
Health Care
Provision and People
with Learning
Disabilities –
A Guide for Health
Professionals

J O C O R B E T T





Health Care Provision and People with
Learning Disabilities





Health Care
Provision and People
with Learning
Disabilities –
A Guide for Health
Professionals

J O C O R B E T T



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 WIT 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 Offices

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.

Library of Congress Cataloging in Publication Data

Corbett, Jo.
Health care provision and people with learning disabilities : A Guide for Health
Professionals / author, Jo Corbett.

p. cm.
Includes bibliographical references and index.
ISBN-13: 978-0-470-01986-3 (pbk.)
ISBN-10: 0-470-01986-7 (pbk.)
1. Learning disabled—Medical care—Great Britain. 2. Learning disabled—Services
for—Great Britain. I. Title.
RC570.2.C67 2007
362.196′8588900941—dc22

2006015979

British Library Cataloguing in Publication Data

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

ISBN-13 978-0-470-01986-3
ISBN-10 0-470-01986-7

Typeset in 9.5/13pt Photina by Integra Software Services Pvt. Ltd, Pondicherry, India
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

Foreword vii

Preface ix

Acknowledgements xi

1 Understanding learning disability 1

2 Models of practice 15

3 Health inequalities 29

4 Consent and capacity 45

5 Communication needs of people with learning disabilities 59

6 Roles and responsibilities of carers 75

7 Meeting the health needs of people with learning disabilities in
primary care settings 87

8 Caring for people with learning disabilities in acute hospital
settings 101

Useful resources and web addresses 117

Links to health screening assessments and health record booklets 121

References 123

Index 131

v





Foreword

Did you know that people with Down’s syndrome are prone to hearing
difficulties because of their relatively short and narrow-shaped ear canals and
increased tendency for ear wax to become impacted? Well, if you are an
established doctor, nurse or allied health professional you would think you
should know such a basic fact, wouldn’t you, to explain why people with Down’s
syndrome who consult you may not pay attention when you are talking to
them. But, as health professionals working in primary care or community or
hospital settings, it has been common to focus our interest on able people
who choose to come to consult us. We tend to ignore the needs of harder to
reach groups of people, like those who are housebound, have dementia, the
homeless or – as in the subject of this book – those people who have learning
disabilities.

So, has this stirred your conscience? Did you realise before I gave that
example that those with learning disabilities may have a physical reason for being
hard of hearing that you could remedy? Well, you should read this book – it
is packed with loads of basic information about the physical, mental and social
health of people with learning disabilities. It will make a difference to your
everyday practice. The chapter on the communication needs of people with
learning disabilities is particularly useful for all health professionals.

It will enable you to understand the difficulties that people with learning
disabilities and their carers face, trying to access health care services through
the normal routes. Looking at the NHS through their eyes you will appreciate
the inequity that they experience compared with able patients.

Tricky areas such as gaining consent are covered – the legal stance in England
and Wales for adults who have learning disability being the same as for those
deemed to be competent unless proven otherwise.

There are plenty of tips about using non-verbal methods of communication
to overcome difficulties so that you and the person with learning disability
understand each other. After all, how can you do your job to the best of your
ability if you cannot form a relationship and converse in a real way with people
with learning disabilities? You need these insights from someone like Jo Corbett,
the author, who has worked as a registered nurse in learning disability for about
30 years.
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viii H E A L T H C A R E P R O V I S I O N

This book is a must read for all health professionals. You owe it to those with
learning disabilities and their carers to learn how to practise at your best with
all groups of patients who come under your care.

Dr Ruth Chambers
Professor of Primary Care

Faculty of Health and Sciences
Staffordshire University

and
Director of Postgraduate General

Practice Education
West Midlands Deanery



Preface

High-quality health care that seeks to identify and treat needs is something all
of us hope for and should be available to all people, irrespective of race, gender
or disability. In its reforms the NHS plan (DOH, 2000) sought to redesign health
services responding to individual needs and transforming health care.

The needs of people with learning disabilities vary greatly, from those having
mild learning disability, requiring very little support, to those with severe learning
disability, having complex needs and requiring support from others to achieve
all basic needs. This can lead to people with learning disabilities presenting a
range of challenges for the people around them. During times of ill health these
challenges will become ever more apparent. For the health professional working
in mainstream primary and secondary care settings these challenges can be
difficult to overcome when attempting to identify health needs and deliver holistic
care that is responsive to their individual needs.

This book provides clear information and aims to assist mainstream
health care providers in gaining greater understanding of people with learning
disabilities to enable them to deliver the holistic and effective care that people
with learning disability deserve. The reader is provided with information that
emphasizes the range of achievements and individuality of people with learning
disabilities and, through looking back at the historical perspective of care
provision, illustrates the importance of improving upon the negative attitudes
that can still prevail and at times lead to inadequate health-related decisions.

Sections of the book highlight many problems and barriers faced by people
with learning disabilities when accessing health care seeking to raise awareness
and influence improvements in care. People with learning disabilities will use
health services at all levels and, recognizing the difficulty some mainstream care
providers have when interacting with people who have learning disabilities, the
book provides guidance to influence improved communication and support by
health professionals delivering at both primary and secondary care levels.

Each chapter gives the reader information and guidance on dealing with a
variety of situations found in health care settings. Examples of good practice are
explained using case examples and experiences of people with learning disabilities
and their carers. The book describes what is expected from the various health
care teams and offers solutions to potential challenges and barriers facing them. It
includes information regarding specialist support services that can offer assistance
to the individual and to the mainstream staff teams, ideas are also offered on how
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x H E A L T H C A R E P R O V I S I O N

to present information in a format that people who have communication difficulties
can understand. For some considerable time, evidence has been presented that
highlights the health inequalities experienced by this group, much of the evidence
is explored and used to support the need to create improvements in care. Key
legislation that offers a legal framework to protect the rights of people is explored
and discussed in an attempt to raise awareness in particular about issues related to
consent and capacity.

The evidence base for this book has been drawn from extensive research,
personal experience, policy guidance, as well as from some of the current
legislation that is applicable to this group. Since its publication Valuing People: A
new strategy for learning disabilities for 21st Century (DOH, 2001c) has been the
guide for those working to improve and develop learning disability services; its
recommendations along with other government guidance are used throughout
the text to help inform and remind mainstream service providers of their
responsibilities to all patients.

As a registered nurse for people with learning disabilities, I have spent several
years working in various settings and gaining an understanding of individuals
who have learning disability and their families. Recently my time has been spent
developing a greater understanding of health inequalities experienced by people
with learning disability whose needs are often misunderstood by the mainstream
health services.

Having spent time working with colleagues on a project that looked at
implementing initiatives that were presented in Valuing People: A new strategy
for learning disabilities for 21st Century (DOH, 2001c) regarding the concept
of health facilitation, it became clear that improvements were required at all
levels, including improved responses to health from within the specialist learning
disability teams. For improvements in health to occur there is a real need for
all services to work together in partnership with people who have learning
disabilities and their carers taking a shared approach and responsibility for
reducing health inequalities. It is hoped that this text will provide an additional
resource that will encourage and support initiatives to improve the whole health
experience for people with learning disabilities giving them greater opportunities.

My career has concentrated on provision of learning disability services in
England in particular and as such the information presented largely reflects
policy and legislation applicable in England and Wales. It is perhaps worth
noting however that although there are differences in legislation as it applies, for
example, in Scotland, many approaches advocated will be equally applicable to
people with learning disabilities there and in other parts of the UK.

Jo Corbett
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Understanding
learning
disability

1

Introduction

People who have a family member who has learning disabilities and those
working in close contact through learning disability services will have a
reasonable understanding of the terminology used; others express real difficulties
in understanding what type of person may be referred to when seeking to define
the term and apply it to describe an incredibly diverse group. There is often
confusion with other groups in society in particular people who have mental
health disorders. The lack of clarity about what is meant by the term ‘learning
disability’ can at times extend to those working in the field of practice, as those
providing specialist services for people with learning disability are known to
debate who can access their services. This emphasizes how difficult it can be to
categorize and identify this group of people.

This chapter seeks to give some insight into the various service definitions
while also sharing the individuality and skills of this marginalized group. The
chapter also offers a brief overview of factors contributing to a person having
learning disabilities and discusses some issues arising from different attitudes held
in society that can perpetuate negative responses.

Individual perceptions can lead to assumptions being made about the people
for whom we provide care. It is perhaps useful to reflect on your own thoughts
and feelings when faced with minimal information about an individual requiring
health care support. Take some time to reflect on your own thoughts and
perceptions of the group of people who have learning disabilities and who they
are by looking at the question posed in Text Box 1.
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