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Dedication

I would like to dedicate this book to the many adults with learning disabilities
I have had the pleasure to meet and work with over the years, who have
enriched my life and taught me patience, understanding and compassion. The
students I have taught have given me hope for the future of learning disability
nursing and continue to inspire me.

Debra Fearns

I dedicate this text to all those who strive to ensure fairness in the delivery
of healthcare for all members of society.
Ian Peate
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Introduction

People with learning disabilities are one of the most vulnerable groups in
society (Department of Health 2001). This book aims to provide readers —
those who provide or wish to provide health care and support for adults with
learning disabilities — with a foundation for their interventions. Contributors
to this text come from a variety of backgrounds — in clinical practice and the
academic world. The contributors are dedicated to creating and maintaining
a positive environment for all; they believe that each person with a learning
disability is a unique being, with individual needs and ambitions; they also
believe that people with learning disabilities can lead full and rewarding lives
— indeed, many already do so. Each chapter sets out to reflect these hopes
and aspirations.

Itis acknowledged that there are some people with learning disabilities who
are marginalised by society, and experience prejudice, bullying, insensitive
care and discrimination. The effects of these can have a damaging impact on
the individual (Department of Health 2001). The majority of people with
learning disabilities want to live an ‘ordinary’ life, having the independence
and choice to make decisions about their lives (King’s Fund 1999). There may
be those who cannot make the choice or decision themselves and the Mental
Capacity Act 2005 sets out ways in which those who cannot make those deci-
sions are protected (Department of Health 2005b). Caring for and supporting
those who have a learning disability can be complex, but at the same time
rewarding — contributing to the person’s well-being can be very satisfying for
all concerned.

We are resolute in the belief that people with a learning disability are
worthy of the best possible care and support; for you to do this, it is vital that
you have an insight into and understanding of the key issues that impinge on
the person’s life, both in the community and also in the various health and
social care settings. Those people who have a learning disability and
are supported effectively in the community can become full, participating
members of the community. We encourage you to promote the possibilities
associated with living with a learning disability, by providing innovative and
creative approaches to care and support and by acting as a knowledgeable
doer and, most importantly, an advocate. Partnership working is key to suc-
cessful and client-centred care; it is essential if care and support are to be
delivered in the most appropriate manner that you are encouraged to apply

Caring for People with Learning Disabilities. Edited by I. Peate and D. Fearns.
Copyright © 2006 by John Wiley & Sons, Ltd.
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this approach to care delivery in the situations in which you are working.
Stressing the importance of partnership working and acknowledging the
benefits that this may bring the individual mean looking beyond a disease-
oriented approach to one in which the patient is central. Such an approach is
on a par with the current Government’s desires to make available a health
service that is designed around the patient instead of the service (Department
of Health 2006).

Nursing students, those who are undertaking NVQ/SNVQ, Access to
Nursing and Cadet nursing programmes of study, and those who are returning
to practice will be the prime users of this text — however, not exclusively those
cited. This is not a text that will provide you with a panacea for all of the
needs of those who have a learning disability; it encourages the reader to
identify further areas of importance that may not have been discussed here
and to investigate further and deeper. Within the text, the terms ‘nurse’,
‘student’ and ‘nursing’ have been used. The terms and the philosophies
applied in this book can be adapted to suit a number of health and social care
workers at various levels and in a variety of settings in order to develop caring,
informed skills.

The book utilises up-to-date information that the reader will need in order
to begin to understand how to help, support and care for those individuals
with learning disabilities in the institutional setting (e.g. the hospital) and in
the community (e.g. the person’s own home setting). The information is
arranged in such a way that it reflects current health and social care practice
in a user-friendly manner; furthermore, information is related to practice
issues that may be encountered when working with people with a learning
disability, their families and friends. We would not anticipate that the text be
read from cover to cover in one sitting; rather, it can be used as a reference
book (a resource, a reader), be it in the clinical setting, the classroom or your
own home.

The text can be considered as a handbook or a manual that has an up-to-
date evidence base; it is anticipated that it will challenge and encourage the
reader to acquire a questioning approach to care provision, emphasising the
important relationship between theory and practice. You may be studying at
the moment; if this is the case, in order for you to get the most out of this
book, you are encouraged to attend all of your classes associated with your
current programme of study, and we would suggest that you use this text to
supplement your current learning.

Most of the content relates and refers to some key health and social care
documents, publications and statues that are used here to inform debate. One
key government publication — Valuing People: A New Strategy for Learning
Disabilities for the 21st Century (Department of Health 2001) — is central,
explicitly or implicitly, to deliberations.

The wide-ranging aim is to facilitate understanding associated with essen-
tial aspects of care in an attempt to enhance safe and effective care, and to



INTRODUCTION 3

encourage and generate discussion. It is anticipated that the outcome will
improve the quality of care provision that is underpinned by an informed
knowledge base. This book is a fundamental text that can enhance personal
and professional growth in relation to learning disability care.

CONTEMPORARY SOCIETY

It is estimated that there are over 800,000 people in the UK aged over 20
years who have a learning disability (Department of Health 2005a); putting
this into context can help you to understand the needs of those whom you
may need to provide care and support for, as well as the extent of the chal-
lenges. This number is expected to rise by 14 per cent to 900,000 by 2021.
Furthermore, the number of those with severe learning disabilities may also
rise by 1 per cent per year for the next 15 years (Department of Health
2005a).

KEY TERMS

The choice of terms used in this text is diverse. It is important to define terms
from the beginning; different terms may mean different things to different
people. There are a variety of terms that can be used to describe people with
learning disabilities. The use of any term has the ability to label the person
to whom the term is being applied. Labelling may lead to prejudice and dis-
crimination, and can result in stigmatisation. Stigma is powerful and can have
negative consequences for an individual’s identity.

Often, the term ‘patient’ is used in healthcare settings. Not everyone sup-
ports its use, as it has passive connotations associated with it; it can also
highlight the medical focus of the relationship between the person and the
service. On occasions, ‘client’ is used; this has the ability to stress the profes-
sional nature of the relationship. More recently, the term ‘expert’ has been
used, with the emphasis on a participative approach, acknowledging a per-
son’s capacity to work towards his/her own rehabilitation. Experts are seen
to be equal partners with experts who provide care, such as a nurse or doctor.
Not everyone is keen on the term ‘service user’ or ‘user’. The term ‘user’ may
also have negative connotations associated with it. It may be used to single
out those who use illicit substances.

‘Adults with a learning disability’ is a term that has been used in the title
of this text and also in this introductory aspect of the book. This is a broad
definition, often used by various health and social care agencies. It has the
potential to recognise that many people can and do have a learning disability,
but they may not necessarily have an illness or a disease.

Various terms are used in this text with the aim of promoting the care and
support of individuals with learning disabilities. The terms we have used
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address a wide range of experiences that may affect members of our society.
In order to avoid stigma, prejudice and stereotyping, listen to and respect
the terminology that is being used by those who are living with a learning
disability.

The word ‘carer’ has been used on many occasions in this book. It is used
to describe those who look after others, whether they be ill or healthy, or have
a disability. ‘Carer’ has many interpretations and may refer to an employed
healthcare provider or someone who provides care that is unpaid. It has been
estimated that there are approximately 6 million unpaid carers in the United
Kingdom (Carers UK 2005); this includes parents, grandparents and siblings
who are looking after people with learning disabilities.

THE CHAPTERS

It is impossible to discuss all elements of health and social care related to the
person with a learning disability. We have arranged the chapters in such a
manner as to provide you with some insight into the intricacies associated
with the care and support that may be required by an individual who has a
learning disability. Primarily, we aim to provide you with the essence of care
and a fundamental understanding of some of the issues that may impinge on
a person’s well-being.

Central to Chapter 1 is the importance of fostering good working relation-
ships with adults who have learning disabilities. Key concepts such as person-
centred planning will be considered and debated in detail, as well as the
diversity of the varying needs of adults with learning disabilities. Approaches
to care are examined.

Chapter 2 focuses on effective communication strategies that can be used
for adults with learning disabilities; processes and forms of communication
are outlined. The chapter makes clear how important it is to assess social
functioning, as well as communication skills, when determining need. There
are those individuals who have communication problems, as a result of which
communication policies must be developed to disseminate information in
accessible formats; some of these formats are outlined. In addition, there will
be discussion concerning barriers to communication, including non-verbal
communication processes.

Caring for and supporting the individual who presents with behaviours that
may pose challenges are outlined in Chapter 3. There are various methods
that may be used to support and manage a person with learning disabilities
when their behaviour poses problems. Interventions will be examined and
placed within the context of ‘normalisation’ principles underpinning learning
disability care and provision. The chapter points out that over-reliance on
psychotropic drugs can often result in poor outcomes as a consequence of
their use. Management strategies will be discussed and outlined.
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Chapter 4 provides the reader with an understanding of how to protect the
‘vulnerable’ adult who has learning disabilities from exploitation and
abuse; protection is seen as paramount. This chapter will outline policies and
procedures that are in place to ensure the protection of the ‘vulnerable’
learning disabled adult and identification of the ‘vulnerable’ adult ‘at risk’.
The chapter uses the No Secrets publication to demonstrate that there is
no place to hide when it comes to exposing the abuse of vulnerable
adults (Department of Health and Home Office 2000). The chapter draws
upon the legal framework in place, identifying voluntary and statutory
provision. Chapter 9 discusses the framework and other legal issues
further.

The incidence and prevalence of mental ill health in adults with
learning disabilities is higher than within the general population. In Chapter
S, vulnerability factors are discussed and highlighted, including how
these may contribute to mental health difficulties. Issues around diagnosis
and treatment are explored. The chapter emphasises the point that
those who have a learning disability as well as a mental health illness
should be able to access services and be treated in the same way as anybody
else.

Chapter 6 focuses on the person with a learning disability who also has
epilepsy. Epilepsy is defined and the categories of epilepsy outlined. The
management of epilepsy will be examined and strategies discussed. The use
of anti-epileptic drugs (AEDs) will be examined in the context of recently
published National Institute for Health and Clinical Excellence (NICE)
guidelines as well as the National Service Framework for Long Term Condi-
tions (Department of Health 2005¢).

Fulfilling the health potential of adults with learning disabilities is central
to care; Chapter 7 discusses health promotion initiatives. These activities
consider some of the special health needs of adults with learning disabilities
and how they can be empowered to meet these needs. Discussion of oppor-
tunist health promotion and health promotion activities will be included;
emphasis is placed on making health material accessible to those who have
learning disabilities.

Since the text will consider a range of issues related to health and illness
and the impact on adults with learning disabilities, Chapter 8 describes some
biophysical aspects of anatomy and physiology, identifying how these may
relate to specific syndromes, e.g. Down’s syndrome. Fundamental aspects of
the physical characteristics of Down’s syndrome will be examined in relation
to specific medical issues, such as heart and circulation, the digestive system,
etc. This will be followed by discussion of potential difficulties that the adult
with Down’s syndrome may encounter, such as congenital heart defects and
hypertension.

Caring for adults with learning disabilities will inevitably involve ethical,
moral and legal issues. Chapter 4 has already begun to address these issues;
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Chapter 9 continues to address other concerns, such as civil rights. Often,
these issues are complex; this chapter highlights ethical theories and focuses
on the legal ramifications in such a way that the reader is able to relate them
to practice.

The final chapter addresses the rights of adults with learning disabilities to
marry and have children; this is at the heart of Valuing People (Department
of Health 2001). The number of people with learning disabilities who are
forming relationships and having children has steadily increased over the last
20 years. This brings with it many challenges, hopes and aspirations. This
chapter discusses anti-discriminatory practice, drawing on the discussions
made in other chapters, supporting parents and examining practical aspects
of inter-agency working that can support parents with learning disabilities,
whilst being aware of issues of child protection and children ‘at risk’.

We hope that by using this text to support your practice, you are able to
advocate and support the person with a learning disability in a variety of set-
tings. We are delighted that you have chosen to care for and support those
who have learning disabilities and we are confident that you really will make
a difference.

REFERENCES

Carers UK (2005) A Manifesto for Carers, London, Carers UK.

Department of Health (2001) Valuing People: A New Strategy for Learning Disabili-
ties for the 21st Century, London, HMSO.

Department of Health (2005a) Learning Disability Task Force: Annual Report 2004
— Challenging, Listening, Helping to Improve Lives, London, Department of
Health.

Department of Health (2005b) Independence, Well-being and Choice: Our Vision for
the Future of Social Care for Adults in England, London, Department of Health.

Department of Health (2005¢) National Service Framework for Long Term Condi-
tions, London, Department of Health.

Department of Health (2006) Our Health, Our Care, Our Say: A New Direction for
Community Services, London, Department of Health.

Department of Health and Home Office (2000) No Secrets: Guidance on Developing
and Implementing Multi-Agency Policies and Procedures to Protect Vulnerable
Adults from Abuse, London, Department of Health.

King’s Fund (1999) Learning Disabilities: From Care to Citizenship, London, King’s
Fund.



