Supporting Family Carers of People with Learning Di sabilities

Aim of this resource

This resource has been put together to help workers and volunteers within The Princess Royal Trust for Carers and Crossroads Care’s
networks to continue to develop and provide the best possible information and support to family carers of people with learning disabilities. It
aims to:

promote a shared understanding of some of the key issues that impact on family carers of people with learning disabilities

increase knowledge and understanding of some of the key policy messages of particular relevance to people with learning disabilities
and their families

signpost people towards more information and resources around particular issues.

This resource does not contain everything about each topic. Instead it provides a snapshot of policy and information resources and is the
start of a tool that can be grown.

This resource has been produced by the Foundation f  or People with Learning Disabilities and the Sharin g
Caring Project at Sheffield Mencap for The Princess Royal Trust for Carers and Crossroads Care.
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What's special about the needs of family carers of people with learning disabilities?

‘Family carers’ is the term used by learning disability organisations and carers themselves to refer to carers of people with learning
disabilities. The needs of all family carers of people with learning disabilities are fundamentally the same as other carer groups. Key
common issues for all carers include:

1. Being RECOGNISED for the caring role that they are providing by professionals — not just hands-on physical caring but all the
emotional support, prompting and keeping people safe and happy generally

2. Getting hold of the right INFORMATION at the right time in a format that is accessible

3. Having the right SUPPORT for the person cared for and the rest of the family — something that is becoming increasingly difficult due
to tightening eligibility criteria for services

Having the opportunity to be INVOLVED in decision making about the things that affect themselves and their family
Being able to have BREAKS from caring that suit the family

Getting access to the right benefits and not being FINANCIALLY DISADVANTAGED because of caring

Being able to look after their own HEALTH and WELL-BEING

N o o k&

An essential difference between many family carers of people with learning disabilities and other carer groups is the lifetime experience of
caring with different needs arising at different times. The majority of family carers are parents, although there are increasing numbers of
siblings, grandparents and other relatives, partners and friends who are also caring. Most of these family carers have been involved with
the person since birth and their lives are usually centred on the needs of the person with the learning disability. Sometimes it can be easy
for people to make assumptions that the needs of all family carers are the same — but this is clearly not true.

Families often find themselves in situations where they appear to be focusing on the negatives rather than the positives. This is often
misinterpreted by people working in services as obstructive and over-protective. However, family carers have often found their own ways of
coping over many years. They can feel they are not listened to or have their experience recognised when they are trying to get the support
their relative needs. Whether speaking up in meetings, reviews or filling in paperwork, it can be exhausting and frustrating to be perceived
as the person(s) who will always be negative when your intention is quite the opposite!
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1. What is a learning disability?

Many people find the term ‘learning disability’ to be confusing. Many different terms are also used, including ‘mental handicap’,
\ | ‘developmental disability’ or ‘learning difficulty’ — the latter is the term preferred by many self advocates. Many older family carers will
be able to give you a full list of terms, most of which are now considered extremely offensive, that have been used in the past by
different professionals to describe their relatives’ disability.

‘Learning disability’ is the term that the Department of Health now use within their policy and practice documents. In Valuing People (2001)
they describe a ‘learning disability as a:

significantly reduced ability to understand new or complex information, to learn new skills

reduced ability to cope independently which starts before adulthood with lasting effects on development.

A learning disability is a lifetime impairment, usually from birth, that means a person is always likely to need some form of support with their
daily life. Learning disabilities are many and varied. Most people recognise some of the better known syndromes such as Down'’s
syndrome, Rett syndrome and Fragile X, but there are lots more and some people never have a full diagnosis. Many people’s learning
disability occurs from birth or a childhood illness, and many people with a diagnosis of having an Autistic Spectrum Disorder or Cerebral
Palsy may also have a learning disability, although this is not automatic.

Some people’s learning disability may affect only some areas of their life and whilst they may have a job and a family, they may still need
help with tasks such as budgeting, filling in forms and cooking. Other people’s learning disability may mean that they have extremely high
individual support needs and they may need help with every aspect of their personal, health and social care. The fact that the term ‘learning
disability’ can describe people with such extremely different needs is something that many people who don’t have personal experience of
learning disability can struggle to understand.

Between 1% and 2% of the population have a learning disability. It is predicted that numbers are going to increase because people with
learning disabilities are living longer and more young people with complex needs are surviving childhood.

People with more complex needs

If a person has complex needs they will have a range of multiple and additional needs. Valuing People Now has highlighted that a

personalised approach is very important. There is a perception that their specific needs may be overlooked partly because their voices are

not so easily heard. Although policies relevant for all people with learning disabilities should address their needs as well, there are guidance

documents which are specifically relevant to some people with complex needs. They focus on the importance of developing local services:
The updated report by Jim Mansell, Services for People with Learning Disabilities and Challenging Behaviour or Mental Health
Needs (2007)

Commissioning Specialist Adult Learning Disability Health Services (2007)
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Type Name What's it about and who'’s it for? How to get it
- .‘“75 A telephone line, community based advisers and the Mencap
P website make up this advice and information service. Topics
covered include community care, benefits, education, jobs,
™~ The Learning housing, holidays, families and relationships.
o Disability Helpline This is aimed at people with a learning disability, their Tele_phone: 0808 808 1111
” . . . , Email: help@mencap.org.uk
Telephone, families, and workers. It also provides information and advice o=
) : : o Website: www.mencap.org.uk
Website & to anyone wanting to know about learning disability issues
Factsheets and services. An interpretation service is available for people
whose first language is not English.
Has information for families at different stages of a child or
] adult’s life. Provides services and resources around the
E country and can signpost people to local services. Website
ol m_cludes o_n-Iln(_e for_u_r_ns, short fllms and blogs from people Website: www.mencap.ord.uk
Mencap with learning disabilities and family carers.
Website

This resource is suitable for people with learning disabllities,
family carers and workers to use.

E‘

—
2

Website

Foundation for
People with
Learning
Disabilities

Website with information and publications on a range of
topics including children and families, transition, older families
and person centred planning. The Foundation also hosts
several online forums including the Choice Forum, and the
UK Health & Learning Disability Network.

Most suitable for workers and family carers. Different
publications geared towards a range of people including
people with a learning disability.

Website:
www.learningdisabilities.org.uk

Website &

Down’s Syndrome
Association

Provides information, counselling and support for people
with Down's syndrome, their families and carers, as well as
for professionals. There are also regular conference and
training opportunities.

Website:
www.downs-syndrome.org.uk

Helpline 0845 230 0372
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Type

Name

What's it about and who's it for?

How to get it

helpline

Suitable for family carers, workers and people with Down’s
syndrome.

Information on autism and Asperger’s syndrome including
diagnosis, approaches and interventions, resources and links

Website: www.nas.org.uk

y @& to other sources of information and campaigns. There are Autl?seriwphne?ps)iine
National Autistic also several helplines offering different support and 0845 070 4004
Society information on a full range of topics starting from diagnosis. Parent to Parent Line
Website & This site is suitable for family carers and workers and may be 08009520 520
Helpline iy y caré y Advocacy for Education
pful to some people on the autism spectrum too. 0845 0704002
: Rett syndrome is a complex neurological disorder that affects Website:
» 1: mainly girls. This website provides more information about www. rettsyndrome.org.uk/
d O*’v S Rett Syndrome Rett syndrome as well as help, advice and support including
Association UK telephone support Telephone: 01582 798 911
Website & The website is most suitable for families, workers and anyone | EMail: info@rettsyndrome.org.uk
Helpline with an interest in Rett syndrome.
1) The Challenging Behaviour Foundation (CBF) exists to show
E that people with severe learning disabilities who are
g described as having challenging behaviour can enjoy normal Website: www.thecbf.org.uk
@ life opportunities when their behaviour is properly understood
Challenging and they receive the ri_ght individual support. The website Family Support Line:
B . offers a lot of information and factsheets that can be 0845 602 7885
ehaviour : . i
Eoundation downloac_ied an_d thgre is a full resource list. There is also the .
opportunity for individual telephone support, and a Parents Email: info@thecbf.org.uk
Website & Email Network and Family Linking Scheme to help families
Helpline share information and feel less isolated. Resources are free to parents and

This site is mainly aimed at family carers and workers.

unpaid carers.
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Type Name What's it about and who’s it for? How to get it
BILD works with a variety of partners to help shape UK policy
| and strategic thinking to develop better services and support
E British Institute of for people with learning disabilities. Their website offers a
>y Learning wide range of information and resources as well as training Website: www.bild.org.uk
Disabilities (BILD) | and education courses.
Website

This site is most useful for workers and family carers.

Learning
Disability: A life
cycle approach to
Valuing People

This book adopts a life-cycle approach to looking at the lives
of people with learning disabilities, looking at issues from
transition and how everyone can support people to achieve
healthy and valued lives. Although the book is very big, it is
split into manageable sections and contains lots of stories

This is available to buy from

Gordon Grant et al | and examples of good practice. hookshops.
(2004) Open
University Press | A very useful reference book for workers and families.
Provides information and support to families and individuals Website:

affected by any rare chromosome disorder and to
professionals working with them. It is UK wide and offers a

www.rarechromo.org

¥ ¢
® . range of information through its website, forums, email and Helpline: 01883 330776
Unique o
telephone support. Email: info@rarechromo.org
Website &
Helpline This site is mainly aimed at families and workers.
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2. A brief overview of how people with learning dis  abilities have been treated over the last 40
years

There has been a huge change in the way people with learning disabilities are supported in our society over the last 40 years. Often families
were persuaded that the best thing for them and the person they cared for was to leave the person in institutional care and get on with their
life. Many families that cared for people at home were told the person was unlikely to live long into adulthood. Following a series of hospital
scandals, a policy paper, Better Services for the Mentally Handicapped, (1971) ground breaking in its time, laid the foundations for care in
the community and aimed for half of the 60,000 people in long stay hospitals to be living in the community by 1990.

Thirty years later, the policy paper, Valuing People: A new strategy for learning disability for the 21 century set out a vision of a life based
on the principles of rights, independence, choice and inclusion. Instead of fitting into services, people should be able to play a full part in
their communities. Through person centred planning, people should be able to express their wishes and be supported to lead the kind of
lives they wish.

In reality this has been much harder to achieve and the report of the National Director for Learning Disabilities, The Story So Far (2005)
presented a patchy picture. The difficulties faced by many people with learning disabilities and their families were highlighted in a recent
report of the Joint Committee for Human Rights, A Life Like Any Other? (2008). It states that the evidence suggests that adults with
learning disabilities are more liable to poverty, isolation and social exclusion and that efforts to improve lives have had little impact for some.

In 2009, a three year strategy, Valuing People Now, with the strap line, ‘making it happen for everyone’ has the ‘over-arching aim of
designing and delivering public services and support, which meet people’s individual needs.’
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Name

What's it about and who's it for?

How to get it

Website

Learning
Disability History

This site was put together to provide a historical overview on
the learning disability institution as well as being a resource
for memorabilia and factual information on the three hospitals
in Hertfordshire. The site is full of photos, personal stories
and detail about how people with learning disabilities were
treated in the past.

The site is useful for anyone with an interest in understanding
more about the past, particularly people working with older
families and older people with learning disabilities who may
remember or have personal experience of institutional care.

Website:
www.learningdisabilityhistory.com

Book

Forgotten Lives:
Exploring the
history of learning
disability

Edited by D
Atkinson, M
Jackson & Jan
Walmsley (1997)

Forgotten Lives explores the neglected history of learning
disabilities, using people's life stories, documentary evidence,
photographs and archive sources.

This book is most useful for anyone with a particular interest
in the history of people with learning disabilities.

Order from BILD (British Institute of
Learning Disabilities)
www.bild.org.uk

Telephone Book Source on 0845
370 0067

Price £20.00

k

——

Book

Crossing
Boundaries:
Change &
continuity in the
history of learning
disability

Edited by Lindsay
Brigham, et al
(2000)

Crossing Boundaries explores the history of learning
disabilities through the voices of self advocates and leading
researchers in the field. Topics include the history of learning
disability nursing, the use of life stories in research, and the
changing roles of voluntary organisations.

This book will be of interest to anyone interested in the
history of people with learning disabilities.

Order from BILD (British Institute of
Learning Disabilities)
www.bild.org.uk

Telephone Book Source on 0845
370 0067

Price £20.00
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3. Supporting family carers

a. Supporting family carers of people with learning disabilities

More than half of adults with a learning disability live with their families. Even if they live away from the family home, their family carers are
still likely to be involved in supporting them in various ways. Unlike many other carers, family carers of people with learning disabilities are
likely to have experienced a lifetime of caring and to care for decades. They may of course have several caring roles. As they get older they
may rely on their relative with a learning disability for help and caring becomes mutual. People with learning disabilities may themselves be
carers of a parent, spouse, partner, son or daughter.

Over recent years the government has recognised that family carers themselves need support and also that they should have a say in the
development of policy locally and nationally. Valuing People was accompanied by the report, Family Matters (2001) which provided a more
in depth analysis of the needs of family carers, highlighting in particular the needs of older families, families from black and minority ethnic
communities and those people caring for people with high individual support needs. These priorities were incorporated into the main
Valuing People document and recognition of the need to involve and support families was given even more prominence throughout the
2009 update, Valuing People Now.

Assessments of carers’ needs

Carers are entitled to an assessment of need as a result of the Carers (Recognition of Services) Act 1995, the Carers and Disabled Children
Act 2000 and the Carers (Equal Opportunities) Act 2004. Local authorities have been given the power to provide services to carers following
an assessment, although there is no obligation for them to provide this service. They must also consider whether the carer wishes to work
or works and whether the carer is pursuing or wishes to pursue education, training or leisure activities. They can enlist the help of housing,
health and education to support carers’ needs. Like other people eligible for social care support, family carers should be offered the choice
of using direct payments or individual budgets to provide the support needed in a way that suits their particular needs. In some areas,
carers may be charged for any service they receive in their own right.

Carers may not know about their right to an assessment, but it is worth seeking one. Even if the person having the carer’'s assessment
does not obtain any direct support themselves, their relative may get additional support as a result of the carer having their own needs
assessed, and there should be greater recognition and understanding of the support needed if something was to happen to the family carer.

Carers and work
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Family carers often find it difficult to work. As a result of the Work and Families Act 2006 and the Employment Rights Act 1996, carers may
be able to get help to manage work and caring. From April 2007, employees who have worked for an employer for 26 weeks and care for a
chronically ill or disabled relative or friend have the right to request flexible working from their employers. An employer does not have to
agree to the request if it adversely affects the business.

Plans for supporting carers to 2018
A New Deal for Carers in 2007 sought to improve life for carers and had four strands:
A telephone helpline launched in Spring 2009
A training programme, Caring with Confidence which is enabling family carers to get information and helping them to advocate for
their families, either through group or distance learning
£25 million for emergency cover
A review of the 1999 Carers Strategy.

This review, Carers at the heart of 21* century families and communities: A caring system on your side. A life of your own aims that by
2018:

Carers will be respected as expert care partners and will have access to integrated and personalised services they need to support

them in their caring role

Carers will have a life of their own alongside their caring role

Carers will be supported so that they are not forced into financial hardship because of their caring role

Carers will be supported to stay mentally and physically well and treated with dignity

Children and young people will be protected from inappropriate caring and will have the support they need.

In the short term there is money for:
More short term breaks
Support for getting back into work
Help for young carers
Pilots for annual health checks
Pilots for training for GPs to enable them to better support carers.

In the longer term it is intended that:
Carers will have more personalised support and accessible information
There will be training for professionals to support carers
There will be pilots to examine how the NHS can better support carers.
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Type Name What's it about and who’s it for? How to get it
Booklet produced by the Valuing People Support Team to
help family carers of people with learning disabilities
understand more about their rights to a carers assessment, . .
Carers good practice in completing that assessment and what sort of The booklet is available to be
b 4 Assessments: outcomes can come from a good carers assessment. The downloaded from the families
Bookle What's in it for booklet includes a pre-assessment checklist that family pages at the Valuing People
you? carers can complete to help prepare. Support Team’s website at

This is most suitable for family carers and for workers who
are supporting them to understand their rights and to have a
useful experience of a carers’ assessment.

www.valuingpeople.gov.uk

Website

National Family
Carers Network
(NFCN)

The NFCN links organisations and groups that support
families that include adults with learning disabilities. The
Network also provides a voice for issues of particular concern
to carers of adults with learning disabilities through
consultation feedback, has produced some clear overview
information on specific topics and has a website that
signposts people to work happening around England.

This website is of particular value to family carers and anyone
in a role supporting them.

Website: www.familycarers.org.uk

Book

Witnesses to

change: Families,

learning
difficulties and
history

Edited by Sheena
Rolph et al (2005)

This book focuses on changes in family life and learning
disability in the twentieth century. The book includes life
stories of parents, grandparents and other relatives from a
wide variety of families, and families from different social
classes and ethnic groups.

This book will be of great interest to anyone supporting family
carers of people with learning disabilities.

Order from BILD (British Institute of
Learning Disabilities)
www.bild.org.uk

Telephone Book Source on 0845
370 0067

Price £25.00
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Type Name What's it about and who’s it for? How to get it
» ~. Hft's free, national Family Carer Support Service offers
. Q_,’ E information and support to family carers through individual
Fa Family Carer contact, workshop courses, developing resources focused on
o Support Service family carer issues, including a free news digest. Website: www.hft.org.uk
Website Telephone: 0117 906 1751
Telephone & Hft This service is extremely helpful to family carers and the
Books news digest is essential reading to anyone supporting
families of people with learning disabilities.
Government website that signposts carers to a variety of L
. . S : Website:

7 information about their rights, benefits and other useful www. direct.aov.uk/en/CarinaEorSo
E-‘ Caring for information. : -JOV.L !
~! meone/index.htm

Someone

Website This website is useful for family carers and anyone
supporting them to find out about their rights.
Sibs is the UK charity for people who grow up with a disabled

i sister or brother. The organisation aims to improve the life of
E siblings by providing information and support. It also supports
o~ the development of local groups for siblings. There is o .
: . - Website: www.sibs.org.uk

information and support for young and adult siblings as well

Website Sibs as parents and professionals.

This website would be useful to families and professionals.

Pack

Learning with
Families: a
training resource

Foundation for
People with
Learning
Disabilities

Training pack to enable staff to have a better understanding
of what it means for families to have a relative with a learning
disability. The pack includes fims of families sharing their
stories and experiences.

This would be most useful for organisations trying to increase
their awareness of the particular issues facing families of
people with learning disabilities.

Order from the publications section
at:

www.learningdisabilities.org.uk
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Type

Name

What's it about and who's it for?

How to get it

Getting help and
support in your
caring role

National Family

This short paper offers a brief overview of some of the ways
carers of people with leaning disabilities could get help and
support in their role and their rights and entittements to
support.

Available to download from the
resource section at
www.familycarers.org.uk

Booklet Carer Network This may be particularly useful to family carers and anyone
(2007) supporting family carers to get better support.
This guide to Discretionary Trusts has been written for
Discretionary families who have a relative with a learning disability.
Trusts: A guide Discretionary Trusts are a way of putting in place financial
. for families arrangements to help to support a relative. These trusts are This booklet is free to download
particularly suitable for disabled people. A Discretionary Trust from the publications section at:
Booklet Foundation for can also provide a way of owning property.
People with www. learningdisabilities.org. uk
Learning This is a useful guide for family carers of all ages. It is
Disabilities (2004) | always important to seek professional advice, but this
resource is useful in helping families know what sorts of
options are available and what questions to ask.
This report was written following a period of consultation with
families to support the development of the White Paper,
Valuing People. The report highlights the contribution
P s e e e rnes oo | T 1epor can b dourioaded
. " SRS ) : from the Valuing People website at
Department of people with learning disabilities in the context of their family www.valuingpeople.qov.uk
Report Health (2001) relationships, local communities, ethnicity and culture. ' B
This report will be most useful for anyone working with or
supporting families of people with learning disabilities.
You are not alone | A set of guidelines for family carers of young people with
learning disabilities who want to know what help is available if | This booklet is free to download
Foundation for their relative develops an emotional health problem, and how from the publications section at:
People with they might go about getting that help.
Learning www. learningdisabilities.org.uk
Booklet Disabilities (2006)
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Type Name What's it about and who’s it for? How to get it

Tells the stories of three carers, each caring for a relative with

*” Family Carers learning disabilities, from a carer’s perspective. Calls for
o Speak Out changes that will recognise and value carers as a key For further information contact
workforce in health and social care. Jan Mussi at The Bristol and South
DVD Blueprint Manifesto . . . Gloucestershire Pri‘ncess Royal
Carers Project Useful as an mtrod_uctlo_n to _t_he issues anq to get all Trust Carers Centre anm@carers-
Group members of Learnlr]g Disability Partnership Boards to sqg.org.uk
understand carers’ issues.
\, Carers Direct offers information and advice for all carers,
¥ O ) : Carers Direct through a telephone helpline and a website. This covers a
¢ range of issues relevant to family carers, including benefits, Website: www.nhs.uk/carersdirect
' NHS support services and advice on rights. Telephone: 0808 802 02 02
Website &
Telephone

05/10/2009



b. Older families

' People with learning disabilities are now living longer which is a real reason to celebrate. In the past, many family carers
‘@ were led to believe that their relative would be unlikely to live much beyond the age of 20 years. Whilst it is wonderful

==, that people are enjoying longer lives, many people are still living with their family carers, usually parents, who did not

i expect their child would outlive them. A Mencap report, The Housing Timebomb (2002) estimated that 29,000 people

with Iearnlng disabilities in the UK are living at home with a family carer aged 70 years or more and will need alternative housing and
support in the future. Valuing People Now (2001) estimated that a quarter of people with learning disabilities living at home with family
carers over 70 years will not been known to services until there is a crisis. This is largely a ‘hidden’ group of families for whom services and
support have changed beyond recognition from the days when people were offered the choice between leaving their relative in institutional
care or taking them home.

Fears about the future
The major worry for parents is what will happen when they are too old to care, have a crisis or when they die. Valuing People prioritised
people with learning disabilities where family carers were over 70 (later changed in guidance to 65) for person centred plans. Valuing
People Now recommends:

identifying the number of people with learning disabilities living with family carers over 70

using person centred plans to explore with those living with their families what they would like to happen in the future.

Otherwise there is little on the needs of older people with learning disabilities despite people living longer.

Mutual caring
People with learning disabilities who continue to live with their families into middle age and beyond often find themselves in a mutual caring
role as their parents get older. They too may have a right to a carer’'s assessment (see Carers with learning disabilities resource section).

Partnerships
The National Service Framework for Older People was launched in 2001. Once a person with a learning disability reaches old age, older
people’s services and learning disability services may need to work in partnership with learning disability services.

There are more than half a million people in England living with dementia. Among these will be people with learning disabilities. People with
Down’s syndrome are particularly vulnerable and the onset of dementia may be earlier. Living Well with Dementia: A National Strategy
(2009) has set out guidance for good quality care. Partnership between mental health services and learning disability services will be
important.
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Type

Name

What's it about and who's it for?

How to get it

Supporting Older
Families: Making
a real difference

FPLD (2005)

This pack highlights good practice both in planning for the
future and in considering the big and small things that can
make a difference for families in the present. It aims to
support local areas to measure how well they are doing in
providing practical support for older families.

This is a resource aimed more at workers than family carers,

This booklet is free to download

from the publications section at

the Foundation for People with
Learning Disabilities website:

Book although there are many examples and case studies that www. learningdisabilities.org. uk
people may find helpful.
This booklet helps to explain some of the key issues around
supporting older families through person centred planning . .
Person-centred approaches. It also highlights the way using different person H:;Irsn Eﬁgklﬁtblliscgﬁsnt: sggvtiglr?aa?
— approaches and centred planning tools can be of particular value to older the Foun%ation for People with
Booklet older families families.

FPLD (2005)

This resource is aimed at workers but can also be used by
family carers and those supporting them to help them think

about ways to plan for the right support now and in the future.

Learning Disabilities website:

www.learningdisabilities.org.uk

—

b 8

Website

A Lifetime of
Caring

Although this website is not regularly updated, it still offers a
wealth of information aimed at raising awareness and
understanding in workers and services supporting older
families of people with learning disabilities, alongside open
learning materials, practical suggestions and examples.

This website is of particular use to workers and services in
regular contact with people with learning disabilities.

Website:
www.lifetimecaring.org.uk
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Report

Uncertain Futures

Walker C & Walker
A (1998)
Joseph Rowntree
Foundation

Although written a while ago, Uncertain Futures: People with
learning difficulties and their ageing family carers still
provides a solid overview of the issues facing older families
and services and what needs to be done to meet their needs.
Although lots has been achieved since this report, it still worth
reading to gain an overview of some of the topic.

This will be of most interest to workers supporting older
families.

A 4-page summary called People
with learning difficulties a and
their ageing family carers can be
downloaded from the publications
page at www.jrf.org.uk where the
report can also be bought for
£5.00
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c. Families from black and minority ethnic communit ies

Families from black and minority ethnic communities caring for a relative with learning disabilities can be doubly
disadvantaged. This was recognised in 2001, when the report Learning Difficulties and Ethnicity was published alongside
Valuing People. The need for culturally sensitive services has been reiterated in Valuing People Now. The National Advisory Group on
Learning Disabilities and Ethnicity (NAGLDE) advises the government on changes that would help people with learning disabilities from
black and minority ethnic groups. There is more information about NAGLDE’s work at www.learningdisabilities.org.uk

The Race Relations (Amendment) Act (2000) provides a strong legal framework requiring all public authorities to eliminate unlawful
discrimination, to promote equality of opportunity and to promote good relations. It requires public authorities to monitor their work for its
impact on minority ethnic communities but a survey in 2004 of learning disability partnership boards found that less than half of the boards

that responded had monitored the work of the board or service provision. The Race Relations Act will be incorporated into the forthcoming
Equalities Bill.

Type Name What's it about and who's it for? How to get it
Learning This report looks into the needs of people with learning
Difficulties and difficulties from minority ethnic communities, the needs of their Available to download from the
Ethnicity family carers & the services available to meet those needs. ethnicity pages of the Valuing
. The report was part of the work that informed the White People website at
Ghazala Mir et al P Valui P | ui | K
— Department of Health aper, Valuing People. www. valuingpeople.qgov.u
Report (2001)

This report is most suited to workers wishing to get a solid
overview of some of the key issues.

Meeting the The CD was made for families of young people with learning
x\-_-” emotional needs of | disabilities aged 14-25 following a research project. The CD | a free CD can be ordered from the
. young people with | |ooks at growing up, the future, emotional problems, : :
e learning disabilities g9 gup p Foundation for People with

adolescence, mental health problems & support for family

Audio CD from minority carers. The CD is in Urdu, Punjabi, & Sylheti with an English
ethnic communities

Learning Disabilities website at
www. learningdisabilities.org.uk and

transcript. the English transcript can be
FPLD (2006) This is aimed at families of young people with learning downloaded.
disabilities.
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Learning
Difficulties and

This framework was put together to help Learning Disability
Partnership Boards ensure their local services meet the needs

Download from the ethnicity pages

Ethnicity: A of people with learning disabilities and their families from at the Valuing People Website at
framework for minority ethnic communities. Appendix 3 is particularly useful www. valuingpeople.gov.uk
— action. as a list of reading, resources and good practice.
Report Valuing People . _ _ .
(2004) This is particularly useful for workers supporting families.
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d. Supporting carers who have a learning disability

The number of people with learning disabilities who are carers is growing. People may be caring for elderly parents,
husbands, wives, partners, friends or housemates. Like other carers, many people with learning disabilities are happy to
care for others and proud of what they are doing. However, like other carers, they may need some help in the role, and
support to make decisions about the type and amount of caring they are doing.

Valuing People Now (2009) and Carers at the Heart of 21% century families and communities (2008) have both recognised carers with
learning disabilities as a group who are not usually getting the right support and whose needs should be recognised and met. Although
there are not a lot of dedicated resources yet, this is expected to change over the next few years. The main challenge is to make sure that
carers with a learning disability are able to access mainstream carers services, information and support as well as having some dedicated
support where appropriate.

This pack is most useful for carers with a learning disability
and anyone supporting them.

Type Name What's it about and who’s it for? How to get it
Sections aimed at supporting people wih leaming disabiitics | AVaiable to download from the
Being a Carer & to explore whether thllzeeIO are%rz:argr and how a cgrers following websites:
Having a Carer’'s P y . www.valuingpeople.gov.uk
, assessment may help them. The pack includes a pre- - .
Assessment: How assessment form that people can complete with someone (families section)
to get help if you they trust to hel thempthinpk through wElat help they need in www.learingdisabilities.org.uk
are doing alot to y . P 9 b they (family support, mutual caring
their own right, as well as what help they may need as a .
look after another . . . section)
person carer. The pack includes a guidance section for people
Pack supporting people with learning disabilities who are carers. Some hard copies may be
(2008) available from the Valuing People

Now Team

05/10/2009




Who cares for us?

Website offering information and linking up opportunities for
carers with learning disabilities. This is part of a campaign to
see more recognition and support for people with learning
disabilities who find themselves in a caring situation.

Who carers for us? Web pages
are hosted in the campaign
section of Inspired Services

website:
www.inspiredservices.org.uk
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4. Supporting children with learning disabilities

Although children were briefly considered in Valuing People and Valuing People Now, since the 1989 Children Act
children with learning disabilities are seen as children first and their needs addressed primarily within children’s policy
and legislation.

Key legislation and policy documents
The Green Paper, Every Child Matters (2003) has been very influential in the development of children’s services. It states that children and
young people want to:
- be healthy

stay safe

enjoy and achieve

make a positive contribution

achieve economic wellbeing.

The Children Act (2004) seeks to uphold these five principles by encouraging greater cooperation and interagency working. This included
setting up:

the new post of a Commissioner for Children

the Department of Children, Schools and the Family

Children’s Trusts locally.

Alongside the Children Act, the National Service Framework (NSF) for Children and Maternity Services (2004) is a ten year strategy to
improve the well being of children. Standard 8 states that children and young people who are disabled or who have complex health needs
should receive coordinated, high quality child and family centred services which are based on assessed needs, promote social inclusion
and where possible enable their families to live ordinary lives.

One of the concerns of families of disabled children has been the number of professionals they meet and the various assessments the
children have had. Between 2006 and 2008, local authorities were expected to implement a Common Assessment Framework, to ensure
the sharing of information, reduce bureaucracy, and provide a lead professional to be a single point of contact for each disabled child.

The Children’s Plan: Building Brighter Futures, a 10 year strategy, was published in 2007. Its aims include raising expectations and

improving the educational attainment of all children and young people, improving support to young families and providing more activities
outside school.
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The Children’s Healthcare Strategy, Healthy Lives, Brighter Futures (2009) includes measures to increase the number of health visitors,
improve support to vulnerable families and to strengthen Sure Start. It allocates £340 million for the period 2008-11 for palliative care, end
of life care, short breaks, community equipment and wheelchair services for disabled children and young people.

Every Disabled Child Matters
Every Disabled Child Matters is an ongoing campaign led by four organisations: the Council for Disabled Children, Contact a Family,
Mencap and the Special Educational Consortium. It aims for greater justice for disabled children and their families. It welcomed the report
Aiming High for Disabled Children (AHDC) (2007) which included the following:

a Core Offer that sets out what disabled children and their families should expect from services

Parent participation is encouraged through parent forums

There is more money for short breaks, child care and transition support.

Young children

Alongside Sure Start for all young children, there is a government programme Early Support for children with disabilities. This was set up as
a result of the guidance document Together from the Start (2003). Local authorities and Primary Care Trusts are encouraged to use the
Early Support approach, to ensure that families with a young disabled child have a key worker or lead professional and get the coordinated
support they need.

Education

Children with learning disabilities did not have the right to education until 1971. Over recent years there has been a trend to greater
inclusion. The Special Education Needs and Disability Act (2001) consolidated and amended previous education legislation, extending the
right of children with Special Educational Needs (SEN) to be educated in mainstream settings, unless the parents wish otherwise or it is
incompatible with the efficient education of other children. The statutory guidance, Inclusive Schooling (2001) suggested that ‘nearly all
children with SEN can be successfully included in mainstream education.” The Government’s strategy for SEN, Removing Barriers to
Achievement (2004), accelerated the process, but also acknowledged the difficulties. Families vary in their wishes about their children’s
education; some pressing for inclusion and others preferring a special school.

Type Name What is it about and who is it for? Howt ogetit
Umbrella body for disabled children in England. Signposts
| il families with disabled children and children with SEN to

N . Council for releyant organisations. They do not provide direct support or Website: www.ncb.org.uk
«> Disabled Children | advice.
Website Most useful for family carers and workers.
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Name

What is it about and who is it for?

Howt ogetit

National Parent
Partnership
Network

Network of statutory services that offer information, advice
and support for parents of children and young people with
special educational needs (SEN). They will also be able to
put parents in touch with other local organisations.

This website is most useful for parents and workers trying to
link families into support.

Website:
www.parentpartnership.org.uk

Website

Early Support

Government programme to achieve better co-ordinated,
family focused services for young disabled children and their
families. This is a national programme that is being
introduced and used in local authorities, hospitals and
community-based health services across England. There is
a specific section for families, including a family pack and lots
of information, newsletters and stories.

Most useful for parents and workers.

Website:
www.earlysupport.org.uk

Some information translated into
other languages

Website &
Helpline

Network 81

A national network of parents working towards properly
resourced inclusive education for children with special
educational needs. Network 81 offers a National Helpline and
can offer advice on all matters relating to Special Educational
Needs.

Particularly useful to parents and those working to support
them.

Website: www.network81.org

Helpline: 0845 077 4055
(open weekdays 10am to 1pm)

Family Fund

Government agency which helps families of disabled and
seriously ill children under the age of 16. Gives grants and
information related to the care of the child. The range of
grants includes holidays, leisure, laundry equipment, driving
lessons and lots more.

Useful for family carers and workers.

Website: www.familyfund.org.uk
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Type Name What is it about and who is it for? Howt ogetit
u ,3 Provides support and advice to parents whatever the
- disability or medical condition of their child. Contact a Family . :
P . : Website: www.cafamily.org.uk
S - have information on over 1,000 rare syndromes and rare
® Contact a family dlsorder_s and can often put.famllles in touch ywth_each_ other. Helpline: 0808 808 3555
Information booklets on topics such as benefits, financial . i .
. ; 4 Email: helpline@cafamily.org.uk
. help, employment, relationships, grandparents and siblings. .
Website & Interpreters available
helpline Extremely useful for family carers and workers.
All Together
Better: A guide This guide draws on the experiences of families interviewed
for families of a as part of the ‘Working Together’ research project. It aims to
disabled child help families gets the best possible support for all aspects of
il 4 with complex their family life. It includes a checklist of questions to help Available to download from the
health care needs | families prompt professionals to give them the support they resources section at:
really need. www.bristol.ac.uk/norahfry
Booklet Debby Watson et al
(2004) This is an extremely useful guide for family carers and for
Norah Fry workers supporting them to get the most out of services.
Research Centre
Fathers often have different experiences to mothers but little
information is geared to their needs. This is an information
Information for booklet for fathers who have a disabled child. Download boqklet fro”.‘ the
Dads ] Qc;/ntact a f?mll_?/ websTS (()jrf .
Most useful for fathers of children with disabilities but also for | *1>-/H-C8 8T BI0LLECRES
Booklet (Contact a family) | other family members and workers. CLLSSS e
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Type Name What is it about and who is it for? Howt ogetit
Recognising
Fathers: Booklet and a report with information and recommendations
understanding the | to help employers, practitioners and service commissioners
experiences of understand the issues fathers face, and how services can
fathgrs of ch!ldren best involve and support fathers. Download the publication from:
with learning www.learningdisabilities.org.uk
gl disabilities Most useful for fathers and for workers. : —
(Foundation for
Booklet People with
Learning
Disabilities)
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#, 5. Transition and young people

Transition describes the move from children’s services to adult services; this can involve leaving school, transferring from
children and family services to adult social care services and transferring from paediatric services to adult health services. It has
been recognised for many years that this period of change is not always well co-ordinated by services and that planning is often
poor or does not start soon enough.

Family carers have great concerns about what will happen for young people with learning disabilities after they leave full time education.
They also worry about the impact on their own lives as schools provide a settled pattern for their week and the opportunity for many parents
to work, study or just have some time to themselves. The transition process has often been a very poor experience for many families who
have commonly described the process as ‘falling off the edge of a cliff’. Many families are shocked to find out that they may not be eligible
for funding to support their relative to live a full and meaningful life once they reach adult services.

The transition process was laid down in the Education Act (1996). In Year 9 (aged 14+) the young person with a statement of educational
needs will have a review, organised by the school. It should involve family, friends and professionals from different agencies, including
health, who may be helping the young person. If the young person has support from social care, someone from the relevant team should be
present. Otherwise social services should be informed by the school as in due course the young person is likely to need a community care
assessment and plan at the age of 18 as laid down by the Community Care Act (1990). It is good practice to have such reviews with those
young people who do not have statements, who nonetheless have additional needs. The meeting is about planning for their future. This
should lead to a Transition Plan. It is now expected that the plan should be person centred so that the young person will be the focus and
have choice and control over their futures.

At 16, and at the last review before the end of compulsory education, the young person should have an assessment and report about
further education and training needs as a result of the Learning and Skills Act (2000). This is called a section 140 assessment. It should fit
in with the overall planning for the future described above.

The reality of transition is still unsatisfactory for many young people and their families. In 2008, the government invested in a pilot transition

programme, Getting a Life to ensure young people with severe learning disabilities leave education and go on to employment and achieve
full lives.
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Type Name What is it about and who is it for? Howt ogetit
Group of organisations who work together with the common
aim of improving the young people’s experience of transition
| to adulthood. The Network provides information through the
_ Transition website, magazines, e-newsletter and seminars. L
o> Information WWWw transiti\évn?rz‘zl;[gtwork org.uk
Network This website will be particularly useful for families and ; 010
workers.
Website
H Website for young people from ethnic minority communities to Website: www.movinaonun. info
] . find out about transition to adulthood. ; > : gonup.In
> Moving On Up with options to browse in a variety
Website Most useful for young people. of languages
E - : A national charity promoting opportunities and information on
- Skill: National . - . .
s Bureau for access to education after the_age of 16, training a_t work, entry Website: www.skill.org.uk
@ | . to employment and volunteering. Includes a section for young
Students with , , o
Disabilities people. Information service helpline:
Website & 0800 328 5050
helpline

Trans Active:

Uses multimedia to help young people to explore ideas and

- . )
L tlrna(;l:ﬁ:\cl)er)l communicate. Encourages teenagers without learning
planning for disabilities to support teenagers with dlsg_bllltles to plan. Website:
teenagers Resources and qurm_atlon zone for families, carers and — trans-activé.orq.uk
Website teachers and the site includes an area for young people,
called Teenzone.
Stygr?g?erset tﬂﬁk To help young peopl_e_ feel stronge_zr about themselves as they
(2005) go through the transition to adult life. _Developed and run by
Foundation for young people who had alrgaady experlenced transition and o
People with covers subjects such as frl_ends, feellngs, growing up and www.learningdisabilities.org.uk
Learning where to get support. Provides materials and ideas for groups
Pack Disabilities and group supporters.
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Type Name What is it about and who is it for? Howt ogetit
What kind of a
Future? Based on the stories of young people who have been through
Supporting young | transition - what helped them to make positive changes. At the
people with end of each section there are ideas for young people and
Down’s syndrome | information about some easy read websites and booklets.
to lead full lives Also useful addresses and information for families. www.learningdisabilities.org.uk
after they leave
Booklet school written in plain English with an

Foundation for
People with
Learning
Disabilities (2007)

easy read summary

)

Booklet

Moving On and
Keeping Happy:
your guide to
transition and
good mental
health

University of
Birmingham (2007)

Guidelines about people with learning disabilities who also
have mental health problems or behaviour problems — to help
people through transition.

Includes easy read information.

There is an easy-read version for young people with learning
disabilities as well as a quick reference guide that workers
and family carers may find most useful.

Download different sections,
including the quick reference
guides, from the Learning
Disability Transition Guide section
at the University of Birmingham’s
website at
www. [dtransitionguide.bham.ac.uk

Skill: National
Bureau for
Students with
Disabilities

Provide information about the different options available to
young people — have information sheets and a part-time
helpline.

Aimed at young people, their families and supporters.

www.skill.org.uk

Making Choices
about leaving
school
Thinkpad

Questions for young people to answer about their future with
spaces to put in their answers.

www.skKill.org.uk/uploads/Thinkpad
.doc
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Type Name What is it about and who is it for? Howt ogetit
We Can Dream Booklet for young people with autistic spectrum disorders and
| Foundation for their families and supporters to read together about having a Download from
L People with meaningful life after school. www.learningdisabilities.org.uk
Booklet Learning
Disabilities (2009)
' A transition guide Good practice guidance on the roles, responsibilities and
L for all services: duties of different agencies including legal duties.
key information Aimed chiefly at service providers and professionals but .
for professionals useful for anyone wanting detailed information. S b r(1)f:> network.org. uk
transili)(;)#tptrr(])iess www.ev_erychiI(_jmatters.qov.uk
Booklet for disabled Hard copies available from DCSF
0845 60 222 60
young people
(2007)

Getting A Life

Magazine for everyone working with and for disabled young
people in transition to adulthood.

www.transitioninfonetwork.org.uk

05/10/2009




6. Adult life

a. Citizenship

People with learning disabilities have the same rights as citizens as other people. Equalities legislation is there to
ensure that this actually happens in practice. Valuing People has led to improvements, enabling some people with learning disabilities to
play a full part in their communities. Valuing People Now sets out guiding principles: rights, independent living, control and inclusion. The
report, Improving the Life Chances of Disabled People (2005) set out a 20 year strategy to improve the quality of life, independence and
inclusion of disabled people.

Rights

Despite the Human Rights Act (1998) people with learning disabilities are sometimes at risk of being denied their human rights. The report,
A Life Like Any Other? (2008) underlines the need for vigilance. It found that adults with learning disabilities ‘continue to experience a high
level of prejudice and discrimination.’

The Disability Discrimination Act (1995) has been extended by the Special Educational Needs and Disability Act (2001) and the Disability
Discrimination Act (2005) so that disabled people have rights in the areas of education, employment, access to goods, facilities and
services, including large private clubs and transport and owning or renting property. Public bodies also have a disability equality duty. They
are required to give ‘due regard’ to promoting equality for disabled people in every area of their work.

Having replaced the Disability Rights Commission with the Equality and Human Rights Commission in 2007, the Government is introducing
an Equality Bill in response to an earlier review of equalities legislation. The prime intention of this Bill is to ensure that all citizens can better
understand and have clarity about their rights, roles and responsibilities in family and in society. The Bill will bring together previous
legislation and further tackle discrimination. Many people pressed for family carers of people with learning disabilities to be included. There
was a legal precedent through the Coleman-Attridge case (2008) whereby the parent of a disabled son successfully took a case to the
European High Court on the grounds that her employer (the London legal firm, Attridge Law) had discriminated against her in the workplace
because of her disabled son. The Government has conceded that carers will be protected from ‘discrimination by association’ (in particular
to goods and services as well as in employment) within the forthcoming Equalities Bill.

Decision making

The Mental Capacity Act (2005) has set out the process of decision making for people who may lack capacity at certain points. The
presumption is that a person can make a decision, but if a person is assessed as unable (‘lacks capacity’) to make a particular decision,
then the decision must be made in their best interests taking into account their wishes and feelings. Family carers will be consulted and so
this clarifies their role in decision making if someone lacks capacity for a particular decision. The Mental Capacity Act (2005) also covers
financial matters for those who lack capacity.
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Advocacy

Valuing People Now reiterates the importance of advocacy for people with learning disabilities if they are going to have control over their
lives. Putting People First states that people should have better information, support and advocacy. More money is now being spent on
advocacy — both self advocacy enabling people to speak up for themselves and citizen advocacy whereby people who need this support
can have someone to get to know them and represent their wishes. There are also professional advocates who are paid to advocate for
someone, and peer advocates who have had similar experiences to that person.

Self advocates have increasingly been involved in policy development since Valuing People was accompanied by Nothing About Us
Without Us which emphasised that decision making should always include people with learning disabilities.

Often advocacy groups are vulnerable as funding can be short term. The service provision is therefore patchy. There are certain situations
in which people should be able to have access to advocacy. If someone is assessed as lacking capacity for a particular serious decision
and there is no one who can express their wishes, they are entitled to an Independent Mental Capacity Advocate (IMCA).

Under the Mental Health Act 2007, there are Independent Mental Health Advocates (IMHA) for those who ‘qualify’, for example those who
are sectioned under the Act. This will include some people with learning disabilities. It will enable people to understand and exercise their
rights.

Parents with learning disabilities should have independent advocacy where children are possibly going to be taken into care. They should
also have advocacy to help them to access services.

Type Name What's it about and who’s it for? How to get it
Keys to A clear, practical resource for anyone who wants to develop
Citizenship: A more individual support for people with learning disabilities
guide to getting a_nd e_x_p_lore social inclusion for adults with learning Available to buy through the ‘shop’
Rl | good support disabilities. ,
— services for page at the In Control website at
people with This book would be useful to any family carers or workers www.in-control.org.uk
learning wanting to understand more about supporting people with . .
difficulties learning disabilities to have more choice and control over their Price: £12.50 incl. p &p
daily lives.
Book Simon Duffy
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Name What's it about and who'’s it for? How to get it
Connecting This guide is for people interested in setting up a community The guidelines are free to
People: The steps | connecting service for people and is particularly powerful in download from the publications

to making it illustrating how people with higher support needs have been section of
happen helped to play a role in their communities. The DVD that www.learningdisabilities.org.uk
accompanies the guidelines is particularly powerful.
Foundation for Contact the Foundation to order
People with This pack may be particularly useful for families and workers the DVD
Leaning Disabilities | supporting people with higher individual needs to get a good
(2009) life.

Ly

Easy guide to the
human rights act

Outlines the act and how it can be applied in real life
situations.

Order from BILD (British Institute
of Learning Disabilities)

www.bild.org.uk

(2001)
Telephone Book Source on 0845
Booklet 370 0067
A Guide to the
Human Rights
Act;):obcl)gl\(:l(iatthfor A booklet to help people with learning disabilities understand
Legrnin the Human Rights Act - gives examples from work, supported | www.justice.gov.uk/news/docs/hu
: Disabilitigs housing, day services and dealing with the local council. man-rights-act-learning-disabilities
Booklet (updated 2009) Includes contact details to get further help.
Ministry of Justice
. e The Equality and Telephone:
O ' Human Rights Helpline for disabled people to get information about their 08457 622 633
Commission rights. Will help people who think they have been mistreated. Email:
Helpline helpline info@equalityhumanrights.com
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Type Name What's it about and who's it for? How to get it
Making Decisions:
An introduction to
the Mer_ltal A brief introduction to the Mental Capacity Act with a particular Dow_nload the _factsheet from the
Capacity f how it miaht impact on beoole with learnin National Famlly_ Carer Network
(2006) ocus on how it mig b peop 9 website on
Booklet disabilities and their family carers. www.familycarers.org.uk
National Family
Carer Network
Making decisions: This booklet can be downloaded
'?ri%l#llgs ;?]rdfirtrllq'g’ This booklet aims to tell family carers more about the Mental from www.dca.gov. uk/legal-
: Capacity Act and how it relates to people who help care for _ bolicy/mental-
unpaid carers someone over 16 who is unable to make some or all capacity/mibooklets/booklet02.pdf
(2006) decisions._ It explains the Act how to decide if a person lacks You can order hard copies from 023
Booklet Mental Capacity the capaC|t)’/ to make a dgmsmn an.d'what will happen if a 8087 8036/38 Email
Implementation person can’t make a particular decision. reorder@inprintlitho.com
Programme
Mental Capacity
Act 2005
Deprivation of
Liberty This guide has been produced to ensure that families and Download from the BILD website
safeguards: a carers understand more about how people who lack capacity at
Booklet guide for families are protected from being deprived of their liberty unlawfully in www. bild.org.uk
and carers a hospital or care home.
(2009)
NAS, Action on
Elder Abuse, BILD
.bf. Making decisions:
e an egisi)c/i(;ead www.publicquardian.gov.uk/docs/
An introduction to the Mental Capacity Act. making-decisions-opg605-
Booklet & CD 1207.pdf

Office of the Public
Guardian
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Type

Name

What's it about and who's it for?

How to get it

Guidance on the
Mental Capacity
Act for staff
working with
carers

The Princess Royal
Trust for Carers

This guidance gives a useful overview to staff supporting
family carers of the most relevant parts of the Act to their
work.

Most relevant for staff, but helpful to carers too.

Download the briefing from The
Princess Royal Trust for Carers
professionals site’s mental health
section:
www.carers.org/professionals

(2008)
The Mental
.‘:ﬁ Capacity Act 2005 | DVD for people with learning disabilities, their families and
o't Explained carers to understand the basic principles of the Mental www.hft.org.uk
= Capacity Act.
Home Farm Trust
DVD
. This short paper is about the rights of people with learning
When things go o . .
wrong ]Eilsa_bllltles and what action can be t_aken by_ them or their Download the factsheet from the
amily when a person has a complaint or grievance. National Family Carer Network
National Family o . : website on
— — Carer Network This gives a very uS(_efuI over_wew_to fa_lr_n_lly carers and anyone www.familycarers.org.uk
(2007) supporting people with learning disabilities to challenge when - —
Booklet necessary.
L lf\cl)?“sggl Izov:/lijtw The National Forum is part of the consultation between www.nationalforum.co. uk
> Learpnin Government and people with learning disabilities. The website : =
-earning has information about regional forums and current campaigns.
Website Difficulties
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b. Getting the right support

“;
[“ =,
\ %’ ﬁ Personalisation

A Since Putting People First (2007), the thrust of government policy has been towards personalisation. This means people
having choice and control over their own lives, through person centred planning and self directed support. Personalisation will mean that
people should be able to have a clear indication of the way that money from social services, health, benefits and so forth come together to
fund their own care and support. People can then use different ways to spend their money as long as it meets the agreed needs. Some
people can manage this budget themselves, others will need support from other people, such as family carers or care agencies. Many
family carers welcome the choice and control personalisation offers, but others are very worried by the amount of extra work and
responsibility this system may put on top of their usual caring.

Person centred planning

Person centred planning (PCP) is at the heart of Valuing People. This means that each person should be at the centre of planning about
their life. PCP is a way of helping people with learning disabilities, and the people who know and care about them most. Some people have
found that having a circle of support which may be made up of their family, friends and supporters - according to their own wishes — is a
good of making plans and getting them implemented. Circles of support help people to connect with people in their own community rather
than being chiefly dependent on services for support. Person centred plans should cover all aspects of their lives, for example health,
education, employment, leisure, community activities and social care.

Eligibility criteria

Eligibility for social care is determined by a community care assessment by social services (Community Care Act 1990). Fair Access to
Care is a way laid down by the government since 2003 of determining eligibility criteria. However there are variations between local
authorities on the level of need they will support. A recent report from CSCI, Cutting the Cake Fairly (2008) has drawn attention to this lack
of equity across the country. The Green Paper on Social Care, Shaping the Future of Social Care Together (2009), proposes implementing
a standardised set of eligibility criteria for all social care services in England.

Self directed support

Direct payments and personal budgets are at heart of the government’s personalisation agenda. Since the introduction of direct payments in
1996 a disabled person can be allocated a sum of money to fund aspects of their care agreed with the local authority. They have been
available for family carers since the Carers and Disabled Children Act (2000), and since 2003, it has been required that each person who is
eligible for social services support should be told about this option. For legal reasons there are limited circumstances where direct payments
are not possible and councils should inform people in these situations.

A personal budget is a term used to describe an upfront, transparent allocation of social care resources to individuals. It could be managed
by a council or another organisation on behalf of an individual, be paid as a cash sum (a direct payment) to the individual, or as a mixture of
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both - it is for the individual to choose. Funding sources may include the Independent Living Fund, Access to Work and Disability Funds
grants, as well as the person’s social care budget. As a result of the Putting People First Initiative (2007), councils are expected between

2008 and 2011 to increase the number of direct payments and to roll out a system of personal budgets.

Some people prefer to access services and not to direct their own support. Families vary in their response to direct payments and personal
budgets. Some see this as an exciting opportunity for their relative to have a greater chance of leading the life of their choice. Others are
concerned about the responsibilities involved. These may include employing staff, although help from agencies should be available.
However, personal budgets should enable people to have more choice about the approach that they want to take, if implemented and
managed appropriately.

Type Name What's it about and who'’s it for? How to get it
The Essential This resource guide on how self directed support works was
Hzevmtgyhcélwd%ur written by a family carer Available to buy through the ‘shop’
: Py : : page at the In Control website
_ family member be | This really clear and easy to use booklet is a great resource :
. " . . www.in-control.org.uk
in control for families wanting to understand more about self-directed
Booklet _ support and anyone supporting them. Price: £10.00 incl. p & p
By Caroline

Tomlinson (2007)

Getting in control

Hft Family Carer

This DVD explains what is possible when people with learning
disabilities and those closest to them are told ‘up front’ how
much money is allocated to supporting them. It shows how
they can decide together how to spend their entittement in

Order the film through Hft's Family
Carer Support Service at
www. hft.org.uk

DVD Support Service | ways that best suit them and their situation. Price: £6.00 including p & p
5 Clear information about self directed support, factsheets,
u guestions and answers, and lots of resources that help people
Cy to understand how using self directed support can help people
o _ In Control and their families have more choice and control in their lives. Website:
Website '

An essential resource for family carers, workers and people
with learning disabilities and their supporters.

www.in-control.org.uk
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Type

Name

What's it about and who's it for?

How to get it

Self Directed

This newsletter was produced by the Valuing People Support
Team to support families of people with learning disabilities to
understand more about self directed support and how it can

National Family
Carer Network
(2007)

S;gr%ﬁiréf‘ help peopI(_a have more_choice and (_:(_)ntrol in t_heir_lives. The Dow_nload from the_newsletter
newsletter is full of stories from families that highlight the section of the Valuing People
. advantages and challenges of using self directed support and website at
April 2008 the impact it has on families www. valuingpeople.gov.uk
Newsletter Valuing People ' ' —
Newsletter This newsletter is aimed at family carers and will also benefit
those supporting them.
Self-directed This short paper aims to give a brief overview of how self-
support: Direct directed support can help individuals and their families have
payments, more choice and control over their lives.
individual budgets
e and In Control This short overview is a useful overview for family carers and Available to download from the
Booklet people supporting them. resources section of

www.familycarer.org.uk

Individual
budgets-living
your life, your way

Department of

Films with people talking about how they have used individual
budgets and the effect it has had on their lives. This does not
go into specific detail but useful as an overview.

Useful for families and workers wanting to understand more

To view stories and the film, follow
the link below to the stories part of
the Personalisation pages of the
DH Care Network website:

www.dhcarenetworks.org.uk/Perso

Workbook

McStravick & Poll

wishing to use self directed support.

DVD Hﬁiltwocr:lfsr € about individual budgets. nalisation/Stories/
Top Tips : :
. A workbook for people who are creating their own support : ‘ ,
A And ) ) - Available to buy through the ‘shop
i
\\rj \*}) In The Driving plan aimed at taking more control of their lives. page at the In Control website
Seat This resource is particularly useful for families wanting to start Www.in-control.org.uk
Sanderson, planning better support with the person they care for and Price: £9.00 incl. p & p

05/10/2009




Type Name What's it about and who's it for? How to get it
Journey to " :
independ)(/ence: Accessible pack and CD aimed at showing people with Order from B."‘D (Br't'sfh .Instltute
how to run your learning disabilities how to get a direct payment and find and of Learning Disabilities)
y g g pay
life with direct employ a personal assistant. www. bild.org.uk
payments
Very useful for families, workers and self-advocacy groups to | Telephone Book Source on 0845
Pack & CD | Stacey Gramlich et | use with people with learning disabilities interested in using 370 0067
al (2003) direct payments. Price £25.00

Workbook

Personal Planning
Book

Foundation for
People with
Learning
Disabilities (2005)

This workbook is for people with learning disabilities to
complete with the support of those who know them best. The
book helps people create a detailed personal plan and is
really useful for emergencies, for helping people understand
how best to support individuals and shaping their plans for the
future.

This is a great resource for families to use together.

The workbook is free to download
from the publications section of
www.learningdisabilities.org.uk

Website

Helen Sanderson
Associates —
Person centred
thinking &
planning training
& consultancy

This website is packed full of information and resources about
person centred thinking and planning with children and adults
with a variety of needs. There are examples of plans and
articles explaining about different techniques to use.

This is most useful for family carers and workers with an
interest in finding out more about person centred planning.

Website:
www.helensandersonassociates.c
0.uk

Pack

Communication
for Person
Centred Planning

Foundation for
People with
Learning
Disabilities (2005)

This pack was designed to help people working on person
centred planning to better understand the communication
styles of people with learning disabilities and the unique ways
people put their message across, even if they have no spoken
language.

This short booklet will be most useful to families and workers.

The pack is free to download from
the publications section of
www.learningdisabilities.org.uk
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Type Name What's it about and who's it for? How to get it
This ‘family-led’ organisation offers consultancy and training
; around person centred planning with a focus on families being
H involved and valued within the process. The website is
' > packed full of stories, flms and plans to help families feel
- - , inspired about how to move forward and support their relative L
Website Families Leading to (?evelop their own plans. There are also I|?)Iloenty of links to Website :

Planning UK

other articles and resources.

This website is aimed at families but is useful for anyone
supporting families through person centred planning.

www.familiesleadingplanning.co.uk

. W

Circles Network

Circles Network uses the tools of person centred planning to
facilitate inclusion in the community, mainly through the
setting up of circles of support and individual projects. Circles
Network also provides training for individuals, family carers,
workers and organisations. The website has lots of
information about person centred planning, how to use the
different tools and stories.

Website:

Website www.circlesnetwork.org.uk
This website is useful to family carers, and workers wanting to
know more about circles and other person centred planning
tools.
This is an easier read booklet about how the Mental Capacity
Banking on good Act 2005 can help people with learning disabilities to deal with
decisions thg|r money. It is for peop!e who have a bank account, The booklet is free to download
building society or post office account or who would like to . :
. from the publications section of
Foundation for Open one. www.learningdisabilities.org.uk
e People with : g O,
Booklet Learning This is a really useful booklet for anyone to use and may be

Disabilities (2005)

particularly helpful for family carers and people with learning
disabilities.
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Name

What's it about and who's it for?

How to get it

W

Website

Making Money
Easier

This website was developed by ARC (Association for Real
Change) and United Response following research by ARC
that highlighted the need for resources to help people with a
learning disability to understand banks and banking products
and services.

This website is really easy for people with learning disabilities
and their families and supporters to use together.

Website:
http://banking.making-money-
easier.info/
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c. A safe life

Sadly people with a learning disability are often victims of bullying, harassment and physical intimidation, emotional,
racial, financial, physical or sexual abuse. People with a learning disability are four times more likely to be abused.
The Healthcare Commission reports on scandals in Cornwall and Sutton and Merton (2006 and 2007 respectively)
illustrate just how vulnerable people with a learning disability are.

Key legislation
The Disability Discrimination Act and Human Rights Act should offer people protection. The Sexual Offences Act (2003) aimed to ensure
that people who are unable to consent are better protected from sexual abuse.

The Care Standards Act (2000) brought residential and domiciliary care services under the inspection of a new body, the Commission for
Social Care Inspection and set minimum standards. The Care Quality Commission has now taken over this role.

Disability Hate Crime is now recognised. Section 146 of the Criminal Justice Act (2003) has imposed, since April 2005, a duty upon courts
to increase the sentence for any offence aggravated by hostility based on the victim’s actual or perceived disability.

No Secrets guidance

Following the government guidance No Secrets (2000), local authorities in England and Wales have established multi-agency adult
protection partnerships to lead on Safeguarding Adults work. These Safeguarding Adults Partnerships, or Adult Protection Committees,
have developed policies and procedures outlining appropriate responses to the abuse of ‘vulnerable adults’, including people with learning
disabilities.

The Independent Safeguarding Agency (ISA)

With respect to those working with children and vulnerable adults, the Safeguarding of Vulnerable Groups Act (2006) has led to the setting
up of the Independent Safeguarding Agency (ISA). There has been a period of transition. From October 2009, working with the Criminal
Records Bureau, the ISA will assess whether a person should be able to work with children or vulnerable adults. It will operate one barring
list for children and one for vulnerable adults. There is concern that where a person with learning disabilities hires their own personal
assistant there will be no obligation to carry out a CRB check, although this is recommended as good practice.

People with learning disabilities and the courts

As a result of the Youth Justice & Criminal Evidence Act (1999), vulnerable people are entitled to special measures in court. For example
people with learning disabilities can have an approved intermediary, who is there to assist withesses to communicate their best evidence at
trials or pre-trial stages, and use communication aids. The Code of Practice for Victims of Crime (2005) includes an enhanced service for
vulnerable victims.
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There is real concern from everyone, and especially families, that people with learning disabilities continue to experience abuse and
harassment, despite the measures to protect them.

Type Name What's it about and who'’s it for? How to get it
This booklet offers guidance for people with learning
Keep safe: A disabilities and those who support them about keeping safe.
. . Download a copy from the Home
guide to personal It covers topics from how to keep safe when at home and out Office at
e i safe_ty for people and about, as well as explaining how to_deal with problems www.crimereduction.homeoffice.qo
Booklet with learning such as harassment, attacks and mugging. It also v.uk/keepsafe.htm
disabilities encourages people to report incidents to the police. or order a copy from Prolog 0870
Home Office (2006) | An extremely accessible booklet for people with learning 241 4680 and quote product code
L : KSLD1
disabilities and anyone supporting them.
Pocket sized guides for people with learning disabilities to VIA publications
Ato z lets keep provide ideas about how to keep safe. They cover .
safe harassment on public transport, on the street and people Telephone: 020 7729 5436
t— taking your money. L .
Booklets values Into Action | | | - Website: www.viauk.org
(2001) Most su_ltable for people with learning disabilities and those Price £5.00 for a set
supporting them to stay safe.
nl‘ A national charity supporting people with learning disabilities
_ and other vulner_able people who hav_e experienced crime or Telephone helpline: 0845 122 8695
> abuse. Support is also offered to family carers and workers.
_ _V(_)lce_ UK _also offers training and runs campaigns focused on Helpline text number: 07797
< W injustices in the legal system, measures to prevent abuse and 800642
O Voice UK making sure that those employed to work with people with

Helpline &
Website

learning disabilities are suitable to do so. The website also
has links to a number of useful resources.

This is particularly useful for families, individual with learning
disabilities and workers.

Website: www.voiceuk.org.uk

Email: helpline@voiceuk.org.uk
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Name

What's it about and who's it for?

How to get it

o >

Website

Ann Craft Trust

The Ann Craft Trust is a UK based organisation working with
staff in the statutory, independent and voluntary sectors to
protect people with learning disabilities who may be at risk
from abuse. They also provide advice and information to
parents and carers who may have concerns about someone

Contact the Ann Craft Trust:
wWww.anncrafttrust.org

Telephone 0115 951 5232

they are supporting.
Email: ann-craft-
This website is most useful for workers and family carers. trust@nottingham.ac.uk
This book helps people recognise the various kinds of abuse
(e.g. sexual, financial and physical) adults with learning Order the book from Voice UK:
Stop! No More R : : -
disabilities may encounter in their daily life. The book
Abuse .
encourages people to speak up about abuse. www.voiceuk.org.uk
Voice UK Telephone: 01332 291042
This book is for people with learning disabilities to read alone
Booklet or with a family carer or supporter. Price: £5.00
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d. A Healthy Life

People with learning disabilities have the same health needs as everyone else, but some are at greater risk of health
problems. Generally, people with learning disabilities access mainstream health services, but there are also specialist

learning disability services for those with the most complex physical and mental health problems where they may receive treatment and
therapies.

It is good practice for people with learning disabilities to have a health plan or a health action plan. There is evidence that they do not
always get the treatment they need. This has been highlighted in two recent reports: Equal Treatment: Closing the Gap (2006) from the
Disability Rights Commission and Death by Indifference (2007) from Mencap. An Inquiry report, Healthcare for All (2008) resulting from the

Mencap report put forward a series of recommendations which have been accepted in Valuing People Now. It will build on the Department
of Health Action Plan, Promoting Equality (2007).

Plans include the following:

GPs are to give annual health checks and to receive training to work better with people with learning disabilities

Acute hospital care is to be improved. A learning disability acute hospital liaison nurse is recommended

Family carers are to be seen as partners in care

The health needs of family carers should be recognised

Data collection is to be improved to help with planning

Services must fulfil the disability equality duty. The Care Quality Commission is to ensure that this happens

Primary Care trusts are to identify the needs of people with learning disabilities and family carers

Specialist health care, where it is needed, should adhere to the Department of Health’s Good Practice Guidance in Commissioning
Specialist Adult Learning Disability Health Services (2007)

There is to be an inquiry into the premature deaths of people with learning disabilities

The government is piloting personal health budgets from 2009.
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Type Name What's it about and who’s it for? How to get it
\ This website is for people with learning disabilities and people
I who support them to find out relevant health information in an
- easy to understand and clear way. The site includes a range
«ey of health leaflets that can be downloaded, short films and L
. ) . . . Website:
Website Easy Health information for patients and health professionals as well as
: : : www.easyhealth.org.uk
links to other sources of information.
This website is an excellent resource for families and workers
to support people with learning disabilities to use.
I I This website gives clear information on lots of issues about
: mental health and learning disabilities. Website:
>y Clear Thoughts
Website This site would be most useful to family carers and workers. www.clearthoughts.info
All about feeling This booklet is for_young people v_vith learning disabilities
down aged 14 to 25. This booklet explains what young people can Available to download from the
do if they feel down and how to manage changes. . X
. publications section at
Fglégd?etlcx;taor This is particularly useful for family carers and workers to use www.learningdisabilities.org. uk
L ple. with young people with learning disabilities.
earning
Booklet

Disabilities (2003)

My Health: Health
Action Planning
and Health
Facilitation for
people with a
learning disability

This film is available to watch online or download. It is made
for people with learning disabilities to stress the importance of
looking after your health and how a health action plan and the
support of a health facilitator can help.

This clear film would be really useful for people with learning
disabilities to watch with the support of their family or other
supporters.

Website:
www.mvyhealthdvd.co.uk
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Type

Name

What's it about and who's it for?

How to get it

|
[l
|
n.‘
—
L

Online

UK health and
learning disability

This is an open network with a focus on health and adults
with a learning disability. The network is facilitated by Janet
Cobb and run through the Foundation for People with
Learning Disabilities. This is a thriving network that is very
useful in keeping people up to date about health
developments as well as answering health related queries.

To join the network, log on to:

network network www.learningdisabilities.org.uk/ldhn
This network would be very useful to family carers, health
professionals and anyone else supporting people with
learning disabilities.
List of information
about health for This extremely comprehensive resource lists a wealth of
people with health information in clearly indexed into three sections:
learning 1. easy to read information This list can be downloaded from
difficulties, 2. information for Carers and Families the health pages at the Valuing
= families and 3. further reading. People website at
professionals There are quick summaries of information followed by clear www.valuinapeople.qov.uk
Booklet links to information. - =
Compiled by Karen
Duggan, Mcintyre | This is useful to all.
Care (2004)
This guidance for hospitals, families and paid support staff
was produced by Hft and the Valuing People Support Team.
Working It is essential reading for anyone wanting to make sure that
e Together: Easy people with learning disabilities get the right support and This booklet is available to
steps to treatment while they are in hospital. It covers pre-admission download from the hospital part of
Booklet improving how to hospital, a hospital stay and preparation for discharge.

people with a
learning disability
are supported
when in hospital

This is an excellent resource for family carers and any other
workers supporting a person around going into hospital.

the health resource section of the
Valuing People website at
www.valuingpeople.gov.uk
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Type

Name

What's it about and who's it for?

How to get it

Down’s Syndrome
and Dementia:

This DVD powerfully illustrates both a sister’s dedication to
her brother and a gold standard of care for someone with
Down’s syndrome and dementia. This is an incredibly clear
resource that lasts for 45 minutes and takes you through all
the information and steps that people go through from

This DVD can be ordered from the
Down’s syndrome Association at
the website:

= Fighting for diagnosis to end of life support. www.downs-syndrome.org.uk
Andrew
bVD Price: £15.00
This is aimed at family carers and any workers supporting ’ '
people with Down’s syndrome and dementia.
Health Newsletter | This newsletter is a really useful overview of what is This newsletter can be downloaded
happening around the country to improve the health of people | from the newsletter section of the
Autumn 2007 with learning disabilities and to address the health Valuing people website at
Valuing People inequalities many people with learning disabilities and their www. valuingpeople.org.uk
Newsletter families face when dealing with the NHS.
Newsletter
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e. A home of your own

Many family carers of people with learning disabilities want their relative to live as independently as possible but with
the right support that will enable them to be happy, safe and with a full and active life. Families worry about the quality
of support and how much input they are required or able to give, particularly in non-24 hour supported living options.
Many family carers worry about how this will continue when they are no longer able to oversee it. Although many
people with learning disabilities enjoy living more independently, family carers hear about other family’s experiences of
things going wrong which leads them to worry greatly about the future. Families usually want to work in partnership with support services to
make sure that their relatives make smooth transitions and enjoy a good life in their chosen home. It is really important that supporters
working with people with learning disabilities value the role and experience of family carers and wherever possible work in partnership with
them to the overall benefit of the individual.

Whereas more than 50% of people with learning disabilities live in the family home, 30% live in residential care and 15% rent their own
home. A small number own or part own their home. Valuing People Now states that people with learning disabilities should have the
opportunity to make an informed choice about where they live and who they live with. Even when people live away from the family home,
many people continue to receive regular and substantial support from their families.

Policy
The government is aiming to increase the numbers of socially excluded adults who live in their own accommodation and are in employment.
Adults with learning disabilities are one of the priority groups. Progress is being monitored through the Public Service Agreement (PSA) 16.

Launched in 2003, the Supporting People programme has enabled some people with learning disabilities to live in their own home with
housing related support. According to people’s needs this might include ensuring they are accessing all their benefits or offering a weekly
home visit.

Housing options

There is a big range of housing options, stretching from home ownership to private rented accommodation for people with learning
disabilities. Although the options have increased, families need access to good information and advice as well as practical support to ensure
that people moving away from the family home are given every opportunity to make sure that move is successful. Many family carers are
concerned that if their relative is living in their own home they may still need to provide financial and practical support beyond what is
possible for them. Valuing People Now states that this should not happen. Whilst the move towards more self directed support and
supported living works well for many people, others can be isolated and remain heavily reliant on families who may find caring even more
pressured if they have to do this from a distance. Also, if the person with a learning disability lives in residential care and is not a self-
funder, then the family will not incur additional costs. Therefore, there can be perverse incentives towards residential care if families believe
they will be consistently poorer through supporting a relative in the community.
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Type Name What is it about and who is it for? Howt ogetit
Housing Options provides a Housing Advisory Service for www.housingoptions.org.uk
_ ' people with learning disabilities, their families and supporters.
Housing Options ;I:::er?;] ir::z_\ll?nll‘o()trsmjtrgr?tzggﬁishizginquICk briefs’ that give Has an Easy read section which
— 9 includes stories from people
Booklet about where they live.
Free advice to people with learning disabilities, families and
| ' ' advocates.
; Housing Options Phone 0845 456 1497
Helpline helpline
My Home and
Money A guide for ;?]eqple who s.uplpc()jr_t adults with Iej\rnlng d|§ab|I|t|es Available to download from
i _ ' to manage their money, including parents and professionals. www.housingoptions.ord.uk
= Housing Options
(2007)
Booklet
\_/ o
" N Finding a Place to
o Live - Help with Guides to help people with learning disabilities plan a move to
your plans a new home. It provides help with thinking about what sort of Hard paper copies and CD Rom
housing someone wants, what support they would need, how versions can be ordered from
Valuing People to find it and how to pay for it. The Valuing People Support
Support Team, The Team or downloaded from the
Booklet & CD | Housing & Support | This is an excellent resource for families and workers to use. housing section at
Rom Partnership, www.valuingpeople.gov.uk

Housing Options
(2008)
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Type

Name

What is it about and who is it for?

Howt ogetit

0.

Your Place to
Live: Making it
happen

Hall, Harker and

This manual and film show the range of housing and support
options for people with learning disabilities and has sections
which allow people, their families and supporters to make their
own assessment of housing and support need. The film
shows six people who have found their own place to live and
incorporates their families’ views too.

A really clear resource for families to use together and for

Available to buy from Housing
Options at
www.housingoptions.org.uk
or telephone 0845 456 1497

oz Wood (2004) workers too.
Pack, video
and cd rom
o This list of |r_1format|on was comp_lled _by Speakup Rotherha_m Available to download from the
The Big List — a for the Valuing People Team. This brings together information friendlv information’ part of the
list of friendly about where to find out more about housing and support for dly »
: . . : PRI housing resource section of the
information about people with learning disabilities. Ui I bsi
== housing Va umgIP_eop e Wle site ali
Booklet Very useful for family carers and workers. BRI PEOIIC. O
Discretionary This guide was written for families who have a relative with a
Trusts: A Q_wde Iearnln_g dlse_lblllty. Discretionary trusts are a way of putting in This guide can be downloaded
for Families place financial arrangements to help to support a relative and f ither th blicati
(2004) can be a way of owning property. rom either the publications
section of the Foundation’s
Booklet Housing Options website at

and Foundation for
People with
Learning
Disabilities

www.learningdisabiltiies.org.uk or
from Housing Options at
www.housingoptions.org.uk
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f. Employment and education

Employment
Some family carers are keen for their relative with a learning disability to have a job. Others are more sceptical,
particularly if their relative has high support needs.

A major plank of government policy has been to get people into work. A specific aim is to increase the number of people with learning
disabilities in the workforce. It is estimated that only 10% of people with learning disabilities known to services have a job, and that is likely
to be part-time. The government’s Public Service Agreement 16 is measuring the progress to employment of people with learning
disabilities known to social services.

The Green Paper No One Written Off: Reforming Welfare to Reward Responsibility (2008) announced a doubling of the Access to Work
budget by 2013/14. It is now recognised that some people will need ongoing support. There are also plans to set up a new specialist
disability programme, IDEAS, in 2010, to replace the current Workstep, work preparation and Job Introduction schemes.

The Green Paper states ‘the most severely disabled people or others with full-time caring responsibilities would not be required to look for
work.” Whilst some people may be unable to work because of a disability or particular caring responsibilities and should not be required to
do so, many disabled people and family carers would wish to work and would not wish to be excluded.

The social mobility White Paper, New Opportunities: Fair Chances for the Future (2009) states that the government plans to introduce
support brokers by autumn 2009. They will help people to use personal budgets as well as other disability employment funding to access
work.

A cross governmental strategy on employment and people with learning disabilities, Valuing Employment Now; real jobs for people with
learning disabilities, was published in the June 2009.

Further education and training

There has been afocus on improving the quality of education for young people including young people with learning disabilities to prepare
them better for adult life. This has included the further education sector where many young people with learning disabilities study after
leaving school.

The White Paper, 14 to 19 Education and Skills (2005) included young people with learning difficulties. In the same year, the Learning and

Skills Council (LSC) published its review of provision for learners with learning difficulties Through Inclusion to Excellence. This led to a
national strategy, Learning for Living and Work (2006), which emphasised the need to create more vocational opportunities for disabled

05/10/2009



learners and programmes which are centred on employability. The LSC is being disbanded in 2010 when local authorities will become
responsible for full time students with learning difficulties up to the age of 25.

From 2010 a proposed Foundation Learning Tier should help students with learning disabilities to follow courses for which they will be
accredited. They will be able to work at their own pace and in a way that meets their needs.

Progression through Partnership (2007) is a joint initiative from the Department for Children, Schools and Families (DCSF), the Department
for Innovation, Universities and Skills (DIUS), the Department for Work and Pensions (DWP) and the Department of Health (DH). They are
committed to working together to promote learning opportunities for all learners with learning disabilities post 16. There is great concern
among families about how these young people can lead a meaningful life.

Type Name What's it about and who’s it for? How to get it
This is a step-by-step guide to getting a job for people with
e e oot ety | The bockde can be downloaded
(2006) explore how to get into employment from the employment section at the
' Valuing People website at
Booklet This is useful for people with learning disabilities and anyone www. valuingpeople.gov.uk
supporting them to think about employment.
| want to work: A This guide tells people with learning disabilities about how
guide to benefits ) , X : o
their benefits may be affected if they get a job. This is an
and work for important area for many family carers who are often The booklet can be downloaded
people with a P ivle for helpin y Iy ith their finan from the employment section at the
— learning disability responsibie Tor helping people Wi eir finances. Valuing People website at
Booklet (2006) This is written for pe_ople with learning disabilities, families www.valuingpeople.gov.uk
and anyone supporting them.
You can work it This booklet explores the range of different employment
out! Best practice options for people with learning disabilities from supported
in employment for | employment, running your own business, social firms, work The booklet can be downloaded
people with a experience to volunteering. from the employment section at the
learning disability. Valuing People website at
This is a very useful booklet for family carers and people with www.valuingpeople.gov.uk
Booklet (2006) leaning disabilities interested in knowing more about the

range of options.
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Name

What's it about and who's it for?

How to get it

In Business

Foundation for
People with
Learning
Disabilities

In Business is a programme of work to help make self
employment a viable route into work for people with learning
disabilities.

Resources include:

Quick Guide to Self Employment

Developing a Business ldea

Writing a Business Plan

www.learningdisabilities.org.uk
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g. Day time activities, leisure, breaks and transpo  rt

One of the major concerns of some families is what opportunities their adult relative has for day time activities if they do not

have a job. Valuing People set in progress the modernisation of day services. Although it was stated that this should lead to

improvements for both users and their families, the perception of some families has been that these developments have
been an excuse to cut services. The survey report of the Learning Disability Coalition, Tell It Like It Is (2008), found a worrying cut of 34% in
day activities.

Through person centred planning it is expected that opportunities for day time and leisure activities will be addressed. Individual budgets or
direct payments can be used for support. This is a major and ongoing shift from people being in segregated day centres to being engaged
in community activities which has not always been implemented effectively.

A major issue can be transport. In line with the Independent Living Strategy (2008) the Department for Transport has produced best practice
guidance for transport providers on provision of information for disabled people, Inclusive Mobility. Access to travel training is being
encouraged. Often the mobility component of the Disability Living Allowance is useful to those who are eligible.

Breaks are often important for families and can provide opportunities for people with learning disabilities to enlarge their experiences and
circle of friends. It is important that short breaks meet both the needs of families and people with learning disabilities themselves. Partly as a
result of campaign reports such as Breaking Point (2003) and Breaking Point: Families still need a break (2006) by Mencap, there has been
more emphasis placed on short breaks.

Type Name What's it about and who’s it for? How to get it

Special Olympics Great Britain is the major provider of
H sporting opportunities for people with a learning disability and
n] provides equality of opportunity for all athletes, regardless of
~ ability or degree of disability. The website has information on
- events and activities and can signpost people to the 135 clubs
Website Special Olympics | currently supporting children and adults with learning Website:

Great Britain disabilities across the country. www.sogb.org.uk

A useful signpost for families wanting to support the person
they care for to access sporting opportunities.
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Hft Family Carer
support Service

This guide is invaluable for families and anyone supporting
people with learning disabilities and their families to access
breaks.

Type Name What's it about and who's it for? How to get it
The Inclusive Fitness Initiative is a programme that supports
the fitness industry to become more inclusive, catering for the
| needs of disabled and non-disabled people alike. Through a
n range of projects and products, the Initiative has supported Website:
oy Inclusive Fitness facilities across England to create an inclusive service, www.inclusivefitness .orq/qettinqpe
o Initiative increasing p_artlupgtlon by _dlsabled people. The site mclqdes : o Ieactivé/
Website health and fitness information, user stories and case studies S
and a guide to accessing inclusive environments.
This is a really useful site for family carers and workers
wishing to find ways of supporting people to get fit.
A Guide to Short
Brgaks: _ This short breaks guide was written on behalf of the Valuing
Supporting family | pegnje Support Team and is aimed at family carers and
szietrrlslgafriﬁgle people with leaming disabilities. There are sections on what | - . through the SCIE Social
- disabilities to have breaks are, their importance and how to make them Care Online website at www.scie-
Booklet short breaks that successful as well as shared information and best practice. socialcareonline.org.uk
work for them This is a useful guide for family carers and those supporting
J. Fitzpatrick & A, | them.
Wood (2007)
Hft's Family Carer Support Service produces an annual guide
for people with learning disabilities and their families to help
Holiday Steer people towar;ls information they may need for b_ooking _
Information and planning a hollday. Amongst other things, thg gglde Download a copy from the Family
—_— covers places to stay in the UK and abroad, special interest Carer Support pages at
Booklet holidays, insurance, benefits and financial help. www.hft.org.uk or send off for a

hard copy.
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Type Name What's it about and who's it for? How to get it
Faith in Practice:
including people
with learning
disabilities in faith As part of a larger project about the spiritual and religious Free to download from the
communities rights of people with learning disabilities, this DVD was Foundation for People with
produced for faith communities so that they can better include Learning Disabilities website at
DVD Foundation for people with learning disabilities. www.learningdisabilities.org.uk
People with
Learning
Disabilities (2006)
People spend a lot of their time supporting people with
learning disabilities in meeting their physical needs and
helping them acquire new skills. There is not much time for Free to download from the
e No box to tick thinking about spiritual and emotional needs, but people with S :
) o o ; . publications section of the
learning disabilities say this is very important to them. This Foundation for Peole with
FPLD (2004) booklet discusses ways of supporting their spiritual needs. : on for Feople w
Booklet Learning Disabilities website at

This booklet is aimed at family carers and workers supporting
individuals and their families.

www. learningdisabilitlies.org.uk

05/10/2009




h. Friendships and relationships

One of the biggest worries for many family carers is that the people they care for are lonely and may not have strong

enough friendship networks outside of their family. This message has been put forward so strongly by family carers and self
advocates that friendship has been brought within policy both in Valuing People and in Valuing People Now. The social isolation of some
people with learning disabilities needs addressing.

Valuing People Now recommends that the Care Quality Commission with the National Directors for Learning Disabilities should address the
role of registered care services in supporting people to:

keep in contact with friends and family

have a range of social activities

develop and sustain relationships, which includes sexual relationships within the laws of safeguarding and human rights.

Parents with Learning Disabilities

Parents with learning disabilities usually need support and often they are unfairly at risk of having their children taken into care. Parents with
a learning disability are expected to benefit from the Parenting Implementation Project set up in 2008 by the DCSF. Often parents need
specific support and it is important that the needs of the whole family are taken on board.

Many of the resources aimed at supporting people wi  th learning disabilities to increase their friendsh ip opportunities can be
found within the person centred planning resources highlighted in the ‘Getting the Right Support’ sect ion.
Type Name What's it about and who’s it for? How to get it
. This guidance was written to help services improve their
Good Practice : . S o
: support for parents with a learning disability and their children.
Guidance on . . . o
Working with Thl_s aims to increase the_ chance_s_ of these chlldr_en continuing
_ . to live with their parents in a positive and supportive
—— Parents with a . : : , : . .
Report Leamin environment and meeting the children’s needs. This guidance | This report can be downloaded
Disabilitg is particularly aimed at improving joined up working between from the publications section on
y adult and children’s services. the Department of Health’s

website at www.dh.gov.uk

Dept. of Health &
Dept. for Education
& Skills (2007)

This is aimed particularly at workers but family carers will also
find it useful for giving clear information about what should be
happening to support parents with learning disabilities.
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Type Name What's it about and who's it for? How to get it
- This is a practical guide to making inclusion a reality for
Building ' . N . .
Community people with Ieamlng c_Ilsabllltles. The book oytllnes p_ractlcal
. steps to developing circles of support that will result in long- The book can be ordered through
through Circles of lasting friendshi q , : : \ h blicati : fih
Friends asting friendships and on-going connections in a person’s the publications section of the
local community. The book contains practical guidance and Foundation’s website at:
. examples of good practice, as well as real life case studies. www.learningdisabilities.org.uk
Foundation for
Pﬁgglrﬁi\r’]\’gh This book is useful for any family carer or worker supporting a Price £5.00
Book Disabilities (2006) person Wlth learning disabilities to be part of their local
community.
These photo-story booklets have been written with men and
Phil’s Story: A women with learning difficulties around same sex relationship
photo story about issues. Often people with learning difficulties do not have
a gay man with anyone to speak to about their sexual identity which can
| e e s tacsronmn ey | Dosioad b booiet o e
ors ' ) . \ , : RN resources section of the Norah
identity and with all people with learning disabilities to help .
Booklets Jan’s Story: A them think about how to challenge homophaobia Fry Resea}rch Centre website at
' ' www. bristol.ac.uk/norah fry/
photo story about
a lesbian with An excellent resource for men and women with learning
learning disabilities as well as for family carers and workers to help
difficulties them understand how best to support individuals.
Helping People These two accessible books for designed for adults with
with a Learning learning disabilities follow the experiences of five people Available to buy through Jessica
Disability Explore | finding out about independence as they share a house Kingsley Publishers at
Relationships together. It explores the kind of everyday situations which www.[Kp.com
arise at work and at home.
Eve and Neil Price: £13.99
Book Jackson These booklets can be read alone by adults with learning

disabilities or with family carers and workers.
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Type Name What's it about and who's it for? How to get it
This easy read booklet covers good practice in supporting
Supporting parents with learning disabilities as well as keeping the This booklet can be downloaded
Parents with children of parents with learning disabilities safe from harm, from the Change website at
—_— Learning and to enable the whole family to receive fair treatment. www.changepeople.co.uk
Disabilities — Or from the Valuing People
Good practice website at
Booklet guidance www.valuingpeople.gov.uk
; Working Together | This website is part of the Norah Fry Research Centre and the
u with Parents network aims to spread positive practice and to promote
Cy Network: policy change so that parents with learning disabilities and
o Supporting their children can get better support. Website:
Website parents with www.bristol.ac.uk/norahfry/right-
learning This is a useful website for family carers and workers support

disabilities and
their children

supporting parents with learning disabilities.
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7. Having a say in the development of services

Over recent years people with learning disabilities have had a say in the development of services. The National Forum for people
with learning disabilities, a meeting of representatives from regional forums advises the government. The co-chairs sit on the
Learning Disabilities Programme Board. It oversees the delivery of Valuing People Now and comprises civil servants from key
government departments and partners.

Increasingly family carers are also able to express views about services. The National Valuing Families Forum which comprises
representatives of regional forums meets regularly and has influence at national level.

The National Advisory Group on learning disability and ethnicity advises government on issues affecting people with learning disabilities and
their families from black and minority ethnic communities. It includes people with learning disabilities and family carers.

Locally people with learning disabilities and family carers sit on the learning disability partnership boards. It is expected that the partnership

boards supported by the Valuing People regional leads will drive local policy and practice forward more consistently as a result of Valuing
People Now.

Type Name What's it about and who'’s it for? How to get it
The NFCN links groups and organisations that support
families that include an adult with a learning disability. One of

i the objectives is to give a national focus to a wide range of
E policy issues concerning family carers of adults with a
Cy learning disability, including carers with a learning disability.
- National Family Members of the network are sent regular newsletters and Website:
Website Carer Network updates and have the opportunity to contribute to wider W familycarer.s org.uk
(NFCN) consultations. The website helps to signpost family carers to : —

local and regional opportunities.

This is a useful website for family carers of adults with
learning disabilities and anyone working within an
organisation that supports them.
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Type Name What's it about and who’s it for? How to get it

Partners in Policymaking is a leadership training course for

uf disabled adults and family carers. It has grown over the last
- " ten years into a national group of people who believe that all L
— _ > : : Website:
-y Partners in people should have the right to live the life they choose. . . :
i . : www. partnersinpolicymaking.co.u
Policymaking There are Partners courses happening around the country, K
Website including courses for workers. =

This website will be of particular interest to family carers.

The ‘Partnership’ section of the Valuing People website hosts

: a range of information about how Learning Disability Visit the partnership section on
"’I' Valuing People Partnership Boards work and how the voices of family carers the ‘resources’ page at the
= Support Team should be heard within the processes. Valuing People website at
- www.valuingpeople.org.uk
Website
This toolkit was put together by the Valuing people Support
Team to help Learning Disability Partnership Boards, and
family carer representatives on those Boards, get a clear
Valuing Families: picture of what local authorities should be doing to support Browse or download from the
A Toolkit for families of people with learning disabilities. families section of the Valuing
Family Friendly People website at
Resource Services This remains a useful resource for family carers wanting to www. valuingpeople.org.uk
pack know how to get more involved and what to push for in

advocating for better support for people with learning
disabilities and their families.

This resource pack was developed by:
Christine Towers and Hazel Morgan, Foundation for P eople with Learning Disabilities
Dalia Magrill, Sharing Caring Project
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