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of the report.
Words that are underlined refer to words that are explained in the
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The Glossary also lists all abbreviations that are used in this report.
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During the Review we met every month with the Equal Lives Group; men and women with a learning disability who advised
us on the work. They said that the Review should focus on ensuring that people with a learning disability have equal chances
and choices to other people in Northern Ireland. We have called this report Equal Lives to reflect their priorities.

1

20980 makeup txt

9/1/05

9:00 PM

Page i

Contents

PAGE No.

Foreword

Professor David Bamford, Chair of the Review of
Mental Health and Learning Disability

PART ONE

WHERE ARE WE NOW?

Chapter 1

20:20 Vision

Chapter 2

Messages from People with a Learning Disability
and their Families

11

Chapter 3

Setting The Scene

15

PART TWO

WHERE DO WE NEED TO BE?

Chapter 4

Children, Young People and their Families

35

Chapter 5

Fuller Lives

45

Chapter 6

Accommodation and Support

59

Chapter 7

Health and Well-being

67

Chapter 8

Mental Health and Challenging Behaviours

77

Chapter 9

Growing Older

85

Chapter 10

Ensuring Personal Outcomes

95

PART THREE

MAKING EQUAL LIVES A REALITY

Chapter 11

Enabling Change: Staffing

103

Chapter 12

Managing Change: Implementation

113

Annex A

Objectives and Recommendations

127

Annex B

Terms of Reference for Review of Mental Health
and Learning Disability (NI)

137

Annex C

Expert Working Committees of the Review

139

Annex D

Glossary

143

Annex E

References

147

Annex F

Composition of Equal Lives Review Learning
Disability Working Groups

161

Annex G

Legislation in Northern Ireland

167

Annex H

Selected Definitions of Learning Disability

171

Annex I

HPSS Expenditure on Learning Disability
Programme (2002/03)

175

ii

1

Annexes

i

20980 makeup txt

9/1/05

9:00 PM

Page ii

FOREWORD
In the summer of 2002, I was invited to chair the independent Review of Mental Health and Learning
Disability, commencing in October of that year. By March 2003 it was clear that the work consisted of
several interlinked reviews under one overarching title, and encompassing policy, services and legislation.
The Review Steering Committee has presided over the work of 10 major Expert Working Committees. In
consultation with Government, we agreed to produce our reports on a phased basis.
Equal Lives is the second report from the Review. It sets out a compelling vision for developing services for
men, women and children with a learning disability for the next 15 to 20 years.
The Equal Lives Review has adopted an evidence-based approach, drawing upon existing relevant
information and research, and where necessary commissioning research. Exemplars of best practice local,
national and international, have informed the debate. Widespread consultations with stakeholders, in
particular people with a learning disability and their families and carers, have endorsed our vision and the
strategic direction of the Equal Lives Review.
The Equal Lives Review has concluded that progress needs to be accelerated on establishing a new service
model, which draws a line under outdated notions of grouping people with a learning disability together and
their segregation in services where they are required to lead separate lives from their neighbours. The model
of the future needs to be based on integration, where people participate fully in the lives of their
communities and are supported to individually access the full range of opportunities that are open to
everyone else.
The success of implementing the Equal Lives recommendations depends on the contribution of many
stakeholders, but most of all Government, who must give a lead on implementing the process of change. We
fully recognise the resource implications and urge Government, in particular the Department of Health,
Social Services and Public Safety, to begin the necessary process of reform and modernisation of these
services immediately.
Professor Roy McClelland, deputy Chairman of the Review, and I thank Siobhan Bogues, who chaired the
Learning Disability Working Committee, and all involved in the Equal Lives Review for their efforts and
their commitment.

Professor David R Bamford
Chairman
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20:20 VISION

Chapter

1
“”

We hope the Review makes sure that people with a learning disability get the same
chances and choices as everyone else. Equal Lives Group
Show us respect by giving us the support and information we need. Family Carer

About the Review of Mental Health and Learning
Disability (Northern Ireland)
1.1

In October 2002 the Department of Health, Social Services and Public Safety (DHSSPS)
commissioned an independent review of law, policy and service provision affecting people with
mental health needs or learning disability in Northern Ireland. The Review of Mental Health and
Learning Disability (Northern Ireland) could be described as having 3 distinct strands:
• a review of policy and service provision for people with a learning disability
• a review of policy and service provision for people with mental health problems
• a review of the Mental Health (Northern Ireland) Order 1986.

1.2

While there are overlaps between each of these strands there are clear distinctions and in particular,
the Review of Mental Health and Learning Disability (the Review) recognises that learning disability
and mental health problems are very distinct and separate conditions.

1.3

This is reflected in the way in which the Review is being carried out. An overall Steering
Committee, whose terms of reference are shown at Annex B, manages the Review. They are guided
by inputs from Expert Working Committees2, each of which is examining a particular area:
• Adult Mental Health

• Dementia and Mental Health Issues of Older People

• Child and Adolescent Mental Health

• Social Justice and Citizenship

• Forensic Issues

• Legal Issues

• Mental Health Promotion

• Needs and Resources

The areas being covered by each Working Committee are given at Annex C.

2

Words that are underlined refer to items that are explained in the Glossary at Annex D at the back of the report
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This report summarises the findings of the Learning Disability Working Committee and presents a
wide range of proposals for improving the lives of people with a learning disability and their families
by developing responses that are based on the key values of:
• Citizenship
• Social Inclusion
• Empowerment
• Working Together
• Individual Support.

1.5

The Review Steering Committee agreed the following Terms of Reference for the Equal Lives
Review:

Terms of Reference
• To carry out a review of policy and services for children and adults with a learning
disability
• To take into account the evidence base, national and international, for best practice in
the assessment of need, the planning of supports, effective means of delivering services
and the empowerment of people with a learning disability
• To comprehensively research the significant issues for consideration in future policy,
utilising all reliable, valid and up-to-date evidence and to take account of local
initiatives and needs
• To work collaboratively and consult widely with all relevant stakeholders both within
and outside the health and personal social services sector
• To liaise as necessary with colleagues on the other Expert Working Committees on
interface issues
• To bring forward to the Steering Committee a comprehensive and prioritised set of
recommendations giving due consideration to cost, workforce issues and infrastructure
needs.

2

20980 makeup txt

9/1/05

9:00 PM

Page 3

How Did We Carry Out the Equal Lives Review?
1.6

The Equal Lives Review is based on an extensive range of consultations, research and analysis,
carried out over the last year that included:
• establishing a Learning Disability Working Committee that managed the Equal Lives Review
• setting up the Equal Lives Group, which was made up of 16 men and women with a learning
disability from different parts of Northern Ireland who met with us every month and gave advice
on issues that they felt should be addressed
• meeting on 6 occasions with a group of family carers who gave feedback on ideas coming out of
the Equal Lives Review
• holding 6 public meetings with men and women with a learning disability who talked about what
they thought needed to change to make their lives better. Their views were collected by Equal
Lives Group members and published in a separate report called We Have a Dream... (1)
• holding 5 public meetings for carers in different parts of Northern Ireland to share their concerns
and suggestions. The issues raised at these meetings were published in a separate report - Focus
on Families. (2)
• meetings with a group of young people who told us about the specific things they want us to
address
• consultation with men and women who have complex health needs and/or a profound learning
disability and their carers. The issues raised at these meetings were published in a separate report
called Challenges of Complexity. (3)3
• setting up 6 Task Groups with various stakeholders to examine issues identified by the Committee
as being particularly significant in relation to improving the lives of people with a learning
disability - refer to Annex F for membership of the Equal Lives Review groups:
• Support for Children and Young People and Their Families
• Accommodation and Support
• Day Opportunities
• Ageing
• Mental Health
• Physical Health
• setting up a free phone line to provide an opportunity for people to share their views in a
confidential manner. This service was designed for those who could not, or were unwilling to,
attend meetings and to ensure that people from all over Northern Ireland could have their voices
heard.

3

These reports are available on the review web-site www.rmhldni.gov.uk
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• inviting people to make presentations to the Learning Disability Working Committee and Task
Groups. Men and women with a learning disability, family carers and staff from a wide range of
agencies all took this opportunity to tell us what is working well and what needs to change.
• inviting individuals and organisations to provide written comments. Many people took this
opportunity to express their concerns and ideas to the Learning Disability Working Committee.
• holding conferences and seminars on particular issues attended by over 400 people so that new
developments in services nationally and internationally could be presented and recommendations
for local services identified:
• day opportunities
• lessons from Sweden
• physical and mental health
• lessons from other reviews on implementation
• staffing and workforce issues
• growing older
• education
• youth
• family support
• play
• promoting equality
• early intervention
• finding out what has happened in other countries and locally by reading policy documents and
commissioning research from the University of Ulster. This research focused on 4 areas:
• creation of a directory of research studies into learning disability undertaken in Northern
Ireland4
• strategic review of learning disability policy and service provision
• reports on the 6 topics studied by the Task Groups
• study of organisational arrangements and how they may develop in the future.
• 2 seminars for political representatives
• circulation of a consultation report to a wide range of individuals and organisations which
resulted in over 70 written responses

This directory is stored on a cd-rom and is available free-of-charge from Room 12J10, School of Nursing, University of Ulster,
Newtownabbey, Northern Ireland BT37 OQB

4
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• an independent facilitator was commissioned to run a series of meetings with family carers and
men and women with a learning disability to secure feedback on the draft Equal Lives report
• detailed consideration of all responses received and redrafting to produce this final report.

How Does Our Work Fit in With the Rest of the
Review of Mental Health and Learning Disability?
1.7

The fact that the Equal Lives Review was conducted within a wider review of legislation, policy and
services relating to mental health and learning disability had a number of advantages. First, it has
meant that we have been able to inform the work of other Expert Working Committees, which will
also address the mental health issues affecting people with a learning disability. Second, we have
been able to liaise with the Expert Working Committees that are concerned with learning disability
and mental health matters in equal measure, i.e. Legal Issues, Social Justice and Citizenship, and
Needs and Resources. Third, we have been able to contribute to the current Department of Health,
Social Services and Public Safety review of workforce in learning disability and mental health along
with Review colleagues from other Committees. These Committees will produce separate reports,
each of which will highlight issues and actions to be taken which should contribute to an overall
improvement in the lives of men, women and children with a learning disability in Northern
Ireland, albeit within the broader context addressed by that Committee. The Learning Disability
Working Committee has highlighted the factors that we believe should be considered by these
committees in their work. This report provides the overall context in which further
recommendations from the various Working Committees will be placed. Their reports will be
produced during 2005 to 2006.

1.8

However, we recognise that there are two main disadvantages of this approach. First, coupling
learning disability with a mental health review may create confusion about the nature of mental ill
health and learning disability, which are two very distinct conditions. In particular learning
disability is usually present from birth, it is a life-long condition that cannot be cured and people
with a learning disability require educational and social supports as well as health and social services.
We would recommend that in future such an approach to addressing needs should be avoided.

1.9

Second, concern has been expressed about the fact that other committees are addressing some of the
specialised areas of policy and service development that will affect people with a learning disability.
This includes child and adolescent mental health, adult mental health services, services for offenders
and the mental health needs of older people. The Review has sought to address this in a number of
ways:
• the Steering Committee has met monthly throughout this process to provide an opportunity for
an exchange between committees on developments and to formulate an overarching vision and
strategic direction
• the Steering Committee gave a clear direction from the outset that all Expert Working
Committees must address fully the needs of people with a learning disability as they relate to their
particular area of focus
• members of the Learning Disability Working Committee have been members of the other
committees where possible to ensure that overlapping issues are addressed
• the conveners of each of the separate Expert Working Committees have met regularly to identify
and agree mechanisms for addressing concerns as to the interface issues
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• members of the Expert Working Committees have been invited to participate in seminars and
events across the Review to enable sharing of ideas and developments
• draft copies of the Equal Lives Review were shared with conveners of the other committees at
various stages to facilitate a read across from this report to those that are being produced by the
other committees.

1.10 We recognise that concern persists about separate areas of policy being addressed in different reports.
In response to these concerns we have highlighted at relevant sections of this report the areas that we
expect will be addressed in other reports. In addition the Learning Disability Working Committee
will continue to meet throughout the life of the Review to consider emerging reports and offer
guidance where necessary on the links between those reports and the Equal Lives Review.

How Do We See the Way Ahead?
1.11 People with a learning disability in Northern Ireland do not enjoy equality of opportunity and are
often excluded from the opportunities that other citizens enjoy. Their families frequently suffer high
levels of social disadvantage and their caring responsibilities can place them under almost unbearable
levels of stress. There is evidence of progress having been made, but in order to fully tackle these
difficulties there is a need for major co-ordinated developments in support and services and a
continuing change in attitudes over at least the next 15 years.

1.12 We believe this will be best achieved through the adoption of a shared value base, a focus on shared
core objectives and rigorous efforts across Government departments and agencies in the community
to implement the change agenda that is detailed in the Equal Lives Review.

Equal Lives Values
1.13 The Equal Lives Review is based on 5 core values with which all policy and service developments
must be underpinned. These values offer guidance for future developments and should be enacted
for all people with a learning disability irrespective of age, gender, severity of disability or complexity
of needs.
Citizenship

People with a learning disability are individuals first and foremost and each has a
right to be treated as an equal citizen.
Civil and human rights must be promoted and enforced. Government policy
emphasises the importance of all citizens playing a role in civic society. People with
a learning disability must be supported to be fully engaged in this agenda and their
ability to exercise their rights and responsibilities needs to be strengthened.
Citizenship recognises the unique contribution of each individual to their family and
wider society and that the diverse strengths, needs and aspirations of people with a
learning disability must be respected.

Social Inclusion

People with a learning disability are valued citizens and must be enabled to use
mainstream services and be fully included in the life of the community.
Inclusion recognises both people’s need for individual support and the necessity to
remove barriers to inclusion that create disadvantage and discrimination. Inclusion
is only possible on the basis of equality of opportunity to access and to participate in

6

20980 makeup txt

9/1/05

9:00 PM

Page 7

education, employment, leisure and other aspects of community life. Inclusion is
more likely to be achieved if people’s connections are maintained at a local level
through involvement in local schools, housing, employment, etc.
Empowerment

People with a learning disability must be enabled to actively participate in
decisions affecting their lives.
Historically people with a learning disability have been excluded from decisionmaking processes and efforts must now be directed to affording opportunities to
help them to learn how to participate effectively. They must be supported to have
control, to have their voices heard, to make decisions about how they lead their lives
and about the nature of support that they receive. Families and other carers need to
be supported to enable people with a learning disability to take managed risks and
lead more independent lives. It is recognised that some individuals with severe
learning disability have particular difficulties with decision-making. For these
individuals society needs to have robust arrangements in place to allow for substitute
decision-making where required. The development of Mental Capacity legislation in
Northern Ireland is ongoing through the Office of Law Reform and the Legal Issues
Committee. We hope that this ensures transparent systems, based on promoting the
human and civil rights of the individuals concerned.

Working Together

Conditions must be created where people with a learning disability, families and
organisations work well together in order to meet the needs and aspirations of
people with a learning disability.
People with a learning disability must be central to planning and decision-making
processes. The role of family carers as partners in these processes should be
recognised and valued. A wide range of Government departments and agencies in
the community, voluntary, statutory and private sectors will need to work together
to meet their responsibilities to people with a learning disability. Making change
happen requires those with a responsibility for education, housing, health,
employment, leisure and social services to be fully committed and involved.

Individual Support

People with a learning disability will be supported in ways that take account of
their individual needs and help them to be as independent as possible.
Service systems that are based on group approaches need to be remodelled to more
fully recognise people’s individual strengths and needs. In particular people with a
learning disability who have additional complex needs and their families may require
highly individualised supports. Individual support will take a wide range of forms
including staff, expertise, information and practical assistance. Individual support
will also need to take account of the vulnerability of some people with a learning
disability. Person centred planning will need to take account of this and ensure that
appropriate risk assessments are completed as required. Where abuse or potential for
abuse is identified, agency policies and procedures on the protection of vulnerable
adults should be followed in the case of adults. Where the concern relates to
children and young people the relevant sections of the Children (Northern Ireland)
Order 1995 and associated multi agency child protection protocols should be
followed. This approach will assist in managing the inevitable tension between the
aspiration to accord full rights of citizenship to people with a learning disability and
additional vulnerability that may be present as a consequence of the disability.

7
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1.14 These values are a challenge to policy and practice, but are in keeping with recent legislative
changes. The implications of these changes have not yet been fully realised in services, which
traditionally have been based more on separation and dependency.

Equal Lives Objectives
1.15 We propose that future policy for improving the lives of people with a learning disability is directed
toward attaining 12 core objectives over the next 15 years.
Objective 1

To ensure that families are supported to enjoy seeing their children develop in an
environment that recognises and values their uniqueness as well as their
contributions to society.

Objective 2

To ensure that children and young people with a learning disability get the best
possible start in life and access opportunities that are available to others of their age.

Objective 3

To ensure that the move into adulthood for young people with a learning disability
supports their access to equal opportunities for continuing education, employment
and training and that they and their families receive continuity of support during
the transition period.

Objective 4

To enable people with a learning disability to lead full and meaningful lives in their
neighbourhoods, have access to a wide range of social, work and leisure
opportunities and form and maintain friendships and relationships.

Objective 5

To ensure that all men and women with a learning disability have their home, in the
community, the choice of whom they live with and that, where they live with their
family, their carers receive the support they need.

Objective 6

To ensure that an extended range of housing options is developed for men and
women with a learning disability.

Objective 7

To secure improvements in the mental and physical health of people with a learning
disability through developing access to high quality health services that are as locally
based as possible and responsive to the particular needs of people with a learning
disability.

Objective 8

To ensure that men and women with a learning disability are supported to age well
in their neighbourhoods.

Objective 9

To enable people with a learning disability to have as much control as possible over
their lives through developing person centred approaches in all services and ensuring
wider access to advocacy and Direct Payments.

Objective 10 To ensure that health and social care staff are confident and competent in working
with people with a learning disability.
Objective 11 To ensure that staff in other settings develop their understanding and awareness of
learning disability issues and the implications for their services.
Objective 12 To promote improved joint working across sectors and settings in order to ensure
that the quality of life of people with a learning disability is improved and that the
Equal Lives values and objectives are achieved.

8
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Making Change Happen
1.16 Twenty-first century services will need to attune to a changed perception of what it means to have a
learning disability. Many people with this disability are capable of doing more themselves. Their
needs and aspirations cannot be met solely by health and social services - they need support from
education, housing, leisure, employment agencies and others.

1.17 We recognise that achieving these objectives will require a major programme of work that will
include:
• changes to how funding is allocated
• securing additional resources to achieve key outcomes
• closer interdepartmental and interagency working
• significant attention to developing and reconfiguring the workforce
• setting up robust arrangements for ensuring the implementation of recommendations
• commitment and effective leadership from key decision makers, planners and managers.

1.18 We will set out in the chapters that follow a series of concrete recommendations that should be
implemented to support the achievement of the Equal Lives objectives. These recommendations fit
together like a jigsaw and provide a coherent framework for guiding the delivery of the change
programme.

9
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MESSAGES FROM PEOPLE WITH A
LEARNING DISABILITY AND THEIR
FAMILIES5
See Me, Hear Me

“”

2.1

Chapter

2

We hope the Review will make sure that there are more advocacy groups and more
chances for people to speak out and be listened to. We do not think this happens
enough and that is why things go wrong. (1)

Throughout the Equal Lives Review we have listened carefully to the views of men, women and
young people with a learning disability. Often we were told that they are not listened to or given a
full chance to have their views heard by those who are making decisions about them. We heard a
very strong message that change is needed to the way that decisions are taken and the approach
taken to respond to people’s needs, wishes and aspirations.

Chances and Choices

“”

2.2

We want the same chances as everyone else. Why is this such a problem?
Equal Lives Group Member

Many people told us about the different activities in which they are involved, but a lot of difficulties
were also highlighted when people with a learning disability tried to make use of the same
opportunities as others. Problems described included:
• difficulties for children in using the play opportunities that their peers enjoy
• serious problems in getting out and about because of a lack of suitable transport locally
• many men and women described how lonely they feel especially at weekends and the evenings
when they have nowhere to go
• bullying was a big problem for many of the people we talked to. Some told us how unsafe they
feel in their own homes and others described how they had been subjected to regular verbal abuse
because of their learning disability.

5
Fuller details of these messages are contained in the reports of 3 of the consultations carried out as part of the Equal Lives
Review. These reports can all be obtained from the Review website www.rmhldni.gov.uk.
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• some of the men and women we met were keen to work or do further training but a lot of
barriers were put in their way, including lack of opportunities, the perceptions of employers that
they would not be able to do the jobs and the negative impact on their social security and other
benefits if they took up employment.

“”

I am ready to work but doors are always closed in my face because I have epilepsy and
a learning disability. People don’t want to know. Employers can’t be bothered to
have people with a learning disability. (1)

2.3

Many people who attended the public meetings described how important it was to them to have
friends who were not family members or staff. Lack of information about personal relationships and
restrictions placed on such relationships were highlighted at each meeting.

2.4

For those who had been successful in accessing a range of leisure or work opportunities the benefits
were huge.

“”

They gave my son a life - he goes to the local youth club and joins in a lot of clubs just
like any teenager. Mother

Getting the Right Support
2.5

The importance of staff attitudes and skills was a recurring theme in all the meetings. When staff
displayed knowledge about disability and sensitivity in their approach it had a very positive effect on
the lives of both people with a learning disability and family carers.

“”

2.6

My life has been totally changed lately. I got a new social worker a few months ago
and suddenly I am getting a lot more help in the house. I got my first break ever a
couple of weeks ago. Mother

Families were very appreciative of many of the services they received. Feedback from parents whose
son or daughter had profound disabilities or complex needs stressed the value of the support they
received.

12
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Trustworthy, familiar staff make my daughter feel confident. Parent (3)

“”

2.7

Work with the professionals at the day centre has definitely increased his life
expectancy and improved his quality of life. Parent (3)

Although there were some conflicting views among carers as to the type of services they wanted, they
frequently described their efforts to get the right support as a battle. We were told that parents were
often worn out and very fearful about the future for their sons or daughters. The concrete steps that
would make a difference to family carers included:
• easier access to information about the help available to them and how to access it
• flexible breaks from their caring role and emergency support especially outside of normal office
hours in the event of a family crisis
• more support in the home
• better training for staff and staff approaches that are based on respecting the expertise of the
family carer and their central position in the life of their son or daughter
• improved access to practical changes to the home environment and provision of practical aids
• immediate implementation of the right to a Carer’s Assessment and more tangible responses to
the needs identified in those assessments
• better access to Direct Payments that meet both their needs and the needs of their relative in
order to give them greater control in the nature of support provided
• planning processes that embrace the expertise of family carers and most importantly that lead to
action being taken in response.

“”
2.8

The parents are getting older and tireder, the children are getting older and lonelier,
the pile of public sector strategies, plans, reviews and academic studies is getting
higher and higher, meanwhile plus ça change plus c’est la meme chose. There’s an
industry of officials and professionals out there, supposedly supporting our kids but
fellow stressed-out parents and the man who invented Playstations have probably
done more for my child than the lot of them put together. That makes me mad, and
sad. (4)

The Equal Lives Group report clarifies what they believe is important in relation to support from
staff. They want staff who:
• listen well
• know what they are supposed to do
• understand what to do in an emergency
• know a lot about learning disability.
They also stressed the importance of staff not wrapping them up in cotton wool and listening and
acting on what they (the man or woman with a learning disability) felt was important.

13
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Challenges of Complexity
2.9

Family members who care for a relative with complex needs had some very particular concerns. The
complex needs related to those with an Autistic Spectrum Disorder (ASD) and learning disability,
those with severe learning and/or physical disability, those with complex health needs and those with
challenging behaviours. For many of these parents real concerns were expressed that the move
towards social inclusion will lead to an even greater marginalisation of their family members. They
were anxious that the social inclusion and equality agendas might not be open to addressing their
concerns or meeting the needs and aspirations of their family members. It was noted that full
involvement in community life is limited by the few facilities that are accessible and the negative
attitudes of members of the public.
People stare all the time. Parent (3)

“”

Public and some professional attitudes need to change. Parent (3)

2.10 Parents involved in the Challenges of Complexity (3) consultation made a number of suggestions:
• appropriate financial assistance to meet their accommodation needs
• improvements to day care to enable more sensory based activities and a wider range of activities
• communication training for all staff
• financial assistance to enable families to purchase a suitable vehicle
• changes in attitudes from all people to ensure all those with a learning disability, including those
with very complex needs, can enjoy a full and meaningful life in their community.

2.11 The powerful messages we received from people with a learning disability and family carers have
made an immense contribution to all our work on producing this report. This process of
consultation and participation should be echoed throughout the work that will be required to
implement the Equal Lives Review recommendations.
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SETTING THE SCENE

Chapter

Modern Thinking About Disability

“”

3.1

3

Persons with disabilities are members of society and have the right to remain within
their local communities. They should receive the support they need within the
ordinary structures of education, health, employment and social services. (5) United
Nations (UN)

In order to provide a context for understanding the issues which impact upon the lives of people
with a learning disability this chapter will address a number of broad themes viz:
• rights and the law
• policy changes
• defining and assessing learning disability
• prevalence of learning disability
• the impact of the troubles
• service provision and funding
• inequalities and human rights.

Rights and the Law
3.2

The quotation from the UN typifies the radical shift that has occurred over recent years in how
society perceives people with a disability. This shift has been demonstrated by a growing recognition
in legislation and social policy that people with a disability are people first and foremost. The
previous focus on what people cannot do is being replaced by an emphasis on how the impact of
their disability might be reduced through appropriate support and the removal of barriers to their
full participation in society.

3.3

Developments in Northern Ireland legislation have reflected these trends. The Northern Ireland Act
(1998) states that a public authority shall, in carrying out its functions in Northern Ireland, have due
regard to the need to promote equality of opportunity between persons with a disability and persons
without.

3.4

Further legal entitlements of people with a learning disability and carers have been set out in
legislation, which is summarised in Annex G. Recent legislation largely serves two main purposes.
• First, it ensures that people with a disability have access to the same range of opportunities as
their age peers and that they are not discriminated against.
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• Second, it should provide people with a disability with the additional services and supports they
require to assist them to achieve a better quality of life and social inclusion.

The Legal Issues Working Committee
3.5

The Learning Disability Working Committee is aware of the current detailed work of the Legal
Issues Working Committee, much of which impinges on the lives of many people with a learning
disability. Issues such as guardianship, capacity and incapacity, compulsory admission for assessment
and treatment, the Mental Health Review Tribunal, advocacy, legal representation, are all matters
which clearly connect with this report. Issues around inheritance, eligibility to vote, to marry and to
engage in sexual activities will also need to be considered, along with finding effective ways of
helping people with a learning disability to exercise their rights. It is our view that the future
legislation will need to address these issues fully. This may require 2 separate pieces of legislation one of which would address issues of mental capacity and decision-making and the second of which
would address the legal issues for people with severe mental illness, irrespective of whether or not
they have a learning disability. Learning disability interests are represented on the Legal Issues
Working Committee and continue to be regularly articulated there.

Policy Changes
3.6

Changes in societal perceptions of disability are also reflected in the policy aspirations that underpin
much of current service planning and delivery. These changes are clearly seen in the recent reviews
of learning disability services undertaken in these islands over the past 15 years.
• The 1990 review of services in the Republic of Ireland was based on a philosophy that every one
with a learning disability has the right to as fulfilling and normal a life as possible. (6)
• The last review of policy for people with a learning disability in Northern Ireland that was
conducted by the Department of Health and Social Services in 1995 stated that the aim of
Government policy for people with a learning disability should be inclusion ... which stresses
citizenship, inclusion in society, inclusion in decision-making, participation so far as is practicable in
mainstream education, employment and leisure, integration in living accommodation and the use of
services and facilities, not least in the field of health and personal social services. (7)
• The Scottish Review - The Same as You? (2000) (8) - and the English Review - Valuing People
(2001) (9) - were underpinned by a commitment to social inclusion, enabling people with a
learning disability to have more control over their lives and securing equality of opportunity in
accessing services in local communities. In 2001 the National Assembly of Wales set out the
principles underpinning their framework for services for people with a learning disability in
Wales, which similarly reflected a concern to secure equality, citizenship and improved quality of
life for people with a learning disability. (10)

3.7

Over recent years the 4 Health and Social Services Boards in Northern Ireland have issued policy
statements to guide their commissioning of services, each of which has echoed similar themes
namely:
• inclusion within society as a right and the use of mainstream community services
• support to individuals that will reduce the impact of the disability on their lives
• focus on individual needs and aspirations and hence the provision of choices
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• empowerment of people with a learning disability to make decisions
• partnerships are required to make these a reality. (11, 12, 13, 14)

3.8

These changes are also echoed in policy changes in relation to education, social security, children
and family issues. All have been underpinned by aspirations to tackle inequality and open access to
the opportunities that are available to other citizens in Northern Ireland.

3.9

It should be noted, however, that much of the evidence presented to the Learning Disability
Working Committee indicates that these aspirational statements have not fully been translated into
practice. In particular the Review of Policy and Services for People With a Learning Disability
(1995) (7) pointed the way towards many of the changes that we are again highlighting in this
report. The failure to fully implement the recommendations of that review appears to stem from a
combination of the following factors:
• insufficient resources to build up the community infrastructure including community based
alternatives to hospitals required to deliver on the strategic intent
• the lack of robust implementation mechanisms to hold all Government departments and agencies
to account for their actions in implementing the recommendations
• the continued perception that the needs of people with a learning disability can be met solely by
health and social services
• an underdeveloped culture of involving people with a learning disability and family carers in
determining the services available to them.

3.10 The challenge for the future will be to build on the direction of travel that has been established in
these legislative and policy developments and to learn from lessons of previous reviews to ensure that
these aspirations become a reality within the next 15 years.

Defining and Assessing Learning Disability
Terminology
3.11 We considered the terminology that should be used to describe this condition, which included
consultation with the Equal Lives Group to hear their views on the most acceptable approach. We
recognise that the term learning disability has potential for confusion with the broader and
educationally focused term learning difficulty. We also recognise that there is no universally
acceptable term that defines people who have such diverse characteristics. Of greater significance
will be the degree to which in the future those with a responsibility to reduce the negative impact of
the disability address people’s unique individual talents, needs and aspirations. We have decided to
accept at this stage the advice of the majority of Equal Lives Group members who expressed a
preference, if a term must be used, for learning disability. This will no doubt be the subject of
ongoing debate as society continues to respond to the aspirations of those most affected by the
implications of the term.

3.12 Learning disability is not easy to define. However, we recognise that in order to ensure that people
with a learning disability qualify for the individual supports, protection and services they require,
some form of working definition is required. Annex H summarises the definitions used nationally
and internationally. Many of these focus solely on an individual’s impairments and social
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functioning. Having examined a range of definitions we have adopted the definition used in
Valuing People (9) and recommend the adoption of this form of words in future policy
developments i.e.

3.13 Learning disability includes the presence of a significantly reduced ability to understand new or
complex information or to learn new skills (impaired intelligence), with a reduced ability to cope
independently (impaired social functioning), which started before adulthood with a lasting effect on
development.

3.14 In keeping with the Equal Lives model it is essential that account must also be taken of the person’s
social circumstances and the supports they require when applying these definitions.

Perceptions of Disability
3.15 Historically, definitions of disability, professional practice, and service delivery to people with a
learning disability have been based upon a Traditional (Medical) Model of disability which suggests
that it is primarily the individual’s impairments that render them incapable of participating fully
within society, and does not give adequate attention to the barriers imposed by society that exclude
disabled people from participation and inclusion. During the past two decades however, the
Traditional (Medical) Model of disability has been challenged and criticised on a number of fronts.

3.16 This has resulted in the development of what has become known as the Social Model of disability,
which places a greater focus, or emphasis, on wider aspects of people’s lives, including access to
education, employment, health care, transport and housing, and the disabling nature of the barriers
people face, in trying to access normal living.

3.17 However, we recognise that people with a learning disability are not a homogenous group, and that
the needs of individuals can vary considerably. Therefore, it is our view that all services, across all
sectors, should aspire towards a holistic, or bio-psycho-social model, encapsulated by inclusive and
person centred approaches. This model allows for the holistic view of an individual’s needs, implied
by the core values of the Equal Lives Review.

3.18 This model includes the following:
• focus on the person and not the disability
• focus and emphasis on environmental and societal barriers that exclude people with a learning
disability from society
• acknowledgment of the need for informed medical diagnosis and health care support
• can be applied across the range of learning disability
• use of a common and acceptable language to all
• forging professional and agency togetherness rather than divisiveness
• challenging segregated service provision and paternalistic practice.
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3.19 Within this model there are four basic dimensions in describing the disabilities experienced by the
person with a learning disability. These are depicted in Figure 1.
Figure 1

Four Dimensions for Describing Disabilities
1. Impairments – the presence and absence of specific impairments are noted including
illnesses, mental and emotional problems.
2. Functional limitations – especially in the areas of activities of daily living (including
personal care).
3. Social inclusion – the extent to which the person has access to education, transport,
employment, housing, recreation etc.
4. The supports - (physical and human) available to the person and those that are lacking
but needed.

3.20 Assessment on all 4 dimensions gives a more complete picture of the person, their life-style and
needs. Equally 4 different terms (or more) should be used to locate the person within subgroups
such as: a 20 year old man with Down’s Syndrome who has a severe hearing impairment, with
significantly low scores on a test of intellectual disability and who requires assistance with all personal care
needs; living in a residential home with 30 other residents.

Defining Learning Disability
Why Assess?
3.21 A person needs to be assessed to establish if they have a learning disability for different reasons:
• to determine if they are eligible for services specially provided for people with a learning disability
• to find out if they qualify for legal protection accorded to people with a learning disability
• to make an assessment of the particular help or support they require because of their disability.

3.22 The assessment of a person’s eligibility to services needs to be reconceptualised. The person’s needs
for services can be multi-dimensional as noted earlier. No longer is it reasonable to think in terms
of one service; rather people may avail of many different services. Thus assessments of eligibility for
services are rarely done on a once-off basis.

3.23 However, people with a learning disability do not need to be specially assessed to determine their
eligibility for services that are available to the wider population as long as they meet the same criteria
as their fellow citizens. We anticipate that this truism will have growing significance in future years.

3.24 In order to determine a person’s needs for specific services, including provision for protection, that
arise from their learning disability, the essential requirement is to specify the person’s needs and
vulnerabilities rather than their disability per se. In the past a low IQ alone was used to categorise
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persons deemed to have similar needs, but this is now being considered in tandem with an
assessment of social functioning and a crude approach based solely on IQ should have no place in
modern service provision.

3.25 The onus is on the service to precisely define the criteria that make a person eligible for the special
service. Each defined service needs to produce and publicise the criteria for admission, especially for
those services where demand exceeds supply, such as the provision of respite (short-term) breaks or
attendance at day centres. The assessment of the person then becomes one of whether or not they
meet the criteria for entitlement. This recognises the reality that everyone with a learning disability
does not require every service. It also means that as people’s needs change over time, they may
become eligible for services; hence re-assessments of needs are required.

3.26 We view assessment of learning disability as an interactive process in which the person and their
family carers are fully engaged with professional staff. This will necessitate services specifying more
precisely their aims and criteria for admission while developing suitable and transparent means of
assessing an individual’s needs. There are encouraging signs that this is starting to happen in
services, but it requires sustained attention in the coming years.

3.27 It is vital to ensure that a separate assessment of the needs of carers is conducted.
3.28 Until such times as present laws change, it is likely that thorough and precise assessments of
intelligence and adaptive functioning will be required to determine if a person has either a
significant or severe mental impairment as defined in legislation. However, this requirement need
not carry over into definitions regarding eligibility for service provision for the reasons noted earlier.
We anticipate that the Review’s Expert Working Committee on Legal Issues will make further
recommendations on this issue.

How Many People with a Learning Disability are
there in Northern Ireland?
Prevalence
3.29 We have experienced some difficulty in securing accurate information on the prevalence of learning
disability owing to the way in which such information is gathered in Northern Ireland. However, a
recent study based on information held by Health and Social Services Trusts estimated the numbers
as shown in Table 1. (Data from the Republic of Ireland are provided as a comparison). (15)
Table 1:
Age Bands
0-19
20-34
35-49
50+
Totals

Prevalence Rates (per 1,000) (15)
Mild/Moderate
6432
39.3%
2504
15.3%
1489
9.1%
1473
9.0%
11,898
72.7%

Severe/Profound Total
1718
8150
10.5%
49.8%
1047
3551
6.4%
21.7%
949
2438
5.8%
14.9%
753
2226
4.6%
13.6%
4468
16,366
27.3%
100%

20

Overall Prevalence RoI Prevalence(16)
16.30
7.69
10.16

9.59

7.04

7.81
(35-54 yrs)
3.62
(55+ yrs)
7.35

4.54
9.71
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3.30 These data suggest that many more children in Northern Ireland are recorded as having a learning
disability than in the Republic of Ireland. However, in the latter, the figures are based on children
in receipt of, or requiring, special services. In Northern Ireland many of the children classed as
possibly having learning disability in the Child Health System may not be making any demands on
special services. The prevalence figures for people aged 20 years and over are broadly comparable.
The decrease in numbers of people by age reflects the shorter life expectancy of this group in the
past. However, this is changing due to medical advances.

3.31 There is a small, but growing population of people from minority ethnic communities in Northern
Ireland. Data is not available from present data systems, although under Section 75 of the Northern
Ireland Act (1998) it should be recorded as these individuals and their families may have particular
needs that are not currently addressed.

3.32 Finally, these numbers represent people known to services at a particular point in time. It is possible
that the actual numbers of people with a learning disability are higher and they may come close to
the often quoted figure of 2% of the population having a learning disability. This is especially so
when those with milder forms of impairments, but allied with poor social circumstances, are
included.

3.33 This would indicate that there is an unrecognised population of people with a learning disability of
approximately 16,000 people who are currently not known to services.

Future Indications of Population
3.34 All the indications are that there will be increased numbers of people with a learning disability in the
next 15 years. (17) This results from:
• increasing life expectancy - it is now thought that most adults with a learning disability in
developed nations who live beyond thirty are likely to survive into old age and experience the
normal ageing process
• people with more complex health needs are living into adulthood due to advances in medical care
• more mothers giving birth later
• increased survival rates of at risk infants due to improved healthcare
• the bulge in the numbers of children with a learning disability born in the 1950s and 1960s is
now working its way through into the 50 plus age group
• a higher birth rate among ethnic minorities along with an associated higher rate of learning
disability in these populations could also result in increased numbers.

3.35 There are some trends that may result in decreasing numbers or degree of disability:
• better pre-natal care for all pregnant mothers including increasing availability of pre-natal
screening for congenital and other abnormalities
• improved health care and early intervention for at risk infants leading to fewer becoming learning
disabled
• the advent of gene therapy to correct or ameliorate congenital abnormalities.
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3.36 Overall it is impossible to predict the impact of these opposing influences. In England, a presumed
growth of 1% per year for the next 15 years was made of people with moderate to severe learning
disabilities. This figure may need to be higher for Northern Ireland as we have had a higher birth
rate until comparatively recently and limited access to terminations of pregnancies. Even so a 1%
increase per annum in the present adult population of 8,200 would mean an adult population of
9,500 by 2019. A 1.5% increase per annum would result in 10,200 people. It might also be that
numbers would continue to rise for a further 15 years, up to 2034 before deaths matched births.

3.37 However, it is likely that higher proportions of these individuals would have increased support needs
due to old age or additional complex needs and the impact on resources required to meet their needs
would be in excess of a 15% - 25% growth in service provision based solely on the number of
service users.

3.38 These factors indicate the increased demands that will be placed on existing pressurised services and
the need to significantly develop community services to meet increased need into the future.

3.39 There may be increasing numbers of people from ethnic minority communities if immigration
increases in Northern Ireland as it has done in the Republic of Ireland and Great Britain.

Links with Social and Economic Deprivation
3.40 Internationally there is clear evidence for a link between higher prevalence rates of mild/moderate
learning disability and poorer socio-economic status and unstable family backgrounds. (18) This
link with a severe learning disability is less clear-cut, but more recent research internationally does
suggest a link with socio-economic status. (19)

3.41 Research in Northern Ireland has identified a significant association between the indicators of socioeconomic measures of deprivation and the prevalence of people with a learning disability recorded
on service information systems irrespective of the severity of their disability. (20) This is based on a
small area analysis of the characteristics of people living within each electoral ward (i.e. around
2,500 persons) as ascertained by the national census or other form of surveys using representative
sampling.

3.42 In Northern Ireland the association is best captured by three indicators of deprivation, namely there
tend to be more people with a learning disability in wards that have:
• higher proportions of people aged 16 to 74 with no educational qualifications
• higher proportions of children in households with job seekers allowances
• higher proportion of adults with a limiting, long-term illness.

3.43 However, families who have a member with a learning disability may be poorer for other reasons
(refer to Chapter 4). Therefore, many people and families are disadvantaged not only because of the
disability, but also because of social and economic deprivation.
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The Impact of the Troubles
3.44 It is notable that in many of the studies done on the impact of the Troubles on individuals and
families, people with a learning disability do not feature. In part their invisibility may result from
their small numbers, but more likely it is because of the presumption that their disability negates
them from being influenced by the same factors that afflict their non-disabled peers. Indeed this
presumption may well explain why in the midst of a segregated educational system, the only schools
attended by children from both communities over the past 20 years were mostly special schools.
Likewise much of the service provision for men and women is non-denominational although the
balance of attendees from one rather than another community can be determined by its geographical
location. (21)

3.45 In common with other public institutions in Northern Ireland, special schools and services seem to
have been silent about issues of division, conflict and sectarianism. (22) There appears to be limited
engagement in any reconciliation initiatives.

3.46 The findings from studies undertaken with other populations in Northern Ireland are also likely to
mirror the experiences of at least some people with a learning disability. These have been
summarised in terms of impacts that are more frequently experienced and less visible, to those that
are less frequently experienced but highly visible. (23) These include:
• the risk of straying into areas where they did not feel safe
• getting stopped and searched by security forces
• sectarian verbal abuse
• parents having to take extra security precautions to secure home or workplace
• knowing victims of punishment attacks
• young people pressurised to engage in sectarian activities
• involvement in paramilitary activity
• member of family killed.

3.47 The clinical experience of professionals suggests that people with a learning disability were recruited
by paramilitaries and that some were subsequently involved in serious offences.

3.48 More generally though, family carers were reluctant for their family member with a learning
disability to travel independently and opportunities for social, employment and educational activities
across the community divides were severely restricted. There are indications from local research that
this social isolation may be one of the most widespread and lasting legacies of the Troubles.

3.49 However, it is impossible to generalise about the overall impact that the Troubles have had on this
client population as no systematic studies have been undertaken and even when these have been
done for the wider population, the results are difficult to interpret given the presence of other
confounding variables such as socio-economic deprivation and lack of contrast groups from outside
Northern Ireland.
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3.50 Possibly the more important lesson is for the future and to ensure that people with a learning
disability and service staff are fully involved in all initiatives to promote greater understanding and
respect for the 2 main cultural traditions in Northern Ireland.

Service Provision
3.51 There is no accurate record of all services provided under the learning disability programme of care
either by a Health and Social Services Trust or by a subcontractor in the private or voluntary sector.
Nor are there accurate records of the number of people availing of them.

3.52 However, it is very apparent that over the past 20 years in Northern Ireland there have been major
changes in service provision and an expansion in the range of services on offer. In particular:
• the 3 hospitals for people with a learning disability have reduced considerably in size and are
evolving from providing long-term residential care towards the provision of short-stay assessment
and treatment services
• in some areas there has been a shift in the provision of children’s services from a learning disability
programme of care to the generic family and child care programme and child health
• there has been a major growth in the provision of residential homes and nursing homes for people
with a learning disability by a range of independent sector providers. Latterly increasing numbers
of people have their own homes with staff providing support as required.
• there has been an increase in the range and quality of child care places but data available does not
allow us to identify the extent to which children with a learning disability have benefited
• a wider range of day centres is available along with vocational training and employment services
provided largely by the voluntary sector
• the provision of education for children with a learning disability has become the responsibility of
Education and Library Boards and increasing numbers of these students go on to attend Further
Education (FE) Colleges
• the health aspect of Early Intervention is now led by paediatric services with support from
learning disability specialists
• a network of personnel from different disciplines and therapies are providing services to people
with a learning disability living alone, at home and in community residential facilities
• a variety of different services have evolved to provide support to families and hardly any child or
teenager now lives away from a family
• there is a growing appreciation of the need to facilitate and provide increased access to
mainstream health, social services and education for people with a learning disability.

3.53 The result is a greater diversity of services with a wide range of personnel employed in them, which
has produced a complex web of services spanning all sectors and a wide range of settings. However,
this complex web of service provision has created its own particular difficulties including:
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• family carers complain that they are not given information about all the services and help that is
available (24)
• families may have to work with various different specialists who may give conflicting advice. The
concept of a named or key worker for the family is not well established. (25)
• there is likely duplication within and across services in terms of record keeping, assessments and
staff roles
• the full range of services is not available as often, new services have been developed in an area at
the instigation of particular individuals or as a result of special project based funding. This
produces inequalities within and across areas, a pattern that has been referred to as being a
postcode lottery for support.

3.54 The need for joined-up working across different Government departments, statutory agencies and
other service partners is very evident in the field of learning disability. It has received scant attention
in Northern Ireland, although it is being actively promoted in Great Britain.

3.55 In recent years, increasing attention is being given to creating more person centred approaches in
service delivery. Latterly Person Centred Planning (PCP) has been promoted as producing more
effective outcomes for people with a learning disability in new styles of community-based services.
However, recent research has indicated that PCP on its own may be ineffective unless the cultures of
organisations change radically to create a shift in the power relationships between staff and the
people they are working with and changes are made in funding arrangements and staff training and
supervision. (26, 27)

3.56 In subsequent chapters we will address these and other issues through a series of recommendations.

Funding
Health and Social Services Funding
3.57 The learning disability programme of care currently accounts for 7.6% of Health and Social Service
Board expenditure (£136.4 million at 31 March 2003). This equates to approximately £80 per
person of the total population. (28)

3.58 In the period 1997 to 2003 health and personal social services (HPSS) spending on the learning
disability programme of care rose from £89.2 million to £136.4 million; an increase of 53%,
although the later figure includes a substantial transfer of former social security payments to the
HPSS. The share of the total HPSS spend also rose from 6.9% to 7.6%. (28) A detailed
breakdown by key service area and by Health and Social Services Trust of the total learning disability
expenditure for the latest available year (2002/2003) is given in Annex I.

3.59 The proportions of revenue monies spent in the HPSS learning disability programme of care as at
31st March 2003 are shown in Figure 2.
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The proportions of monies spent in the Learning Disability Programme of Care - year-end
31 March 2003 (Total £136.4 million) (28)
24.0%

9.0%

67.0%

3.60 There is a mismatch between the proportions of monies spent on hospital provision with the
numbers of people in hospital settings (24% versus 4%). This can be explained to some extent in
that the hospitals are funded to provide short-term assessment and treatment services for people in
residential and family settings as well as for the people who live in hospitals. Total hospital
expenditure has shown an increase of 9% over the 7-year period from 1997 - 2003. The
overwhelming majority of hospital expenditure recorded for the learning disability programme of
care is for inpatients with just over 1.5% relating to outpatients and 2% to day patients. However,
all the costs of specialist medical and psychiatric services and some other services are presently costed
to hospitals although they also serve people living in community settings.

3.61 Community health expenditure has shown a 40% increase in the past 7 years, with the 2003 figure
totalling £12.2 million (Figure 3). Expenditure on Allied Health Professionals includes speech and
language therapy, physiotherapy, occupational therapy, etc as detailed at Annex D.
Figure 3:

Learning Disability Community Health Expenditure 2002/2003 (Total £12.2 million) (28)
15.0%

41.0%
18.0%

26.0%
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3.62 In personal social services (PSS) the largest items of expenditure recorded are residential
homes/supported and other accommodation and day services as depicted in Figure 4. From 2002
onwards this received a major increase with the transfer of former social security payments to the
HPSS. This was around £24 million but did not represent new monies, rather a reallocation of
funds across Government departments.
Figure 4:

Learning Disability PSS Expenditure 2002/2003 (Total £91.2 million) (28)
5.0%

34%

6.0%

2%
7.0%

32%

34.0%
14%
14.0%

7%
6%
5%
2.0%

32.0%

Funding From Other Sources
3.63 It has been difficult to obtain precise figures for the amount of monies spent by other Government
departments on people with a learning disability. This will include:
• Department of Education (DE): on statutory assessments and statementing; the provision of
learning support in mainstream schools and special schools
• Department for Social Development (DSD): social security benefits such as Disabled Living
Allowance and Mobility Allowances plus contributions to Supporting People and the capital costs
of special needs housing
• Department for Employment and Learning (DEL): further education costs, vocational training,
Disablement Advisory Service and career guidance
• European monies have provided funding towards various learning disability services, although it
is anticipated that these will end in 2006 or soon after.

Variation in Costs
3.64 To date there has been relatively little research into the costs of learning disability services and in
particular into the value-for-money offered by different service models.

3.65 Most research in Great Britain has focused on different forms of residential care and found that costs
vary dramatically within all forms of residential services. There can be a 4-fold difference in costs of
these services and similarly a 3-fold difference has been reported for day services. (29) The level of
dependency of the residents accounts for a proportion of the variation. However, once this is taken
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into account, there appears to be little association between the size of the home and costs. Larger is
not necessarily more cost-effective.

3.66 Newer community based services are generally more expensive than support provided in older style
accommodation, although this largely results from compensating for the inadequacies of these
services rather than inherent economies of scale in larger establishments.

3.67 A Northern Ireland study into the costs of providing residential services for people relocated from a
long-stay hospital found similar wide variation in costs as in Great Britain with the highest median
costs being in registered residential care homes which cost £36,000 per annum (range £16,000 to
£41,500) with costs generally lowest in registered nursing homes: median of £19,000 (range
£11,000 to £36,000). (30)

3.68 Another study into the costs of supported living reported a wide variation in weekly costs, which
were on average lower than figures cited for similar schemes in England, although some of these
services employed waking night staff, which increases costs markedly. (31)

Inequalities and People with a Learning Disability
3.69 There is ample evidence to demonstrate that people with a learning disability do not have access to
the same range of services and opportunities as other people in Northern Ireland.

3.70 The table, which follows, gives some examples of the inequalities that have been highlighted to the
Equal Lives Review.
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Table 2:

Inequalities Linked to Learning Disability

Children, Young People
and their Families

Many children are unable to access mainstream play and leisure
activities. (32)
Access to preschool facilities for these children is curtailed.(33)
Mothers are less likely to be in employment.(34)
Mothers are more likely to report symptoms of ill-health such as
depression. (35)
The burden of caring is more likely to fall on the mother. (32, 36)
Families of disabled children face financial burdens that are not always
met by disability benefits and due to reduced income they are more
likely to experience social deprivation. (37)
Siblings of severely learning disabled children may also face inequalities
with many having less contact with friends and increased levels of
anxiety compared to other children. (38)
Transition from school to adult services is a particular area of concern
for parents. In the past commissioners and service providers have failed
these children by not providing the same range of services and choices
that are open to non-disabled young people, such as career guidance,
further education, work experience and vocational training. (39)

Adult Life

People with a learning disability do not have the same opportunities in
employment, further education, leisure, social life and personal
relationships. Poverty contributes to some of these.
Fewer people with a learning disability achieve accredited qualifications.

Health and Wellbeing

There are high levels of unmet health needs among people with a
learning disability in Northern Ireland. (40, 41)
Some may have a higher incidence of physical health problems. (41, 42)
A person who displays challenging behaviours6 is more likely to be
socially isolated and excluded not only because of the behaviour they
display, but also due to the barriers to their social interaction skills and
development that challenging behaviours create. (43)
Those with the most severe behavioural problems are also more likely to
be excluded from day opportunities such as day care or school. (44)
People who challenge services are frequently the last people to move out
of institutional care (45) and the ones most likely to be admitted to
hospitals for specialist assessment and treatment. (46, 47)

The term challenging behaviour as used here refers to people who challenge either due to behavioural causation (learned
behaviour); mental health problems or both.

6
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People who commit offences may not come before the courts but will
have to live in more confined and highly supervised settings, often longstay in hospitals. (48)
Growing Older

Many older people with a learning disability are at particular risk of
neglect, poor access to health care and marginalization within society.
(49, 50)
Some people with Down’s Syndrome age prematurely and life longevity
is reduced for many people with severe and profound disabilities. (49,
50)

Human Rights and Discriminatory Practices
3.71 People with disabilities may face more fundamental inequalities, foremost of which is the right to
life. The European Convention for the Protection of Human Rights and Fundamental Freedoms is
enshrined within the Human Rights Act (1998). At the centre of the human rights agenda is the
fundamental principle that human beings have value and should be treated equally based on the fact
that they are human beings first and foremost; human worth is not based on either capacity or
incapacity. (51,52) These rights include the right to life, the right to liberty and security and the
right to respect for a private and family life. These rights should never be restricted solely on the
basis of the presence of a learning disability.

3.72 Questions do need to be asked however with regard to the inequalities that may exist in Northern
Ireland detailed in Table 2. For example are statutory services in breach of the Disability
Discrimination Act and Human Rights Act if they:
• fail to provide adequate community support for a person with challenging behaviours?
• exclude a person from day facilities or school because they do not have a nurse to care for his or
her complex health needs?
• maintain a person in hospital because they do not have a facility in the community for a client to
resettle to?
• deny access to health screening and treatment for a person by virtue of inaccessibility or
exclusionary practice?
• do not have in place services to adequately meet the needs of older people with a learning
disability?
• fail to provide family support, for example, respite?

3.73 Future legal challenges may test the legality of failure to provide adequate services in relation to the
issues identified above.

Addressing Human Rights Issues
3.74 If institutionalised discrimination against people with a learning disability is evident in practice there
remains an onus on Government and through them service commissioners and providers to address
human rights and equality issues. It is our belief that in order to effectively address these issues
services should be guided in future by the 5 values on which the Equal Lives Review is based: social
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inclusion, citizenship, empowerment, working together and provision of individual support. In
addition efforts must be harnessed to change the attitudes and mind sets that support such
discrimination and inequality. Various writers have noted that legislative implementation needs to
be combined with:
• education of service staff who may discriminate against people with a learning disability
• moving forward the inclusion agenda by providing more integrated housing, education and day
opportunities
• learning disability awareness raising through schools as evidence suggests negative attitudes are
formed early in life, and when developed such attitudes are extremely difficult to change
• use of various local and mass media to raise the equality agenda for people with a learning
disability
• raising awareness across agencies of the need to counter inequality
• raising awareness within associated services e.g. general hospitals, mental health services regarding
countering inequality for people with a learning disability
• involving people with a learning disability in the design, delivery and management of services.

Possible Inequities in Service Provision
3.75 There are difficulties in comparing service provision between one area and another because of the
limited information available, the lack of reliable research studies in this area and differences in the
way services are provided. Despite this caution there do appear to be some marked differences in
Northern Ireland service provision when compared with other countries e.g.:
• Northern Ireland has the highest proportion of people resident in long-stay hospitals:
• 15 places per 1 million population in England and Wales ( 9 )
• 163 places per 1 million in Scotland ( 8 )
• 222 places per 1 million in Northern Ireland (15)
• There are many more places provided (or to be provided) in Northern Ireland hospitals for
assessment and treatment admissions:
• estimated 203 places presently available in Northern Ireland/ 11.9 per 100,000 population
reducing to 146 (excluding forensic and children’s places) (based on figures supplied by HSS
Boards)
• 3.98 per 100,000 population in Scotland (53)
• In Northern Ireland over one quarter of people with a learning disability surveyed lived in nursing
homes. The proportion of nursing home places is higher here than in England and Wales, where
in 1997 just 7% of their places were in nursing homes. However, the proportion of nursing
home places varied within Northern Ireland; the Northern Health and Social Services Board
(NHSSB) having the highest proportion (46%) and the Western Health and Social Services Board
(WHSSB) the lowest (21%).
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• The proportion of people in supported housing within Northern Ireland is lower than Great
Britain, although there is wide variation across the four Boards; with the Eastern Health and
Social Services Board (EHSSB) having the highest proportion (31%) and the Southern Health
and Social Services Board (SHSSB) and WHSSB the lowest (4%).
• None of the Health and Social Services Trusts in Northern Ireland achieve the minimum number
of funded accommodation places that the Department of Health has suggested for England and
Wales, namely 15.5 places per 10,000. Again there is wide variation across the 11 community
Health and Social Services Trusts from 6.8 places per 10,000 to 13.8 places per 10,000.
• More people with a learning disability attend day centres in Northern Ireland (23.5 per 10,000 of
total population) than in Scotland (15.1 per 10,000) and England (12.0 per 10,000). (54) This
may be viewed positively in that larger numbers of people have access to day centres and may
redress the imbalance in the provision of residential places noted above. On the other hand, it
could be that people in Northern Ireland have less access to further education, supported
employment and ordinary leisure opportunities in comparison to people in Britain.
• In Great Britain not only do more people with a learning disability attend FE colleges (5.7%
compared to 4.1% in Northern Ireland in 1999), but more are enrolled on a full-time basis (45%
compared to 11%). (55) More recent figures supplied to the Equal Lives Review by the
Department for Employment and Learning indicate that in 2002/03, 5.3% of all enrolments in
FE colleges were for people with any form of learning difficulty or disability but this ranges from
1% to 13% across the 16 colleges in Northern Ireland.
• Although there are no centrally collated statistics in Northern Ireland, there appear to be more
opportunities for people with a learning disability to be in supported employment in Great
Britain and the Republic of Ireland. (16, 54, 56)

Future Prospects
3.76 It is important to end this chapter by highlighting the many positive achievements that have
occurred within services for people with a learning disability in Northern Ireland over the past
decade which have included:
• an increase of 53% in health and social services spending on people with a learning disability
since 1997
• the increased resources provided by Education and Library Boards to special schools and units,
and in support of children with statements of special educational needs in mainstream schools
• the increased number of children with a learning disability attending mainstream preschools,
nursery and primary schools
• the increase in the number of Allied Health Professionals and other staff working with children
and families
• the wider range of short-break options available to families and the reduced use of hospital
provision to meet this need
• the reduction by 300 in the numbers of people living in long-stay hospitals since 1994
• the increase in expertise and support services that have enabled people with a learning disability
and challenging behaviours to live in the community
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• the increased diversity of accommodation and support options available to people with a learning
disability and the numbers with tenancy agreements to their accommodation
• increased availability of further education, vocational training and employment options through
European funding allied with Government funding
• the improved range and level of social security benefits available to people with a learning
disability and their carers
• the wider range of innovative day opportunities that has been developed
• the greater acceptance by society of the rights of people with a learning disability and their
willingness to include them in community life.

3.77 These improvements demonstrate that change is possible. They are also a reminder that the changes
required in the future are but a continuation of what has largely begun. The foundations have been
laid for the proposals for change that follow. It will be essential that data be collected to monitor
these changes across all public services. This is already a requirement under Section 75 of the
Northern Ireland Act 1998.
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CHILDREN, YOUNG PEOPLE AND
THEIR FAMILIES

“”
Objective 1

4.1

Chapter

4

The challenge to the Review is to get beyond the rhetoric and the research to
recommendations that will get us closer to the vision of a world in which children
with a learning disability will have equal choices and equal value. Children and
Young People’s Task Group. (57)

To ensure that families are supported to enjoy seeing their children develop in an
environment that recognises and values their uniqueness as well as their contributions
to society

Recent trends in Government policy and legislation have emphasised the rights of children and the
need to ensure equality of opportunity for all children. We have taken full account of the proposed
children and young people’s strategy for Northern Ireland and its welcome emphasis on including all
children. However, frequently the particular needs of children and young people with a learning
disability have tended to appear as a footnote in the initiatives that have emerged, but these are
overshadowed by the numbers and needs of other groups. Children and young people with a
learning disability have not benefited as they should from initiatives to improve children’s
experiences, or from measures focused on learning disability issues. We are proposing that there is
an urgent need to address this situation in the firm belief that investment in children and young
people is the most effective means of changing the experiences of people with a learning disability
and their families.

Issues and Concerns
4.2

Many children and young people in Northern Ireland suffer from poverty and social disadvantage;
these factors are increased where a family member has a learning disability. In Northern Ireland:
• 27% of the population is aged under 18 (58) making Northern Ireland the most youthful region
in Europe yet we spend 25% less proportionately than England on children’s services (59)
• 6.3% of children under 16 years live on family farms with an increased risk of isolation for all
children and presenting serious challenges to families and services when a child has mobility
problems (58)
• 29% of households are defined as poor with a further 12.1% vulnerable to poverty owing to low
income. Half of these households include at least one member with long-term illness or disability
(60)
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• bullying is a significant cause for concern and unhappiness for children and young people with a
learning disability. (61)

4.3

The views of children and young people with a learning disability are not routinely sought. When
this is done it emerges that they share similar hopes and fears with their non-disabled peers, but also
have additional specific concerns including difficulty having friendships, experience of bullying,
isolation and barriers to play and leisure opportunities. (59, 62, 63)

Family Support
4.4

All children have the potential to bring to families great joy and equivalent levels of stress. Families
are important to all of us, more so to the person with a learning disability. Families of people with a
learning disability provide care and support well beyond what is normally expected and over a longer
period of time. Families of children with a learning disability will at times report experiencing
increased family harmony and cohesion, and higher levels of empathy among family members. For
many other families however there can be preponderance of more negative experiences that drain the
parent’s or other main carer’s ability to function as both an individual and as a long-term carer. (64)

4.5

The risk of experiencing such negative emotions is increased significantly for families:
• where the child has additional complex needs e.g.
• children with multiple physical and sensory disabilities
• children with an Autistic Spectrum Disorder
• children who display high levels of challenging behaviours or mental health problems
• families with more than one child with a significant disability
• children whose disability is not easily identified and who don’t look disabled
• families where a parent has a learning disability
• at times of transition or change for the family e.g.
• at the time of diagnosis
• starting school
• leaving school
• transition to adulthood
• leaving the family home. (65)

4.6

Children with a learning disability can display a range of special needs which require family
members to fulfil a diverse range of roles and functions: parent, educator, communication facilitator,
behavioural specialist, emotional confidant, advocate. Few carers could innately possess such a range
of skills and, as such, need support and opportunity to acquire such skills. (66)

4.7

Positive developments in the support provided to parents over recent years include:
• increase in the number of Allied Health Professionals
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• development in some areas of community based provision that facilitates access by children with a
learning disability to community social and leisure opportunities
• the wider range of short-break options available to families and the reduced use of hospital
provision to meet this need.

4.8

However, practical and emotional support to families tends to be fragmented and patchy. Although
examples of good practice were presented to the Equal Lives Review, there was no evidence that such
practice is consistent across Northern Ireland. Recurrent concerns presented to the Equal Lives
Review included:
• Respite is currently defined as placements, which are usually planned in advance, where a child
moves out of the family home for a short break. Provision is variable in Northern Ireland and
parents frequently complained about their inability to access this provision particularly in
emergencies.
• Provision of childcare has improved overall since the Government launched its most recent
childcare strategy for Northern Ireland, Children First. (67, 68)
• The need for additional support for children with an Autistic Spectrum Disorder and/or multiple
disabilities was highlighted to the Equal Lives Review.
• In addition there is an emerging need for additional provision after school and for older children.

4.9

Family support is not just about more services of whatever type being delivered to families in the
hope that the cumulative effect will be helpful. Evidence has emerged in recent years both from
outcome based research and families’ own views that there are key elements of a Family Support
model, which are crucial to successfully helping families cope. (65, 69)

Growing Areas of Need
4.10 There will be a number of growing areas of need over the next 15 years, which include:
• children who are technology dependant, an increasing number of whom are surviving into
adulthood
• children with a learning disability who also have an Autistic Spectrum Disorder. Autism is a
complex developmental disability of lifelong duration. The majority of those with an Autistic
Spectrum Disorder do not have a learning disability and 75-90% are within the average or above
average range of intellectual ability. (70) There is increasing evidence of the real life challenges
experienced by these individuals who are often caught between learning disability, mental health
and child health programmes of care. For those children with both an Autistic Spectrum Disorder
and learning disability there is a need for appropriately skilled diagnosis and assessment and
individual supports that take account of their particular needs. A ten year strategy to address the
educational needs of children with Autistic Spectrum Disorders was detailed in the Task Force on
Autism report. (71) Implementation of its recommendations requires close cooperation between
the wider education sector and health and social services agencies.
• children with multiple severe and profound disabilities who require 24-hour personal care and
increasingly intensive nursing care
• the numbers of children from minority ethnic communities are increasing
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• increasing number of parents with a learning disability who may require additional supports to
enable them to meet their parenting responsibilities. A survey in one Health and Social Services
Trust found that 11% of families known to the children’s disability team had 2 or more children
with disabilities and for 5% of families one or both parents had a learning disability themselves.
• the nature of the family is changing. There are more lone parents caring for children with special
needs. (72, 8)

Looked After Children
4.11 Children and young people grow and develop best in their natural families. Where the family can
no longer provide the care or where the risks associated outweigh the benefits, this is not the case.
Data are not available for all of Northern Ireland on the numbers of children with a learning
disability who are looked after away from their natural families.
• A survey in the EHSSB found that 53 children with a learning disability were living in some form
of residential accommodation (N=31) or with foster carers (N=22). (73) This represents 0.28 per
1,000-child population or 3.3% of children with a learning disability in the Board. If these
figures were projected to Northern Ireland as a whole, this suggests that around 140 children live
away from their natural families. Most of the children in residential accommodation were 14
years and over.
• In the Republic of Ireland, twice as many children (7%) live in some form of residential
accommodation with an unknown number in foster care arrangements. (16)
• However, the study in the EHSSB area found that an additional 16 places were required to meet
the needs of those young people presently living with families and that a further 14 places are also
needed for those inappropriately residing in hospital or adult residential accommodation. If the
figures for increased needs were projected to Northern Ireland as a whole, an additional 75 places
are required for young people who need to live away from the family home in settings appropriate
to their needs. Many of these young people have severely challenging behaviours and/or an
Autistic Spectrum Disorder. They are difficult to foster because of their complex behavioural
problems or health needs and they cannot be accommodated in mainstream children’s homes. The
lack of appropriate community provision results in some of these children being admitted to adult
wards in learning disability hospitals and the lack of adequate provision makes it difficult to
discharge them.
• Mainstream children’s homes have difficulties supporting children with a learning disability, but
where for an individual child it is appropriate that they do, staff require additional training and
support to carry out this role.
• The lack of residential and foster placements is a recognised problem for all children. In a Social
Services Inspectorate report in 2003, 95% of respondents reported a shortage. Social workers
surveyed said that 17% of children with a disability always/nearly always did not have their needs
met. Multiple care placements were identified as a serious challenge. (74)

Action Required
4.12 We propose that support to families with a child with a learning disability be remodelled to develop
responses that are:
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• more family directed
• continuously identify the needs and wishes of the family
• empower staff to support families in a more family directed, purposeful way
• able to direct resources flexibly.

4.13 In order to develop a more co-ordinated approach and to overcome many of the difficulties
associated with families not knowing what support is available to them, a key worker should be
appointed as soon as possible after diagnosis. This role has been recommended in other recent
reports but as yet remains to be implemented in any consistent manner across Northern Ireland. It
is imperative that a key worker be identified who will be linked with the family early and assume
primary responsibility for co-ordinating service intervention and delivery. The key worker will be
drawn from existing professionals such as social work, nursing or allied health professionals. The
key worker will ensure that a Family Support Plan is agreed in partnership with the family that
clarifies the support the child and family requires and how it will be delivered. The family and key
worker should review the Family Support Plan annually. (Recommendation 1)

4.14 Respite services need to be developed in a manner that moves away from an over reliance on
inflexible residential provision to the provision of a menu of short break services that include home
based support, community based activity, family placements and residential options. The range of
responses must take account of the intensive or specialist support needs of some children.

4.15 Children’s Services Plans must detail how they will address the growing needs identified above with
particular reference to deficiencies in short break provision, childcare and support in the home of
families of children with Autistic Spectrum Disorders, complex health needs and/or multiple
disabilities. (Recommendation 2)

4.16 It is vital that families have easily identifiable and accessible points of contact at different stages of
their child’s life. In the coming years, multi-agency centres should be developed to act as a focus for
both generic and some specific services. These could be established from existing service sites, such
as family centres, large primary care practices, community centres, nurseries or schools, but their
existing remit would be widened through the addition of other information, support personnel and
services. The goal would be to create a hub for supporting families so that help can be wrapped
around the child and the family. This one-stop shop would also act as a common point of contact
for children, their families and the staff who support them and would help to build clear referral
pathways to further help and support and provide better co-ordinated responses. Children’s Services
Planning should be charged with developing this proposal in that such centres would be designed
for all children in need and not just those with a learning disability. The evaluations of Children’s
Centres in England and the Wraparound Pilot in Northern Ireland provide models of service and
evidence of the factors that contribute to success. (75, 76) (Recommendation 3)

4.17 As noted above we recommend that family support including planned breaks and emergency care in
and away from home be prioritised in order to minimise family breakdown. To meet the needs for
additional placements for looked after children specialist fostering and adoption should be further
developed to ensure targeted recruitment of and enhanced support for foster and adoptive parents.
Places for young people with a learning disability and complex needs aged 14 - 18 years who cannot
be placed in a family situation should be provided in ordinary domestic settings and with regard to
the principles of individual support, continuity and security of tenures of the supported living
model. (Recommendation 4)
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4.18 In order to address the complex and particular needs of children and young people with challenging
behaviours and/or severe mental health problems community based assessment and treatment
services need to be further developed. (Recommendation 5) The Child and Adolescent Mental
Health Working Committee will make further recommendations in relation to children and young
people with mental health problems. The interface between these services will be a key
implementation issue.

4.19 Objective 1

Recommendations

Recommendation 1

Each Trust should have established arrangements for the development of Family
Support Plans, which must be delivered through a co-ordinated strategy that
monitors outcomes and identifies unmet needs.

Recommendation 2

Over the next 5 years providers should be resourced to extend the volume and range
of emotional and practical help to support families. Their proposals should be
considered within the context of Children’s Services Planning and be aimed at
assisting the maximum number of families. An ear-marked fund of up to £2
million recurrent each year for 5 years should be made available to fund proposals
that best meet the Equal Lives values and objectives. The outcomes from this
Family Support Fund should be carefully evaluated and used to inform future
commissioning decisions in support of family carers.

Recommendation 3

Health and Social Services Trusts in partnership with Education and Library Boards
and the community and voluntary sector should establish multi-agency centres,
which provide a clear pathway to help for parents of children with a learning
disability.

Recommendation 4

By March 2006 each Health and Social Services Board should identify the need for
permanent placements for children and young people with a learning disability and
produce strategies to address them. While the focus should be on innovative means
of developing and supporting specialist fostering, it may be necessary to commission
intensive care provision for small numbers of children who can not be placed in
family settings.

Recommendation 5

Community based assessment and treatment services should be developed for
children and young people with severe challenging behaviours and/or mental health
problems. The service should encompass a small short-stay residential provision and
community behavioural support services that provide outreach to families, schools
and community based agencies.
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To ensure that children and young people with a learning disability get the best
possible start in life and access opportunities that are available to others of their age.

4.20 Energies need to focus increasingly on directly meeting the individual needs of babies and young
children in a co-ordinated manner. As they grow older barriers to their inclusion in play and leisure
opportunities enjoyed by their peers must be removed.

Issues and Concerns
Early Intervention
4.21 The value of early intervention with children with a learning disability has been well recognised, but
the problems and challenges that exist are evident: (64, 68, 70, 77, 78)
• professional efforts are often not co-ordinated
• parents complain of having to manage multiple appointments and receiving at times conflicting
advice
• long delays are reported for appointments to specialists
• key services are understaffed (79, 80)
• not all children with a learning disability receive a clear diagnosis despite the presence of complex
needs. This can result in children losing out as service responses are often linked to diagnosis.
• families report that lengthy multiple assessments can often result in little direct therapeutic or
education intervention
• parents also report great difficulties in accessing the information they need to fulfil their parenting
responsibilities including information on support, benefits and their child’s condition.

Play
4.22 To play is one of the fundamental rights as stated in Article 31 of the UN Convention on the Rights
of the Child. There is an urgent need to address the invisibility of disabled children in almost all the
forms of play provision. For many children with a learning disability current provision is still too
often inaccessible, unwelcoming and fails to meet their needs. Attitudinal or logistical barriers often
currently exclude children with severe and profound disabilities, an Autistic Spectrum Disorder,
severe communication difficulties or challenging behaviours, from almost all forms of publicly
funded play. (81)

4.23 Play provision using the child’s home as the base can build the confidence of both child and parent
to use the other forms of play provision. Toy Libraries, Sure Start and outreach from Child
Development Clinics have the potential to enhance the quality of children’s play at home. Home
visiting services have demonstrated their value in promoting the importance of play to parents and
developing parents’ play skills in the early years. (82)
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4.24 Policy and provision to promote play needs to take sufficient account of the very different role and
form of play in the lives of children at different stages of their childhood. Many children with
profound and multiple disabilities or complex health needs spend significant periods of time in
hospital. Disabled children also spend time away from home using short break services and again the
emphasis is all too often on care rather than play. All of these services used by children with a
learning disability would benefit from more focus on play. (64)

Young People
4.25 Young people with a learning disability express the same aspirations as other young people to
independence, work, learning, friends, marriage and a home.
• The experiences of young people with a learning disability are characterised by isolation and lack
of social opportunities, creating over-reliance on families.
• Youth services identify the inclusion needs of young people with a learning disability as an
equality issue but lack the resources to take forward the recommendations of pilot studies. (83)
• The vulnerability of these young people to mental and physical health problems, sexual
exploitation and crime as both perpetrators and victims is well documented but little preventative
or reparative work is done. (61)
• In learning disability services youth can get forgotten between children’s and adult services. In
mainstream services young people with a learning disability have difficulty getting heard. Young
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people with complex needs are further excluded. There is a need for agencies to come together to
address these issues across sectors and other administrative divides.
• Young people need to be supported to engage with the authorities to ensure their views are heard.
The Interdepartmental Group that has been established by the Department of Education and
Department of Health, Social Services and Public Safety to develop the range of support for
children with special needs is an opportunity to ensure the broader agenda of young people’s
issues are addressed.

Action Required
4.26 In order to address the pressing need for information Health and Social Services Trusts should
engage with partner agencies to develop accessible and timely information. This should be sensitively
communicated to families at the point of diagnosis and at other major transition points. (78) There
may be merit in exploring the feasibility of developing this at a regional level. (Recommendation 6)

4.27 In order to ensure that the needs of individual children are addressed in a more co-ordinated and
effective manner the Family Support Plan should be complemented by the development, following
diagnostic and assessment processes, of an agreed multi-agency Early Intervention Plan that is child
centred. (Recommendation 7)

4.28 To address the current duplication and confusion about professional roles and boundaries and to
support the development of key workers and effective Early Intervention Plans the Department of
Health, Social Services and Public Safety and Department of Education should produce a
comprehensive Early Intervention strategy that will:
• clarify pre-school years areas of responsibility between health and education
• consider how early intervention can be developed across all sectors including the training and
research required in this area and also links within schooling
• review current provision models and resourcing
• extend and integrate the models of service that are currently being established for children with an
Autistic Spectrum Disorder and which apply equally to children with other developmental
disabilities. (71, 84, 85) (Recommendation 8)

4.29 The Department of Education and Department of Health, Social Services and Public Safety have a
key role in ensuring equality of opportunity and addressing the needs of children with a learning
disability. In order to achieve the objectives of the Equal Lives Review there will be a need for closer
working and shared planning and funding where necessary. (Recommendation 9)

4.30 Children and younger people with a learning disability should have equal access to and benefit from
play and leisure opportunities including sports and the arts. The Equal Lives Review has been
encouraged to learn of initiatives in each of these areas that have included children and young
people with a learning disability in community based play groups, after school clubs and youth
services. However, there remains a lack of locally based accessible provision particularly for children
and young people with profound and multiple disabilities. This needs to be addressed by ensuring
that key agencies implement plans to reach children and young people with a learning disability.
Public bodies should, therefore, require that the sports, leisure and recreational services for which
they have responsibility evidence that they have been inclusive by monitoring uptake of their
schemes and use of their facilities. (Recommendation 10)
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4.31 In addition the Youth Service should mainstream the lessons learned from the pilot projects on
inclusion and provide the support to ensure that young people with a learning disability get involved
in decision-making processes in youth and other civic activities. (Recommendation 11)

4.32 Greater attention needs to be paid to addressing the increased vulnerability of children and young
people with a learning disability to abuse and exploitation. The school curriculum for these pupils
should encompass personal safety and personal relationship issues. (Recommendation 12)

4.33 The appointment of a Commissioner for Children and Young People in 2003 was a welcome
development and the proposed children and young people’s strategy should harness the efforts of a
wide range of Government departments and other agencies towards achieving equality of
opportunity for all children in Northern Ireland. The Commissioner could play a key role in
ensuring that all agencies meet their inclusion objectives for children and young people with a
learning disability. (Recommendation 13)

4.34 Objective 2

Recommendations

Recommendation 6

Each HSS Trust should set in place mechanisms to ensure that information on
services and how to access them, benefits and support groups and other sources of
help is automatically supplied to families at diagnosis/birth of their child.

Recommendation 7

Each HSS Trust should establish arrangements for the development of an Early
Intervention Plan, which includes details of a key worker, for each child with a
learning disability at his/her birth/diagnosis.

Recommendation 8

By June 2007 the Departments of Education and Health, Social Services and Public
Safety should develop a regional strategy for early intervention.

Recommendation 9

By January 2007 joint planning and bidding mechanisms should be developed by
the Departments of Education and Health, Social Services and Public Safety for
services for children and young people with a learning disability.

Recommendation 10

The Department of Culture, Arts and Leisure, Arts Council, Sports Council,
Education and Library Boards, Youth Council and District Councils should produce
clear statements outlining how they are targeting provision for play, sports, arts and
leisure opportunities for children and young people with a learning disability.

Recommendation 11

The Youth Service should mainstream the lessons learned from the pilot projects on
inclusion and provide the support to ensure that young people with a learning
disability get involved in decision-making processes in youth and other civic
activities.

Recommendation 12

The Department of Education and Education and Library Boards should review the
effectiveness of the programmes of learning for children and young people with
special educational needs in relation to issues of personal safety and personal
relationships. This should be supported with awareness programmes for parents and
for others involved with children and young people.

Recommendation 13

The Commissioner for Children and Young People should be requested to monitor
the effectiveness of all authorities in meeting their inclusion objectives. To facilitate
this, the relevant departments should produce an Annual Report on the
implementation of action plans.
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FULLER LIVES

Chapter

5
“”

I want my son to have a chance at education, to have friends, to get a job that he
enjoys. Isn’t that what you want for your children? Why should we be any different?
Mother

5.1

Ensuring that men and women with a learning disability are able to actively participate in their
communities and afforded opportunities to meet their aspirations for meaningful day-time activities,
friendships, employment, education and leisure was a key area of concern to all those who
contributed to the Equal Lives Review. This chapter explores some of the issues highlighted and
outlines a strategy for improvement that will require the active commitment of a range of
Government departments and more effective working together between agencies, men and women
with a learning disability and family members.

5.2

There is a pressing need to reform outdated policies and practices that are based on a belief that
these issues should be addressed within the context of health and social services provision. An
alternative model is required that challenges the social exclusion of men and women with a learning
disability from mainstream services and proactively ensures their access to the same range of
education, employment, personal relationships and leisure opportunities, whilst ensuring that
individual support is available where required. Linkages with the revised anti-poverty strategy and
actions are essential if we are to overcome social disadvantage and exclusion.

Objective 3

To ensure that the move into adulthood for young people with a learning disability
supports their access to equal opportunities for continuing education, employment
and training and that they and their families receive continuity of support during the
transition period.

Objective 4

To enable people with a learning disability to lead full and meaningful lives in their
neighbourhoods, have access to a wide range of social, work and leisure opportunities
and form and maintain friendships and relationships.

Issues and concerns
5.3

The key issues may be summarised as relating to:
• the transition to adulthood
• supporting men and women with a learning disability who have complex needs
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• further education
• day services
• employment
• transport
• leisure
• personal relationships.

Transitions
5.4

Education and Library Boards have key duties in planning for a young person’s transition into adult
life and are required under the Education Order (NI) 1996 to :
• inform Health and Social Services Trusts up to a year in advance of a young person with a
statement of Special Educational Needs leaving school
• prepare a Transition Plan to allow for the coherent transition of the young person to adult life in
partnership with parents and other agencies.

5.5

However, despite evidence of excellent practice including innovative initiatives in partnership with
the voluntary sector, the experiences of many young people leaving school have been unsatisfactory.
• Various studies have documented the various difficulties that parents and young people have
encountered during the transition years. (39, 63)
• Much of the planning occurs in the last year at school, which is too late to ensure that a range of
options are sampled or explored.
• Careers advice is available to young people with a learning disability through the Careers Advisory
Service. Input to individual schools varies but is better where good relationships have developed
between the Careers Officers and the teachers.
• There is a striking contrast between the expectations of parents and young people and the lack of
options that are available to them after school. (63)
• There are examples of good practice throughout Northern Ireland where partnerships between the
voluntary and community sector and schools have resulted in positive outcomes, but there is no
consistent access to such initiatives across Northern Ireland.

Complex Needs
5.6

There are a growing number of men, women and young people with a learning disability who have
complex needs and multiple disabilities.
• Parents report that access to the services of Allied Health Professionals reduces upon leaving the
special school.
• A growing number of young people who challenge services, some with a history of school
exclusion.
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• A few will commit offences and therefore come into contact with the criminal justice system.
• There are increased numbers of school leavers with a learning disability and an Autistic Spectrum
Disorder.
• There is increasing evidence of dementia and Alzheimer’s Disease amongst older men and women
with a learning disability.

Further Education
5.7

There is scope for development of opportunities for men and women with a learning disability
within Further Education (FE) in Northern Ireland.
• Significant variation exists across colleges in the number of students with a learning disability
enrolled as a proportion of the student body ranging from 1% - 13% in 2002. (86)
• Average level of enrolments appears to be lower in Northern Ireland, 4.1% in 1999, as compared
with 5.7% in England. (55)
• The number of students enrolled on full-time courses is also lower, 32% in 2002 in Northern
Ireland (ranging from 10% to 67% across the Colleges) as compared with 45% in England in
1999. (Department for Employment and Learning and 55)
• Concerns exist about the lack of progression from FE provision; students not able to gain
accredited awards from their study; the lack of links with job training and work experience;
students repeating the same course content in subsequent years.
• It is encouraging that studies in Northern Ireland have highlighted a range of initiatives that are
affording positive opportunities for young people with a learning disability to be involved in
activities within the FE sector. This provision points the way towards the positive outcomes that
might be achieved if such opportunities were more widespread and consistently available. (55,
87, 88)

Day Services
5.8

Traditionally the majority of school leavers from Severe Learning Disability (SLD) schools have been
placed in day centres commissioned by health and social services agencies. The model of such
provision has evolved over the years from an industrial/workshop philosophy to a social education
model, which emphasises the development of social and life skills. More recently some centres are
moving towards becoming resource centres where in-house attendance is combined with
involvement in community activities. Concerns about the place of day centres in the service
framework of the future led to the 4 Health and Social Services Boards to commission a wideranging review, the outcomes of which have informed the Equal Lives Review. (56) The main issues
and concerns are:
• in 2002 an estimated 4,000 people were registered with day centres/training centres and
workshops. This represents around 70% - 75% of men and women with a learning disability
who live in their own accommodation or with family carers.
• 77 centres in Northern Ireland provide a service to men and women with a learning disability
aged between 16 and 87 years. The profile of those using the centres includes people with
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profound disabilities, those with an Autistic Spectrum Disorder, people with severe challenging
behaviours and a growing number of individuals with dementia.
• demand for places exceeds supply. An estimated 180 children with severe and profound learning
disabilities leave school each year. If all were to be accommodated in day centres an increase of
around 20% in places would be required over the next 5 years with an additional cost of
approximately £5.5 million.
• day centres have provided a valuable service to carers who have welcomed the respite for them and
the opportunities provided for their son or daughter. However, they have also identified
inadequacies including shorter opening hours, transport problems, and the need for more
individualised planning.
• day centres can heighten the exclusion of men and women with a learning disability and reduce
their engagement with the wider community.

Employment
5.9

Many men and women with a learning disability aspire to having a job and increasing numbers of
parents share this aspiration for their teenage sons and daughters. The development of vocational
training and the introduction of Supported Employment to Northern Ireland have opened up new
possibilities for achieving these aspirations.

• Department for Employment and Learning’s Disablement Advisory Service provides assistance to
people with a disability to access employment. Programmes on offer include Access to Work,
Employment Support, Job Introduction Scheme and New Deal for Disabled People. Mainstream
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programmes like Jobskills and Worktrack are also available. Significant numbers of young people
with a learning disability enter the Jobskills Programme.
• Access to these programmes can be limited by factors such as admission criteria, outcomes
required, duration of the programme and the pattern of provision.
• There has been considerable growth in Supported Employment in Northern Ireland over the last
decade. The Northern Ireland Union of Supported Employment has over 15 non-statutory
agencies in its membership and many other day centres are involved in this work. A number of
other approaches to securing paid work have also developed including vocational training and
social enterprises. Evaluations of such schemes have evidenced the benefits to individual
participants although few of the trainees had made the transition to paid work. (89, 90).
European monies from either the Building Sustainable Prosperity or Peace programmes have
funded most of this provision. Urgent consideration needs to be given to mainstreaming the
funding and the learning.
• A range of external factors impinge on the potential for men and women with a learning disability
gaining employment including inflexible rules in relation to benefits, absence of clear intra-agency
partnership, low expectations and a disparate reliance on health and social services funding.
Difficulties in the reinstatement of benefits and the fact that wages earned may be lower than
benefits received means that people may be reluctant to seek paid employment. This was seen as
a major barrier to people with a learning disability accessing employment.
• The Department for Social Development has a role in clarifying what currently exists and
considering how to make realistic alternatives to benefits work for people with a learning
disability.

Transport
5.10 Issues and concerns have been raised to the Equal Lives Review about barriers to work and leisure
opportunities arising from inadequate transport provision. This includes:
• the particular transport needs of people with a learning disability in rural areas
• the introduction by the Department for Regional Development (DRD) of reduced charges on
public transport for people with a learning disability is a very welcome development. Similar
reductions for their supporters are being considered.
• provision of transport within health and social services day services consumes over 25% of the
total budget. As a consequence of the locations of many day centres, individuals can spend very
lengthy periods being transported to/from centres with only 20% of centres able to transport
most of their attendees from home to centre in less than 30 minutes.
• given the emphasis on facilitating people to use transport and enabling people with affordable,
accessible transport, there also needs to be an emphasis on accessible transport for those with
significant needs/complex needs. The cost of buying a suitable vehicle with appropriate
modifications to enable a person with a learning disability to travel whilst seated in their
wheelchair, whether through Motability or privately, is prohibitive for many families.
• a number of services have developed innovative independent travel training schemes, which have
increased the capacity of individuals to make fuller use of public transport.
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Leisure
5.11 Many people with a learning disability live lonely lives. Most of their free time is spent in homebased pursuits such as watching television and listening to music with few friends of their own age.

• In a study in 2003 the researchers interviewed the parents of over 50 school-leavers from 2 special
schools for pupils with severe learning disabilities in Northern Ireland. Three in five of the young
people (58%) were reported to have no friends of their own. In all 90% of parents would like
their son or daughter to be more involved with friends of their own age and they mentioned the
need for more clubs and for more sports and leisure activities. (63)
• A similar picture emerges for adults. In a 2002 study over 2 in 5 people reported having no
friends outside of the day centre they attended and 4 was the most that anyone reported. The
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most common activities undertaken with friends were going to discos and social clubs, but most
of these were organised specifically for people with a learning disability, such as Gateway Clubs.
(91)
• A study of 65 persons resettled from a long stay hospital in Northern Ireland into nursing home
and residential care found that only 14 people (21%) had regular or frequent contact with friends
outside of the residence. This included contact with people in day centres. Only 5 people were
reported to meet their friends away from the centres; through visits to the residence (4) or going
out with them socially (2) or for shopping (1). Overall, the mean number of different leisure
activities residents had engaged in during the past 4 weeks was 5.6. However, people living in
nursing homes had a significantly lower mean score (3.1 activities) than those in residential (5.8
activities) or community homes (7.4 activities). (92)
• Overall people with a learning disability tend to lead more sedentary lifestyles than the general
population, performing significantly less than the minimum levels of physical activity
recommended by the Department of Health. Levels of obesity appear to be rising among adults
with a learning disability in Northern Ireland. (93)
• People with a learning disability often express dissatisfaction with their community, recreation and
leisure activities. They mention in particular the need for more evening and weekend activities
and greater opportunities to take part in community events. Among the obstacles they currently
experience are the lack of public transport and the prohibitive costs of taxis, problems with
physical access to premises such as cinemas, nightclubs, bars and restaurants and the lack of a
companion - befriender - to accompany them. (1)
• Many family carers are also concerned about the lack of leisure opportunities. (56) Among the
suggestions they made were:
• drop in centres and more social clubs
• weekend or short breaks away
• befriending schemes with long-term commitments
• education of the general public about learning disability
• Community Access/Support Workers to allow individuals to attend events/concerts rather than
depending on their ageing parents/carers to take them
• day centre facilities utilised in the evenings.
• Relatively little monies have been expended by social services in promoting the social and leisure
lives of people with a learning disability. Often this has been left to charitable groups (often led
by parents and relatives) and they continue to be the main provider of leisure opportunities
outside working hours with a heavy reliance on volunteers.
• The main service innovations in this area have revolved around the concept of befrienders; ideally
a person of similar age, background and interests recruited to share some of their leisure time with
a chosen partner. A Northern Irish survey identified this as the fifth most popular form of
voluntary activity with an estimated 80,000 people involved across all client groups. (94)
• A number of dedicated befriending schemes have been set up by a range of agencies in Northern
Ireland mostly in the non-statutory sector although as yet there has been no evaluation
undertaken of their impact and sustainability.
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5.12 Despite the fact that access to social and leisure opportunities is extremely limited for many men
and women with a learning disability relatively few resources have been expended in this area.
Greater attention to developing people’s social networks could pay dividends in other ways by
reducing the possible consequences of social isolation including challenging behaviours and
depression.

Personal Relationships
5.13 Meaningful relationships, including marriage, and expression of one’s sexuality contribute greatly to
people’s quality of life. The sexual expression and developing sexuality of people with a learning
disability is often seen as problematic and not a normal part of growth and development. This
ignores the person’s rights and the benefits to be gained.
• The subject of relationships and sexuality and the social skills required to form appropriate
relationships receive insufficient attention at home, at school and in other service settings.
• The changes in the life stages of people with a learning disability are often not recognised. There
is a marked lack of sex education for men and women with a learning disability and lack of
guidelines for staff who provide sex education.
• Life stages and general sexual and reproductive health care is not provided. For women in
particular issues are not adequately addressed in relation to premenstrual syndrome, cervical and
breast screening, sexual health screening, menopause.
• Sexual orientation and preferences often go unnoticed and undetected or attributed to lack of
experience, choice or environmental influences.

5.14 Staff members who participated in a consultation exercise as part of the Equal Lives Review
highlighted a number of issues pertinent to supporting sexual expression that they feel unable to
resolve because of lack of clear legislation, policy and guidelines. These included:
• participants working in residential care settings who expressed feelings of frustration around being
willing to support clients in their sexual expression but being hampered by how current legislation
is interpreted and implemented through policy
• a perceived need for greater clarity between the Mental Health Order, Sexual Offences Act and
Human Rights Act, in relation to service users’ rights around sexual expression and the process
used to assess capacity to consent
• a need for ongoing training, supervision and support to develop understanding and competencies
at different levels of intervention, mostly around inappropriate touch/abusive behaviours
• policies are now more likely to acknowledge the rights of people with a learning disability around
their sexuality and sexual expression, however, there is a lack of clarity around whether service
users’ rights are prioritised above parents’ rights and the legal position regarding parents’ rights i.e.
if there is a clash between the individual’s wishes and parents’ wishes, whose views should be
prioritised?
• balancing rights, responsibilities, vulnerabilities and risk in this area is complex and hampered by
apparent lack of clear direction as to the parameters within which staff should work at a practice
level.
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5.15 We anticipate that the ongoing work of the Legal Issues Committee and of the Office of Law
Reform on mental capacity will assist in resolving some of these issues.

5.16 There is a lack of support, education and training for parents, to enable them to identify emergent
issues and gain knowledge and skills in supporting their children. Many parents struggle with their
own values and beliefs around sexual expression and the desire of young people and adults with a
learning disability to form sexual relationships. The following issues have been expressed by parents:
• fears and concerns around lack of support for children particularly when, during times of
transition from primary to post primary education, they are seeking to keep their children in
mainstream education
• education around appropriate sexual expression. Parents often feel unable to discuss problems
with others and are unable to identify appropriate means of support.
• accessing appropriate information to support them to provide sex education for their sons or
daughters.

Action Required
5.17 To address the wide-ranging concerns that have been identified a strategy is required that reduces the
barriers to community integration and ensures equity of opportunity and social inclusion. Given its
responsibility to promote lifelong learning, further education and increased employability the
Department for Employment and Learning has a key role in developing such a strategy.

5.18 In Chapter 12 we set out proposals for new organisational arrangements that should oversee the
implementation of these recommendations at both a regional and a local level.

5.19 The starting point for improvement must be the work undertaken at the transitions phase. It is
alarming to note that despite effective transition planning being a mandatory requirement, so many
young people have unsatisfactory experiences during the move from school towards adulthood. This
is a key period when opportunities exist for pioneering a new style of service for a young generation
of people rather than pursuing an automatic progression from special school to day service. Parents
and young people should be targeted and offered a co-ordinated transitions programme that
prepares for the transition to adulthood. This must be accompanied by a transitions plan that
outlines the individual’s interests and needs including vocational training, education and
employment, health profile, social supports, leisure, friendships and social development. Transitions
planning should begin at 14 years of age and if required appropriate transitions support available
until 25 years. In order to achieve this it is recommended that a Transitions Service is developed for
each population of 100 - 120,000 which will work with approximately 60 young people to ensure
that the transitions programme and plan are addressed by relevant agencies. (Recommendation 14)

5.20 It is clear that transitions planning should not occur in isolation of other initiatives designed to
increase opportunities for employment, education and other meaningful daytime activities, if we are
to avoid falsely raising expectations. Transition Workers will require close working relationships
with a number of agencies including schools; special education officers; the Careers Service;
vocational training and employment service providers; the volunteer bureaux; voluntary and
community groups, as well as employers and the business community. Current work by the Inter
Departmental Group on Transitions will provide a positive steer in this regard. The key will then be
local arrangements that are robust and reflect shared planning and ongoing monitoring of provision.
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5.21 Provision in FE colleges needs to be fundamentally reviewed and tailored better to meet the need of
students with a severe learning disability. Education providers must meet their obligations under the
Special Educational Needs and Disability Order (SENDO) to ensure that existing policy, teaching,
curriculum and facilities ensure that young people with a learning disability are treated as favourably
as others in relation to accessing provision. This includes ensuring that there is a culture of
inclusion; that prospectuses and other information produced is accessible and that appropriate
learning and financial support is available. In addition it is recommended that the FE sector
develop new programmes specifically designed to meet the Lifelong Learning needs of men and
women with a learning disability. Particular attention needs to be paid to school leavers amongst
whom the specific needs of those leaving at 16 should be noted. We suggest that around 270
fulltime places are required in future years for school-leavers and we recommend a further 300
whole-time equivalent places for older students. (Recommendations 15, 16)

5.22 There is a need for a radical reconfiguration of existing day service provision based on a progressive
shift towards a resource model. As alternative provision develops there should be a reduction in the
numbers of people who attend day centres on a full-time basis. It is anticipated that centres will in
future be providing a service to men and women with increasingly complex needs who should also
be enabled to access opportunities for community integration. Day centres will need to explore the
need for developing sites for meeting the particular needs of people with an Autistic Spectrum
Disorder and older people. We believe that the potential for day centres to be used as resources to
the community is particularly underachieved at present. Partnership with community and voluntary
groups should be explored particularly for the development of evening and weekend access to the
centres to facilitate other services and community groups.

5.23 The modernisation of day centres will require reallocation of existing resources and additional
investment in physical infrastructure and human resources. In order to stimulate the modernisation
agenda each day centre should be required to produce a development plan in partnership with
attendees, family carers and potential provider partners. The development plan should address as a
minimum issues of:
• location
• buildings
• service functions and activities
• people served
• staffing
• transport
• payments made
• developing links to community and other providers
• provision for people with complex needs.

5.24 Future Department of Health, Social Services and Public Safety investments in day services should
be targeted at the development of other supported placements including voluntary work and leisure
opportunities. There are different models of achieving this and diversity of provision should be
encouraged to promote innovative and creative approaches. (Recommendation 17)
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5.25 In order to enable the proposed reconfiguration of day services and to promote access to the labour
market for men and women with a learning disability it is recommended that supported
employment services are developed across Northern Ireland. The Disablement Advisory Service
should take the lead in reviewing the existing specialist employment provision including the use of
its disability programmes by people with a learning disability. In particular the aim should be to
have such services available in each area serving a population of 100-120,000 persons. We welcome
the recent initiative of the Department for Employment and Learning to reviewing its employment
services for persons with disabilities, including those with a learning disability. (Recommendation
18)

5.26 The public sector is a major employer in Northern Ireland. Public bodies could play a key role in
addressing the barriers to employment experienced by men and women with a learning disability.
Attention should be directed towards the process of recruitment for posts in the public sector
including the routes into work, reviewing job descriptions, creation of more part-time posts, process
used to attract individuals to apply for a vacancy and selection and interview processes.

5.27 The development of policies and practice in these areas in terms of making reasonable adjustments
as defined in the Disability Discrimination Act 1996 would help promote equality of opportunity in
a most positive manner. (Recommendation 19)

5.28 Mainstream vocational training provision could do more to accommodate the needs of school
leavers and adults with a learning disability wishing to enter the labour market. The impact of
admissions criteria, course content and outcome related funding on access by people with a learning
disability should be examined. Improvements should be made in support provided to participants
and the training of staff. (Recommendation 20)

5.29 The limitations posed by existing transport provision have curtailed access to educational,
employment and leisure opportunities. A determined effort is required to ensure that these barriers
are removed. There is scope to more actively promote independent travel on public transport and
on foot. This should be planned with the support of the family and must feature in schools and
college curricula as well as in other support services. In addition those charged with responsibility
for public transport must ensure that the particular needs of men and women with a learning
disability are incorporated in their strategies. (Recommendations 21, 22).

5.30 With the emphasis on facilitating people to use transport and enabling people with affordable,
accessible transport, there also needs to be an emphasis on accessible transport for those with
significant needs/complex needs. The Motability Scheme requires reviewing to ensure an
appropriate, affordable solution for those who need to travel in their wheelchair along with other
family members. (Recommendation 23)

5.31 Leisure and recreation schemes should be promoted and co-ordinated at District Council level. An
audit should be commissioned of leisure and recreation facilities, societies and clubs within their area
that serve the wider community as well as people with disabilities. This Directory should be
maintained by District Councils and widely circulated to all service providers (including residential
services) and family carers. A central point should be created or identified for recruiting volunteer
helpers and drivers. Different schemes within District Councils should have shared access to a
minibus or people-carriers. Seed monies should be available to initiate new schemes.
(Recommendation 24)

5.32 Now that all services are expected to have policy guidelines in place on sexuality and personal
relationships, there needs to be concerted efforts across all services to make available opportunities
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for education on these issues and on sexual health. This should be done with the knowledge and
support of family carers, but they should not have a sanction on their relative’s participation if that is
his or her wish. (Recommendation 25)

5.33 The issue of bullying that is commonly reported by self-advocates needs to be proactively addressed
both in specialist services and the wider community. In the latter instance, the greater involvement
of people with a learning disability in educating senior pupils in primary schools and secondary
school students has increased the students’ awareness of the hurt they cause. Equally people with
disabilities should be encouraged to exercise their rights to make complaints to the police or other
relevant authority. It should be noted that the draft Criminal Justice Order includes disability
within its definition of the grounds for hate crimes. (Recommendation 26)

5.34 Objectives

Recommendations

3 and 4
Recommendation 14

That Transition services are established for all young people who have a statement to
support parents and young people to develop a transitions plan and ensure
recommendations are carried through. Careers advice restructuring should support
this proposal and provide an ongoing support to 22 years.

Recommendation 15

The Department for Employment and Learning will ensure that revised funding
arrangements are in place so that FE Colleges are able to increase significantly the
number of full-time places available to students who have a Statement of Severe
Learning Disability, to undertake a 3 year accredited course.

Recommendation 16

In order to afford lifelong learning opportunities the Department for Employment
and Learning should ensure that revised funding arrangements will enable more
part-time places to be created in FE for older students. Access to FE by people with
a learning disability should be monitored and we welcome the intention of the
Department for Employment and Learning to do so.

Recommendation 17

By March 2007 each Health and Social Services Trust should have produced a
costed Development Plan for each day centre they provide or commission.

Recommendation 18

The Department for Employment and Learning, in consultation with other relevant
Departments, should promote the introduction of dedicated Supported
Employment services across Northern Ireland.

Recommendation 19

Public sector employers should review their recruitment practices, as required by
equality legislation to open up employment opportunities for men and women with
a learning disability.

Recommendation 20

Department for Employment and Learning should review the use of its
employment, skills and disability programmes by people with a learning disability to
remove structural barriers to participation and identify how they could promote
better outcomes.

Recommendation 21

Department of Education and Department of Health, Social Services and Public
Safety should ensure that young people with a learning disability are equipped with
skills to use public transport where possible through appropriately targeted
independent travel training programmes. Where possible these should become part
of the curriculum and continuing education plans for young adults.
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Recommendation 22

Department for Regional Development should ensure that the regional transport
strategy ensures that people with a learning disability can access local transport.

Recommendation 23

The Motability Scheme requires reviewing to ensure an appropriate, affordable
solution for those who need to travel in their wheelchair along with other family
members.

Recommendation 24

Access to local leisure and recreational services should be promoted and co-ordinated
led by District Councils.

Recommendation 25

Personal relationships education should be available in all services for people with a
learning disability with training offered to staff and support to parents.

Recommendation 26

OFMDFM should co-ordinate a policy initiative to reduce the likelihood of
bullying experienced by people with a learning disability, both in specialist settings
and the wider community, notably schools. The development of anti-bullying
strategies would be a positive first step.
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ACCOMMODATION AND SUPPORT

Chapter

6
“”

6.1

Disabled persons have the right to live with their families or with foster parents and
to participate in all social, creative and recreational activities. If the stay of a
disabled person in a specialised establishment is indispensable, the environment and
living conditions therein should be as close as possible to those of the normal life of a
person of his or her age. UN Declaration on the Rights of Disabled Persons
1975 (51)

Shelter and care are basic human needs. Where we live and with whom we live, help to define us as
individuals and give us status. The location of our homes often determines the extent of social
inclusion that we experience. During much of the last century those people with a learning
disability who could not live with their families had to live on a long-stay basis in hospital
accommodation or residential facilities. The most recent Review of Policy for People with a
Learning Disability (7) clarified as a Government priority, the need to resettle people who were
living in hospital. In many cases the accommodation that replaced the hospitals retained many of
their features; most obviously sizeable groups of people who were unrelated to each other living
together in hostels, care homes and nursing homes with little engagement with local communities.
More recently a wider range of housing options have been developed based on more individual
responses and located in ordinary buildings in the community. However, the emphasis on
resettlement in Government policy has resulted in an imbalance between efforts to secure alternative
housing for people living in hospital and the lack of development of supports to those living with
their families. Future housing strategy must take account of population trends that evidence that a
growing number of people will require alternative housing options and the need to alleviate
pressures on family carers who currently provide accommodation for the majority of people with a
learning disability in Northern Ireland.
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Objective 5

To ensure that men and women with a learning disability have their homes in the
community, the choice of whom they live with and that, where they live with their
family, their carers receive the support they need.

Objective 6

To ensure that an extended range of housing options is developed for men and
women with a learning disability.

Where Do People with a Learning Disability Live?
6.2

Nearly all children (up to 19 years of age) live in family homes either with natural, adoptive or foster
parents. (15) Accurate figures are not available for all of Northern Ireland, but in a study in the
EHSSB area 34 children were living in some form of residential accommodation and 26 in foster
care arrangements. Together these represent 2% of all children known to Health and Social Services
Trusts in that area. (73)

6.3

Figure 5 shows where men and women with a learning disability are living.

Figure 5:

Percentage of adults in different forms of accommodation in Northern Ireland in 2003
(N=7,970) (15)
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As figure 5 shows the majority of people live with family carers although a small proportion have
their own accommodation. Around 450 live in hospitals and on average will have lived there for 20
years. Nearly 1900 persons are in some form of residential provision and have lived there for around
8 years on average.
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Comparable figures for Great Britain are given in Figure 6.

Figure 6:

Percentage of adults in different forms of accommodation in Great Britain in 1999 (95)
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Issues and Concerns
6.6

The main concerns with current arrangements that were highlighted to the Equal Lives Review
relate to the position of men and women with a learning disability living long-stay in hospitals, the
reliance on large group living arrangements, pressures on family carers and the barriers to developing
an appropriate range of housing options.7
• Although the number living in learning disability hospitals has been declining since the 1980s, in
2003 it was estimated that 455 men and women with a learning disability had no home outside a
hospital: Muckamore Abbey Hospital 300, Longstone Hospital 115 and Stradreagh Hospital 40.
(15) This is in spite of the fact that hospital resettlement has been the cornerstone of
Government policy in Northern Ireland since 1995. The average age of people living in hospital
in Northern Ireland is 49 years. Many have a severe learning disability and more complex needs.
They typically live in ward-style accommodation. Few have their own bedroom.
• Research into the resettlement programme has highlighted that people were relocated largely into
large group settings with little use being made of more individualised options, such as supported
living options. There is also growing concern about what has been termed the new long stay
population namely those men and women with a learning disability admitted to hospital for
assessment and treatment, but who have remained in hospital owing to the absence of a suitable
community alternative. Studies have placed this group at between 11 and 15 % of those
admitted. (46)
• Approximately half of the remaining men and women with a learning disability who live outside
the family home live in registered residential care homes (950 individuals). On average the homes

7
Unless otherwise stated the evidence cited in this section is drawn from a series of reports prepared for the Northern Ireland
Housing Executive and the 4 HSS Boards by Professor Roy Mc Conkey and colleagues (96, 97, 98, 99)

61

20980 makeup txt

9/1/05

9:01 PM

Page 62

accommodate 20 individuals. A further 29% live in registered nursing homes. Recent research
indicates that approximately 220 men and women might be more appropriately accommodated in
supported living options.
• A growing number of people (19%) do live in supported living arrangements where typically they
have tenancy agreements and live on their own or with one or two other persons and have
support from staff including 24-hour cover if needed. Of those living in these 3 forms of
accommodation, the majority came to their present home from living in a hospital (42%) and a
further 25% from another residential facility. Only 34% came from the family home.
• Concern has been expressed at the lack of consistency across Northern Ireland in terms of the
types and level of provision, which may indicate service inequities. The Northern Health and
Social Services Board had the highest proportion of people in nursing home accommodation
(46%) as compared with 22% in the Eastern Health and Social Services Board. The Eastern
Board had the highest level of people in supported living arrangements (31%) as compared with
only 4% in the Western Board and 3% in the Southern Board.
• Most people live with family carers; usually their parents. Nearly one third presently live with a
single carer and over 25% with carers aged over 65 years. Around one in 6 carers were rated as
being in poor health. These are all risk factors that make present care arrangements vulnerable.
• Families with a disabled member experience far greater problems with their housing than families
with non-disabled members. In one study 9 out of 10 families reported at least one difficulty
with their housing and many reported multiple problems. (100) Families on low incomes
experienced most problems. These include the need for better bathroom facilities and
requirements for extra storage space. The report noted that only 10% of families had received
assistance from statutory agencies in order to address their housing needs. Families find the
process of obtaining grants to improve their homes is complex and time-consuming and often the
monies made available are insufficient to cover the cost of the adaptations that are required.
• Carers of people with complex physical and health needs felt particularly unsupported with very
limited opportunities for respite breaks and a lack of choice as to alternative care arrangements
when they can no longer cope. (2)
• Only a small proportion of people have their own house (around 10%) or live with a
spouse/partner (3%).
• More recently a small number of agencies have developed Adult Placement Schemes where
families are actively recruited, supported and paid to provide short breaks or long-term homes for
selected individuals. Whilst these developments have to date been used successfully in Northern
Ireland primarily for short breaks, there is room for further development of the model for the
provision of permanent homes. (101, 102)

Futures Planning
6.7

The Equal Lives Review has also been presented with a number of issues and concerns linked to
planning for future provision that will need to be incorporated in housing strategies developed to
address emerging and current needs.
• To date most of the planning has related to the resettlement of people from long stay hospitals.
This will continue to be an issue with over 400 people still requiring a move to accommodation
in the community. However, the predominance of the resettlement agenda over recent years has
had adverse effects in terms of the lack of attention paid to planning for the future housing needs
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of those who live with families, many of whom are in housing arrangements that are vulnerable to
breaking down owing to illness or family crisis. In addition, the type of accommodation favoured
during the resettlement programme is not suitable for future needs as men and women with a
learning disability increasingly aspire to accommodation arrangements that are more independent
and closely integrated into their communities. Large scale, group environments will not meet
these aspirations, which will increasingly in the future be driven by awareness of human rights
and concepts of social inclusion.
• In addition to those currently living in hospital it is estimated that approximately 1600 persons
may require alternative accommodation and/or support arrangements in the coming 5 to 10 years.
Of these around 170 are likely to be required in the next 2 years with half of this figure needed in
the Eastern Health and Social Services Board area. The amount and type of support varies across
individuals, but could involve assistance with personal care, medication, household activities,
community participation, budgeting, inter-personal relationships and behaviour management.
• We have identified a number of issues with current administrative systems that threaten the
development of more appropriate housing and support options for people with a learning
disability:
• there has been a lack of bridging finance to the same extent as was available in Great Britain to
enable people to be resettled from hospitals
• as yet no commitment has been given to the resettlement of all long-stay patients by a
designated date
• dowry systems are not in place so that the money can follow the resettled person in perpetuity
• care management procedures as they presently operate, coupled with lack of finance and
community options, constrain staff from promoting options for more independent living
arrangements and planning for them over a longer time frame
• men and women with a learning disability, irrespective of where they presently live, are not
encouraged by their carers to have their name placed on the waiting lists for public sector
housing if a change in accommodation is likely to be required
• the Equal Lives Review has been made aware that the Common Selection Scheme now
operated by the Northern Ireland Housing Executive could make it more difficult for people
with a learning disability to access housing that is appropriate to their needs
• revenue costs for complex needs housing schemes must be secured at the same time as capital
costs are committed. This will guarantee that the places are allocated to the persons for whom
they were planned. However, revenue allocations by both the Department of Health, Social
Services and Public Safety and the Department for Social Development (DSD) are done on an
annual basis which prevents planning commitments being given for capital developments that
may take up to 3 years to complete.

Action Required
6.8

We propose that the following service principles and aspirations should guide the development of
future housing and support options for people with a learning disability. They arise from existing
legislation, recent research findings undertaken with this client group and recognised good practice
already taking place in Northern Ireland and elsewhere in these islands. They also take cognisance
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of recent and future legislative changes such as the Disability Discrimination Act and the proposed
introduction of a Bill of Rights.
• People with a learning disability have the right to the same range and standards of
accommodation that is available to their non-disabled peers.
• They have the same rights as other citizens in obtaining tenancies in public housing, in buying
and inheriting houses and in claiming housing and other support benefits to which they are
entitled. This includes access to Direct Payments and the Independent Living Fund.
• At present, families provide homes and support for the great majority of people with a learning
disability in Northern Ireland. Moreover it is the wish of many people to continue living within
the family. Hence families should be supported in continuing to provide housing and support to
their relatives as long as both parties wish this to happen. This support should include the
provision of housing adaptations, of domiciliary supports and of short breaks.
• People with a learning disability should be enabled to remain in their neighbourhoods if they
want to when family carers are no longer able or available to look after them. They should be
assisted to continue living in the family home by having tenancies transferred to them;
participating in the right-to-buy schemes or the ownership of the house being passed over to
them. Domiciliary supports should be made available to the person with a learning disability as
well as to family carers.
• Meeting the accommodation and support needs of people with a learning disability is not just the
responsibility of health and social services. Hence Health and Social Services Boards and Trusts
must work in partnership with a range of statutory and non-statutory housing and social care
agencies in order to fulfil these needs.
• A range of different types of accommodation and support services should be available within
Northern Ireland so that services can be better tailored to the needs of individuals and to provide
for an increased element of choice. People with a learning disability, their relatives and paid carers
should be informed about the range of accommodation and support options that are available.
This should be done in accessible formats.
• When demand for accommodation and support services exceeds supply, the allocation of these
services should be done in a transparent and equitable manner. Applicants, their family carers
and advocates must be kept fully informed throughout.
• People should not live in hospital accommodation. Some may have to be admitted for short
periods (of up to 6 months) of acute assessment and treatment, but no one should remain there
for long periods (12 months+) due to their specialist needs. Everyone should have a home address
to which they will be discharged.

6.9

Resettlement of long-stay patients from hospitals within the context of supported living principles
must be progressed as rapidly as possible. By June 2011, all people living in a learning disability
hospital should be relocated to the community. Funds need to be provided to ensure that on
average 80 people will be resettled per annum over the 5-year period from 2006 to 2011.
(Recommendation 27)

6.10 In order to address the concerns raised about the potential for developing a new long stay hospital
population all commissioners should ensure that they have arrangements in place to provide
emergency support and accommodation for persons with a learning disability. Learning disability
hospitals should not provide this service from 1 January 2007. (Recommendation 28)
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6.11 Objective 5

Recommendations

Recommendation 27

By June 2011, all people with a learning disability living in a hospital should be
relocated to the community. Funds need to be provided to ensure that on average
80 people will be resettled per annum over the 5-year period from 2006 to 2011.

Recommendation 28

With immediate effect, all commissioners should ensure that they have resourced
and implemented arrangements to provide emergency support and accommodation
for persons with a learning disability. Hospitals will not provide this service from
1st January 2008.

6.12 In line with the thrust towards more normal, individualised housing options for men and women
with a learning disability there is a need for both a wider range of supported living provision, to
include adult placement services, and to address the deficiencies identified in large-scale group living
environments. New care standards coming into force over the next 3 years will require upgrading of
much current provision. This is not only to improve the quality of life of existing residents, but also
to secure better quality provision for future users of these accommodation options. We propose that
in future all new-build accommodation provided for people with a learning disability should be for
no more than 5 individuals - preferably less - within the same building. This accommodation
should take the form of lifetime, barrier-free homes, i.e. homes that can provide security of tenure
for the tenants and be designed in such a way as to be suitable for meeting the needs of current and
potential physical disabilities. In order to assure equity of provision it is also proposed that by
January 2013 all accommodation provided for men and women with a learning disability and aged
under 60 should be in households of 5 or less individuals. (Recommendations 29, 30)

6.13 In order to meet the emerging needs identified an additional 100 supported living places per annum
for the next 15 years should be developed to enable people to move from family care without having
to be placed in inappropriate settings. (Recommendation 31)

6.14 These proposals will require close collaboration with the NI Housing Executive, Department for
Social Development and health and social services agencies. There should also be active engagement
with personnel from the Social Security Agency at both regional and local levels. Mechanisms
should be put in place to engage with District Councils, Local Health and Social Care Groups and
community organisations in the development of local initiatives. In particular funding mechanisms
and planning cycles urgently need to be addressed in order to enable the extensive programme of
work that is required. The capital and revenue cycles of both Department of Health, Social Services
and Public Safety and Department for Social Development need to synchronise for Supporting
People schemes. (Recommendation 32)

6.15 In particular when considering the needs of people with more profound and multiple disabilities the
potential for technological advancements in maximising opportunities for independence needs to be
more fully harnessed. Housing planners and service providers should improve their awareness of
such developments and their application within future housing strategies. (Recommendation 33)

6.16 The Equal Lives Review has highlighted the low level of home ownership amongst men and women
with a learning disability in Northern Ireland. It should be clarified if Supporting People monies
can be used to support people who are owner-occupiers. There is considerable scope for meeting at
least some of the emerging housing needs through Supporting People to either purchase their own
homes or to take over the ownership of property left to them by families. (Recommendation 34)

6.17 Improved supports need to be given to family carers to enable people to continue living with their
families. This includes improved short break provision; extension of home based, floating support
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services to maintain people in family homes; support for other family members to take over the
caring role from ageing parents if they wish to and improvements to the process of accessing housing
adaptation grants. (Recommendation 35) The Department for Social Development and the NI
Housing Executive should ensure the increased use of floating support linked to an individual’s
needs rather than overly relying on accommodation based schemes. This would make it easier for
people to move to more suitable accommodation as their needs change. (Recommendation 36)

6.18 Objective 6

Recommendations

Recommendation 29

With immediate effect, all new housing with support provision for people with a
learning disability should be for no more than 5 individuals with a learning
disability - preferably less - within the same household.

Recommendation 30

By 1 January 2013 all accommodation for people with a learning disability under 60
years of age should be for no more than 5 people.

Recommendation 31

An additional 100 supported living places per annum for the next 15 years should
be developed to enable people to move from family care without having to be placed
in inappropriate settings.

Recommendation 32

Department for Social Development and Department of Health, Social Services and
Public Safety should develop clear assessments of future housing needs for people
with a learning disability including those who currently live with their families and
agree a continuous 3 year funding strategy to resource housing and support
arrangements.

Recommendation 33

Housing planners should accumulate and disseminate detailed knowledge on the
range of assistive technology that is available to enrich the capacity of people with a
learning disability to lead more independent lives in the community.

Recommendation 34

A strategy should be developed by the Department for Social Development to
increase opportunities for people with a learning disability to own their own homes
where this is a safe and appropriate option.

Recommendation 35

Procedures and criteria for applying for Disabled Facilities Grants should be revised
to tackle inconsistencies, reduce bureaucracy and reduce the hidden costs to carers.

Recommendation 36

Department for Social Development and the NI Housing Executive should establish
mechanisms to ensure the increased use of floating support linked to an individual’s
needs rather than overly relying on accommodation based schemes.
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HEALTH AND WELL BEING

Chapter

7
“”

Health is a state of complete physical, mental and social well-being and not merely
the absence of disease or infirmity World Health Organisation 1946 (103)
Health is a fundamental human right DHSSPS 2002 (104)

7.1

An increasing number of people with a learning disability are living longer and healthier lives.
Greater numbers of children with complex health needs and multiple disabilities are surviving into
adulthood. Increasingly people with a learning disability who experience mental health problems are
living in local communities rather than having their homes in specialist hospitals.

7.2

In order to ensure that people with a learning disability enjoy the benefits of such changing
circumstances, commissioners and service providers will need to actively ensure that there is equity
of access to the full range of healthcare provision enjoyed by the general population. This is now
clearly enshrined in human rights and equality legislation. Evidence presented to the Equal Lives
Review demonstrates that there are both high levels of unmet health needs and deficiencies in the
current systems for ensuring that the physical and mental health needs of people with a learning
disability are effectively addressed.

7.3

In this chapter we will outline the key issues and concerns relating to the physical health of people
with a learning disability. A coherent strategy is then proposed to address the concerns based on the
Equal Lives Values and those principles that currently inform public health policy. Chapter 8 will
address issues related to mental well-being and challenging behaviours.

Objective 7

To secure improvements in the mental and physical health of people with a learning
disability through developing access to high quality health services that are as locally
based as possible and responsive to the particular needs of people with a learning
disability.

Issues and Concerns
7.4

Research has consistently confirmed that the life expectancy of people with a learning disability has
increased markedly over the last 60 years. One study reported an increase in the average age of
death between 1931 and 1995 of 53 years for men (from 14.9 - 67.2 years) and 47 years for women
(from 22 - 69.2 years). (105)

7.5

However, the research evidence also indicates that people with a learning disability have higher
mortality rates than people in the general population. (106, 107)
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Some people with a learning disability are at higher risk of physical ill health arising from problems
associated with particular conditions or syndromes: (42, 108, 109, 110)
• physical and sensory impairments are more frequent amongst people with a learning disability
• they may also develop further difficulties related to cardiovascular problems, resistance to
infections and their immune systems
• there is an increased prevalence of physical and sensory impairments amongst people with a
learning disability
• there is an increased prevalence of epilepsy which occurs within 25% of people with a learning
disability and 1/3 of people with profound learning disability
• there are significantly higher levels of obesity
• increasing numbers of people with a learning disability require intensive nursing care and
technological support owing to complex health needs, have higher risk of infection or respiratory
difficulties.

7.7

On occasions individuals may be so vulnerable and have such complex needs that they lack full
insight into the degree of support required to keep themselves physically and mentally well. The
Legal Issues Committee is addressing this issue in detail in the context of capacity.

7.8

Northern Ireland studies were at the forefront in identifying the high levels of undetected health
problems amongst people with a learning disability, some of which are easily remedied such as
impacted ear wax. Often the problems remain undetected for long periods until they become
serious and more obvious.

7.9

The oral health of people with a learning disability is worse than the general population with poorer
oral hygiene, higher untreated diseases and more extractions. (111, 112) This was an area of
particular concern to family carers during consultation events (2) and is the subject of a separate
review being undertaken by the Department of Health, Social Services and Public Safety.

7.10 In December 2004 the Disability Rights Commission launched a formal investigation into health
inequalities experienced by people with long-term mental health problems and people with learning
disabilities in England and Wales. The investigation, which is titled Equal Treatment - Closing the
Gap, has been launched because of the overwhelming weight of evidence pointing to disparities in
health outcomes amongst people with learning disabilities and people with long-term mental health
problems. Put simply, a lot of evidence points to the fact that these groups of people have higher
morbidity and mortality rates than the overall population, and not always due to reasons related to
their disability. Therefore the Disability Rights Commission has decided to use its powers to
undertake formal investigations to instigate a comprehensive enquiry into this issue.

“”

My daughter has been waiting since January (11 months) to get 2 bad teeth removed.
No reasons have been given to me to explain why the delay. She is suffering and in
constant pain. She should not have to go through this. (2)

7.11 Primary care services are the first point of contact for many family carers and people with a learning
disability in seeking help with health concerns. For many the family GP has a very significant role.
Where a GP has a good relationship with families, s/he can have a very positive influence on the
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healthcare experiences of both the family and the individual with a learning disability. (2) However,
while this is the case in many instances, a number of concerns have been identified.
• Many people with a learning disability make less use of their GP. (113) In a study in the Western
Health and Social Services Board area 44% of GPs and 63% of nurses reported that people with a
learning disability used the practice less often than other patients. (114)

• GPs can have limited confidence about their role in meeting the health needs of people with a
learning disability. (113, 115)
• There is a limited uptake of health screening by people with a learning disability. (116, 117)
• Difficulties have been reported in attempts to identify people with a learning disability on general
practitioner registers for the purpose of health screening, as no system exists for such purposes. In
a survey in the WHSSB area 51% of GPs reported that they could not easily identify people with
a learning disability. (114)
• Confusion exists about the roles and responsibilities between specialist learning disability services
and mainstream health services in relation to the health care of people with a learning disability.
However, where they do work together health status can be improved. (113)
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7.12 In the past people with a learning disability who required hospital treatment arising from a physical
health problem were sometimes admitted to specialist learning disability hospitals. The
inappropriateness of this practice was recognised and Government policy now emphasises the rights
of all to access mainstream health services including acute hospitals. The Equal Lives Review was
informed about a number of positive initiatives in Northern Ireland acute hospitals to facilitate
people with a learning disability including one hospital making arrangements to reduce waiting
times in hospital and the provision of accessible information in another. However, consistent
feedback from our consultations indicated that in many instances acute hospital staff require staff
from the learning disability service or a family member to be present all the time on the ward when
the patient is in hospital. As yet there has been limited study of the extent of contact that people
with a learning disability have with acute hospitals or the quality of their experiences.

7.13 Findings from a study in Northern Ireland provide some indication of the position: (118)
• people with a learning disability have regular contact with acute general hospitals
• limited use is made of opportunities for the use of pre-appointment/pre assessments and advance
planning
• at admission time limited steps are taken to accommodate the individual abilities and the needs of
the person with a learning disability
• people with a learning disability are often excluded from key discussions and decisions about their
care
• further training is required by hospital staff in relation to requirements for obtaining informed
consent from people with a learning disability
• nursing staff have limited knowledge and skills in relation to communicating and managing
people with a learning disability
• the majority of parents and carers perceived the need to remain in hospitals for the duration of
contact in order to ensure the person with a learning disability received adequate care and
supervision
• acute hospitals may need to provide ongoing support if treatment is to be completed successfully
and to avoid premature discharge
• more effective liaison arrangements between acute hospitals and learning disability services need
to be put in place
• there is a need for further training of staff to work with people with a learning disability in acute
hospital settings.

7.14 These findings are similar to others, which have been reported by people with a learning disability
and family carers from elsewhere in Northern Ireland. (1, 2, 119)

7.15 During the Equal Lives Review we also learnt of many excellent initiatives in Northern Ireland
designed to improve the health status of people with a learning disability. These include research,
health screening projects, production of accessible health information and health promotion
initiatives.
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7.16 Unfortunately many of these initiatives have been ad hoc, project based and time limited owing to
funding constraints. Therefore, while they have benefited local groups, they have had limited
impact on the regional health status of people with a learning disability. (40, 41, 42)

7.17 Despite increased emphasis on health promotion issues in Government and health service policies
there is little evidence of specific targeting of people with a learning disability within Northern
Ireland. This contrasts with the position in England, Scotland and Wales where specific guidance
and policy has been produced. (120, 121)

Access to Specialist Services
7.18 People with a learning disability should have access to the wide range of specialist health care
services available in the community including neurology services, epilepsy nurse specialists and
diabetes nurse specialists.

7.19 The creation of Health Facilitator posts in England has enabled more people with a learning
disability to have access to this range of services while supporting such services to develop the
necessary skills to meet their needs. Although the term is new, Health Facilitation is not a new
concept and can be used to describe anyone who is assisting a person with a learning disability to
achieve and maintain good health. Indeed Health Facilitation is a central component of each
professional working in any field. However the formal recognition that named Health Facilitators
are receiving is new, together with the opportunity to act on a strategic as well as a local level.
Health Facilitation evolved from roles developed by carers, practitioners and others who were
concerned about improving the health of people with a learning disability through the NHS in
order to access the best and most appropriate health care.

Aids To Daily Living
7.20 Evidence presented throughout the Equal Lives Review confirms that there will be a marked increase
in the number of children, men and women with complex physical health needs and disabilities.
• Timely access for necessary equipment must occur to prevent long waiting times that often cause
extreme physical hardship.
• On average each disabled child in Northern Ireland uses three pieces of specialist equipment each
day as an aid to daily living. Families often report long waiting times between assessments and
delivery, problems with repairs and needs changing over time not being assessed. Much energy is
expended by families in accessing these vital practical aids which can lessen burdens associated
with mobility, continence, feeding and sleeping. The absence of these at the right time increases
stress on the family unnecessarily. (79)

Action Required
7.21 In 2002 the Ministerial Group on Public Health launched a new public health strategy Investing for
Health, which sets out the way forward in making improvements to the health of the population in
Northern Ireland. (104) Investing for Health adopted 4 key values:
• health is a fundamental human right
• policies should actively ensure equality of opportunity and promote social inclusion
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• individuals and communities should be included fully in decision-making on matters relating to
ill health
• all citizens should have equal rights to health, and fair/equitable access to health services and
health information according to their needs.

7.22 Whilst the specific health needs of people with a learning disability receive limited attention, it is
noted that people with disabilities are entitled to the same access to opportunities as their nondisabled peers. In order to ensure that the outcomes of Investing for Health benefit people with a
learning disability, determined action will be required to reduce the inequalities in health and service
provision that currently exist.

7.23 An effective strategy should include the following:
• a priority theme of ensuring that the health needs of people with a learning disability are better
served by mainstream health services in the first instance
• improving collaboration between primary health care staff and learning disability services
• optimising the contributions of learning disability expertise in achieving health gains but
reshaping their contribution to achieve improved health outcomes and access to mainstream
services. The role of professionals in learning disability services should develop to enable them to
build new relationships with mainstream colleagues, improve the knowledge base of mainstream
staff and reshape their contribution to service provision.
• ensuring that the small number of individuals with complex health needs and additional
disabilities whose needs cannot be effectively managed by mainstream services receive ongoing
and intensive support from specialist professionals to ensure their needs are met
• reshaping the workforce and meeting a wide range of staff training and development needs (This
will be explored further in Chapter 11).

7.24 Despite the clear evidence on unmet health needs amongst people with a learning disability limited
attention has been paid to these issues in either Departmental or Health and Social Services
Board/Trust policy documents. This fails to acknowledge the particular support needs of many
people with a learning disability in relation to accessing health care services and health promotion
initiatives.

7.25 In order to make a long-term and sustained improvement to the health status of people with a
learning disability there is a need for a regional approach to health improvement. This is
particularly crucial in view of the evidence that where targeted action has been taken in specific
localities, positive outcomes have been demonstrated.

7.26 It is recommended that the Department of Health, Social Services and Public Safety establish a
regional framework for sustained health improvements of the learning disabled population.
(Recommendation 37) The regional framework should include:
• clear statements on the rights of people with a learning disability to have equality of access to
health care under recent legislation and Government policy directives
• specific targets in relation to registration of people with a learning disability with general practices
and other relevant family practitioners e.g. dentists
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• expectations of health checks and health screening for people with a learning disability with
particular reference to key areas that have particular risks e.g. cervical/breast screening, thyroid
function tests for people with Down’s Syndrome
• specific health promotion initiatives and interventions that focus on improving the health status
of people with a learning disability in key areas such as nutrition, obesity, exercise and dental
health
• requirements in relation to production of Health Action Plans
• requirements for health promotion initiatives to take account of the particular difficulties
experienced by people with a learning disability in accessing information.

7.27 It will be necessary for each Board to review existing Health Improvement Plans for people with a
learning disability to ensure that they translate the regional framework at a local level.

7.28 In order to redress the lack of attention given to the particular health issues in policy documents it is
recommended that all generic health strategies make specific reference to the needs of and impact on
people with a learning disability alongside other minority groups. (Recommendation 38)

7.29 In order to support the major practice, organisational and cultural changes required it is
recommended that the new role of Health Facilitator be created. The primary role and function of
Health Facilitators would be to drive and champion the implementation of the regional framework,
support work to achieve the local targets and establish Health Action Planning processes for priority
groupings within the population of people with a learning disability. (Recommendation 39)

7.30 The Health Facilitator’s role would embrace both physical and mental health needs and ensure that
people with a learning disability gain full access to the healthcare they need for both primary care
and acute hospital services.

7.31 In order to ensure that the specific individual health needs of people with a learning disability are
identified and addressed it is proposed that arrangements be set in place to ensure that all are offered
a personal Health Action Plan. Health Action Plans detail the actions that are required to maintain
and improve the health of people with a learning disability . They encompass a personal plan that
outlines the help needed to enable a person with a learning disability to stay healthy, responsibility
for which will rest with a named Health Facilitator working in partnership with primary health care
staff. Health Action Plans involve people with a learning disability and their family carers in effective
multi-agency and multi-disciplinary care planning prepared with and for the individual concerned.
The Health Action Plan where possible should form part of a Person Centred Plan. In order to
reduce the inconsistencies that can result from local initiatives it is recommended that the broad
format for the Health Action Plans be agreed at a regional level. (Recommendation 40)

7.32 Health Action Plans should include details of the need for health interventions, oral health, fitness
and mobility, emotional needs and records of screening tests. They should also identify clearly who
is responsible for taking action.

7.33 Further action is required to raise awareness with primary care services and acute general hospitals of
the health issues faced by people with a learning disability. In order to clarify arrangements and
ensure that roles and responsibilities are clearly set out between mainstream and specialist learning
disability services it is recommended that each general practice and acute general hospital develop
clear arrangements to facilitate equality of access for people with a learning disability.
(Recommendation 41)
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7.34 As noted earlier identification of people with a learning disability at primary care level is
problematic. Without such identification targeted efforts to improve involvement in health
screening and planning for provision is not possible. It is therefore recommended that
improvements be made in how people with a learning disability are identified within GP practices
(e.g. use of standardised diagnostic codes throughout Northern Ireland). This would have a number
of benefits including:
• raising awareness of poor health status and consequent need for practices to focus attention on
them
• identification of specific physical and mental health issues that might be targeted locally
• provision of a basis for target setting, monitoring and evaluation. (Recommendation 42)

7.35 It is recognised that GPs and other practice staff may require support from specialist learning
disability professionals to assist them in providing sensitive and appropriate services. There is a need
for Community Learning Disability Teams to more closely align themselves with primary care
colleagues. We propose that this be achieved by the development of having a named professional
from the Community Learning Disability Teams linked to each GP practice. The link person may
be able to resolve some of the common problems experienced by individual people with a learning
disability in using primary care services including long waiting times, medication management,
communication difficulties. The link person could have a role in:
• practice training sessions in health centres to improve knowledge of learning disability and
physical/mental illness
• developing effective partnership work between primary care and learning disability services
• assisting in health promotion initiatives provided for people with a learning disability.
(Recommendation 43)

7.36 An essential component of supporting optimum physical health is adequate management of
associated physical disabilities. To meet the increasing quantity and complexity of needs high
specification equipment must be available. The range of wheelchairs and aids available through the
Regional Disablement Service should be appropriate to individual need and the budgets will need to
be reviewed to reflect the anticipated increase in demand. (Recommendation 44)

7.37 Objective 7

Recommendations

Recommendation 37

The Department of Health, Social Services and Public Safety should produce a
Regional Framework for Health Improvement of people with a learning disability
providing clear direction including targets and timescales. Each HSS Board should
review their Health Improvement Plans to ensure that they translate the regional
framework at a local level to support improved health outcomes for children, men
and women with a learning disability.

Recommendation 38

All generic health strategies, published at Department, Board and Trust level, should
make specific reference to the needs of and impact upon people with a learning
disability.

Recommendation 39

By December 2009 resources should be made available from within primary care to
appoint within primary care a Health Facilitator for each 110- 120,000 population.
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Recommendation 40

By December 2008 a Health Action Plan will be developed, as a part of the Person
Centred Planning process, which is to be set in place for all those with a learning
disability in contact with health and social services agencies.

Recommendation 41

With immediate effect each general practice facility and acute general hospital
within Northern Ireland should have clear and formalised arrangements in place to
facilitate equity of access to services for people with a learning disability.

Recommendation 42

Each general practice should establish robust medical records and health data about
people with a learning disability on their practice register.

Recommendation 43

With immediate effect each general practice should have an identified link person
within their local Community Learning Disability Team with whom they work
collaboratively to facilitate better access for people with learning disability within
primary care settings.

Recommendation 44

Equipment and wheelchair provision budgets should be increased to meet significant
additional demand. This will require an increase of the proportion available to
people with a learning disability.
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MENTAL HEALTH AND
CHALLENGING BEHAVIOURS

“”

8.1

Chapter

8

Mental Health is the emotional and spiritual resilience, which enables us to enjoy life
and survive pain, disappointment and sadness. It is a positive sense of well being and
an underlying belief in our own worth and others’ dignity and worth HEA 1998
cited in Promoting Mental Health DHSSPS (2003) (122)

Promotion of mental health is of particular importance for people with a learning disability. Mental
health problems are much more frequent among people with a learning disability. The presence of a
mental health problem combined with a learning disability makes it even more difficult to cope
independently and to make balanced decisions about life and care. In this chapter we will focus on
the mental health needs of people with a learning disability and the action required to address them
in order to fully achieve Objective 7.

Objective 7

To secure improvements in the mental and physical health of people with a learning
disability through developing access to high quality health services that are as locally
based as possible and responsive to the particular needs of people with a learning
disability.

Issues and Concerns
8.2

People with a learning disability can experience the same range of mental heath problems as the rest
of the population and there is evidence that they are more prevalent amongst this group. (123, 124)

8.3

Reported prevalence rates vary widely, for example, schizophrenia is three times more common than
in the general population. (125)

8.4

There are difficulties in recognising that a person with a learning disability has a specific mental
illness and underreporting of mental health problems can occur. (126)

8.5

Within Northern Ireland there is expertise in assessing and treating mental illness in people with a
learning disability. This is best evidenced where a number of professionals can work in an interdisciplinary way. This presently occurs in the three specialist hospitals. There has been limited
development of this comprehensive approach in community settings. Access by people with a
learning disability to mainstream mental health services is extremely limited. An unhelpful barrier
based on IQ currently determines an individual’s access to services.

8.6

Many community residential facilities in Northern Ireland have difficulty in providing the specialist
support required by people with complex mental illness. They rely on the expertise of outside
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professionals and admissions to specialist hospitals are higher from these settings than from people
living with family carers. (46, 47)

8.7

Health and social services are only in the early stages of developing specific community based
services within learning disability services to support people who develop major mental health
problems, although some professionals have developed a high degree of specialism while addressing
the needs of individuals with whom they work. (127)

8.8

Improved collaborative planning or joint work between specialist hospitals and community based
services is a priority.

Challenging Behaviours

“”

8.9

Severely challenging behaviour refers to culturally abnormal behaviour(s) of such an
intensity, frequency or duration that the physical safety of the person or others is likely
to be placed in serious jeopardy, or behaviour that is likely to seriously limit use of, or
result in the person being denied access to, ordinary community facilities. Emerson
(128)

Challenging behaviours may be associated with a mental health problem. They may also be used by
an individual:
• to indicate pain or distress
• as a means of communication
• to avoid stressful situations
• as learned behaviours triggered by specific contexts.

8.10 Challenging behaviours can present major difficulties within services and potentially are a significant
obstacle to securing the inclusion of individuals in community based opportunities. It is difficult to
be certain about the number of people with a learning disability who display severe challenging
behaviours largely because of different definitions that have been used. However, research
conducted in Northern Ireland indicates that it is a major issue in both community and hospital
services.
• Behavioural management was reported as being the third most frequently reported role of
community nurses for people with a learning disability. (129)
• Another study of caseloads of all community nurses for people with a learning disability in
Northern Ireland found that 28 % of people they work with were reported to have challenging
behaviours. (130)
• 70% of people admitted to Longstone hospital over an 18-month period were noted to have
challenging behaviour. (127)
• In a study of 154 people admitted to Muckamore Abbey hospital the most common reason for
admission was that of a wide range of challenging behaviours (69%). (131)

8.11 The consequences of challenging behaviours can be serious in terms of impact both on the
individual involved and on others including:
• people who display challenging behaviours may suffer severe harm due to self-inflicted behaviours
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• people with challenging behaviours are more likely to be socially rejected and excluded. This is
particularly the case for people with communication difficulties for whom social integration is
further reduced. (132)
• parents of children with a learning disability and challenging behaviours have high levels of
personal stress and increased social isolation (133)
• sleep disturbance has been reported in 88% of children with challenging behaviour (134)
• staff in services in Northern Ireland have cited issues related to challenging behaviour as a key
unmet training need and have highlighted their disquiet at the lack of clear guidance on
appropriate methods of working with people whose behaviour is challenging (135, 136)
• the individual may come into contact with the police and criminal justice system.

8.12 There is expertise in the assessment and management of challenging behaviours within hospitals and
in community teams. Strategies that have proven successful in addressing challenging behaviours
include:
• Applied Behavioural Analysis
• manipulation of the living environment
• education for carers and families.

Action Required
8.13 In addition to the action detailed in Chapter 7 with regard to health promotion, health facilitation
and primary care services, we believe that a new model based on community provision is required to
address the needs of men and women with a learning disability who have mental health problems
and/or display challenging behaviours.

8.14 Other Expert Working Committees of the Review of Mental Health and Learning Disability (NI)
will address:
• forensic issues especially the interface between mainstream forensic mental health services and
specialist learning disability provision in the areas of prevention, continuity of care as well as in
specialist assessment and treatment. Individuals with a learning disability can be particularly
vulnerable when in contact with the criminal justice system. This can occur in police stations,
when attending court, in prison and young offenders centres and on probation. There must be a
full range of inpatient care, including high, medium and low security services. In addition there is
a need for Community Forensic Services to support the full range of people with a learning
disability in the community, including those who have been discharged from hospital or released
from prison. Detailed consideration of the needs of people who require the support of specialist
forensic services will be included in a separate report.
• child and adolescent mental health. We anticipate that mainstream services will take the lead
role for those with a mild and moderate learning disability with joint working becoming more
common for those with a more severe learning disability.
• alcohol and substance misuse. Amongst people with a learning disability who have problems
with substance misuse or alcohol problems, most will have a mild learning disability. The
combined problems of substance misuse with a learning disability, possibly with an additional
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mental health problem, greatly increases concerns regarding vulnerability and the capacity to
make informed life choices. Mainstream addiction services require an individual to have a high
level of motivation and a desire for change to benefit from treatment. People with a learning
disability need particular support to assist them to take part in such treatment when their capacity
to make informed life choices is impaired. Specific recommendations regarding development of
this aspect of the service are contained in the report from the Alcohol and Substance Misuse
Committee.
• mental health promotion. It is clear that both children and adults with a learning disability are
exceptionally vulnerable to mental health problems and as a result of this vulnerability, there has
been an impetus towards detecting, assessing and treating mental health problems in this
population. Such an impetus, whilst very necessary, is reactive by its nature, and a key message is
that little attention has been given to the development of robust proactive and preventative
strategies that build resilience and protect people with a learning disability from the development
of mental health problems. Emphasis should be given within all relevant sectors to building
positive mental health from childhood onwards. Schools and colleges in particular have immense
potential to contribute to and enhance young people’s emotional development.
• mental health issues in old age and dementia. Service developments and provision that have
been found to be helpful with the general population need to be applied within learning disability
services. We anticipate joint working arrangements to be common practice.
• legal issues. Issues such as guardianship, capacity, compulsory admission for assessment and
treatment, the Mental Health Review Tribunal, advocacy, legal representation, indeed what type
of legislation should replace the existing Mental Health Order (NI) 1986 are all matters which
clearly affect people with a learning disability and will be addressed by the Legal Issues
Committee.

8.15 The Expert Working Committee on Adult Mental Health has incorporated proposals for addressing
the mental health needs of people with a mild learning disability in mainstream mental health
services which supports the model of provision which follows.

8.16 Simply having a learning disability has been enough to exclude people from accessing services. We
suggest that a collaborative system of care between mental health and learning disability services will
best meet the needs of this most vulnerable group. Historically in Northern Ireland more individuals
with mild/borderline IQ levels did access mainstream services. However over recent years this
practice has been diminishing.

8.17 A significant proportion of adult admissions to specialist learning disability hospitals are people with
a mild/moderate learning disability. Many of these admissions could be prevented if appropriate
community supports were in place. People with a mild learning disability should be able to access
mainstream mental health services where these services are appropriate to meet their needs.
Mainstream services include child and adolescent mental health services, mental health services for
adults of working age, mental health services for older people, forensic mental health services,
substance misuse services, brain injury services etc. The benefits of this approach include facilitating
access to a wider range of expertise and increased access to local services. It is recognised that
achieving this shift may initially give rise to clinical concerns about the quality of the experience for
the individual. However, these concerns will be reduced if adequate energies are directed towards
increasing the collaboration between learning disability services and mainstream services and to
developing protocols whereby the skills of learning disability specialists are appropriately shared
across programmes. (Recommendation 45) In order to achieve this it would be necessary to greatly
strengthen links between learning disability services and mainstream mental health services.
(Recommendation 46)
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8.18 In order to address the low level of community provision and the consequent over dependence on
hospital based interventions it is proposed that community based assessment and treatment services
be further and more robustly developed. These should be built on existing professional expertise.
Training that involves the sharing of skill and knowledge across the range of professionals can
enhance expertise.

8.19 A model for community service would include community assessment and treatment teams who
would be competent in addressing mental health problems and challenging behaviours. Crucially
the teams should provide an outreach service to homes and services in the community and be
available outside of normal office hours. Such a community service would include a range of
accommodation options providing a variety of supports. It is proposed that such services be
developed incrementally in order to enable an appropriate remodelling of current hospital provision
and the development of appropriately piloted protocols, eligibility criteria and operational systems.
The regulatory status of this provision will also need to be clarified, as it will be a new service model
that does not readily fit with current regulation categories.

8.20 Outcomes and benefits of this model are:
• a local, safe, secure alternative to acute hospital admission
• easement on demand for hospital admission
• reducing length of stay of hospital admission
• continuity of normal lifestyle pattern through continued community integration
• maintenance of family and/or current placement links
• reducing numbers of hospital re-admissions
• facilitating time out of home without using a hospital place
• fewer obstacles to communication because of closer geographical base
• review assessment and alteration of medication through local psychiatry input
• less traumatic experience for the individual
• more appropriate targeting to meet specific needs
• more person centred approach
• greater continuity/stronger links to local learning disability supports
• better use of acute scarce resource
• local services encourage care and resolution to the individual’s difficulties
• effective and co-ordinated liaison and integration with other local services. (Recommendation 47)

8.21 As a consequence of the development of community based assessment and treatment services,
admission to specialist hospitals solely for people with a learning disability will become increasingly
less frequent. DHSSPS should commit to reviewing and evaluating the developing community
services and the need for continuing specialist hospital provision. Ultimately it is hoped that there
may not be a need for specialist hospitals for assessment and treatment solely of those with a
learning disability.
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8.22 In order to enable community provision to develop there is a need for clarity about the shift in
resources and the additional funding that will be required. This should be agreed at a regional level
in order to avoid perpetuation of service inequities and to address the complex issues involved in
commissioning this level of specialist provision. This should take account of the training
requirements for the recognition of mental health and challenging behaviour problems across the
whole range of people providing care and support. (Recommendation 48)

8.23 A small number of people with a learning disability have severe challenging behaviour or mental
illness that is liable to relapse. Staff and carers must be alert to warning signs of a recurrence and
share information about such signs. To encourage better liaison and clarity of roles and
responsibilities between specialist and community services in relation to such people, Health and
Social Services Trusts should ensure that protocols are agreed for proactive approaches to intervene
in a systematic way should there be warning signs of recurrence. (Recommendation 49)

8.24 There is a significant level of concern raised by staff about the lack of guidance on the appropriate
management of challenging behaviours and the complex legal, human rights and practical issues
involved. It is recommended that a regional approach be adopted to developing clear guidance in
this area for all learning disability services in Northern Ireland. Similar initiatives in England have
assisted in providing a framework in which both people with a learning disability and their carers
can be supported and the required training strategies developed. (Recommendation 50)

8.25 Objective 7

Recommendations

Recommendation 45

As a matter of urgency the Department of Health, Social Services and Public Safety
should consult with all 4 Health and Social Services Boards about their present and
future plans for specialist assessment and treatment services for men and women
with a severe learning disability with a view to greater sharing of existing and
planned resources and the development of new forms of community based services.

Recommendation 46

By the end of the Review period people with high levels of adaptive
functioning/mild learning disability who require therapeutic intervention as a result
of mental health problems should be able to access mainstream mental health
services. Support from dedicated learning disability services should be available if
required.

Recommendation 47

Community based assessment and treatment services should be developed on an
incremental basis to provide assessment and treatment of men and women with a
learning disability who have specific mental health needs and/or challenging
behaviours. The community based assessment and treatment services will
encompass behaviour support expertise that will provide outreach to individuals,
families and community services and short-term intensive treatment to those within
a residential facility which may be approved to treat people under mental health
legislation.

Recommendation 48

As a consequence of the other mechanisms being recommended the Department of
Health, Social Services and Public Safety should establish a regional plan that sets
targets for the reallocation of existing resources and the securing of additional
resources to enable the community services to be established.

Recommendation 49

Some people with a learning disability are at increased risk of recurrent severe
challenging behaviours and/or mental illness. Health and Social Services Trusts
should ensure that protocols are agreed so that a proactive approach can be taken to
systematic intervention should there be signs of recurrence.
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By December 2006 the Department of Health, Social Services and Public Safety
should produce in partnership with service providers regional guidelines on the
management of challenging behaviours within services.
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GROWING OLDER

Chapter

9
“”

9.1

One of the great social achievements of the 20th century has been increased longevity
of people with learning disabilities due to advances in medical care and social
support. (137)

The life expectancy and number of older people is increasing across most developed countries. Most
people with a learning disability who survive beyond 30 years will have average life expectancy and
experience normal ageing processes. Many will experience a long and healthy old age. Growing
older is also likely to include a number of additional challenges for people with a learning disability
owing to the impact of their disability. The Equal Lives Review found limited evidence of strategic
planning, specific policy or changing practices that will meet the emerging needs associated with
increased numbers and needs of older men and women with a learning disability or their family
carers in Northern Ireland.

Objective 8

To ensure that men and women with a learning disability are supported to age well in
their neighbourhoods.

Issues and Concerns
Difficulty in Definition
9.2

Old age is a relative concept, the definition of which is affected by social, psychological and
biological factors. Therefore, being old might be defined by social benchmarks such as retirement
age, physical signs of ageing, or the degree to which one feels old.

9.3

Men and women who have a learning disability may experience each of these quite differently. The
degree to which many men and women with a learning disability have been excluded from the social
opportunities and life chances available to others means that society’s benchmarks may be applied
less satisfactorily, as typified by the question posed to us by a man with a learning disability at a
meeting, Am I ever going to be allowed to retire from my day centre? The physical signs of ageing may
affect some people with a learning disability at an earlier age. (50) There is limited evidence on how
well men and women with a learning disability cope psychologically with ageing. It could be that
due to cognitive limitations some people find difficulty understanding the ageing process. This may
be worsened by the fact that many individuals with a learning disability are prevented from
experiencing normal life events e.g. they may be hindered in the acceptance of mortality, as they are
frequently not exposed to rituals such as funerals in an attempt to protect them from unpleasant
events. (49)
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Owing to these factors and the potential additional supports that may be required, it has been
proposed that planning to meet the ageing needs of men and women with a learning disability
should begin at an earlier stage and no later than 50 years.

Impact of Ageing
9.5

As noted there may be significant differences in the impact of ageing for men and women with a
learning disability as compared with other people in Northern Ireland.
• A number of different types of dementia exist, but the most significant and prevalent is
Alzheimer’s Disease. The neurological effects of this disorder are devastating for the person who
develops it and for his/her family. It leads to deterioration in function in virtually all aspects of
life, a disintegration of the affected person’s personality and eventually death. Research evidence
indicates that people with Down’s Syndrome show neurological changes resulting from
Alzheimer’s type dementia at a much younger age than others, and in addition virtually all people
with Down’s Syndrome who live long enough will develop this type of dementia. (138)

Table 3:

Percentage of people with Down’s Syndrome affected with Alzheimer’s Disease (139)
Age in years

Rate %

30-39

0-10%

40-49

10-30%

50-59

20-55%

60-69

30-75%

• Men and women with a learning disability may also develop what are known as syndrome-specific
conditions including congenital heart defects/visual and hearing disorders (Down’s), musculo skeletal problems (Fragile-X) and obesity related diabetes (Prader-Willi). (138, 140-144)

9.6

Between 20-40% of older men and women with a learning disability are liable to have a mental
health problem. (145)

Numbers
9.7

There is clear evidence of the increased numbers of older men and women with a learning disability
in Northern Ireland.
• The prevalence study of people with a learning disability in Northern Ireland (15) identified that
out of 4,107 people with a learning disability living in ordinary homes 477 (12%) are aged over
60 years of age (Figure 7). If we applied the definition of old age as starting at 50, then 1219
(30%) people could be considered to fall within the older adult population.
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The number of people living in community settings (i.e. with family carers; own
accommodation) in 5-year age bands. (N=4107) (15)
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• This study also identified the number of people with a learning disability living in residential or
supported living. These figures show that of 1,358 people in supported/residential living, 375
(28%) were over 60 years of age and 712 (52%) were aged over 50. (Figure 8)
Figure 8:

The number of people living in residential and supported living settings in 5-year age bands
(N=1358) (15)
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• Of the 435 men and women with a learning disability who had been in a hospital for more than
one year, 53 (12%) were aged 65 years and over and over half of the hospital residents (234, 54%)
were aged 45 years and older. (Figure 9)
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The number of in-patients in hospitals greater than 366 days in age bands (N=435) (15)
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• In another study in Northern Ireland that investigated future housing needs in one Board area,
37% of family carers were over 65 years old. The report author projects this to the other data
presented and estimates that nearly 500 men and women with a learning disability live with a
carer aged over 75 years, and a further 1,000 people live with a carer aged over 65 years.
Figure 10: The number and percentage of primary carers by age bands looking after people with a
learning disability aged 25 years and over in EHSSB area (N=436) (99)
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Family Carers

“”

9.8

Over the last few months I have been to three funerals of adults with a learning
disability. Each time I hugged the mother and told her now you can let go. Parents
worry so much what will happen to their children after they die that they pray that
their son or daughter dies first so they will not be left to fend for themselves. (2)

Family members continue to provide the bulk of caring as men and women with a learning
disability grow older. For many this can be a positive experience and a preferred choice over other
options because of a number of factors:
• parents self-select to care for their son/daughter rather than having them placed in care
• after many years of caring parents adjust and accommodate to the caring role
• parents build a long-term relationship with their son/daughter and do in fact gain and feel they
have a purpose in life fulfilling the caring role. (146, 147)

9.9

However, there are a range of issues relating to the role of family carers as they and their relative get
older including:
• older family carers are under greater physical and mental pressures because of their age and the
frailty this often brings; and as they age, they become increasingly anxious about the future
• because of the duration of the caring relationship, which is often life-long, they are likely to have
a particularly intense, interdependent relationship with the person they are supporting
• they are more likely to be caring alone
• they have smaller support networks as parents, partners and friends age and die
• they have a very different experience of the service sector from new generations of carers. They
were often advised to forget or reject their child, encouraged to have very limited expectations of
his or her life expectancy or abilities and usually had to fight very hard for any support from the
statutory sector.
• older family carers are often very reluctant to seek help. Reasons for this include past negative
experiences of the paid service sector, and a fear that by seeking help they are admitting their own
diminishing capacity and that they will lose control. (146)

9.10 Similar issues have been described in the limited research in Northern Ireland on the experiences of
older people with a learning disability or their carers e.g. one study in a Health and Social Services
Trust found that:
• deterioration in mobility of their ageing relative was the most common problem reported by
family carers followed by the onset of epilepsy, reported by 45% and 33% of carers respectively
• most of their support came from social workers and GPs but rarely more than a visit once every 6
months to one year. (147)

9.11 Despite the fact that family carers are entitled to a separate assessment of their needs we found that
there was a very limited awareness or uptake of this amongst family carers in Northern Ireland. (2)
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Futures Planning
9.12 During the consultation for the Equal Lives Review family carers frequently raised their concerns
about the future and a wish for workers to support them to make plans for when they may no
longer be able to meet the care needs. However, they noted how difficult this was and that on
occasions an apparent refusal to look towards the future was a reflection of the pain involved in
contemplating their own mortality and the consequences for their son or daughter. (2) Carers were
particularly concerned that futures planning should address issues of capacity and consent, to ensure
that this responsibility was appropriately placed in the absence of the main carer. There are few
precedents for older people with a learning disability remaining in the family home in the absence of
the main carer. This offers considerable scope for extending the range of housing options available
to older men and women with a learning disability.

9.13 There has been a serious dearth of service planning to meet the future needs of men and women
with a learning disability as they age. This is reflected in the very limited local research, absence of a
departmental steer on expectations of services to develop appropriate responses, confusion about the
interlinking roles of learning disability, older people and dementia services and an apparent failure to
recognise the potential pressures arising from the increased numbers and needs on future service
provision. One result has been that older men and women with a learning disability are being
moved from their accommodation, and often their familiar day supports, at extremely vulnerable
periods in their lives.

Ageing Well
9.14 In contrast with developments for older people generally there has been little emphasis on health
and well being for people with a learning disability. Ageing well has not been actively encouraged or
supported by services to date. The consequences of this are now becoming evident in our
population of older people with a learning disability.
• Older men and women with a learning disability have few opportunities to take part in leisure
pursuits. (148) This is due to the health problems they face, perceptions of them as a lower social
status group, exclusion rather than inclusion within their community and lack of support to
access leisure activities. (149)
• In line with the general population, issues around diet and exercise are coming to the fore and are
generally exacerbated for people with a learning disability due to many factors, not least their poor
access to primary care services. (150, 151, 152)

Action Required
9.15 Over the next 15 years using predictions for the wider population, we estimate that the number of
men and women with a learning disability in contact with health and social services who are aged
over 50 years will rise from around 2,200 in 2000 to 3,900 as Figure 11 shows; a predicted increase
of 81%. The figure of 3,900 represents around 0.58% of the predicted population of people aged
over 50 in 2020 (672,000) and 1.23% of the predicted population aged 65 years and over (319,000).
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Figure 11: Projected increase in the number of people with a learning disability from 2000 to 2020.
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9.16 In order to remedy the serious lack of strategic planning to address the particular issues associated
with ageing there is an urgent need for focused planning and reconfiguration of service delivery in
this area.

9.17 As the ageing process for some men and women with a learning disability may begin much earlier,
planning for them should begin much earlier. Planning for those people aged 50+ should be
prioritised immediately, and should be developed in conjunction with people with a learning
disability. As PCP is progressed with all people, planning for the future will naturally happen from
an earlier age. We suggest that it includes those aged 50 and upward, which would mean that:
• monitoring would allow early identification of potential problems and thus improved planning to
meet this growing need
• potential crisis management could be avoided especially following the death of a sole carer
• service user and family education and preparation for growing old could be planned for earlier
and therefore be more effective.

9.18 Redefining ageing in this manner would necessitate revised arrangements for the allocation of
resources to meet the needs of this group. In particular the interface between funding for elderly
services and that for learning disability services would need to be reviewed and more flexible
connections between both programmes facilitated. (Recommendation 51)

9.19 An ageing in place culture should be facilitated by support services if, through PCP, men and
women with a learning disability and family carers reveal that this is their preferred option.
Research indicates that this is most likely to be the case and is certainly the most cost-beneficial
option for HPSS services. This raises fundamental questions about the most appropriate service
model(s) to meet the needs of both family carers and older people with a learning disability.
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We are not sure whether we should be valuing our elderly clients by regarding them as
people with unique needs or valuing them by treating them no differently from
anyone else. Moss (152)

9.20 There are potentially a number of models that might be developed including:
• developing expertise within learning disability services to enable them to meet the needs
associated with ageing
• ensuring that older men and women with a learning disability can access supports from services
for older people and possibly before 65 years of age
• developing clear linkages between specialist learning disability services and older people’s services
to ensure that skills are shared between both groups but facilitating greater choice by men and
women with a learning disability so that they can age in place if desired.

9.21 Applying the Equal Lives Values and in particular the requirement to individualise support planning,
it is evident that within future provision there may be a need for not one, but several models.
Clearly this would require greater cross-programme and multi-disciplinary co-operation. There will
also be a need for a more flexible approach to resource allocation to meet the joint needs of both the
individual and their elderly family carer. The interdependence of both must be recognised.

9.22 Given the absence of coherent work in Northern Ireland to address these issues we believe that a
regional approach should be adopted to develop clarity about the strategic direction to be taken and
the changes to organisational structures and systems that should ensue. This work should be led by
the Department of Health, Social Services and Public Safety and involve the development of a
regional network wherein knowledge and expertise about ageing issues might be further researched,
shared and developed. The outcome should be a regional framework that addresses at least the
following:
• values and principles derived from the Equal Lives values as they apply to the ageing population
of people with a learning disability
• information audit of need
• creation of a policy framework
• development of local partnerships between learning disability services and the elderly programme
of care
• human resource implications in both of the above sectors
• strategy for optimising health
• involving older people with a learning disability in decision-making
• promoting positive lifestyles for older men and women with a learning disability through
voluntary and community organisations
• forward planning8. (Recommendation 52)

8

Adapted from the checklist for action in Preparing for a Positive Future (153)
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9.23 There is a need for a complementary process to be undertaken to address the issues for men and
women with a learning disability who develop dementia including those who are younger. These
issues are currently under consideration by the Expert Working Committee on Dementia and
Mental Health Issues in Older People of the overall Review. We recommend that the framework
that is developed ensure that men and women with a learning disability who develop dementia
should be enabled to access support and expertise from mainstream dementia services in their
locality. This will require close cooperation between learning disability specialists and those who
have expertise in dementia. (Recommendation 53)

9.24 Objective 8

Recommendations

Recommendation 51

The Department of Health, Social Services and Public Safety should review funding
allocations to ensure that the projected increase in numbers of older people with a
learning disability is reflected in the allocations to the learning disability programme.
This shift will take cognisance of the fact that people with a learning disability may
experience the effects of ageing at an earlier age.

Recommendation 52

The Department of Health, Social Services and Public Safety and Health and Social
Services Boards should produce a strategic plan to address current deficiencies in
services and future service provision for older people with a learning disability and
their families.

Recommendation 53

Arrangements should be developed to enable people with a learning disability who
have dementia to access support and expertise from mainstream dementia services.
This will include mechanisms to provide a skills boost between dementia services
and dedicated learning disability services.
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ENSURING PERSONAL OUTCOMES

Chapter

10
“”

10.1

We hope that the Review will make sure that there are more advocacy groups and
more chances for people to speak out and be listened to. We do not think this happens
enough and that is why things go wrong. (1)

The Equal Lives Review has concluded that progress needs to be accelerated on establishing a new
service model, which draws a line under outdated notions of grouping people with a learning
disability together and their segregation in services where they are required to lead separate lives
from their neighbours. The model of the future needs to be based on integration, where people
participate fully in the lives of their communities and are supported to individually access the full
range of opportunities that are open to everyone else. This will involve:

• developing responses that are person centred and individually tailored
• ensuring that people have greater choice and more control over their lives
• services becoming more focused on the achievement of personal outcomes, i.e., the outcomes
that the individuals themselves think are important
• increased flexibility in how resources are used
• balancing reasonable risk taking and individuals having greater control over their lives with an
agency’s accountability for health and safety concerns and protection from abuse.

10.2

In this chapter we will outline the issues that support or impede this direction of travel and the
specific actions that are required to achieve it.

Objective 9

To enable people with a learning disability to have as much control as possible over
their lives through developing person centred approaches in all services and ensuring
wider access to advocacy and Direct Payments.

Issues and Concerns
Person Centred Approaches
10.3

Throughout the Equal Lives Review process it was evident that many services in Northern Ireland
are seeking to develop a greater focus on meeting individual needs and aspirations through person
centred approaches to planning and support.
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10.4

However, PCP appears to have been the result of determination on the part of individuals or
groups within services to transform working methods rather than a consequence of a shift in
strategic direction within organisations. Therefore, as in other areas of practice, the likelihood of
being offered the opportunity to participate in a PCP process depends more on where you live
rather than on the degree to which you might benefit. (1)

10.5

There is some confusion about the terms in use, which we seek to clarify here.

PERSON CENTRED APPROACHES
…ways of commissioning, planning, and organising services that are based on listening actively to
what people want and tailoring services to individual needs rather than fitting people into available
services.
PERSON CENTRED PLANNING (PCP)
…a process for continual listening and learning focusing on what is important to someone now and
in the future and acting on this in alliance with their family and friends. (154)
PERSONAL OUTCOMES
…the effects of an intervention that focus on the issues that matter most to people in their lives and
checking to ensure that they are being met.

10.6

Developing a person centred approach within existing service agencies will require cultural and
organisational changes and fundamental shifts in the ways in which decisions are taken and
implemented.

10.7

Throughout the Equal Lives Review people expressed considerable support for PCP to be made
available to all people with a learning disability. This support was voiced at presentations to the
Learning Disability Committee, at meetings with the Equal Lives Group and carers and by each of
the 6 Task Groups. Future energies will need to focus on ensuring that where person centred plans
are developed, sufficient attention is given to their implementation to ensure that they result in
better outcomes for the individual.

Direct Payments
10.8

The Carers and Direct Payments Act (NI) 2002 makes provision for people to have increased
control over the services they receive and for carers to have their needs recognised formally. The
Act:
• requires Health and Social Services Trusts to inform carers of their right to an assessment
• gives carers a statutory right to assessment of his/her ability to provide and continue to provide
care for the person cared for
• places a duty on Trusts to supply services that meet the personal needs of carers as well as the
person they care for
• enables carers to purchase, through a Direct Payment, the services they require to meet their own
assessed needs.
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There was a low level of awareness about these provisions amongst the carers who attended the
Equal Lives Review meetings. Concern was also expressed about the length of time taken to
complete these procedures and the level of support that was offered as a result. (2)

10.10 The Community Care Direct Payments Act (1996) made it possible for disabled people, including
those with a learning disability, to have a Direct Payment from Health and Social Services Trusts to
pay for their community care services. The individual can use the money to buy or organise the
kind of support that best suits them rather than use services provided by Trusts or other
organisations on their behalf. There has to date been a very low uptake of Direct Payments by
people with a learning disability in particular but also among others with a disability. At March
2004, out of 107 people in receipt of Direct Payments in Northern Ireland, 12 had a learning
disability. (155) The Belfast Centre for Independent Living has established an advice and support
service in Direct Payments which to date has had limited requests from people with a learning
disability or their family carers.

Advocacy and Information
10.11 Current Government policy stresses the importance of people being able to have a say about how
services are run and for services to be more user-led. Yet many people with a learning disability
find it hard to make their voices heard. Advocacy can help people let others know what is
important to them and have influence over decisions, which affect them.

10.12 Compared with England, Scotland and Wales, the range and volume of advocacy services for
people with a learning disability in Northern Ireland is low. There are examples of good practice
throughout Northern Ireland, but these are sporadic and often groups are relying on unpredictable
funding and volunteer support to keep them going. Very few people that we met during the Equal
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Lives Review meetings had access to an independent advocate or to opportunities for support in
self-advocacy. (1) There is no regional forum of people with a learning disability.

10.13 Between 50% and 90% of people with a learning disability have some communication difficulties
(depending on the definitions used and the survey population). Four out of 5 people with
severe/profound learning disabilities have no effective speech, although they will demonstrate what
they want to communicate by other means. (156) This places an onus on agencies to ensure that
people with a learning disability are informed about issues that will affect them in a way that takes
account of their communication needs. Agencies also need to hear what people say and adapt their
processes to ensure that people are listened to.

Quality
10.14 As noted above the benefits of PCP were regularly highlighted to us during the Equal Lives Review.
However, we are concerned to ensure that PCP is not viewed as an end in itself. Rather it is the
first step in the process of ensuring that people with a learning disability and family carers achieve
personal outcomes through their involvement with support services. To us this is the core
definition of a quality service.

10.15 Key drivers for measuring and assuring that this happens are the commissioning processes of
funders and the monitoring of standards by regulators. There are currently no agreed systems for
assessing the quality of life and personal outcomes for people with a learning disability across the
full range of services on offer to them. Much current regulation of residential and nursing homes
focuses on issues of physical structure and process rather than on measuring the impact on people’s
lives through determining what the individual regards as important. Growing emphasis on health
and safety legislation has created further pressures to institutionalize services in order to meet
stringent standards.

10.16 The Government is engaged in a series of initiatives that are designed to improve quality in
services. A key element of this is the establishment of the Health and Personal Social Services
Regulation and Improvements Authority (HPSSRIA), which will inspect care services against a set
of national care standards. This development has the potential to support the increasing emphasis
that we feel is needed in all services for people with a learning disability on personal outcomes.
However, a number of people who contributed to the Equal Lives Review raised concern that
unless the care standards are based around promoting person centeredness in services the
opportunity for them to support the inclusion and individualised aspirations of service beneficiaries
will be lost. More worryingly, this development will run counter to the values underpinning the
Equal Lives Review.

10.17 This emphasis on personal outcomes is equally applicable in specialist assessment and treatment
services relating to a person’s physical and mental health, or their challenging behaviour. It is
imperative that the contribution of these services is closely aligned to the broader PCP for the
person.

Research and Information Needs
10.18 In order to raise the quality of supports it is necessary to have a sound evidence base on which to
base recommendations for change, development or maintaining existing practices. As part of the
Equal Lives Review an audit of learning disability research was commissioned and disseminated on
the Review website. This audit highlighted the value of such concrete links between research and
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policy formulation and practice. It also raised a number of issues that need to be considered in
ensuring that the implementation of the Equal Lives Review’s recommendations is supported by a
coherent research strategy. Further research on the assessment of personal outcomes and the
impact of person centred planning should be a key area for research and development during the
first 5 years of the implementation of the Equal Lives Review.

10.19 We have highlighted the deficiencies that exist related to information and research on issues
relevant to learning disability. The audit of learning disability research undertaken for the Equal
Lives Review has identified key research findings that service providers and commissioners need to
address along with the significant gaps in our knowledge. The list below is not exhaustive, but is
included to highlight the significant gaps that exist in terms of meeting the change agenda detailed
in the Equal Lives Review:
• the socio-educational outcomes for children, families and schools when pupils with a learning
disability attend mainstream schools compared to special schools
• meeting the personal support needs of family carers at different stages of their son or daughter’s
life cycle - new born; transition to adulthood; maturity - and as they, as parents, approach old
age
• the benefits systems and the impact on poverty in families and people with a learning disability
• tracking young people through different transition routes to understand better the outcomes of
various options open to them - college, employment, and day centre attendance
• evaluating ways of increasing the social connectedness of teenagers and adults with a learning
disability
• the contribution of productive work - paid and unpaid - in the lives of people with a learning
disability
• exploring the obstacles to self-advocacy and how they are best overcome
• ensuring equality of access to healthcare in all its forms for people with a learning disability
• reducing obesity among people with a learning disability
• establishing the outcomes of various accommodation and support options for people with a
learning disability, who also have challenging behaviours/mental health problems
• supporting people with a learning disability who have dementia in community settings
• promoting the engagement of volunteer helpers in learning disability services
• evaluating the role of community development agencies in promoting the social inclusion of
people with a learning disability.

Action Required
10.20 In order to ensure that people with a learning disability and their family carers have a greater say in
decisions that affect them and to support the development of more person centred approaches,
there is a need for radical shifts in how organisations operate and opportunities available for
participation and influence. We will develop this theme further in Chapter 12.
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10.21 The cornerstone of this work will be embedding PCP throughout services and ensuring that all
those individuals in contact with health and social services are enabled to have a PCP developed
with them if they so choose. This plan will be co-ordinated by the lead worker from the agency
that is identified by the person and their support staff as being best placed to do so and the PCP
would be held by the individual but shared with their permission with all agencies and personnel
involved with the individual.

10.22 At various stages in the Equal Lives Review we have proposed that PCP is particularly important at
the point of discovering that a child has a learning disability, in preparing for the transition to
adulthood, and in enabling people to plan for the future as they get older. In addition priority
should be given to developing a PCP with individuals with complex needs including those who
may have particular difficulties in communicating their needs and aspirations as a result of having
an Autistic Spectrum Disorder or severe learning disability. Achieving this will require
organisations to work collaboratively and to undertake reviews to their current practices especially
to enable the shift in attitude and culture that effective PCP requires. (Recommendation 54)

10.23 Direct Payments have the potential to be highly effective in giving people control over their lives.
Supporting people to purchase the support they need to fit their own unique circumstances should
be a key driver towards helping them achieve personal outcomes. Even a modest increase in the
uptake of Direct Payments by people with a learning disability and family carers of 10% per
annum over the next 15 years would result in around 1,000 beneficiaries (Based on people aged
over 20 and children with severe/profound disabilities). There is clearly a need to more widely
promote this option and to create more flexible resource allocation to enable it to be taken up by
those who wish to do so. However, all these costs could not be met from within existing HPSS
budgets as only a small proportion of present funding is spent on variable costs. Thus in England,
the Department of Health announced an additional £9million over 3 years to boost Direct
Payments for people with a learning disability. A similar initiative is required in Northern Ireland
in order to support the uptake of Direct Payments. (Recommendation 55)

10.24 In order to ensure that people are supported to have their views heard and acted upon there is a
need to address the underdevelopment of independent advocacy services in Northern Ireland.
Advocacy can take many forms including group advocacy, self-advocacy and citizen advocacy. In
all cases advocacy services should fulfil 3 roles: educational - raising awareness about the strengths,
needs and aspirations of people with a learning disability within the community at large; bringing
about change to the way that systems work with individuals; and creating collaborative links
between people with a learning disability and other groups/organisations in the wider community.
The extension in range and volume of advocacy services should be a key priority for planners in the
future if more person centred outcomes are to be attained. The development of advocacy services
will also facilitate the establishment of a Regional Forum of People with a Learning Disability that
we believe is an integral component of implementation arrangements for the Equal Lives Review.
(Recommendation 56)

10.25 In Chapter 4 we recommended that steps be taken to address the gaps that exist in ensuring that
information is available that meets the needs of people with a learning disability and their families.
We believe that in addition to this specific measure there is a need to encourage all those who
provide services to people with a learning disability to take steps to ensure that they produce
information in accessible ways that are tailored to meet the needs of the specific individuals with
whom they work. (Recommendation 57)

10.26 In order to ensure that the Government’s drive to improve quality is meaningful there is a need to
develop measures that address the effectiveness of organisations in delivering personal outcomes.
This will mean that systems have to be more responsive to the fact that desired outcomes of
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support are highly individualised and that the focus needs to be on the issues that matter most to
the individual who is being supported. If standards are developed that effectively measure personal
outcomes in this way, regulators and service commissioners will have a key role to play in
promoting person centeredness in services with correspondingly less emphasis on setting standards
to be applied uniformly across a diversity of service responses. (Recommendations 58, 59)

10.27 It is proposed that the research requirements identified are addressed through the development of
an agreed learning disability research strategy, which will encompass the following elements:
• development of links between Northern Ireland researchers and other national and international
researchers in learning disability in order to access more research funding
• consideration of the uptake of existing research findings and their use in decision-making
• the participation of stakeholders in deciding on research questions
• the development of researcher-practitioners
• boosting the amount of resources available for research and development within Northern
Ireland
• instigating and managing cross-national research projects.

10.28 In conducting the Equal Lives Review we have highlighted difficulties in accessing accurate
information on the numbers, needs and services available to people with a learning disability and
on the amounts of funding being invested in services for them. In order to accurately evaluate the
impact of the implementation of the Equal Lives Review recommendations and to plan more
effectively there is a need to establish better systems for tracking people and funding and assessing
outcomes. In particular new systems should provide information on services and supports needed
by individuals as well as those they are receiving. These records should allow for better integration
of information that to date is held separately in education, health, social services or housing
systems, taking account of the Data Protection Act. Experiences in England, Scotland and
Republic of Ireland would help to inform the development of an appropriate data set.
(Recommendation 60)

10.29 Objective 9

Recommendations

Recommendation 54

By 1 January 2009 the opportunity to have a PCP should be in place for all persons
with a learning disability who are in contact with HPSS agencies. From 2006
priority should be given to:
• developing Family Support Plans based on person centred principles that cross
disciplines and agencies
• developing an Early Intervention Plan for children at the point of diagnosis
• ensuring that all young people with a learning disability have an effective
Transitions Plan based on PCP principles in place from 14 years of age
• ensuring that all persons living with a sole family carer and/or those aged over 50
years have been offered the opportunity to have a Futures Plan agreed based on
PCP principles. In addition a plan for meeting the needs of carers should be
prepared. This invitation should be re-issued to family carers and the person they
care for on a regular basis and no less than every 3 years.
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Recommendation 55

The use of Direct Payments should be widely promoted and additional revenue
monies of up to £300,000 per annum over the next 3 years ear-marked by the
Department of Health, Social Services and Public Safety for the development of
increased uptake of Direct Payments.

Recommendation 56

An independent advocacy service should be in place for each area serving a
population of 100,000 - 120,000. A Regional Forum for People with a Learning
Disability should be established with representatives drawn from local advocacy
services. Both initiatives should be grant-aided through Office of the First Minister
and Deputy First Minister (OFMDFM), so that they can cover all services and not
just those provided by the Department of Health, Social Services and Public Safety.

Recommendation 57

A commissioning requirement of any service that includes people with a learning
disability must be the evidence from providers across departments and agencies of
how information will be provided in an accessible format appropriate to the needs of
the individuals being supported.

Recommendation 58

Health and Social Services Boards should be required, within a regionally agreed
framework, to establish mechanisms in partnership with their service providers for
monitoring the degree to which Person Centred Planning is appropriately
implemented and delivers on positive personal outcomes for individuals with a
learning disability.

Recommendation 59

The Health and Personal Social Services Regulation and Improvement Authority
should include measurement in the standards against which learning disability
services are inspected of the processes used in service delivery to secure positive
personal outcomes.

Recommendation 60

A commissioned programme of research and service evaluation to support the
implementation of the Equal Lives Review should be established in collaboration
with the Research and Development Office.
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ENABLING CHANGE: STAFFING

Chapter

11
“”

11.1

All staff who work with people with a learning disability should get special training
so that they understand how to respect people and know what to do to support people
with a learning disability. (1)

The biggest single contributor to quality services is the competence of the staff, both paid and
unpaid, who are employed in them. Throughout the Equal Lives Review we have heard how
people’s lives have been enhanced by the relationships they have formed and the support they have
received from the staff with whom they have come in contact. Since the last review of policy in
1995 there have been considerable changes that impact on developing a competent workforce in
health and social care services:

• the volume and range of services has expanded creating a need for an extension to the workforce
within and beyond health and social services
• an increase in the input of Direct Support Workers and an expanded range of roles that they
undertake
• an increase in the numbers of Direct Support Workers employed on a part-time basis
• new or increasing demands arising from the changing demography and complex needs of people
with a learning disability including:
• addressing issues associated with working with an ageing population
• increasing numbers of people with both an Autistic Spectrum Disorder and a learning
disability
• growth in number of children and adults who have complex physical health care needs.

11.2

Consultation conducted as part of the Equal Lives Review highlighted a range of positive
characteristics in relation to developments in the workforce in response to these changes.
• Staff are increasingly developing approaches based on working with rather than for people with a
learning disability and their families.
• There is now a higher profile for learning disability services, which has contributed to raising the
confidence and status of staff in these services.
• The new and changing roles have created new opportunities for staff and have in many cases
resulted in innovative service responses to staff training and development.
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• The introduction of the Learning Disability Awards Framework (LDAF) has offered a coherent
learning pathway for many Direct Support Workers in residential and day services in the
WHSSB and in a growing number of voluntary agencies in Northern Ireland.
• Many individuals reported that there has been skills improvement amongst staff in learning
disability services and an increased focus on their training.

11.3

The availability and retention of an appropriate range of qualified and competent staff will be
crucial to the successful implementation of the Equal Lives Review. In this chapter we will explore
the key factors that will impact on achieving this and outline our recommendations on the action
required to build on the significant strengths that are currently in place amongst those who work
with people with a learning disability and their families.

Objective 10

To ensure that health and social care staff are confident and competent in working
with people with a learning disability.

Objective 11

To ensure that staff in other settings develop their understanding and awareness of
learning disability issues and the implications for their services.

Issues and Concerns
User Involvement
11.4

Potentially one of the most powerful ways of raising awareness of the needs and aspirations of
people with a learning disability and their family carers is to ensure their involvement in staff
recruitment and development.
• During the Equal Lives Review we learned of a number of initiatives in this area, albeit that they
are occurring in isolation from broader workforce strategies.
• Our understanding of the issues was greatly informed by the many presentations we heard from
people with a learning disability and family members.
• This is an area that should be promoted more widely in agencies.

Recruitment and Retention
11.5

The recruitment and retention of staff is a key challenge for services both in Northern Ireland and
throughout the United Kingdom.
• There is a lack of accurate data on either the current workforce or future workforce requirements
on which to effectively develop strategies to address recruitment and retention difficulties.
• Staff in existing learning disability hospitals will have an important role to play within
community based settings as the number of people living in hospitals reduce.
• Whilst several professional groups have published their standards for staffing levels in relation to
the population size covered, limited information appears to be published in relation to the
current level of recruitment among the different professional groups and the present level of
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unfilled posts. However, there appears to be a general consensus that recruitment of Allied
Health Professionals - notably speech and language therapists - is difficult in Northern Ireland at
present. This may be because they are able to work in a wide range of settings and learning
disability may not be presented as an attractive career pathway. Similarly difficulties appear to
exist in recruiting staff to clinical psychology posts. Applications to learning disability nurse
training have been reducing and by tradition there have always been fewer recruits to this branch
of the profession.
• No clear and concise information is currently compiled at a Northern Ireland level on the
difficulties being experienced in recruiting qualified and unqualified staff into statutory or
independent learning disability services and the factors thought to be contributing to these
difficulties.
• There are clear benefits in achieving a cohesive and experienced staff group. These include
increased continuity within services; a growth in staff skills and knowledge with experience and
it offers a greater return on the investment in training and reduced costs of recruitment. (157)
• The most comprehensive review of literature relating to the retention of staff within community
based services for people with a learning disability within the United Kingdom and the USA
identified 8 key factors that have been consistently reported as contributing to staff turnover in
learning disability services. (158) These factors were:
• characteristics of staff (younger people, those with higher education and those on shorter
contracts moved on more frequently)
• lower income/less satisfaction with income
• mismatch between expectations and actual job
• lack of commitment to the organisation or general type of work
• lack of support from other staff
• the availability of alternative employment
• high job stress
• low job satisfaction.

11.6

A wide range of factors have been highlighted that contribute to staff remaining in services,
awareness of which can inform the development of a strategy to address retention difficulties. Key
factors include effective stress management in the workplace, enabling a good work/life balance,
effective support from managers and clarity about roles and responsibilities. (157, 158)

Volunteers
11.7

A much-neglected area of study is the role that unpaid volunteers play in supporting people with a
learning disability.
• The invaluable contribution made by family carers who still provide the vast majority of support
has been highlighted throughout the Equal Lives Review. Although it is impossible to accurately
assess this financially, when it has been done for all carers in Northern Ireland (159) and then
pro rated for those likely to be caring for a child or adult with a learning disability, the total
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amount is in the order of £170 million per year which exceeds that spent by health and social
services.
• Moreover as British surveys have shown, parents of people with a learning disability are more
often likely to be engaged in voluntary work to assist others than are other parents. (160)
• Volunteers who give freely of their time to support people with a learning disability make a
significant input particularly in the area of leisure and sporting activities e.g. approximately
4,000 men, women and children with a learning disability participate in leisure clubs in
Northern Ireland such as Gateway and Special Olympics, which are staffed mainly by volunteers.
(56)
• There will be an increased need for volunteer involvement as a consequence of the rise in
advocacy and befriending services anticipated in the Equal Lives Review.
• The distinction between volunteers and paid staff can be blurred in fostering and family
placement schemes in which a host family looks after a person with a learning disability in their
home. Payments are made to cover the extra expense this entails although there is criticism of
the low rates of pay on offer. However, most volunteers in these schemes do not want to make
money but continue because of the satisfaction and enjoyment they get from it. (101)
• A common outcome is the way the experience enriches the lives of the volunteers. A study of
over 200 volunteers who supported athletes at the World Games of Special Olympics in Dublin
identified 4 main outcomes; it was an enriching and worthwhile experience; they gained a
greater understanding of people with a learning disability; it contributed to a national event in
the life of the country and it emphasised people’s talents not their disabilities. (161)
• In sum, volunteers are in danger of being overlooked as services become more professionalised.
Yet this is one of the proven means of reducing the social exclusion of people with a learning
disability and for increasing the quality of their lives. Increased resources and efforts are required
to sustain and expand schemes that support volunteers.

Changing Nature of Services
11.8

The changing nature of services detailed at paragraph 11.1 creates challenges and opportunities for
workforce development including a trend towards smaller staff teams in services, an increase in lone
working, a requirement that staff develop their understanding of the impact of Autistic Spectrum
Disorder on people who have a learning disability and the need for training to enable staff to
provide highly specialist health interventions.
• The increase in the number of people with a learning disability with additional complex health
needs has created a need for additional supports and services if people are to be able to avail of
the service provision. Increasing complexity of need in community care with added chronic
disease management is currently placing under resourced community health services under great
pressure.

“”

My daughter is profoundly disabled and needs 24-hour care. The agency that
provides respite in my house has been told their staff are not allowed to give her
medication. I have to come home while they are there to give her the medicine so I
don’t really get the break at all. (2)
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• In many special schools this issue has been addressed by having more nurses on site during
school time, which has been well received by education staff. (162) In day centres some nurses
have been employed in other roles but until recently most centres have relied on inputs from
nurses on the Community Learning Disability Teams. However, at least one Health and Social
Services Trust has appointed a nurse to the day centre staff team; as yet there is no evaluation of
the outcomes of this approach.
• Professionals are increasingly undertaking more specialist functions in services which requires
them to move into new areas of work, new structures and new working methods for which
training and staff support needs are particularly crucial.
• The concept of a Community Learning Disability Team has been a feature of learning disability
services in the UK since the 1970s. The form and function of these teams varies widely and
there has been very little research undertaken into the effectiveness of the various models despite
the fact that they are an expensive component of health and social services provision. The
structure of community teams providing services to people with a learning disability is changing
across Northern Ireland. Many Trusts have moved away from the formally structured
Community Learning Disability Team that provided services to children and adults with a
learning disability. A number of different team structures now exist, including Children’s
Disability Teams, Adult Disability Teams supporting people with all disabilities (but with some
team members only supporting people with a learning disability), separate Community Nursing
Teams and Community Social Work Teams for people with a learning disability (with varying
degrees of collaborative working).
• Whilst considerable literature exists about the requirements for effective team work (163, 164),
at present there is no clear evidence on the impact of different team structures in support of
people with a learning disability, nor conclusive evidence on the most effective team structure
within community learning disability services.
• Responses to consultation confirmed that there is a very variable pattern with some respondents
indicating that they did not work in teams but rather as groups of professionals working
alongside each other. Consultation feedback also confirmed the need for greater clarity about the
composition and function of community teams and the changing role they should play in the
future as a consequence of implementation of the Equal Lives Review.
• Ensuring the inclusion of people with a learning disability in community facilities will mean that
some staff who support people with a learning disability will have to develop increased
knowledge and skills in community profiling, community development and networking.
• As access to Direct Payments increases a larger number of individuals will be directly employing
staff to meet their support needs creating new challenges in relation to meeting the training
needs of both the employer and employees.

Staff in Mainstream Health Services
11.9

Despite the fact that inclusion has been a policy aim in Northern Ireland since 1995 (7), people
with a learning disability continue to encounter persistent difficulties in gaining equity of access to
mainstream services as noted earlier. In particular, difficulties have been reported in accessing
primary care and acute general hospital services within Northern Ireland. To a large extent these
stem from the attitudes of staff in these sectors.
• The views of professionals in primary care towards people with a learning disability and their
limited skills in communication, limited preparation or specific training have been identified as
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factors influencing the service provided to people with a learning disability. Research evidence
also shows that people with a learning disability often do not avail of other health services within
community settings (eg dentist, optician, audiologist, speech and language therapist, dietician refer to Chapter 7).
• It is recognised that nurses within acute hospitals also report experiencing difficulties in working
with people with a learning disability. Indeed, the National Patient Safety Agency has recently
highlighted the seriousness of this situation and after a comprehensive process of consultation
within England has identified the care of people with a learning disability in general hospitals as
one of their top priority issues. (165)
• Studies consistently report limited confidence and uncertainty about what to do in working with
people with a learning disability. Acute care nurses often reported limited knowledge, skills and
experience towards caring for people with a learning disability. Likewise a study undertaken in
Northern Ireland, which included 167 student therapists (mainly physiotherapists and
occupational therapists) reported that they had significantly less confidence and felt more
unprepared to work with people with a learning disability than people with a physical disability.
(166)
• Evidence is available from within Northern Ireland to show that when primary care and
specialist learning disability staff work collaboratively, the health status of people with a learning
disability can be improved.

11.10 It will be equally important that staff in mental health services become more skilled in supporting
people with a learning disability.

Training and Development
11.11 Whilst many people consulted during the Equal Lives Review highlighted an increase in the range
of training and development opportunities available, concern was expressed about the patchy
nature of such provision and the relevance of current qualifications to those supporting people with
a learning disability.

11.12 Surveys of managers in learning disability services in Northern Ireland have consistently
highlighted challenges for them in meeting the training and development needs of Direct Support
Workers. Specific training gaps cited include staff training on sexuality and personal relationships,
Autistic Spectrum Disorder and addressing challenging behaviours. (135, 136, 167) While the
value is acknowledged of National Vocational Qualifications (NVQ) in assessing competence,
shortcomings have been identified with current training requirements that focus solely on NVQ
attainment without ensuring adequate provision of a coherent learning pathway for staff working
with people with a learning disability. The introduction of LDAF has enabled agencies to begin to
address this gap and initial evaluations of pilot projects using this framework are promising. (168)

11.13 The only dedicated professional training courses in learning disability are in nursing and psychiatry.
Other professionals may take a number of modules or only parts of a module on learning disability
as part of their initial training. The University of Ulster has recently introduced a Higher
Certificate in Health and Social Care (Learning Disability Studies) although this is primarily
intended for staff without formal professional training. There is a need to develop transdisciplinary postgraduate modules or courses in the field of disability generally or learning disability
in particular in order to increase the expertise of professionals working in dedicated learning
disability services. The University of Ulster has recently introduced two such courses, one focusing
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on learning disability and challenging behaviours and the other on learning disability and mental
health needs.

Action Required
11.14 The challenges to developing the workforce that will be required to achieve the Equal Lives
objectives may be summarised as building a workforce that:
• meets the needs of people with a learning disability and their families
• recognises cultural shifts in services towards supporting people in ways that are person centred,
more flexible and based on the Equal Lives values
• addresses problems in staff recruitment and retention
• is sensitive to the particular issues in working with people from ethnic minority communities
• comprises staff who are skilled, confident, competent and well supported by their employers
• develops the capacity of staff in learning disability services to provide leadership within and
between a wide range of agencies.

11.15 The perceptions and needs of staff within non-learning disability services must be considered and
action taken to provide the support needed for inclusion to become an accepted aim of these
services. To be effective collaborative working must go beyond providing information to primary
care and acute general hospitals services about what needs to be done; it needs to include practical
support, training and sharing of information with staff in these sectors.

11.16 Such collaborative arrangements should be evaluated against the degree to which they result in an
increased capacity among mainstream services to support people with a learning disability and
must replace families of people with a learning disability or staff in learning disability services
providing parallel services to those provided to the wider population.

11.17 The collaborative developments noted above in relation to primary and acute care services will also
be necessary for staff in a wide range of other services, such as employment support, further
education and housing services; the key point being that the Equal Lives objectives will never be
achieved if the knowledge, skills and values are not in place within all mainstream services.

11.18 Health and Social Services Boards and Trusts need to develop greater clarity about the coordination
of community learning disability professionals. There is a confused picture at present, which does
not form a viable basis for meeting the Equal Lives objectives. In particular for developing the
revised working practices that will deliver the new styles of services envisaged in this report. The
functions and coordination of community learning disability professionals should therefore be
reviewed in light of the proposals in this review by December 2006. (Recommendation 61)

11.19 As a matter of urgency the Department of Health, Social Services and Public Safety should develop
a regional development strategy for the learning disability workforce. This short-life review should
be completed by April 2007. We believe that this strategy should:
• involve all key stakeholders including those in the independent sector
• review the remuneration of staff in relation to other service sector occupations, such as the
hospitality industry
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• seek to address the needs of small-scale isolated providers
• ensure that the current and future needs of the workforce are addressed particularly the
implications for staff in addressing the direction of travel envisaged in this review
• promote increased joint working in addressing training and development needs
• promote the involvement of people with a learning disability and family carers in staff
recruitment, training and development
• gather robust data on the workforce including current staff, qualifications held and identification
of gaps in the knowledge and skills
• explore the potential application of LDAF for providing a learning pathway that complements
NVQs and for up-skilling the learning disability workforce and staff in other settings.
(Recommendation 62)

11.20 The Department of Health, Social Services and Public Safety currently operates the Training
Support Programme (TSP), which provides funding for employers of social care staff in the
statutory and voluntary sectors to enable them to meet the training requirements of Government
policy. TSP has considerable potential to be used to support the training and development issues
for these staff that have been highlighted in the Equal Lives Review. However, criteria for accessing
this funding is rigidly linked to attainment of qualifications as determined by the Social Services
Inspectorate and the Northern Ireland Social Care Council (NISCC). As has been noted these
rigid qualification targets are seen as not being effective in meeting the full range of training
challenges that exist in services and that will be exacerbated by the demands of the Equal Lives
Review. The role of TSP needs to be revised, the budget available needs to be increased and the
criteria for the funding revised in order to support the extensive workforce development challenges
we envisage.

11.21 In order to support the involvement of service users in training those in receipt of TSP funding
should be required to report on the degree to which they are developing mechanisms for securing
the involvement of people with a learning disability in the design and/or delivery of training
programmes. (Recommendation 63)

11.22 The training needs of family carers and volunteers have not been well met by existing
arrangements. It should be incumbent upon those in receipt of TSP funding that mechanisms are
set in place to open up access to this provision for these groups where possible. (Recommendation
64)

11.23 Finally there needs to be a time limited initiative to promote the leadership and managerial
capacity of staff that will be crucial to the implementation of the Equal Lives Review. Priority
should be given to proposals for initiatives that will be jointly planned across sectors and settings.
(Recommendation 65)

11.24 In order to achieve a baseline level of knowledge that may be expected of all Direct Support
Workers in adult learning disability services in Northern Ireland, it is recommended that the
induction and foundation standards that have been produced by the NISCC become a mandatory
requirement of all new entrants to this workforce. In order to ensure that the knowledge base is
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sensitive to the needs of men and women with a learning disability the attainment of these
standards should be assessed through successful completion of LDAF induction and foundation
standards as these have been developed with this aim in mind.9

11.25 From 1st January 2007 all new Direct Support Workers in learning disability services should be
required to meet NISCC standards on induction and foundation within the 6 months of
appointment. It is anticipated that this will normally be evidenced by completion of assessment to
LDAF standards and be subject to inspection by Health and Personal Social Services Regulation
and Improvement Authority (HPSSRIA). (Recommendation 66)

11.26 In order to produce health gains for people with a learning disability, to promote improved access
to mainstream health and social services and to address the deficiencies that have been highlighted
in professional training, we recommend that professional training is required to ensure that
generically trained health and social services professionals (medicine, Allied Health Professionals,
nursing, social work) should receive a minimum of awareness raising training on learning disability
issues during their pre-qualification education. (Recommendation 67)

11.27 In order to enhance the status of working with people with a learning disability as a positive career
choice and to encourage recruitment in the paid workforce, volunteering and community service, a
publicity strategy should be developed and implemented that promotes the positive features of
working with people with a learning disability. (Recommendation 68)

11.28 As has been noted throughout the Equal Lives Review successful community integration will
require that members of the public and staff in agencies beyond health and social services develop a
greater understanding of the strengths, needs and contribution that people with a learning
disability can make to community life. In order to stimulate the development of such an
understanding it is proposed that Department for Social Development, Department of Education
and Department for Employment and Learning identify tangible action that they can take to
promote joint training and awareness raising amongst the agencies that are accountable to them.
(Recommendation 69)

11.29 Objectives

Recommendations

10 and 11
Recommendation 61

HSS Boards and Trusts should agree the role, composition, configuration and
functions of Community Learning Disability Teams in light of the proposals in the
Equal Lives Review by December 2006.

Recommendation 62

By April 2007 a regional workforce development strategy should be produced in
partnership with employers from the independent and statutory sectors that
identifies the workforce implications of the Equal Lives Review and sets out a clear
strategy for addressing them.

Recommendation 63

All service providers who receive funding from the Department of Health, Social
Services and Public Safety Training Support Programme should be required to
evidence how people with a learning disability have been involved in the design,
delivery and/or evaluation of training programmes provided on learning disability
specific issues.

Work is ongoing on extending the LDAF to children’s services. It will be necessary when this work is completed to consider its
relevance and application to children’s services in Northern Ireland

9
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Recommendation 64

Service providers who receive Training Support Programme funding should be
required to demonstrate that arrangements are in place to open access to the training
provision to family carers, volunteers and people with a learning disability where
possible.

Recommendation 65

Funding should be allocated to the Review Implementation Steering Committee for
a Leadership Innovation Fund to which all agencies and professions might apply,
designed to promote interagency initiatives that develop the leadership and
managerial capacity in organisations to deliver on the new vision in the Equal Lives
Review.

Recommendation 66

From 1 January 2007 all new Direct Support Workers in learning disability services
should be required to meet the Northern Ireland Social Care Council standards on
induction and foundation within the first year of appointment. It is anticipated that
this will normally be evidenced by completion of assessment to LDAF standards and
be subject to inspection by the Health and Personal Social Services Regulation and
Improvement Authority.

Recommendation 67

All generically trained health and social services professionals (medicine, Allied
Health Professionals, nursing, social work) should receive at a minimum awareness
raising training on learning disability.

Recommendation 68

A publicity strategy should be developed and implemented that promotes the
positive factors of working with people with a learning disability and encourages
greater participation in volunteering and community service.

Recommendation 69

Department of Education, Department for Social Development and Department for
Employment and Learning should develop measures to encourage awareness raising
and improved training on learning disability amongst agencies that they fund to
support equity of access by people with a learning disability to their provision.
These measures should include the development of joint training opportunities with
health and social services agencies.
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MANAGING CHANGE:
IMPLEMENTATION

“”

12.1

Chapter

12

Improved inter-agency working would result in better service provision to those with a
learning disability and an enhancement of their opportunity and quality of life.
Manager of a Citizens Advice Bureau.

The Equal Lives Review sets out an ambitious change programme that will require commitment
and leadership at all levels in organisations throughout Northern Ireland. We anticipate that the
implementation of the recommendations of the Equal Lives Review will involve a fundamental
shift towards more person centred ways of working and a determined effort to remove barriers to
inclusion in existing structures, systems and working practices. The Equal Lives Review has
concluded that many of the aspirations in the 1995 Review were appropriate and that it can
usefully be built upon to deliver on the Equal Lives objectives. However, our consultation
indicates that major weaknesses in the 1995 Review included:

• the absence of transparent resource commitments to implement the Review’s recommendations
• the lack of a robust implementation process
• the continuation of organisational impediments to progress.

12.2

Many of the needs of people with a learning disability and their family carers are best met at an
individual, face-to-face level. However, the way in which these services are delivered is heavily
influenced by the organisational structures in which they are provided. Different organisations can
be involved in attempting to meet the diversity of needs and aspirations. Agencies have different
funding sources as well as different management and staffing structures and contrasting ways of
working. Therefore, it can be difficult for them to co-ordinate their services even when they are
working in the same geographical area. These difficulties are further compounded when service
priorities are set and service planning is undertaken without consultation with potential partner
agencies.

12.3

In this chapter we will highlight issues and concerns relating to organisational arrangements in
support of people with a learning disability and outline our proposals for supporting the
implementation of the Equal Lives Review.

Objective 12

To promote improved joint working across sectors and settings in order to ensure
that the quality of lives of people with a learning disability is improved and that the
Equal Lives values and objectives are achieved.
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Issues and Concerns
Organisational Structures
12.4

There is a wide range and growing number of organisations that work to support citizens in
Northern Ireland. Many of these organisations are for everyone and therefore, they should be open
to supporting people with a learning disability. Others are specific to people with a learning
disability and in recent years their number has also grown significantly.

12.5

Some organisations have a regional remit in that they cover all of Northern Ireland. Others are
responsible for designated geographical areas such as Health and Social Services Boards, while
others cover particular districts, such as Health and Social Services Trusts or District Councils.
Finally there are others, which work at a more local level, such as a special school or a day centre.

Present Service Structures For People With A
Learning Disability
12.6

All Government departments have responsibilities to people with a learning disability just as they
have to all other citizens. This responsibility was reinforced by Section 75, Northern Ireland Act
(1998), which placed a duty on public authorities to have due regard to the need to promote equality
of opportunity between persons with a disability and persons without. The Department of Education
and Department of Health, Social Services and Public Safety have traditionally taken a leading role
in addressing the needs of people with a learning disability for whom they have specific legal
responsibilities. On occasions this has had an adverse effect in terms of limited impetus in other
Departments to ensure that their activities effectively targeted people with a learning disability.

12.7

While a number of voluntary organisations also operate at a regional level there are no regional
organisations led and managed by people with a learning disability.

12.8

The Department of Health, Social Services and Public Safety and Department of Education
oversee the work of 4 Health and Social Services Boards and 5 Education and Library Boards at an
area level. Unfortunately the geographical areas covered by these sets of Boards are not the same.
Within Health and Social Services Boards, there are a number of programmes of care, of which
learning disability is a distinct programme. However, other programmes of care also have some
responsibility for people with a learning disability as they do for all other citizens although this is
often not well defined. Likewise, each Education and Library Board has a senior manager with
responsibility for Special Educational Needs.

12.9

The Boards act largely as planning and commissioning bodies; contracting with local agencies that is Health and Social Services Trusts and Schools - to directly provide services.

12.10 Health and Social Services Trusts in turn may contract with voluntary and private sector providers
for the delivery of certain services that usually cover a particular locality. Some of these agencies
also work in different Trust and Board areas.

12.11 A number of organisations exist to further collaboration and co-ordination among the voluntary
sector throughout Northern Ireland. These include the Association of Real Change (ARC),
Children in Northern Ireland and Northern Ireland Council for Voluntary Action (NICVA).
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Participation by People with a Learning Disability
or Carers in Service Planning and Provision
12.12 There are few formal organisations to represent the views of people with a learning disability or
family carers. Consequently there is little tradition of service providers working jointly with people
with a learning disability or family carers in the provision of services.
• There is general agreement that greater participation in the planning of learning disability
services would result in better services.
• There is a greater emphasis on consultation rather than participation, where consultative
processes are separated out from Trust business planning arrangements.
• The value of integrating consultative processes with policy development mechanisms has been
evidenced by the role played by Equal Lives group members in the Equal Lives Review, which
clearly demonstrated their capacity to be active participants in the process with strongly held
views on topics that may receive less attention from professionals. (1)

Reform of Public Administration in
Northern Ireland
12.13 A major Review of Public Administration (RPA) commenced in June 2002. The RPA has
highlighted a common concern about
a continuing growth in the number of organisations involved in public administration, which not only
absorbs resources, but makes it more difficult for the public to identify and contact the appropriate source
of advice and support and a lack of co-ordination between sectors and organisations at all levels where
there is a need to work together on specific issues or personal cases. (169)

12.14 The RPA team has published its final stage consultation document. A two-tier model is proposed,
with a regional tier encompassing the Assembly, Government departments and regional authorities.
The second, sub-regional tier covers organisations that would ideally have the same boundaries,
including councils, health bodies, other sub-regional bodies and sub-regional delivery units of
regional bodies. There is also support for an enhanced role for both the private sector and the
voluntary and community sectors. Given the significant changes to the structure of the public
sector in Northern Ireland, that are proposed by the RPA, we consider it premature to recommend
far reaching changes at this stage. Rather we will set out considerations that we hope will help
inform the future reform process.

Developing Policy for Learning Disability Services
in Northern Ireland
12.15 Despite the growing emphasis on joint working in Government policy statements, the main
method of service planning and delivery in support of people with a learning disability remains
that of independent working by different agencies.

12.16 In the 1995 Review of Policy for People with a Learning Disability, it was noted that other
Government departments and agencies have a lead role to play, such as housing, further education,
training for and support in employment, and leisure. It recommended

115

20980 makeup txt

9/1/05

9:01 PM

Page 116

Good liaison arrangements between all of the agencies involved are necessary both at the strategic
planning level and at the point of service delivery to ensure the development and implementation of
compatible and co-ordinated strategies. (7)

12.17 As has been noted throughout this report the Equal Lives Review has identified serious
shortcomings in achieving this aim.

12.18 In recent years the Department of Health, Social Services and Public Safety has identified the need
for inter-departmental working to meet a range of Government policy objectives in the broad field
of health and various interdepartmental working groups have been set up in furtherance of these
aims; most notably the Ministerial Group on Public Health. (170) However, formal
interdepartmental working appears not to have occurred to any great extent in learning disability,
although there have been positive developments in relation to interdepartmental groups on Early
Years and Transitions, which have addressed the needs of young people and children with a
disability.

12.19 Since the last Review of Learning Disability Services all 4 Health and Social Services Boards have
produced policy statements on service provision. All Boards endorsed the need for inter-sectoral
working with voluntary and statutory providers and also for consultations and planning to be done
with service users and family carers.

12.20 A study carried out by the University of Ulster for the Equal Lives Review confirmed that joint
working is happening to some extent on the ground. The benefits were seen to outweigh any
potential drawbacks and they centred mainly on the gains for people with a learning disability in
getting better co-ordinated services. This implies recognition that services working independently
of one another are providing a poorer quality of service than they could be delivering.

12.21 The research study confirmed the messages from other submissions made to the Equal Lives
Review that there will need to be a determined and committed effort to ensure that joint working
is an essential feature of future service provision in Northern Ireland. In addition, our review of
work undertaken to implement changes to policy affecting people with a learning disability
elsewhere in the UK and the Republic of Ireland confirms that robust implementation
arrangements are essential if the changes are to succeed.

12.22 The proposals that follow acknowledge that, in the context of the RPA, there is a need for us to
highlight principles that should underpin any future restructuring to ensure that the needs of
people with a learning disability and indeed other minority groups are addressed. These proposals
are, therefore, offered to inform the ongoing work of the RPA unless accompanied by a specific
recommendation that we believe should be enacted regardless of the nature of restructuring that
will follow the outcomes of the RPA.

Action Required
Review Implementation Arrangements
12.23 The Equal Lives Review has highlighted a need for a major development of services and some
reconfiguration of existing provision. In Figure 12 we outline the structures that we believe are
required to ensure that this happens effectively and in accordance with the core values of the Equal
Lives Review. This model aims to facilitate the processes of consultation, co-ordination and
implementation, which arguably are missing in existing structures.
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Figure 12: Proposed Implementation Arrangements

Interdepartmental Steering Committee
Implementation Support Team

Regional
Implementation
Advisory
Committee

Inter-Agency
Inter-Agency
Task Groups

Regional Forum of
People with a
Learning Disability

12.24 Particular efforts need to be made to promote the meaningful involvement of people with a
learning disability in future arrangements. At present the number of organisations doing this is
small, as is the development of advocacy in its various forms. There is no regional forum for
people with a learning disability in Northern Ireland and very limited public money is spent on the
promotion of advocacy and in supporting people with a learning disability to participate
meaningfully in planning groups and committees. Moreover there is a need to promote advocacy
at a more local level as well, so that people with a learning disability have increased opportunities
to access mainstream as well as specialist services.

12.25 The involvement of carers is arguably further advanced in service planning, but this is variable
across Northern Ireland. When it has occurred, the outcomes are broadly positive, which should
encourage provider and commissioning agencies to expand their engagement with carers. This can
be achieved by ensuring they are represented alongside professionals in committees and working
groups. It is vital though that these representatives are assisted in ensuring the broader population
of carers are informed of these processes and that mechanisms are in place to reflect their views.
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12.26 There are a number of clear messages to emerge from the Equal Lives Review about how joint
working can be promoted. These are already operational in Northern Ireland, albeit in contexts
other than learning disability, but they do have the support of the agencies consulted as part of the
Equal Lives Review. We anticipate that there is a need for 2 levels of joint working: interdepartmental and local inter-agency. This simple structure should suffice given the size of
Northern Ireland and the small number of people with a learning disability.

12.27 Moreover it is important that these structures incorporate the 3 processes of consultation, coordination and implementation.

12.28 There is widespread agreement on the benefits of having an Interdepartmental10 group to take
forward the recommendations emerging from the Equal Lives Review. Membership of this
Interdepartmental Steering Committee would comprise representatives from each relevant
Government Department. The Minister should chair the meetings of the Interdepartmental
Steering Committee on 4 occasions per annum. (Recommendation 70)

12.29 The Interdepartmental Steering Committee would also have responsibility for advising
Departments on the commissioning of both existing and new learning disability services. In doing
so they would be informed by representatives of users, carers, local Inter-Agency Task Groups and
service providers who would comprise a Regional Implementation Advisory Committee. The
Regional Implementation Advisory Committee would provide an opportunity to identify common
issues across Northern Ireland, as well as sharing in good practice initiatives. It would monitor the
work of the local Inter-Agency Task Groups as well as provide a forum for debate on controversial
issues and on the development of new service initiatives envisaged by the Equal Lives Review. The
work of the Regional Implementation Advisory Committee should be supported by a Development
Fund to stimulate change and innovation in the implementation of the Equal Lives Review.

12.30 Both committees would need to be serviced by a small team of full-time staff - an Implementation
Support Team - preferably to include staff seconded from agencies outside of the Civil Service, who
have particular experience and expertise in assessing and meeting the needs of people with a
learning disability and who can provide credible advice and guidance to local groups in the
production and implementation of local plans and change initiatives. (Recommendation 71)

12.31 There may also be some value in designating one person with lead responsibility for the operations
of this team, who is accountable (has direct access) to the Minister chairing the Interdepartmental
Steering Committee.

12.32 The Regional Implementation Steering Committee and Implementation Support Team would
liaise closely with a Regional Forum for People with a Learning Disability. They would produce
accessible annual reports and meet the Forum at least annually to plan the programme of work for
the coming year. (Recommendation 72)

12.33 The Implementation Support Team could be time-limited appointments for a 5-year period in
order to establish the new structures and to help them to bed down. The ultimate goal would be
for these new arrangements to become embedded into mainstream structures, although the need
for an interdepartmental group would probably continue as would the Regional Forum for people
with a learning disability.

10
At a minimum this should consist of DHSSPS, DENI, DEL, DSD, OFMDFM and Department of Culture, Arts and Leisure
(DCAL).
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12.34 These joint working arrangements should be replicated at a local level. Inter-Agency Task Groups
should be set up at an agreed local level. Initially we propose that 4 Task Groups be established
possibly based on existing Health and Social Services Board areas, which may sub-divide for
particular purposes such as supporting the production of Day Care Development Plans.
(Recommendation 73)

12.35 The Inter-Agency Task Groups’ remit would be to review existing provision in their area and to
plan the range of services available to people with a learning disability and their families within the
context of the Equal Lives values and objectives. These groups could cover the full age range of
people with a learning disability, although they will need to liaise with the 4 area inter-agency
groups that are already operational for children’s services if they continue in operation.

12.36 The Inter-Agency Task Groups should have representatives of existing statutory, voluntary and
private agencies and would include Health and Personal Social Services, Education and Library
Boards, Further Education Colleges, Department for Employment and Learning, Northern Ireland
Housing Executive, Community Education and Leisure Services of District Councils, along with
user and carer representatives and their advocates. Initially they would be convened and supported
by Health and Social Services Boards, but within 1 year, the groups will have identified the means
for achieving co-ownership.

12.37 The groups would be required by the Interdepartmental Steering Committee to prepare Joint
Learning Disability Service Plans along the lines of those required in Great Britain and the
Republic of Ireland. These will form the basis of funding bids and the commissioning of local
services. They would also inform the form, role and location of specialist learning disability
provision and access to other special needs services.

12.38 The proposed Implementation Support Team and the Regional Implementation Advisory
Committee would have a major role to play in establishing and supporting these groups.

North-South and East-West Relationships
12.39 This proposed structure would also facilitate greater linkages with learning disability interests
elsewhere in these islands; notably between the Governmental Interdepartmental Groups and
between the different national fora for people with a learning disability.

12.40 Indeed it could be argued that the lack of these structures within Northern Ireland has contributed
to the relative isolation of learning disability services here from elsewhere in these islands.

Specific Focus on Learning Disability
12.41 There has been a long history in Northern Ireland of ring-fencing public funding to services
specifically for people with a learning disability. Ring-fenced funding can be justified on various
grounds. The needs of this population are complex and life-long even though the numbers are
relatively small. Moreover they are distinctive when taken as a whole especially from other
disabling conditions and mental health needs. Services are still under-developed and development
monies are more easily targeted if they have a specific focus. Major changes in policy are more
easily implemented within a distinct domain.

12.42 We recommend that ring-fenced funding continues within the Department of Health, Social
Services and Public Safety and Department of Education, even though the way in which these
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monies are spent could change radically in the coming years as they have done in the past. This
also necessitates having transparent accountability systems in place to demonstrate that the monies
are spent on the purposes for which they were given and the outcomes achieved.

12.43 There is also logic in extending this concept to other funding departments, especially in the light of
Section 75 duties placed upon public bodies. At a minimum this would demonstrate that these
citizens are getting at least their fair share, but also make more transparent the contribution they
are making to positively responding to the particular needs of these citizens. (Recommendation
74)

12.44 This is not to imply that these funding streams should be managed separately. Indeed the evidence
suggests that local services can be more efficiently delivered if they are jointly commissioned using
pooled funding, as is the case in Great Britain. This is starting to happen with the new Supporting
People arrangements in Northern Ireland and this model could be extended to other aspects of
people’s lives such as transition planning, training and employment services, and leisure initiatives.

12.45 In view of the negative impact that the absence of robust implementation structures had on the
success of the 1995 Review, it is the view of the Learning Disability Working Committee that work
on implementing each of the following recommendations has to be commenced immediately if the
objectives of the Equal Lives Review are to be achieved.

12.46 Objective 12 Recommendations
Recommendation 70

An Interdepartmental Steering Committee should be established by January 2006 to
promote joint working and oversee the implementation of the Equal Lives Review
recommendations.

Recommendation 71

An Implementation Support Team should be established by November 2005 to
support work being undertaken to implement the Equal Lives Review.

Recommendation 72

A Regional Forum for People with a Learning Disability should be established by
January 2006.

Recommendation 73

Inter-Agency Task Groups should be established by June 2006 to drive change at a
local level and produce local plans in accordance with the Equal Lives values and
objectives.

Recommendation 74

Ring-fenced funding continues within Department of Health, Social Services and
Public Safety and Department of Education and the potential is explored for
extending this to other departments to underpin the implementation of the Equal
Lives Review.

Prioritisation of Other Recommendations
12.47 This report has highlighted that people with a learning disability in Northern Ireland do not enjoy
equality of opportunity and that they are often excluded from the opportunities that other citizens
enjoy. As has been shown some progress has been made but in order to resolve fully the difficulties
outlined there will be a need for a major and co-ordinated development programme over the next
15 years.

12.48 The Equal Lives report has made 74 recommendations to take forward its vision for the future.
Full implementation of these recommendations will cost approximately £175 million additional
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over the change period. (171) It is recognised that these large sums of money are not immediately
available and accordingly this section of the Equal Lives report will set out some immediate and
medium -term objectives. While change will be costly and will take time there must be an
immediate and ongoing commitment to making financial resources available if the change process
is to be real. While the report recognises the need to reconfigure and better target existing
resources, the level of change and modernization envisaged will not happen without this
commitment.

12.49 To maximise the impact of change it will be essential to progress each of the report objectives in
tandem. While some recommendations will not require funding they will require considerable
investment of planning time from staff and will also have to be incrementally introduced.

12.50 It is now intended to order each of the Equal Lives Review recommendations placing a priority
rating against them. Priority ratings agreed were as follows:
i. Pre-Implementation Support
ii. Immediate Planning - to be started forthwith
iii. Immediate Resourcing - 2006 - 2012
iv. Medium-term Resourcing - 2012 - 2020.

Principles Guiding Prioritisation Process
12.51 Recommendations will be prioritised if they:
i. provide support for family carers
ii. maximise HPSS and other public funding streams e.g. Supporting People
iii. show that they can prevent inappropriate hospital admissions
iv. release money from current services which are considered to be no longer fit for purpose
v. promote effective access to all services across Northern Ireland
vi. maintain and build upon existing interagency collaborations.

12.52 It is clearly acknowledged that the recommendations are not mutually exclusive and therefore
planning for delivery of all the recommendations must commence immediately. The Learning
Disability Working Committee accept that implementation of all the recommendations by
necessity will be incremental in nature.

Pre-Implementation Support
• Appointment of Implementation Support Team by November 2005
• Establishment of Interdepartmental Steering Committee by January 2006
• Establishment of Regional Forum for People with a Learning Disability by January 2006
• Establishment of Inter-Agency Task Groups by June 2006
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• Agreement that ring-fenced funding continues within Department of Health, Social Services and
Public Safety and Department of Education and the potential explored for extending this to
other departments. (Recommendations 71,70,72,73,74)

Immediate Planning
12.53 Those recommendations that fit into Immediate Planning are as follows:
• Development of joint planning and bidding mechanisms by the Departments of Education and
Health, Social Services and Public Safety for services for children and young people with a
learning disability by January 2007
• Development of a regional strategy for early intervention by the Departments of Education and
Health, Social Services and Public Safety by June 2007
• Promotion of Supported Employment Services by Department for Employment and Learning
• Clear assessments of future housing needs for people with a learning disability completed and
agreement reached on a 3 year funding strategy to resource housing and support arrangements
by Department for Social Development and Department of Health, Social Services and Public
Safety
• Detailed knowledge accumulated and disseminated on the range of assistive technology that is
available to enrich the capacity of people with a learning disability to lead more independent
lives in the community by housing planners
• Development of a strategy to increase opportunities for people with a learning disability to own
their own homes by the Department for Social Development
• Revised procedures and criteria for applying for Disabled Facilities Grants
• Mechanisms established to ensure the increased use of floating support by the Department for
Social Development and the NI Housing Executive
• Review completed of the Motability Scheme
• Regional Framework for Health Improvement of people with a learning disability produced by
the Department of Health, Social Services and Public Safety
• Equipment and wheelchair provision budgets increased to meet significant additional demand
• Health Improvement Plans reviewed by HSS Boards
• Specific reference to the needs of and impact upon people with a learning disability within all
generic health strategies, published at Department, HSS Board and Trust level
• Awareness raising and improved training on learning disability in place amongst agencies funded
by the Department of Education, Department for Social Development, and Department for
Employment and Learning
• Commissioned programme of research and service evaluation established in collaboration with
the R & D Office
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• Identification of the need for permanent placements for children and young people with a
learning disability and production of strategies by Health and Social Services Boards to address
them by March 2006
• Costed Development Plans for day centres produced by each Health and Social Services Trust by
March 2007
(Recommendations 9, 8, 18, 23, 32, 33, 34, 35, 36, 37, 38, 44, 68, 60, 4, 17)

Immediate Resourcing
12.54 The following recommendations have been agreed as falling within this area:
• Opportunity to have a PCP which incorporates Heath Action Planning is in place for all persons
with a learning disability who are in contact with HPSS agencies by January 2009
• Arrangements in place from January 2006 to prioritise person centred planning concerned with:
• development and delivery of Family Support Plans
• development and delivery of Early Intervention Plans
• Transitions Plans
• Futures Plans
• Establishment of independent advocacy services
• Establishment of Family Support Fund and extension of range and volume of support available
to families
• Development of community based assessment and treatment services for children and young
people with severe challenging behaviours and/or mental health problems
• Mechanisms in place to ensure that information on services, benefits and other sources of help is
automatically supplied to families at diagnosis/birth of their child
• Commissioning requirement in place detailing that providers of any services evidence how
information will be provided in an accessible format appropriate to the needs of the individuals
being supported
• Establishment of Transition Services for all young people who have a statement
• Personal relationships education available in all services for people with a learning disability with
training offered to staff and support to parents
• Development of community based assessment and treatment services for men and women with a
learning disability who have specific mental health needs and/or challenging behaviours
• Production of regional guidelines on the management of challenging behaviours within services
by December 2007 by the Department of Health, Social Services and Public Safety in
partnership with service providers
• All people with a learning disability living in a hospital relocated to the community by June
2011
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• Funds provided to ensure that on average 80 people are resettled per annum over the 5-year
period from 2006 to 2011
• Resourced and implemented arrangements in place to provide emergency support and
accommodation for persons with a learning disability by January 2008
• Mechanisms in place to ensure that all new housing with support provision for people with a
learning disability is for no more than 5 individuals with a learning disability within the same
household
• Additional 100 supported living places per annum developed for the next 15 years to enable
people to move from family care without having to be placed in inappropriate settings
• Clear and formalised arrangements set in place by each General Practice facility and Acute
General hospital to facilitate equity of access to services for people with a learning disability
• Link person identified within Community Learning Disability Teams to work with each General
Practice
• Establishment by General Practices of robust medical records and health data about people with
a learning disability on their practice registers
• Strategic plan produced by the Department of Health, Social Services and Public Safety and
HSS Boards to address current deficiencies in services and future service provision for older
people with a learning disability and their families
• Development of arrangements to enable people with a learning disability who have dementia to
access support and expertise from mainstream dementia services
• £300,000 per annum ear-marked by the Department of Health, Social Services and Public
Safety between 2006 and 2009 to increase uptake of Direct Payments
• Policy initiative from OFMDFM in place to reduce the likelihood of bullying experienced by
people with a learning disability
• Agreement reached by HSS Boards and Trusts on the role, composition, configuration and
functions of Community Learning Disability Teams by December 2006
• Production of a regional workforce development strategy by April 2007
• Establishment of a Leadership Innovation Fund by the Interdepartmental Steering Group
• Arrangements set in place for all new Direct Support Workers in learning disability services to
meet the Northern Ireland Social Care Council standards on induction and foundation
evidenced by completion of assessment to LDAF standards by January 2007
• Mechanisms set in place for young people with a learning disability to be equipped with skills to
use public transport where possible through appropriately targeted independent travel training
programmes by Department of Education and Department of Health, Social Services and Public
Safety
• Arrangements set in place to ensure that the regional transport strategy ensures that people with
a learning disability can access local transport by the Department for Regional Development
• Arrangements set in place to ensure that access to local leisure and recreational services is
promoted and co-ordinated led by District Councils
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• Clear statements produced on targeting provision for play, sports, arts and leisure opportunities
for children and young people with a learning disability by the Department of Culture, Arts and
Leisure, Arts Council, Sports Council, Education and Library Boards, Youth Council and
District Councils
• Review completed of the effectiveness of programmes of learning for children and young people
with special educational needs in relation to issues of personal safety and personal relationships
by the Department of Education and Education and Library Boards
• Arrangements made for mainstreaming lessons learned from the pilot projects on inclusion by
the Youth Service
• Arrangements made for monitoring the effectiveness of all authorities in meeting their inclusion
objectives for children and young people with a learning disability by the Commissioner for
Children and Young People
• Revised funding arrangements set in place by Department for Employment and Learning so that
FE Colleges are able to increase significantly the number of full-time places available to students
who have a Statement of Severe Learning Disability, to undertake a 3 year accredited course
• Review completed of the use of employment, skills and disability programmes by people with a
learning disability by Department for Employment and Learning
• Review completed by public sector employers of recruitment practices to open up employment
opportunities for men and women with a learning disability
(Recommendations 54, 40, 56, 1, 2, 5, 57, 6, 7, 14, 25, 27, 47, 28, 29, 31, 41, 42, 43, 50, 52, 53, 55,
26, 61, 64, 65, 21, 22, 24, 10, 12, 13, 11, 15, 20, 19)

Medium term resourcing
12.55 The recommendations that fall into this area are:
• Establishment of multi-agency centres, which provide a clear pathway to help for parents of
children with a learning disability by Health and Social Services Trusts in partnership with
Education and Library Boards and the community and voluntary sector
• Revised funding arrangements set in place by the Department for Employment and Learning to
enable more part-time places to be created in FE for older students
• Arrangements secured for all accommodation for people with a learning disability under 60 years
of age to be for no more than 5 people by January 2013
• Resources made available from within primary care to appoint a Health Facilitator for each 110120,000 population by December 2009
• Arrangements secured for the majority of referrals, because of mental health problems, of people
with high levels of adaptive functioning/mild learning disability to access, with support from
dedicated learning disability services if required, mainstream mental health services by December
2010
• Arrangements set in place by the Health and Personal Social Services Regulation and
Improvement Authority to measure delivery of positive personal outcomes by services
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• Arrangements set in place for all generically trained health and social services professionals to
receive awareness raising training relating to people with learning disability during their prequalification education
(Recommendations 3, 16, 30, 39, 46, 59, 66)

Conclusion
12.56 We have set out an ambitious programme for change in the Equal Lives Review, which we believe
sets out a clear policy direction for people with a learning disability. The Equal Lives values and
objectives should form the benchmarks by which future policy and service developments are
measured.

12.57 The objectives and recommendations that we have made cannot be met within current resources
and organisational systems. There is a need to change both the use of existing resources and to
secure additional funding if the Equal Lives objectives are to be achieved. In addition all those
who work with people with a learning disability in both specialist and mainstream settings will
need to review how they work, and where necessary, to develop new styles of working that are
based on ensuring that the voices of people with a learning disability and their family carers have a
greater influence and improved approaches to working in partnership.

12.58 The enthusiasm and dedication that has been evident from the many hundreds of people who have
participated in the Equal Lives Review demonstrates that there is a strong commitment to improve
the quality of lives of people with a learning disability and their families. The challenge now will
be to ensure that the aspirations contained in this Review are translated into action across Northern
Ireland in a way that ensures that people with a learning disability really can experience equal lives
in the future.
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Objectives and
Recommendations

Annex

A

OBJECTIVE 1

To ensure that families are supported to enjoy seeing their children develop in an
environment that recognises and values their uniqueness as well as their
contributions to society.

Recommendation 1

Each Trust should have established arrangements for the development of Family
Support Plans, which must be delivered through a co-ordinated strategy that
monitors outcomes and identifies unmet needs.

Recommendation 2

Over the next 5 years providers should be resourced to extend the volume and range
of emotional and practical help to support families. Their proposals should be
considered within the context of Children’s Services Planning and be aimed at
assisting the maximum number of families. An ear-marked fund of up to £2
million recurrent each year for 5 years should be made available to fund proposals
that best meet the Equal Lives values and objectives. The outcomes from this
Family Support Fund should be carefully evaluated and used to inform future
commissioning decisions in support of family carers.

Recommendation 3

Health and Social Services Trusts in partnership with Education and Library Boards
and the community and voluntary sector should establish multi-agency centres,
which provide a clear pathway to help for parents of children with a learning
disability.

Recommendation 4

By March 2006 each Health and Social Services Board should identify the need for
permanent placements for children and young people with a learning disability and
produce strategies to address them. While the focus should be on innovative means
of developing and supporting specialist fostering, it may be necessary to commission
intensive care provision for small numbers of children who can not be placed in
family settings.

Recommendation 5

Community based assessment and treatment services should be developed for
children and young people with severe challenging behaviours and/or mental health
problems. The service should encompass a small short-stay residential provision and
community behavioural support services that provide outreach to families, schools
and community based agencies.
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OBJECTIVE 2

To ensure that children and young people with a learning disability get the best
possible start in life and access opportunities that are available to others of their
age.

Recommendation 6

Each HSS Trust should set in place mechanisms to ensure that information on
services and how to access them, benefits and support groups and other sources of
help is automatically supplied to families at diagnosis/birth of their child.

Recommendation 7

Each HSS Trust should establish arrangements for the development of an Early
Intervention Plan, which includes details of a key worker, for each child with a
learning disability at his/her birth/diagnosis.

Recommendation 8

By June 2007 the Departments of Education and Health, Social Services and Public
Safety should develop a regional strategy for early intervention.

Recommendation 9

By January 2007 joint planning and bidding mechanisms should be developed by
the Departments of Education and Health, Social Services and Public Safety for
services for children and young people with a learning disability.

Recommendation 10 The Department of Culture, Arts and Leisure, Arts Council, Sports Council,
Education and Library Boards, Youth Council and District Councils should produce
clear statements outlining how they are targeting provision for play, sports, arts and
leisure opportunities for children and young people with a learning disability.
Recommendation 11 The Youth Service should mainstream the lessons learned from the pilot projects on
inclusion and provide the support to ensure that young people with a learning
disability get involved in decision-making processes in youth and other civic
activities.
Recommendation 12 The Department of Education and Education and Library Boards should review the
effectiveness of the programmes of learning for children and young people with
special educational needs in relation to issues of personal safety and personal
relationships. This should be supported with awareness programmes for parents and
for others involved with children and young people.
Recommendation 13 The Commissioner for Children and Young People should be requested to monitor
the effectiveness of all authorities in meeting their inclusion objectives. To facilitate
this, the relevant departments should produce an Annual Report on the
implementation of action plans.

OBJECTIVE 3

To ensure that the move into adulthood for young people with a learning
disability supports their access to equal opportunities for continuing education,
employment and training and that they and their families receive continuity of
support during the transition period.

OBJECTIVE 4

To enable people with a learning disability to lead full and meaningful lives in
their neighbourhoods, have access to a wide range of social, work and leisure
opportunities and form and maintain friendships and relationships.

Recommendation 14 That Transition services are established for all young people who have a statement to
support parents and young people to develop a transitions plan and ensure
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recommendations are carried through. Careers advice restructuring should support
this proposal and provide an ongoing support to 22 years.
Recommendation 15 The Department for Employment and Learning will ensure that revised funding
arrangements are in place so that FE Colleges are able to increase significantly the
number of full-time places available to students who have a Statement of Severe
Learning Disability, to undertake a 3 year accredited course.
Recommendation 16 In order to afford lifelong learning opportunities the Department for Employment
and Learning should ensure that revised funding arrangements will enable more
part-time places to be created in FE for older students. Access to FE by people with
a learning disability should be monitored and we welcome the intention of the
Department for Employment and Learning to do so.
Recommendation 17 By March 2007 each Health and Social Services Trust should have produced a costed
Development Plan for each day centre they provide or commission.
Recommendation 18 The Department for Employment and Learning, in consultation with other relevant
Departments, should promote the introduction of dedicated Supported
Employment services across Northern Ireland.
Recommendation 19 Public sector employers should review their recruitment practices, as required by
equality legislation to open up employment opportunities for men and women with
a learning disability.
Recommendation 20 Department for Employment and Learning should review the use of its
employment, skills and disability programmes by people with a learning disability to
remove structural barriers to participation and identify how they could promote
better outcomes.
Recommendation 21 Department of Education and Department of Health, Social Services and Public
Safety should ensure that young people with a learning disability are equipped with
skills to use public transport where possible through appropriately targeted
independent travel training programmes. Where possible these should become part
of the curriculum and continuing education plans for young adults.
Recommendation 22 Department for Regional Development should ensure that the regional transport
strategy ensures that people with a learning disability can access local transport.
Recommendation 23 The Motability Scheme requires reviewing to ensure an appropriate, affordable
solution for those who need to travel in their wheelchair along with other family
members.
Recommendation 24 Access to local leisure and recreational services should be promoted and co-ordinated
led by District Councils.
Recommendation 25 Personal relationships education should be available in all services for people with a
learning disability with training offered to staff and support to parents.
Recommendation 26 OFMDFM should co-ordinate a policy initiative to reduce the likelihood of bullying
experienced by people with a learning disability, both in specialist settings and the
wider community, notably schools. The development of anti-bullying strategies
would be a positive first step.
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To ensure that all men and women with a learning disability have their home, in
the community, the choice of whom they live with and that, where they live with
their family, their carers receive the support they need.

Recommendation 27 By June 2011, all people with a learning disability living in a hospital should be
relocated to the community. Funds need to be provided to ensure that on average
80 people will be resettled per annum over the 5-year period from 2006 to 2011.
Recommendation 28 With immediate effect, all commissioners should ensure that they have resourced
and implemented arrangements to provide emergency support and accommodation
for persons with a learning disability. Hospitals will not provide this service from 1st
January 2008.

OBJECTIVE 6

To ensure that an extended range of housing options is developed for men and
women with a learning disability.

Recommendation 29 With immediate effect, all new housing with support provision for people with a
learning disability should be for no more than 5 individuals with a learning
disability – preferably less - within the same household.
Recommendation 30 By 1 January 2013 all accommodation for people with a learning disability under 60
years of age should be for no more than 5 people.
Recommendation 31 An additional 100 supported living places per annum for the next 15 years should
be developed to enable people to move from family care without having to be placed
in inappropriate settings.
Recommendation 32 Department for Social Development and Department of Health, Social Services and
Public Safety should develop clear assessments of future housing needs for people
with a learning disability including those who currently live with their families and
agree a continuous 3 year funding strategy to resource housing and support
arrangements.
Recommendation 33 Housing planners should accumulate and disseminate detailed knowledge on the
range of assistive technology that is available to enrich the capacity of people with a
learning disability to lead more independent lives in the community.
Recommendation 34 A strategy should be developed by the Department for Social Development to
increase opportunities for people with a learning disability to own their own homes
where this is a safe and appropriate option.
Recommendation 35 Procedures and criteria for applying for Disabled Facilities Grants should be revised
to tackle inconsistencies, reduce bureaucracy and reduce the hidden costs to carers.
Recommendation 36 Department for Social Development and the NI Housing Executive should establish
mechanisms to ensure the increased use of floating support linked to an individual’s
needs rather than overly relying on accommodation based schemes.
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To secure improvements in the mental and physical health of people with a
learning disability through developing access to high quality health services that
are as locally based as possible and responsive to the particular needs of people
with a learning disability.

Recommendation 37 The Department of Health, Social Services and Public Safety should produce a
Regional Framework for Health Improvement of people with a learning disability
providing clear direction including targets and timescales. Each HSS Board should
review their Health Improvement Plans to ensure that they translate the regional
framework at a local level to support improved health outcomes for children, men
and women with a learning disability.
Recommendation 38 All generic health strategies, published at Department, Board and Trust level, should
make specific reference to the needs of and impact upon people with a learning
disability.
Recommendation 39 By December 2009 resources should be made available from within primary care to
appoint within primary care a Health Facilitator for each 110- 120,000 population.
Recommendation 40 By December 2008 a Health Action Plan will be developed, as a part of the Person
Centred Planning process, which is to be set in place for all those with a learning
disability in contact with health and social services agencies.
Recommendation 41 With immediate effect each general practice facility and acute general hospital
within Northern Ireland should have clear and formalised arrangements in place to
facilitate equity of access to services for people with a learning disability.
Recommendation 42 Each general practice should establish robust medical records and health data about
people with a learning disability on their practice register.
Recommendation 43 With immediate effect each general practice should have an identified link person
within their local Community Learning Disability Team with whom they work
collaboratively to facilitate better access for people with learning disability within
primary care settings.
Recommendation 44 Equipment and wheelchair provision budgets should be increased to meet significant
additional demand. This will require an increase of the proportion available to
people with a learning disability.
Recommendation 45 As a matter of urgency the Department of Health, Social Services and Public Safety
should consult with all 4 Health and Social Services Boards about their present and
future plans for specialist assessment and treatment services for men and women
with a severe learning disability with a view to greater sharing of existing and
planned resources and the development of new forms of community based services.
Recommendation 46 By the end of the Review period people with high levels of adaptive
functioning/mild learning disability who require therapeutic intervention as a result
of mental health problems should be able to access mainstream mental health
services. Support from dedicated learning disability services should be available if
required.
Recommendation 47 Community based assessment and treatment services should be developed on an
incremental basis to provide assessment and treatment of men and women with a
learning disability who have specific mental health needs and/or challenging
behaviours. The community based assessment and treatment services will
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encompass behaviour support expertise that will provide outreach to individuals,
families and community services and short-term intensive treatment to those within
a residential facility which may be approved to treat people under mental health
legislation.
Recommendation 48 As a consequence of the other mechanisms being recommended the Department of
Health, Social Services and Public Safety should establish a regional plan that sets
targets for the reallocation of existing resources and the securing of additional
resources to enable the community services to be established.
Recommendation 49 Some people with a learning disability are at increased risk of recurrent severe
challenging behaviours and/or mental illness. Health and Social Services Trusts
should ensure that protocols are agreed so that a proactive approach can be taken to
systematic intervention should there be signs of recurrence.
Recommendation 50 By December 2006 the Department of Health, Social Services and Public Safety
should produce in partnership with service providers regional guidelines on the
management of challenging behaviours within services.

OBJECTIVE 8

To ensure that men and women with a learning disability are supported to age
well in their neighbourhoods.

Recommendation 51 The Department of Health, Social Services and Public Safety should review funding
allocations to ensure that the projected increase in numbers of older people with a
learning disability is reflected in the allocations to the learning disability programme.
This shift will take cognisance of the fact that people with a learning disability may
experience the effects of ageing at an earlier age.
Recommendation 52 The Department of Health, Social Services and Public Safety and Health and Social
Services Boards should produce a strategic plan to address current deficiencies in
services and future service provision for older people with a learning disability and
their families.
Recommendation 53 Arrangements should be developed to enable people with a learning disability who
have dementia to access support and expertise from mainstream dementia services.
This will include mechanisms to provide a skills boost between dementia services
and dedicated learning disability services.

OBJECTIVE 9

To enable people with a learning disability to have as much control as possible
through developing person centred approaches in services and ensuring wider
access to advocacy and Direct Payments.

Recommendation 54 By 1 January 2009 the opportunity to have a PCP should be in place for all persons
with a learning disability who are in contact with HPSS agencies. From 2006
priority should be given to:
• developing Family Support Plans based on person centred principles that cross
disciplines and agencies
• developing an Early Intervention Plan for children at the point of diagnosis
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• ensuring that all young people with a learning disability have an effective
Transitions Plan based on PCP principles in place from 14 years of age
• ensuring that all persons living with a sole family carer and/or those aged over 50
years have been offered the opportunity to have a Futures Plan agreed based on
PCP principles. In addition a plan for meeting the needs of carers should be
prepared. This invitation should be re-issued to family carers and the person they
care for on a regular basis and no less than every 3 years.
Recommendation 55 The use of Direct Payments should be widely promoted and additional revenue
monies of up to £300,000 per annum over the next 3 years ear-marked by the
Department of Health, Social Services and Public Safety for the development of
increased uptake of Direct Payments.
Recommendation 56 An independent advocacy service should be in place for each area serving a
population of 100,000 – 120,000. A Regional Forum for People with a Learning
Disability should be established with representatives drawn from local advocacy
services. Both initiatives should be grant-aided through Office of the First Minister
and Deputy First Minister (OFMDFM), so that they can cover all services and not
just those provided by the Department of Health, Social Services and Public Safety.
Recommendation 57 A commissioning requirement of any service that includes people with a learning
disability must be the evidence from providers across departments and agencies of
how information will be provided in an accessible format appropriate to the needs of
the individuals being supported.
Recommendation 58 Health and Social Services Boards should be required, within a regionally agreed
framework, to establish mechanisms in partnership with their service providers for
monitoring the degree to which Person Centred Planning is appropriately
implemented and delivers on positive personal outcomes for individuals with a
learning disability.
Recommendation 59 The Health and Personal Social Services Regulation and Improvement Authority
should include measurement in the standards against which learning disability
services are inspected of the processes used in service delivery to secure positive
personal outcomes.
Recommendation 60 A commissioned programme of research and service evaluation to support the
implementation of the Equal Lives Review should be established in collaboration
with the Research and Development Office.

OBJECTIVE 10

To ensure that health and social services staff are confident and competent in
working with people with a learning disability.

OBJECTIVE 11

To ensure that staff in other settings develop their understanding and awareness
of learning disability issues and the implications for their services.

Recommendation 61 HSS Boards and Trusts should agree the role, composition, configuration and
functions of Community Learning Disability Teams in light of the proposals in the
Equal Lives Review by December 2006.
Recommendation 62 By April 2007 a regional workforce development strategy should be produced in
partnership with employers from the independent and statutory sectors that
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identifies the workforce implications of the Equal Lives Review and sets out a clear
strategy for addressing them.
Recommendation 63 All service providers who receive funding from the Department of Health, Social
Services and Public Safety Training Support Programme should be required to
evidence how people with a learning disability have been involved in the design,
delivery and/or evaluation of training programmes provided on learning disability
specific issues.
Recommendation 64 Service providers who receive Training Support Programme funding should be
required to demonstrate that arrangements are in place to open access to the training
provision to family carers, volunteers and people with a learning disability where
possible.
Recommendation 65 Funding should be allocated to the Review Implementation Steering Committee for
a Leadership Innovation Fund to which all agencies and professions might apply,
designed to promote interagency initiatives that develop the leadership and
managerial capacity in organisations to deliver on the new vision in the Equal Lives
Review.
Recommendation 66 From 1 January 2007 all new Direct Support Workers in learning disability services
should be required to meet the Northern Ireland Social Care Council standards on
induction and foundation within the first year of appointment. It is anticipated that
this will normally be evidenced by completion of assessment to LDAF standards and
be subject to inspection by the Health and Personal Social Services Regulation and
Improvement Authority.
Recommendation 67 All generically trained health and social services professionals (medicine, Allied
Health Professionals, nursing, social work) should receive at a minimum awareness
raising training on learning disability.
Recommendation 68 A publicity strategy should be developed and implemented that promotes the
positive factors of working with people with a learning disability and encourages
greater participation in volunteering and community service.
Recommendation 69 Department of Education, Department for Social Development and Department for
Employment and Learning should develop measures to encourage awareness raising
and improved training on learning disability amongst agencies that they fund to
support equity of access by people with a learning disability to their provision.
These measures should include the development of joint training opportunities with
health and social services agencies.

OBJECTIVE 12

To promote improved joint working across sectors and settings in order to ensure
that the quality of lives of people with a learning disability are improved and that
the Equal Lives values and objectives are achieved.

Recommendation 70 An Interdepartmental Steering Committee should be established by January 2006 to
promote joint working and oversee the implementation of the Equal Lives Review
recommendations.
Recommendation 71 An Implementation Support Team should be established by November 2005 to
support work being undertaken to implement the Equal Lives Review.
Recommendation 72 A Regional Forum for People with a Learning Disability should be established by
January 2006.
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Recommendation 73 Inter-Agency Task Groups should be established by April 2006 to drive change at a
local level and produce local plans in accordance with the Equal Lives values and
objectives.
Recommendation 74 Ring-fenced funding continues within Department of Health, Social Services and
Public Safety and Department of Education and the potential is explored for
extending this to other departments to underpin the implementation of the Equal
Lives Review.
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REVIEW OF MENTAL HEALTH AND
LEARNING DISABILITY
(N. IRELAND)

Annex

B

TERMS OF REFERENCE
1.

To carry out an independent review of the effectiveness of current policy and service provision relating
to mental health and learning disability, and of the Mental Health (Northern Ireland) Order 1986.

2.

To take into account:
• the need to recognise, preserve, promote and enhance the personal dignity of people with mental
health needs or a learning disability and their carers;
• the need to promote positive mental health in society;
• relevant legislative and other requirements, particularly relating to human rights, discrimination and
equality of opportunity;
• evidence - based best practice developments in assessment, treatment and care regionally, nationally
and internationally;
• the need for collaborative working among all relevant stakeholders both within and outside the
health and personal social services sector;
• the need for comprehensive assessment, treatment and care for people with a mental health need or
a learning disability who have offended or are at risk of offending; and
• issues relating to incapacity.

3.

To make recommendations regarding future policy, strategy, service priorities and legislation, to reflect
the needs of users and carers.
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EXPERT WORKING COMMITTEES

Annex

C
FIRST WAVE
- Social Justice and Citizenship:
Convenor: Bill Halliday, Equality Commission for Northern Ireland
To consider relevant legislative and other requirements, particularly relating to human rights,
discrimination and equality of opportunity; and how best to promote the social inclusion of
people with a mental health problem or learning disability and their carers, taking account of
employment, housing, education, social security, personal finance and other social issues.
- Legal Issues:
Convenor: Master Brian Hall, Office of Care and Protection
To include a review of the Mental Health (N Ireland) Order 1986; the Mental Health
Commission; the Mental Health Review Tribunal; the procedures for the transfer of patients to
and from N Ireland; issues relating to people who are not able to look after their own property
and affairs as a result of a mental health problem or learning disability; and issues relating to
people with a mental health problem or a learning disability who are in contact with the criminal
justice system.
- Learning Disability:
Convenor: Siobhan Bogues, Manager, ARC (NI)
To review policy and services for children and adults with learning disability.
- Adult Mental Health:
Convenor: Professor Roy McClelland, Deputy Chair of the Review
To include consideration of primary care provision, acute services, rehabilitation and community
care for adults with a mental health problem.

SECOND WAVE
- Mental Health Promotion:
Convenor: Professor Alan Ferguson, Chief Executive, NI Association for Mental Health
To include consideration of how best to promote positive mental health in society, with particular
reference to the impact of the recently-published Mental Health Promotion Strategy, and how
best to meet the needs of people at risk of suicide.
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- Child and Adolescent Mental Health:
Convenor: Moira Davren, Royal College of Nursing
To include consideration of primary care provision, acute services, rehabilitation and community
care for children and adolescents.
- Dementia and Mental Health Issues of Older People:
Convenor: Nevin Ringland, Chief Executive, PRAXIS Care Group
To include consideration of primary care provision, acute services, rehabilitation and community
care for older people with dementia or a mental health problem.
- Alcohol and Substance Misuse:
Convenor: Dr Diana Patterson, Shaftesbury Square Hospital
To include consideration of the links between mental health and alcohol and substance misuse,
and the provision of the most appropriate assessment, treatment and care for those involved.
- Forensic Services:
Convenor: Dr Fred Browne, Chair, Northern Ireland Division, Royal College of Psychiatrists
To consider the assessment, care and treatment of people with a categorical mental illness, severe
personality disorder or who engage in dangerous or persistently challenging, aggressive behaviour,
and who may be in contact with the criminal justice system.
- Needs and Resources:
Convenor: Glenn Houston, Chief Executive, Craigavon and Banbridge Health and Social
Services Trust
To support other working committees in assessing the financial implications of their
recommendations.
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THE REVIEW OF MENTAL HEALTH AND LEARNING
DISABILITY (NORTHERN IRELAND)
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GLOSSARY

Annex

D
Allied Health Professionals

These include physiotherapists, speech and language therapists,
occupational therapists, podiatrists, radiographers, and dieticians

Challenging Behaviour

When someone is behaving in a way that might cause harm to
themselves or to other people. Services are challenged to find a way of
managing the behaviour so the chance of harm is reduced

Citizenship

People with a learning disability are treated as equal citizens

Domiciliary Support

Support provided to a person in their own home

Empowerment

People with a learning disability are supported to take a full part in
decisions affecting their lives

Expert Working Committee

A group including carers, men and women with a learning disability and
staff who were asked by the Review to find out what needs to be done to
make things better for people in the future

Forensic Issues

Issues for people with a learning disability who commit offences whether
or not they come in contact with the criminal justice system or who are
at risk of offending

Inter-agency

Links between organisations that have responsibility for either the
commissioning and/or the delivery of services

Intra-agency

Subsections within the one agency working together more closely

Inter-departmental1

Government departments working together

Inter-disciplinary/
Inter-professional

Staff in services from different professions working together with
an individual service user, or in the planning and delivery of services to
groups of service users and carers. E.g. nurses, social workers, teachers,
allied health professionals, clinical psychologists and psychiatrists

Inter-sectoral

Working together between the statutory sector (bodies that are directly
managed by government) and the independent sector (voluntary
organisations, community groups and the private sector)

Legislative

To do with the law

Mainstream

Generally available to everyone in the community

Other terms are sometimes substituted such as cross departmental or pan–agency working. These are taken to mean the same as
inter as in inter-departmental

1
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Multi- Agency Centres

A one-stop shop for children, their families and the staff who support
them where staff from a range of organisations are in the one place to
offer support, advice and information

Prevalence

Working out how many people in a community have a learning
disability

Primary Care Services

Health and social services that are generally available directly to everyone
e.g. dentist, GPs

Revenue Allocations

Money allocated for daily costs like staff salaries or rent

Sensory Impairments

A loss of sight and/or hearing

Social Inclusion

When people with a learning disability feel part of the community that
they live in

Supported Employment

Helps people with a disability to get a job by giving the right help and
support

Terminology

The names we use for different things

Transition

A time in people’s lives when big changes are happening, like leaving
school or getting old

Abbreviations
ARC

Association for Real Change

DCAL

Department of Culture, Arts and Leisure

DE

Department of Education

DEL

Department for Employment and Learning

DHSSPS

Department of Health, Social Services and Public Safety

DRD

Department for Regional Development

DSD

Department for Social Development

EHSSB

Eastern Health and Social Services Board

FE

Further Education

HPSSRIA

Health and Personal Social Services Regulation and Improvement
Authority

HPSS

Health and Personal Social Services

HSS

Health and Social Services

LDAF

Learning Disability Award Framework

NHSSB

Northern Health and Social Services Board
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NICVA

Northern Ireland Council for Voluntary Action

NISCC

Northern Ireland Social Care Council

NVQ

National Vocational Qualification

OFMDFM

Office of First Minister and Deputy First Minister

PCP

Person Centred Planning

PSS

Personal Social Services

RPA

Review of Public Administration

SHSSB

Southern Health and Social Services Board

SLD

Severe Learning Disability

TSP

Training Support Programme

UN

United Nations

WHSSB

Western Health and Social Services Board
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Legislation in
Northern Ireland

Annex

G

Most of the recent legislation in Northern Ireland has followed on from Parliamentary Bills first introduced
at Westminster and this is usually done by Orders in Council. The main extant Orders (arranged by date
order) affecting people with a learning disability are:

Chronically Sick and Disabled Persons
(NI) Act 1978
This provides for the identification of people with a disability for the purpose of providing welfare services
under the Health and Personal Social Services (NI) Orders 1972. It also provides for the laying before the
NI Assembly of two reports, one on the placement of people under 65 in a hospital mainly for the care of
elderly people (Section 12 report) and the other on the placement of people under 65 in premises for people
over that age (section 13 report).

Mental Health (NI) Order 1986
Under this Order people with a learning disability (referred to in the Order as mental handicap/mental
impairment) can be detained in hospital for assessment and treatment if they are suffering from a mental
disorder, the nature and degree of which presents a substantial risk to themselves, and when failure to detain
them creates a substantial likelihood of serious physical harm to themselves or others. The Order also allows
for people to be received into guardianship to ensure that the person receives the care and protection he or
she needs. The Order also allows steps to be taken to manage the property and affairs of people who cannot
do so for themselves.

Education and Libraries Boards (NI) Order 1986
and Education (NI) Order 1996
Under these Orders, Education and Library Boards have a duty to identify and assess children in their area
who have special education needs and children who they think have, or will have, special education needs.
If the assessment finds that a child has special education needs, the Education and Library Board must issue
a statement explaining these needs which must also detail the special arrangements being made by the
Education and Library Board to meet those needs.
The 1996 Order provides a legal framework for the assessment and development of special education needs.
It is accompanied by a Code of Practice on the Identification and Assessment of Special Education Needs
(Department of Education for Northern Ireland, 1997), based on its equivalent developed in England and
Wales (DfEE, 1994). This code provides detailed guidance on five stages of assessment.
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Disabled Persons (NI) Act 1989
The Chronically Sick and Disabled Persons (NI) Act 1978 was amended by the Disabled Persons (NI) Act
1989. The 1989 Act, in addition to the provisions in the 1978 Act, requires Health and Social Services
Trusts to assess young people with disabilities, at the time they leave school, for a range of welfare services as
outlined in the Chronically Sick and Disabled Persons (NI) Act 1978. The Trusts are also expected to give
appropriate advice about matters such as employment and further education.
Section 5 of the Disabled Persons (NI) Act 1989 requires Education and Library Boards to notify the
relevant Trust at the time of the first annual review of a statement following the child’s 14th birthday, or at a
time of a reassessment after that birthday, whichever is earlier. This notification is required in order for
Trusts to consider the young person’s needs for social services after they have left school. Education and
Library Boards are also required to notify the Trust between twelve and eight months before the actual date
of ceasing full-time education.
The Disabled Persons (NI) Act 1989 also gives disabled people rights to representation, to assessment of
their needs, and to information and counselling. The statutory provisions relating to representation are
provided in Sections 1 and 2 of the 1989 Act and intended to give the same rights to disabled people in
Northern Ireland as that given in Great Britain by the Disabled Persons (Services, Consultation, and
Representation) Act 1986. For example, Section 2 requires Boards or Trusts to make arrangements for social
services to meet the needs of disabled people, including practical assistance in the home, transport
arrangements to and from home, home adaptations, holidays and help obtaining a telephone. However, ten
years on, these two sections have not yet been implemented in N. Ireland.
Carers of disabled people, including those caring for disabled young people, have the right to have their
ability to care taken into account (section 8) and the right to ask for an assessment of the needs of the
disabled person (section 4).

Health and Personal Social Services (NI) Orders
1991 and 1994
Under these Orders, Health and Social Services Boards are responsible for assessing the health and social
welfare needs of their resident population (including disabled young people and adults) and for
commissioning services to meet these needs.
These Orders brought about the purchaser/provider split in the organisation of health and personal social
services, with Health and Social Services Boards “purchasing” services for their resident population and HSS
Trusts “providing” services, which were agreed through contracts with Health and Social Services Boards.
The Trusts may in turn sub-contract with private and voluntary organisations for services.

The Children Order (NI) 1995
This Order was made in March 1995 and most of its provisions commenced in November 1996. It brings
together most public and private law relating to children and establishes a new approach to services provided
by Health and Social Services Trusts for children and their families.
The Children (NI) Order 1995 provides a legal framework for the provision of social care services for
disabled children and their families and seeks to ensure the integration of these services. They are to be
recognised as children first with the right to have their particular needs met by the provision of services.
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Young people with disabilities, up to the age of 18 (or 21 in some circumstances), are included in the
Order’s definition of “children in need” (Article 17).
The Order defines a child as disabled if he or she is:
“blind, deaf, dumb or suffering from mental disorder of any kind or substantially or permanently
handicapped by illness, injury or congenital deformity or such other disability as may be described.”
The language used is archaic and may be seen as stigmatising, but it is the legal definition to be adhered to
by Trusts providing services and assessing the needs of disabled children. Disabled children, as children in
need, are entitled to services necessary to safeguard and promote their welfare. Trusts are required to take
reasonable steps to identify children in need in their area and to assess the needs of such children.

Northern Ireland Act 1998
Section 75 of the Northern Ireland Act 1998 states:
“A public authority shall, in carrying out its functions to Northern Ireland, have due regard to the need to
promote equality of opportunityBetween persons of different religious belief, political opinion, religious group, age, marital status or sexual
orientation;
Between men and women generally;
Between persons with a disability* and persons without; and
Between persons with dependants and persons without”.
*Disability has the same meaning as in the Disability Discrimination Act 1995 (see below).
Following on from Section 75, public authorities must now undertake Equality Impact Assessments. An
Equality Impact Assessment (EQIA) is a thorough and systematic analysis of a policy. The purpose of
carrying out an EQIA is to identify whether there are differences in the way a policy impacts upon the nine
categories stipulated under Section 75 and whether these differences are adverse i.e. do they have a negative
impact on any of the equality categories. If there are negative impacts then the public body must consider
how these should be addressed. This may involve developing new measures to reduce the negative impact or
developing new measures that more effectively promote equality of opportunity.
This Act also established the Equality Commission for Northern Ireland which subsumed the Northern
Ireland Disability Council and which undertakes the same functions as the Disability Rights Commission in
Great Britain.

Other UK legislation:
Three further pieces of legislation also have implication for services:

Carers Recognition and Service Act 1995
This requires HSS Trusts to undertake an assessment of carers’ needs; to provide information about services
and arrange means whereby their needs can be met.
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Community Care Direct Payments Act 1996
This Act which is mandatory in N. Ireland from 1998, makes it possible for disabled people, including those
with a learning disability, to have a Direct Payment from HSS Trusts, to pay for their community care
services. The individual can use the money to buy or organise the kind of support that best suits them
rather than use services provided by Trusts or other organisations on their behalf.

Disability Discrimination Act 1996
This Act aims to ensure that disabled people have equal opportunities in terms of access to employment,
buildings, and goods and services. It also requires schools, colleges and universities to provide information
for people with disabilities and make suitable accommodation for their needs. There was initial debate about
what constituted ‘services’ but parliamentary challenges have led to the affirmation that services include
health and social services. Under the DDA it is illegal to discriminate by any of the following:
• refusal to provide a service
• treating a person less favourably in the standard of service, or how a service is provided
• providing a service in less favourable terms (e.g. failure to provide access for disabled people).
Under the DDA disabled people are defined as follows:
• must have a physical or mental impairment
• the impairment must adversely affect the individual’s ability to carry out normal daily activities
• the adverse effect must be substantial
• the adverse effect must be long term.
Under the Act the term impairment is defined as relating to the following aspects: mobility, dexterity,
physical condition, continence, ability to lift, speech hearing or eyesight, cognition (memory, concentration
and learning) and perception of risk. There seems little doubt that many people with a learning disability are
‘disabled’ under the DDA definition. It therefore follows that people with a learning disability should be
protected under the DDA.
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Selected Definitions of
Learning Disability

Annex

H

International definitions of what is known as ‘learning disability’ include three elements all of which must be
present:
• significant impairment of intelligence that includes a reduced ability to understand new or
complex information, and to learn new skills;
• deficits in social functioning or adaptive behaviour and a reduced ability to cope independently;
and
• the disability started before adulthood and has a lasting effect on development.
However the precise terminology used in definitions varies and there are significant problems in
operationalising these definitions so that people can be reliably and validly classed as ‘learning disabled.’

Northern Ireland
In Northern Ireland there has been relative consistency in the definitions used although the terminology is
not always consistent. For example, mental handicap is defined in the Mental Health (NI) Order 1986 as:
“A state of arrested or incomplete development of mind which includes significant impairment of intelligence and
social functioning.”
(The Order also defines ‘severe mental handicap’ in similar terms by substituting the word ‘significant’ with
‘severe’)
However this definition omits a key feature included in all international definitions, namely that the
disability or impairment is present from childhood. Moreover the term ‘development of mind’ is impossible
to define accurately (Foundation of People with Learning Disabilities, 2001).

Great Britain
The Scottish Review of Learning Disability Services (Scottish Executive, 2001) considered it important for
any definition to give an appropriate and meaningful description of the services and supports individuals
may need. Hence they state:
People with learning disabilities have a significant life-long condition that started before adulthood, that affected
their development and which means they need help to understand information; learn new skills; and to cope
independently (p.3).
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Likewise the English Review (Department of Health, 2001) gave this definition:
Learning disability includes the presence of:
• a significantly reduced ability to understand new or complex information, to learn new skills
(impaired intelligence), with
• a reduced ability to cope independently (impaired social functioning)
• which started before adulthood with a lasting effect on development.

European Union
The EU Monitoring and Advocacy Program of the Open Society Institute (2003) defined intellectual
disability (also described as learning disability or mental retardation) as:
A lifelong condition, usually present from birth or which develops before the age of 18; is a permanent condition
that is characterized by significantly lower than average intellectual ability; results in significant functional
limitations in intellectual functioning and in adaptive behaviour as expressed in conceptual, social and practical
adaptive skills.
They go on to note that “a person with intellectual disability usually requires support in three or more of the
following areas of major life activity: self-care, receptive and expressive communication, learning, mobility,
self-direction, capacity for independent living and economic self-sufficiency. People with intellectual
disabilities generally need a combination of special, interdisciplinary or generic services, individualized
support, and other forms of assistance that are of lifelong or extended duration and are individually planned
and coordinated”.

United States of America
DSM-IV Diagnostic and Statistical Manual of Mental Disorders
The American Psychiatric Association in their diagnostic classification defines mental retardation as:
(a) significantly sub-average intellectual functioning: an IQ of approximately 70 or below on an
individually measured administered IQ Test
(b) concurrent deficits or impairments in present adaptive functioning (i.e. the person’s effectiveness in
meeting the standards expected of his or her age by his or her cultural group) in at least two of the
following areas: communication, self-care, home-living, social/interpersonal skills, use of community
resources, self-direction, functional academic skills, work, leisure, health and safety
(c) the onset is before age 18 years.
The American Association on Mental Retardation (2002) has been an international leader in defining and
assessing people with ‘mental retardation’. They define mental retardation as:
A disability characterized by significant limitations both in intellectual functioning and in adaptive behaviour as
expressed in conceptual, social and practical adaptive skills. This disability originates before 18 years of age.
They go on to note five assumptions that are essential to the application of this definition:
1. “Limitations in present functioning must be considered within the context of community
environments typical of the individual’s age peers and culture.
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2. Valid assessment considers cultural and linguistic diversity as well as differences in
communication, sensory, motor and behavioural factors.
3. Within an individual, limitations often co-exist with strengths.
4. An important purpose of describing limitations is to develop a profile of needed supports.
5. With appropriate personalized supports over a sustained period, the life functioning to the
person with mental retardation generally will improve”.
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HPSS Expenditure on Learning
Disability Programme

Annex

I

By Trust 2002/03
HSS Trust

Hospital
£’000

Community
£’000

PSS
£’000

Total
£’000

Armagh & Dungannon

8375

1354

6596

16325

Causeway

150

546

4565

5261

Craigavon & Banbridge

791

5204

5995

Down Lisburn

1793

10300

12093

1313

7302

11523

Foyle

2908

Green Park

698

Homefirst

97

698
2604

15826

18527

845

5921

6766

1198

11284

33216

South & East Belfast

522

9760

10282

Sperrin Lakeland

330

6922

7252

Ulster Community and Hospitals

873

7555

8428

United

85

Newry & Mourne
North & West Belfast

TOTAL

20734

32962
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