss 177
  Bereavement 178
  Anticipatory Grief 180
  When Someone Dies 180
  In Summary 181
  Key Points 181
  Case Study 181
  Study Questions 182

17 The Role of the Hospice 183
 Claire Tester
  Introduction 183
  Hospices and Palliative Care 183
  Role of the Hospice 185
  Summary 190
  Key Points 191
  Case Study 191
  Study Questions 192

18 In Conversation with Occupational Therapists 193
 Claire Tester
  Introduction 193
  Key Points 197
  Study Questions 197

19 The Future 199
 Claire Tester and Dr Alison Wilcox

Appendix I 201

Appendix II 205

Appendix III 207

Appendix IV 211

Appendix V 215

Appendix VI 217



CONTENTS xi

Appendix VII 221

Appendix VIII 225

References 231

Bibliography 241
 Further Reading for Depression and Anxiety 241
 Further Reading for Social Needs 242
 Further Resources 242
 Some Web Addresses for ADD 243
 Dyspraxia Assessments 243
 Dyslexia 243
 Social Skills Training 244
 Useful Websites 244

Index 247





Contributors

Joy Blakeney, Dip COT, Senior Practitioner, Paediatric Community Occupa-
tional Therapist, formerly of West Lothian Council Social Work 
Department.

Alex Howarth, BSc Occupational Therapy, Senior Paediatric Occupational 
Therapist, NHS Lothian University Hospitals Division.

Ruth Johnston, BSc (Hons) Occupational Therapy, Senior Occupational 
Therapist – Child Health, NHS Fife.

Heather McAndrew, BSc (Hons) Occupational Therapy, Senior Paediatric 
Occupational Therapist, NHS Borders.

Mary McCutcheon, Dip COT, Senior Paediatric Occupational Therapist, for-
merly of Ashcraig School, Glasgow.

Kate Stone, Dip COT, MSc (MedSci) in Palliative Care, Senior Practitioner, 
Paediatric Community Occupational Therapist, Inverclyde Council Social 
Work Services.

Claire Tester, Dip COT, PG Dip, AHP Consultant in Cancer for Scotland, 
Scottish Executive on secondment from the Children’s Hospice Associa-
tion, Scotland (CHAS).

Nicola Traynor, BSc Occupational Therapy, Senior Paediatric Occupational 
Therapist, NHS Lothian University Hospitals Division.





Preface

This book has been produced by core members of the Scottish Occupational 
Therapy Focus group for Muscular Dystrophy. Based on the authors’ knowl-
edge and experience, the intention is to provide a resource that facilitates a 
fl exible and informed clinical approach to occupational therapy with this client 
group.
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1 Duchenne Muscular Dystrophy: 
A Medical Overview

ALEX HOWARTH

Duchenne muscular dystrophy is the most common and usually most 
severe form of muscular dystrophy (Kapsa et al., 2003). It is named after 
Dr Duchenne de Boulogne – a mid-nineteenth-century French physician, who 
was one of the fi rst people to study and document some of the muscular 
dystrophies.

Duchenne muscular dystrophy is an X-linked recessive muscle-wasting dis-
order, involving progressive muscle weakness which normally becomes 
evident before the age of fi ve years in an affected boy. A defective gene on 
the X chromosome (at Xp21 site) leads to a defi ciency in dystrophin – a 
rod-shaped cytoskeletal protein which normally maintains the integrity of the 
muscle cell wall. Where dystrophin is defi cient, there is an infl ux of calcium 
ions, a breakdown of the calcium calmodulin complex and an excess of free 
radicals. These changes lead eventually to irreversible destruction of the 
muscle cells. Dystrophin is also found in the brain and its defi ciency is associ-
ated with cognitive impairment to a varying degree (Anderson et al., 2002; 
Leet et al., 2002).

In X-linked recessive inheritance, it is generally the males that are affected 
because the mutated allele on the X chromosome is not balanced by a normal 
allele, as it is in the case of females (males have X and Y chromosomes, 
whereas females have two X chromosomes). In approximately half to two-
thirds of all cases of Duchenne muscular dystrophy, the mother carries the 
defective gene. In these cases, the female relatives of the carrier mother should 
be offered genetic counselling. The remaining cases arise through spontaneous 
mutation and, in these instances, female relatives will have the normal popula-
tion risk of having an affected male child. For the general population, the risk 
of having an affected child is one in every 3,500–4,000 male births (Lissauer 
& Claydon, 1997; Nowak & Davies, 2004).

Female carriers are usually healthy, although a small number have a mild 
degree of weakness themselves and are then known as manifesting carriers. 
Daughters of affected males will all be carriers, whilst sons will not be affected, 
since a man passes a Y chromosome to his son. Each son of a female carrier 
has a 50% risk of being affected, and each daughter a 50% risk of being a 
carrier.
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There are around 1,500 boys with Duchenne muscular dystrophy living in 
the UK at any one time. About 100 are born with the condition each year. 
Diagnosis is often made on clinical grounds supported by laboratory tests. 
The serum creatine phosphokinase is normally grossly elevated (normal 
values are in the lower hundreds, depending on the particular laboratory, 
but, in Duchenne muscular dystrophy, this fi gure will be in the high thou-
sands). At this stage, a blood sample would also be sent to the genetics labo-
ratory to look for a deletion or duplication on the X chromosome. If no 
deletion or duplication is identifi ed, the next stage would be to proceed to a 
muscle biopsy. An absence of dystrophin staining on immunocytochemical 
staining together with the other changes typical of Duchenne muscular dys-
trophy, such as variation in muscle fi bre size, muscle fi bre necrosis, regenera-
tion and replacement by fat, would confi rm the diagnosis of Duchenne 
muscular dystrophy.

Once a mutation has been identifi ed in a family, the female relative should 
be offered genetic counselling. Identifi cation of carrier females requires inter-
pretation of pedigree and specifi c tests: 70% of carrier females have a raised 
creatine phosphokinase level. Accurate carrier and prenatal diagnosis can also 
be made through DNA testing for gene deletion, duplication or point muta-
tion. In the case in which a mutation has been identifi ed in the affected male 
but not in the mother, there is a chance that the mutation has arisen in the 
ovaries of the mother. This is called Gonadal Mosaicism. However, tests for 
this are not available at the present time. In these cases, there is a 5% risk of 
having a further affected male child. Prenatal diagnosis should therefore be 
offered to these women.

CLINICAL FEATURES

Symptoms usually begin between the second and sixth year of life (Rogers 
et al., 2001). The average age of diagnosis is 5.5 years, although children are 
usually referred for a medical opinion when much younger. Involvement 
begins in the proximal musculature of the pelvic girdle, proceeds to the shoul-
der girdle and fi nally affects all muscle groups, including the respiratory and 
heart muscles. Gower’s Sign, in which the child uses his arms to crawl up his 
thighs into a standing position from a kneeling position, is diagnostically sig-
nifi cant. Other indicators include: delayed walking; a waddling gait; toe-
walking; a reluctance to walk; diffi culty rising from a sitting or lying position; 
an inability to hop, skip or jump; frequent falling and stumbling; problems 
climbing stairs and running; cramp in the legs; and excessive fatigue. Enlarge-
ment of the calf, and sometimes of the forearm and thigh, is also characteristic. 
It is known as pseudo-hypertrophy because the enlargement of the muscle is 
not due to additional muscle fi bres, but to replacement of the muscle fi bres 
by fat and fi brous tissue. Progressive atrophy and weakness lead boys to 
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become wheelchair-dependent, usually at between eight and eleven years of 
age. Joint contractures at the hip, knee and ankle and spinal deformities (sco-
liosis, kyphosis and lordosis) are common complications.

Duchenne muscular dystrophy is a life-limiting condition but, with improve-
ment in management in areas such as the introduction of steroids (while the 
boys are still ambulant), postural management (once they are wheelchair-
bound), spinal-fusion surgery, non-invasive ventilation and possibly more 
intense cardiac surveillance and management, the prognosis is improving. At 
present, many patients will die as a result of cardiac or respiratory failure 
(Eagle et al., 2002). Without ventilatory support, the average age of death is 
around 19 years but, where cardiac and respiratory functions are effectively 
managed, a survival to the third or fourth decade is not unknown (Brown, 
2002; Bushby et al., 2005; Simonds, 2001).

Respiratory management is a subject that needs to be approached with 
sensitivity. In some cases, discussion of overnight ventilation may lead the 
family to appreciate fully for the fi rst time that Duchenne muscular dystrophy 
is a life-limiting condition. Strong emotive reactions to this form of interven-
tion may then ensue – total rejection on the one hand, an exaggerated sense 
of dependency on the other. In general, medical information may have to be 
explained several times to allow the families to absorb it fully and make fully 
informed decisions about future options.

KEY POINTS

• Duchenne muscular dystrophy is the most common and usually most severe 
form of muscular dystrophy. It is a life-limiting condition.

• It is an X-linked recessive muscle-wasting disorder leading to a defi ciency 
in dystrophin – a protein which normally protects the integrity of the muscle 
cell wall. Dystrophin is also found in the brain and its defi ciency is associ-
ated with cognitive impairment.

• In X-linked recessive inheritance, it is generally the males that are affected. 
In approximately half to two-thirds of all cases, the mother carries the defec-
tive gene. Spontaneous mutation is responsible for the rest.

• Daughters of affected males will be carriers; each son of a female carrier 
has a 50% risk of being affected, and each daughter a 50% risk of being a 
carrier.

• About 1,500 boys are affected with Duchenne muscular dystrophy in the 
UK at any one time. About 100 are born with the condition every year.

• Diagnosis is often made on clinical grounds supported by laboratory tests. 
The serum creatine phosphokinase is usually grossly elevated. Duplication 
or deletion on the X chromosome would then be investigated through blood 
sampling. Muscle biopsy would be carried out if no deletion or duplication 
is found. An absence of dystrophin, variation in muscle fi bre size, muscle 
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fi bre necrosis, regeneration and replacement by fat would confi rm a diag-
nosis of Duchenne muscular dystrophy.

• Accurate carrier and prenatal diagnosis can be made through DNA testing 
for gene depletion, duplication or point mutation.

• Symptoms usually begin between the second and sixth years of life. The 
average age of diagnosis is 5.5 years and wheelchair dependency occurs at 
between eight and eleven years.

• Involvement begins in proximal musculature of the pelvic girdle, proceeds 
to the shoulder girdle and fi nally affects all muscle groups, including the 
respiratory and heart muscles.

• The Gower’s Sign (a characteristic method of transferring from kneeling to 
standing) is diagnostically signifi cant. Delayed walking, a waddling gait, 
problems with stairs and running, leg cramps, excessive fatigue and pseudo-
hypertrophy are other indicators.

• Prognosis is improving through developments in respiratory and cardiac 
management, the introduction of steroids, postural management and spinal-
fusion surgery.



2 The Occupational Therapy Process

KATE STONE, WITH CLAIRE TESTER 
AND MARY McCUTCHEON

INTRODUCTION

Occupational therapists have a unique role in supporting and working with 
young men with Duchenne muscular dystrophy and their families, as they 
can assess and evaluate an individual’s physical, psychological and social 
needs.

The occupational therapist’s focus is on maximising skills, promoting 
and enabling independence, as well as improving the quality of life of 
the family. It follows that occupational therapists normally have an 
ongoing role in the treatment of young men with Duchenne muscular 
dystrophy.

Individuals will have contact with many occupational therapists and 
they may have more than one occupational therapist at a time involved 
in their care. Occupational therapists can be employed by a number of dif-
ferent agencies, with each agency being responsible for providing different 
services. This can cause confusion for some families, so it is extremely impor-
tant that they have a clear understanding of each occupational therapist’s 
role.

The vast majority of parents and children, when they fi rst encounter an 
occupational therapist, are usually not sure of the occupational therapist’s 
function. They normally associate the occupational therapist with the issue 
that has brought them to the house, such as ‘it’s the woman about the bath’ 
or ‘the man that deals with the boy’s handwriting’. Both of these are a small 
aspect of the services that an occupational therapist can provide and, there-
fore, each occupational therapist involved with the family needs to clarify what 
services their agency can offer.

Where there is good communication and cooperation between the different 
occupational therapy services, they can often offer better services than each 
individual service can provide.

This chapter defi nes occupational therapy and provides an overview of the 
skills that a therapist can offer when working with an individual with Duch-
enne muscular dystrophy.
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DEFINITION OF OCCUPATIONAL THERAPY

Occupational therapy is a health profession concerned with promoting health 
and well-being through occupation. Occupation in this sense means the activi-
ties that people have to do in their everyday life, such as personal-care tasks, 
like eating or bathing. It also includes other occupations, like housework, play, 
schoolwork and employment tasks. Occupational therapists work with people 
who have health problems to enable them to be as independent as possible in 
carrying out these occupations by helping them to regain their skills or by 
offering them alternative ways of participating in activities to improve their 
quality of life.

According to Blom-Cooper (1989, p. 14), the public and other professionals 
can have false and damaging stereotypes of the functions of occupational 
therapy and he recommended defi ning occupational therapy as follows:

‘Occupational therapy is the assessment and treatment in conjunction and collabo-
ration with other professional workers in health and social services, of people of 
all ages with physical and mental health problems, through specifi cally selected 
and graded activities, in order to help them reach their maximum level of function-
ing and independence in all aspects of daily life, which includes their personal 
independence, employment, social, recreational and leisure pursuits and their 
inter-personal relationships.’

This defi nition was created in the era before community care and does not 
include the educational aspects of the occupational therapy profession. A 
recent study by Creek (2006) looked at 37 different defi nitions of occupational 
therapy, with a view to creating one defi nitive defi nition; they did not succeed 
in this task, which is not surprising when one considers all the different ele-
ments of occupational therapy.

The philosophy of occupational therapy states that occupation is central to 
normal human existence and that its absence is a threat to health. It also holds 
that all individuals are of value and are inherently different and that a thera-
pist must work with the individual to select meaningful activities to maintain 
personal well-being in a relevant social and cultural setting (Turner et al., 
2002).

Occupational therapists work with all age groups in many different settings. 
Health boards or local authorities and government agencies can employ them, 
as can voluntary organisations and charities. Others work in housing agencies 
and education authorities, and some are in private practice. There are also 
occupational therapists working in universities and for commercial com-
panies. Appendix I illustrates the basic knowledge base of occupational 
therapists.

The settings in which occupational therapists work are numerous and the 
following is a list of the main areas in which people with Duchenne muscular 
dystrophy may cross paths with occupational therapists:
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• hospitals and clinics;
• wheelchair services;
• schools and nurseries;
• disabled-living centres;
• social work offi ces;
• housing agencies;
• hospices;
• equipment suppliers;
• charity organisations like the Muscular Dystrophy Campaign;
• job centres;
• in their own home.

Occupational therapy is a process of assessment, planning, intervention and 
evaluation. This is a continual process with people with Duchenne muscular 
dystrophy, as their needs and the needs of their carers are constantly 
changing.

In order for treatment to be effective, occupational therapists have to work 
closely with the family and other professionals involved with the family to 
ensure that treatment goals are realistic and achievable. Treatment is more 
effective if a proper assessment of the issues is carried out.

ASSESSMENT

The main goal of assessment in occupational therapy is to get a clear under-
standing of the individual, their social circumstances and their environment, 
in order to develop a treatment plan which will improve the quality of life of 
the person and their family. The quality of the assessment carried out will have 
a direct correlation with the quality of the treatment interventions (Turner et 
al., 2002).

Ideally, in the atmosphere of evidence-based practice, standardised assess-
ments should be used to measure the effectiveness of occupational therapy 
interventions. A standardised assessment is one which has been administered 
to a selected population and standard scores have been obtained that can be 
used to set a scoring procedure. The test is usually administered in a set way 
and the person being assessed is measured against the standardised sample to 
identify their level of performance.

At the time of writing, there are no standardised occupational therapy 
assessment tools that are specifi c to people with Duchenne muscular dystro-
phy. Occupational therapists and other professionals have created many stan-
dardised tests that could be used to assess certain functions that are problematic 
for people with Duchenne muscular dystrophy, but, if another professional 
has created the assessment, their objectives for testing may be entirely differ-
ent from an occupational therapist’s. This should be considered when selecting 
standardised assessments.
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There are many standardised assessments that can be used to measure 
specifi c issues, such as handwriting, activities of daily living and cognitive 
assessments, etc. Due to the variety and number of these assessments, it 
is not possible to cover these within this chapter. However, the following 
reports (Edmans et al., 2001) include some considerations that should be 
taken into account when selecting standardised assessments which may be 
useful:

• What client group was the test designed for?
• How valid and reliable is the test?
• Is it validated for an occupational therapist to administer?
• How easy is the test to use?
• How long does it take to complete the test?
• Will an individual with Duchenne muscular dystrophy have the stamina, 

functional ability and concentration to complete the test?
• Is it age-appropriate for the individual?
• Is the issue important enough for the individual to warrant very detailed 

assessment?

Assessments are used to identify problems and how these problems are affect-
ing the lifestyle of the individual and the family. They are also a basis for 
deciding whether occupational therapy interventions will be of assistance to 
the family.

The following are the main issues that Leeson (1995) recommends assessing 
for a child with special needs. These areas of assessment are equally relevant 
for a child with Duchenne muscular dystrophy. Additional areas need to be 
assessed with young adults and each individual will have other issues that may 
require assessment.

EXPECTATIONS

The fi rst issue that an occupational therapist has to assess is what the family 
expects from their service. They may have made a simple request for informa-
tion regarding equipment, etc. and may only wish to have that information 
supplied without further assessment or treatment. The occupational thera-
pist’s fi rst assessment will be to decide the level of assessment that is required 
for each referral. That being said, the occupational therapist should inform 
the family of interventions that are available from their service. This could be 
in the form of a simple leafl et.

The occupational therapist then has to establish what issues are important 
for the family so that the initial assessments and treatments focus on the 
problems that are causing the most anxiety to the family. When and where 
the assessments are carried out also needs to be clarifi ed.


