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understood and the misunderstanding can cause unnecessary concern
and anxiety to people themselves as well as to their families.

3.21 Home ownership and assured tenancies have to be matched and
coordinated with a package of care specifically designed to support the
particular individual in the home of their choice. Independent supported
living can be enjoyed by people with very high or complex needs as
well as those with fewer needs, because the support is tailored to their
particular requirements. This was identified in the evaluation of DH's
extra care housing pilot programme for people with learning disabilities,
A Measure of Success (CSIP, 2008).¢

3.22 Some people with learning disabilities who have their own tenancies still
sometimes find that their rights as tenants are overlooked or ignored on
a routine basis. People with learning disabilities have the same rights in
law as other people.

3.23 People assessed and funded as needing NHS continuing care can and
should be supported to stay in their own homes, with intensive health
input as required.

3.24 PSA 16 (see text box on page 80) measures the progress in the numbers
of adults with learning disabilities known to social services moving into
settled accommodation (ie not living in NHS campuses or residential
care). This is a delivery priority for Government and local authorities.

3.25 Our Health, Our Care, Our Say®® said that all NHS campuses should
close by 2010. In 2007, DH announced a three-year £175 million
capital fund to help develop appropriate housing for people leaving
campus accommodation. Additional revenue funding will be provided:
£96 million over the three years to 2010/11.

67 http://networks.csip.org.uk/IndependentLivingChoices/Housing/Topics/browse/LearningDisabilities/
68 Our Health, Our Care, Our Say, Department of Health (2006)
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80 CHAPTER 3: HAVING A LIFE

Public Service Agreement PSA 16

The Socially Excluded Adults Public Service Agreement target (PSA 16
target) was announced in October 2007 as part of the Comprehensive
Spending Review, and as such is one of Government'’s top 30 priorities
for 2007-10. The PSA is led by the Cabinet Office and owned jointly by
DH, DWP, CLG, DCSF, Department for Innovation, Universities and Skills
(DIUS) and the Ministry of Justice.

Evidence shows that without the firm foundations of a settled home and
job, the most disadvantaged adults risk a lifetime of social exclusion for
themselves and their children, and potentially place a lifetime cost on
society. The Government is committed to ensuring that socially excluded
adults are offered the chance to get back on a path to a more successful
life, by increasing the proportion in settled accommodation and in
employment.

The PSA focuses on four client groups who are particularly at risk of
exclusion. While these groups can be highly vulnerable, they are also in
contact with services that could and should make a difference. They are:

« young adults leaving care;

 adult offenders under probation supervision;
 adults receiving secondary mental health services; and
« adults with learning disabilities known to councils.

All of the PSA indicators are also included in the latest local government
performance framework. All local authorities have to report on them,
and some are setting themselves specific improvement targets through
the Local Area Agreement process.

3.26 Housing related support, through the Supporting People programme,
already helps many people with learning disabilities to live in their
own home through the provision of housing related support services.
People with learning disabilities will continue to benefit from locally
planned and delivered housing related support to help individuals live
as independently as possible. The Supporting People outcomes set is a
measurement tool designed to test the effectiveness of housing related
support services. It provides all service users, including people with
learning disabilities, with the opportunity to decide, in collaboration
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with their service provider, which outcomes their support services should
bring about for them.

3.27 The Housing Corporation’s 2008-11 National Affordable Housing
Programme has allocated over £340 million for the development of new
supported housing. Its successor agency, the Homes and Communities
Agency, is working closely with DH to identify future capital investment
opportunities to develop a range of social home ownership options for
people with learning disabilities.

3.28 The Government recognises that, for some people, housing design and
management linked to their disability might increase costs above the
local norm. What is required is a funding arrangement that does not put
people’s housing security at risk, is based on an assessment of individual
need and reasonableness and achieves best value in terms of available
housing for public expenditure. DWP is committed to reviewing the
Housing Benefit Regulations in the longer term, and in the short term is
producing guidance to Housing Benefit officers.

Making it happen locally and regionally — key recommended
actions

« Joint Strategic Needs Assessments to identify the housing needs
of people with learning disabilities to inform strategic planning,
including the number of people with learning disabilities living with
family carers over 70 and those with complex needs.

» Local authorities to facilitate people’s access to housing of their
choice including:

— more people receiving personal budgets and Direct Payments to
increase their choice and control over where they live and with
whom;

— local authority care managers to have an increased focus on home
ownership and assured tenancies as a model for housing and
support; and

— through person centred planning, work with people still living
with families to establish if that is the person’s preferred option
and to instigate plans accordingly.
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All local authorities are already required to produce a housing
strategy reflecting local population housing needs, including those of
people with learning disabilities. Government Offices to ensure that
all local authorities have an appropriate housing strategy.

Wherever possible, transition plans and year 9 reviews to address
future accommodation choices.

National actions for government departments

The Government is committed to delivering the PSA 16 objective on
settled accommodation and will publish a delivery plan for this by
summer 2009.

CLG and DH will set up a programme of work, beginning in early
2009, to consider how mainstream housing policies can best be
made inclusive of people with learning disabilities.

DH and DWP will work together to address issues around housing
benefit and support.

DH will make capital and revenue funding available to PCTs and local
authorities to help facilitate the closure of the NHS campuses.

Care Services Efficiency Division (CSED) will undertake a programme
of work starting in 2009/10 to support a market shift towards
moving people from residential care into supported living.
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lll. Work, education and getting a life

Overall policy objectives: All people and their families to have a
fulfilling life of their own, beyond services, that includes opportunities
to work, study, and enjoy leisure and social activities. This includes
supporting more people with learning disabilities into paid work,
including those with more complex needs.

3.29 People with learning disabilities want to lead ordinary lives and do the
things that most people take for granted. They want to study at college,
get a job, have relationships and friendships, and enjoy leisure and social
activities. Many people need support to do these things; and some will
need high levels of support on an ongoing basis as well as multi-agency
investment to have any kind of meaningful life. Experience has shown
that more opportunities can be achieved for people if services:

« work in close partnership with families as well as other services and
link into broader community developments through Local Strategic
Partnerships (LSPs) and Local Area Agreements (LAAS);

« think beyond nine-to-five working days and include evenings and
weekends;

« see planning for employment as a key objective in person centred
plans, including person centred transition plans;

« recognise the importance of working with schools and colleges to
ensure a positive transition to adulthood for young people;

« recognise the importance of planning for people who are past the
retirement age and may want things other than work;

« invest in making community-based facilities and settings that are
accessible for all; and

« develop a clear de-commissioning strategy that shows how money
will be drawn down from traditional services and re-invested in wider
opportunities.

3.30 However, employment levels for people with learning disabilities remain
low, with less than 10% of people known to services in paid work and
very few of them working more than a few hours a week.



84 CHAPTER 3: HAVING A LIFE

3.31 Access to post-16 education has been a problem because of priority
being given to young people and achieving level two qualifications,
which excludes people, especially those with more complex needs.
This has meant the end of any further education opportunities for
some people, rather than the start of improved new ones.

3.32 Families and young people have said that transition planning does
not support them well for the move to adulthood. Many young
people are not achieving the same outcomes as other young people —
ie an education, a job, friends and a good social life.

Transition

3.33 The government is committed to supporting local authorities and partner
agencies develop a person centred approach to the statutory transition
planning process.

3.34 To help deliver the promise in the NSF for Children, Families and
Maternity Services, the Person Centred Transition Programme led by the
Valuing People team has been introducing person centred approaches
into the statutory transition planning process. Parents and young people
say that they feel involved for the first time and outcomes for young
people are beginning to change. The further education sector is now
adopting this approach in some areas.

‘Conducting Alex’s meeting in this way made a real difference to
both Alex and myself; instead of feeling let down, anxious and on
the side line, we felt included, listened to, and I really felt part of a
big team, working together to give Alex the best future possible.
Alex was also much happier in school because he had been
listened to and all of his worries and concerns were addressed and
understood. In fact, everyone who attended this meeting found it
to be much better, more informative and a fun way of conducting
reviews, which really include the child.’

A mum whose son had a person centred review

3.35 Aiming High for Disabled Children announced funds of £19 million
for the Transition Support Programme (TSP) until March 2011. The
programme is being designed to improve processes for supporting
disabled young people through transition on the ground in local areas, to
help ensure that all areas meet at least minimum standards of provision
and with many areas achieving good practice in transition support.
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3.36 The DCSF has contracted with the Council for Disabled Children and its
partners working as the national transition support team to coordinate
activity and maximise the impact of the TSP in local areas linking with
existing regional adviser teams. The objectives of the TSP are: disabled
young people and families are able to report improvements in their
experience of, and in time, improved outcomes from, transition; the
processes to support transition improve nationally; support for transition
provided by local areas is more consistent; and local authorities, PCTs
and schools show increased expertise in transition.

3.37 In October 2007, DCSF and DH jointly published A transition quide for
all services,® written by the Council for Disabled Children. This provides
an overarching view of all the services that need to work together to
ensure appropriate support for disabled children throughout each stage
of their life.

3.38 In February 2008, DH and DCSF published Transition: moving on well,
A good practice quide for health professionals and their partners on
transition planning for young people with complex health needs or a
disability.”® This established a network of health professional champions
who will promote good transition planning in partnership with other
agencies and young people and families. DH will continue to promote
the introduction of person centred planning approaches into the
statutory transition planning process.

Post-16 education

3.39 In June 2007, the then Department for Education and Skills (now DIUS
and DCSF) published Progression Through Partnership, a joint strategy
with DH and DWP. This strategy set out a five-year programme of
change which includes:

« starting from the position that people with learning disabilities can
learn, benefit from learning and should progress to paid employment;

« improving the experience and quality of transition to adulthood,

« ensuring the curriculum followed by learners is high quality, can be
accredited and provides positive outcomes; and

« improving the clarity and flexibility of funding to support learning,
basing this on a person centred planning approach to the task.

69 www.everychildmatters.gov.uk/_files/TransitionGuide.pdf
70  www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_083592
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3.40

3.41

3.42

3.43

3.44

From 2010, the Learning and Skills Council will cease to exist;
responsibility for the planning, commissioning and delivery of the
further education system will pass to local authorities. Funding for the
sector will pass to local authorities via two new agencies: the Young
Persons Learning Agency (covering 16—19) operated by DCSF and the
Skills Funding Agency (covering 19+) operated by DIUS. For learners
with learning difficulties and/or disabilities, local authorities will retain
responsibility for full-time learners up to the age of 25, to ensure
continuity of support and provision. These new arrangements will

be subject to legislation in 2009.

From 2010, the Foundation Learning Tier will be introduced. This is a
qualification and curriculum framework which will offer new pathways
giving recognition to all learning offered below level 2. Learners will be
able to follow courses which offer accreditation for their learning which
can be followed at a pace suited to their needs and talents. With an
emphasis on employability skills, the framework will provide preparation
for independent living. The Foundation Learning Tier is an all-age
framework, so learning can be picked up throughout life. This may well
be of considerable help to those who need to pick up learning again or
need to consider re-training.

DH will continue to work with DCSF, DIUS and DWP to fully implement
Progression through Partnership, including ensuring that meaningful
and relevant learning opportunities are accessible, and that imminent
changes to the funding of all post-16 education benefit all people with
learning disabilities.

Employment

Work defines us: what will you be when you grow up? What do you do
for a living? These are questions we all face from others when people
want to get to know us. But they are questions seldom directed towards
people with learning disabilities. Because so few people with learning
disabilities do work, there is no expectation from others that they can,
and consequently little is done to offer them the opportunity.

PSA 16 provides the delivery agreement and performance indicators
aimed at getting more adults with learning disabilities known to councils
into paid employment. A priority for Valuing People Now and the PSA
delivery plan will be the cross-government strategy on employment of
people with learning disabilities which will be published in spring 2009.
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3.45

Implementing this strategy will be a priority for government departments
and their delivery agents, and innovative practice needs to be showcased
to challenge the assumptions that people with moderate to severe
learning disabilities cannot work.

The biggest challenge for the strategy will be to help people, their
carers, and the staff and services that support them to believe that

work is a genuine possibility, when they see few examples of it in
practice. The evidence from some parts of both the USA and the UK is
that even people with more complex needs can be supported to work
successfully in paid jobs. But to achieve it, the belief has to be there, and
the expectation built into schools, colleges, and adult social care and
employment services. This will require some fundamental changes in the
way all these services work and interact with each other.

3.46 The key themes in the developing employment strategy will be:

1. The presumption of employability. Without the belief that people
can work, the evidence is that the right information, coaching and
support that is required to help people get jobs will not be put in
place.
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. A person centred pathway, focused on getting individual people

a job, that starts early in schools and continues into adulthood.
This will require the identification of a ‘lead professional’ to make
sure it happens and is implemented by connecting them to the
delivery chain.

. Access to the customised employment that is necessary to make

sure the person’s employment needs are worked on in depth and
matched to an in depth analysis of the employer’s needs.

. The braiding of funding streams from different services, using

individual budgets, to ensure maximum cost-effectiveness and
flexibility in the delivery of appropriate individual job coaching, job
development and, where necessary, long-term job support.

. Engagement with employers at a local level, to identify their needs,

demonstrate to them the business case for employing people and get
their support in raising expectations.

3.47 Employment is not the responsibility of any single service or department.

The strategy will only succeed if there is a shared expectation that
more people with learning disabilities can and will work, and if the
adjustments are made in the way services work together to achieve this.

3.48 The employment strategy will build on the commitments already

announced in the Social Mobility White Paper New Opportunities,”" to
pilot a support broker role to help people use their individual budgets
for employment support, embed supported employment in the new
Foundation Learning Tier, consider employment awareness training for
family carers and expand the Getting a Life demonstration programme
to every region.

‘We are clear that the new specialist disability employment
programmes must meet the specific needs of those furthest from
the labour market. We recognise that those with moderate to
severe learning disabilities, for example, may need specialist support;
and may need this support to continue at some level for as long

as the individual is in work. We are clear that the new contracting
arrangements must allow for this specialist provision.’

Welfare Reform Green Paper, July 2008

71  New Opportunities: Fair chances for the future, Cabinet Office, Cm 7533 (2009)
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3.49 The Green Paper No one written off: reforming welfare to reward
responsibility (DWP, July 2008)”? announced a doubling of the Access
to Work budget, to £138 million by 2013/14 to enable DWP to expand
the reach of the programme, and to help more employers and more
disabled people seeking help to start and/or retain their jobs. DWP will
press ahead with the proposed reform to introduce a single programme
that supports disabled people who have complex barriers to finding
and starting work. This will bring the current Job Introduction Scheme,
WORKSTEP, and Work Preparation budgets together to create a
seamless employment programme which will help those furthest
from the labour market — including people with learning disabilities —
into work.

3.50 The cross-government Getting a Life programme is working with 10
demonstration sites to achieve an integrated assessment and decision-
making process that will allow people to use public resources flexibly
to get the outcomes they want, which will include access to paid
employment opportunities. The initial focus of the work will be on
young people going through transition. Sites will demonstrate good
practice in relation to helping young people with learning disabilities
to achieve paid employment and full lives, and to inform government
of barriers and solutions. Learning from the programme will be shared
quickly so that other parts of the country can take on new ideas at an
early date (see text box on page 90).

3.51 The Civil Service recognises that it also needs to lead by example in
employing more people with a learning disability. DH is leading a work
programme to increase the number of adults with learning disabilities
employed in the NHS.

72 www.dwp.gov.uk/welfarereform/noonewrittenoff/
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Getting a Life

Getting a Life is a three-year cross-government programme that aims
to identify what needs to happen in order to ensure that young people
with severe learning disabilities leave education and go on to achieve
paid employment and full lives.

Getting a Life receives support and funding from DCSF, DIUS, DWP, ODI
and DH.

There are 10 demonstration sites: Norfolk, South East STAG (Strategic
Transition Group) with Kent and Medway, Richmond, Somerset, ROC
with Torbay, Herefordshire, Oldham and Manchester.

The sites will work with approximately 30 young people aged 14-25
who have severe learning disabilities. Each demonstration site has a
multi-agency project team that includes young people and their families
alongside senior decision makers from schools, colleges, children and
adult services in local authorities, Jobcentre Plus, Connexions, Learning
and Skills Council and supported employment agencies.

The Getting a Life programme will:

identify and demonstrate good practice in relation to enabling young
people with severe learning disabilities to leave school or college and
go into paid employment and have full adult lives;

« explore how to bring together assessment and funding streams from
the four different national and local policy areas (Special Educational
Needs assessment and transition planning, Connexions, Learning and
Skills Council and post-16 education, Jobcentre Plus and adult social
care assessment and resources) so that young people can use public
resources flexibly to get the outcomes they want;

« inform government about what works and what needs to change at
a policy level;

« develop a learning community to gather good practice and to share
this widely; and

« support the sites to work with approximately 30 young people aged
14-25 who have severe learning disabilities.

Under the Social Mobility White Paper New Opportunities we will extend
the Getting a Life programme to all nine regions by adding two more sites.



VALUING PEOPLE NOW: A NEW THREE-YEAR STRATEGY FOR PEOPLE WITH LEARNING DISABILITIES 91

Making it happen locally and regionally — key recommended
actions

All partnership boards to ensure that by 2012 all young people with
statements of Special Educational Need who have learning disabilities
have person centred reviews from age 14 to 19 that actively involve
the young person and their family.

Valuing People regional team will work with the Transition Support
Programme to support all local areas to achieve minimum standards
in transition planning and support.

All transition plans and year 9 reviews where appropriate to contain
a section on health needs and start the development of a health
action plan.

Every local area to have a multi-agency employment strategy, linked
to PSA 16.

Partnership boards to make sure that access to the post-16
education and training sector is fully included in the local strategy for
responsibilities returning to local authorities.

There will be a transition lead in every region who will support the
delivery of a regional multi-agency transition strategy, supported by
an implementation group involving all key stakeholders, in particular
young people and their families.

National level actions for government departments

A cross-government strategy on the employment of people with
learning disabilities will be published in spring 2009.

The National Directors will appoint national leads for transition and
employment. They will work closely with DCSF and DWP and will
lead programmes of work to identify the additional supports and
facilities that may be required to build capacity and capability to
enable local services to deliver objectives. A key activity will be to
ensure strong linkages between the work around post-16 education
and employment, so that transition reviews focus on employment
opportunities and appropriate training for young people leaving
school.

DH and DCSF will work together to ensure that Aiming High for

Disabled Children and the Transition Support Programme will support
local areas to improve their transitions arrangements and consolidate
person centred approaches, working closely with adult social services.
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3.52

3.53

« DH and DCSF will publish joint guidance for schools, colleges, local
authorities and local Learning and Skills Councils on preparing for the
changes to funding arrangements and systems are in place to deliver
the vision of social inclusion as part of the delivery of Progression
through Partnership.

« The National Directors will continue to lead and manage the Getting
a Life programme, and ensure that the learning is captured and
disseminated to inform policy and practice.

« The cross-government Work, Education and Life working group will
lead implementation of the cross-government employment strategy
and will oversee the Getting a Life programme.

« The National Directors will liaise with the Office of the Third Sector
to ensure that volunteering opportunities are open to people with
learning disabilities.

« DH will develop and test a support broker role as a lead professional
for adults with moderate to severe learning disabilities. Support
brokers will be introduced in a number of areas from September
2009. Their success in ensuring that a range of client needs are
addressed, and housing and employment outcomes are improved,
will be evaluated through to 2011.

Relationships and having a family

Overall policy objective: People with learning disabilities have the
choice to have relationships, become parents and continue to be
parents, and are supported to do so.

Like everyone else, people with learning disabilities tell us that
relationships are important to them, both friendships and relationships
of a personal and sexual nature. Yet the evidence is that people with
learning disabilities have very few relationships and limited opportunities
to form or sustain them. People are often lonely. One of the reasons

for this is their exclusion from the kinds of places where other people
form and maintain relationships, such as work, college, clubs, places of
worship, leisure centres, etc, but there are other reasons for this, mostly
based on assumptions about people with learning disabilities.

The right to marry or have a civil partnership is both a civil and human
right; local systems should enable practice that supports the individual’s
choice with regard to forming and sustaining relationships.
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3.54 Supporting peoples’ rights to have relationships is mostly about
challenging stereotypes and changing attitudes. Some specific reasons
for why people with learning disabilities have limited relationships are:

« the way in which professionals take decisions about service delivery
that ignore existing relationships and break up friendship patterns,
eg when people are moved from one service to another;

« insufficient consideration being given to personal relationships in
individual planning and care management processes;

« services getting the balance wrong between protecting vulnerable
people and helping people have a life: positive risk taking should be a
part of everyone’s life, including those with more complex needs; and

« many people still not recognising and accepting that people with
learning disabilities, like anyone else, want and need personal and
sexual relationships.

Making it happen locally and regionally — key recommended
actions

« Valuing People regional leads will work with partnership boards to
support local service commissioners and providers to develop systems
and processes which will enable people with learning disabilities to
build and sustain relationships.

National level actions for government departments

« The National Directors will work with CSCI (and subsequently the
Care Quality Commission) to address the role of registered care
services in supporting people to develop and sustain relationships,
including sexual relationships, increasing access to mainstream leisure
and recreational services, and supporting people to keep in contact
with their friends and families.

« The National Directors and Valuing People regional team will produce
toolkits for health and social care professionals about promoting safe
relationships within the laws of safequarding and human rights.
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V. Parents with a Learning Disability

3.55 Valuing People highlighted the need for services to support parents
with a learning disability. Evidence suggests that such parents do not
get sufficient access to support, putting families at risk of enforced
separation. Indeed, such parents are at a disproportionate risk of losing
their children into care.

3.56 We need to do more to make sure that adults’ and children’s services
work more effectively together to improve identification of families that
need extra support and carry out more effective assessments of their
needs to ensure that families with complex needs, including parents
with learning disabilities, receive the right level of support at an earlier
stage. Think Family: Improving the life chances of families at risk’3, set
out a vision for an integrated system which looks at circumstances of
the whole family enabling them to intervene and provide support more
consistently by introducing better systems for identifying and engaging
families and improving information sharing between service providers.
We have begun to implement this vision through the Family Pathfinders,
and we will take learning from these projects and work with all local
authorities to implement better integrated adults’ and children’s services
in all local authorities.

3.57 The Parenting Implementation Project (PIP) is working with a number
of local authorities to develop good practice in relation to the
commissioning and implementation of parenting and family support
services. This good practice and learning will be shared more widely with
other local authorities to support them in developing services that can
meet the diverse needs of all parents in their area.

3.58 As part of the project, some local authorities are developing resources
which will share good practice around joint working with adult services
to best support vulnerable parents. We are also developing good
practice around the training and development of the children’s and
parenting workforce to enable them to recognise and support the
varying and diverse needs of families. We have held discussions with
these local authorities and stakeholders about the needs of parents with
disabilities, including those with learning disabilities. This debate has
supported the development of the Parenting Implementation Project
projects and informed policy development in this area.

73 Think Family: Improving the life chances of families at risk. Cabinet Office (2008)
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3.59 We are also working more widely with local authorities to build capacity
to develop robust needs-based strategies which will enable them to
support vulnerable parents, including those with learning disabilities.

3.60 Putting People First identifies supporting disabled people to sustain a
family unit as one of its outcomes. The Government has a significant
programme of work aimed at supporting parents generally, and a
range of initiatives aimed at groups of parents experiencing particular
difficulties. These include:

« Family Intervention projects (DCSF);

« work with the Working Together with Parents Network’* (DH) to
develop good practice guidance for commissioners of adults services;

« dissemination of the joint Good practice guidance on working with
parents with learning disabilities (DfES and DH, 2007).7>

3.61 It is important that relevant professionals have training in the effective
implementation of this joint guidance, and DCSF will be working
closely with local authorities and Government Offices to ensure that
frameworks are in place for this to happen.

3.62 The Social Care Institute for Excellence (SCIE)’® has carried out a
knowledge review and developed a resource guide for joint working
across children’s and adult services to support disabled parents.

3.63 More needs to be done to ensure that parents with a learning disability
receive support and benefit from all mainstream initiatives aimed
at parents. Research evidence highlights the need for independent
advocacy when parents with learning disabilities are at risk. Parents
with learning disabilities also need to have access to the same level of
information and advice available for all parents.

74 Working Together with Parents Network — see www.bristol.ac.uk/norahfry/right-support/
75 www.dh.gov.uk/en/publicationsandstatistics/publications/publicationspolicyandguidance/DH_075119
76 www.scie.org.uk/publications/guides/guide19/index.asp
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Joint Committee on Human Rights

The issue of parents with learning disabilities having access to a
family life with their children was a far-reaching feature of the
Joint Parliamentary Committee on the Human Rights of Adults with
a Learning Disability (2008). The Committee’s report, A Life Like
Any Other?, reinforced that, unless justified as a proportionate and
necessary response to a risk to the child, or to others, compulsory
removal of a child from the care of its parents poses a significant
infringement of the rights of both the child and its parents respect
for their family life under Article 8 of the European Convention on
Human Rights and the Human Rights Act 1998. The report stated
that if the recommendations in the joint Good practice guidance
on working with parents with learning disabilities (DfES and DH,
2007) were implemented effectively, it would significantly reduce
the risk that parents and their children would be separated in
breach of the convention.

3.64 The Children’s Plan published in December 2007 set out a new goal that

by 2020 parents would be satisfied with the information and support
they receive. The Government is currently considering how progress
towards this goal might be measured at a national level in a way that
takes account of the different perspectives, experiences and needs of
different groups of parents.

‘They explain things in words you don’t understand and you think
help | don’t understand what she’s saying and you ask her to say
it again and she uses the same language and | feel really stupid
because | still don’t understand but | don’t feel | can ask her to say
it again.’
Parent with a learning disability, Good practice quidance
(DfES and DH, 2007)
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Making it happen locally and regionally — key recommended
actions

All relevant bodies (PCTs, LAs, etc) to ensure that they are using
accessible information when supporting parents with a learning
disability and that their services are accessible, as required by
disability discrimination legislation.

Local authorities to use personal budgets and direct payments
to support parents with a learning disability as part of their
Transforming Social Care strategies.

All local authorities working with DCSF to implement Think Family
reforms to make sure that adults, and children’s services understand
how to support families experiencing difficulties and deliver a joined
up service.

National level actions for government departments

The National Directors will work with all relevant government
departments to ensure that all information for parents with a
learning disability is available in accessible formats where appropriate.

DCSF will further disseminate the joint Good practice guidance on
supporting parents with a learning disability.

The National Directors and DCSF will disseminate the SCIE resource
guide.

The Working Together with Parents Network will develop new
good practice guidance for commissioners of adult services in early
2009, followed by guidance for children’s services; DH (Office of the
National Director) and DCSF will disseminate these.
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CHAPTER 4: PEOPLE AS CITIZENS

Overall policy objective: People with learning disabilities will be
treated as equal citizens in society and supported to enact their rights
and fulfil their responsibilities

Overall policy objective: All people with learning disabilities can
speak up and be heard about what they want from their lives — the big
decisions and the everyday choices. If they need support to do this, they
should be able to get it.

People with learning disabilities say that being part of a self-advocacy
group or getting support from an advocate is a really important part
of being able to take control of their lives. There are different types of
advocacy, including:

« self-advocacy — people coming together to speak up for themselves;

« citizen advocacy — volunteers developing long-term relationships with
people and speaking up for them;

« professional or representational advocacy — people being paid to
advocate with, and for, individuals on a short- or long-term basis;
and

« peer advocacy — people who have the same or similar experience of
discrimination as the person they are acting as an advocate for.
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Terry is 19 years old and lives with his mother. He has been going to a
self-advocacy group and recently they talked about Valuing People Now:
Better housing to live in. Terry has been thinking about moving out of
his house for some time. Terry’s mother Louise has lots of worries and
concerns about where he will live; whether he will live on his own or
who he may share with; how Terry will stay safe. Terry sometimes has
epileptic fits but really wants to be independent. Like most 19-year-old
young men, Terry just wants the chance to live a full and active life.

The advocate meets with Terry to talk to him and help him plan for the
future and the first step is talking about his worries. Terry is worried that he
will not get the right amount of support; he does not want to have someone
with him all the time but his mother Louise thinks that he should. Both Terry
and Louise want to know what will happen to Terry if he has a fit.

The advocate talks to Terry about the support that he feels he would
need, and what would help him feel safe. The advocate also talks to
Terry about what he enjoys doing in his life and about his dreams for
the future. They talk about different kinds of house and places that
he could live in by getting pictures of different kinds of houses and
areas around the city. The advocate also talks about renting and shared
ownership. Terry is really interested in owning his own home and asks
the advocate to help him talk to his mum and explain things to her.
Louise is excited about the idea of Terry owning his own home as this
was not something she thought would be possible. Talking with Terry
and the advocate helps Louise think about her worries and concerns.

The advocate discusses the possibility of Terry getting an Individual
Budget with his social worker and organises a meeting with a Support
Planner to help facilitate a more detailed individual support plan with
Terry. The advocate also organises a meeting with Supporting People to
discuss how they can help Terry stay safe but independent in his own
home using Telecare, Telehealth and Community Alarm System.

Six months later, Terry and his mum are looking at houses for Terry near
his mum, and are working with the advocate and their local Centre

for Independent Living to think about how best to organise Terry’s
Individual Budget to make sure he can get the support he needs. Terry
has asked a friend from college to share with him and they hope to be
moved in very soon.
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Government policy is clear that people should be able to be active
citizens and have a say about how things work where they live
(Communities in control: Real people, real power — White Paper, July
2008). It also recognises that some people need support to make
this happen. There are specific rights in law for advocacy in some
circumstances:

« the Mental Capacity Act 2005: this provides a statutory framework
for acting and making decisions on behalf of individuals who lack the
mental capacity to do so for themselves. The Independent Mental
Capacity Advocate (IMCA) service supports people who lack capacity
and who have no family or friends to support them when serious
decisions are taken in their lives; and

« the Mental Health Act 2007: arrangements will be made to provide
Independent Mental Health Advocates (IMHA) for ‘qualifying’ patients
in England from April 2009.

In addition, the joint (DfES and DH, 2007) guidance on supporting
parents with a learning disability states that independent advocacy
should always be provided where children are the subject of a child
protection plan and/or care proceeding. It also says that advocacy and
self-advocacy should be made available to help parents engage with,
and access, services.

The number and range of advocacy organisations have grown since
2001. Local authorities now spend on average £106,000 on advocacy
for people with learning disabilities compared to £74,000 in 2004. But
people who fund advocacy don’t always know whether the money they
spend is really helping people with learning disabilities to stay in control
of their lives. Advocacy organisations need to be able to show that the
money they receive has made a positive difference and that people are
getting better services and support.

Being able to speak up about decisions which affect your life relies on
being given the right information to make those choices. For this reason
Putting People First says that people who need support in their lives
should have access to better support, information and advocacy so that
they are able to navigate the health and social care systems. Accessible
information for people with learning disabilities is a crucial part of

this and a set of standards for producing and commissioning easier to
understand information will be published in early 2009.
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Making it happen locally and regionally — key recommended
actions

Regional Valuing People leads will drive a programme of leadership
support involving the national and regional forums to build and
strengthen self-advocate leaders.

Partnership boards to develop an information strategy to publicise the
availability of advocacy regionally and locally and share best practice.

Local Involvement Networks (LINks) will encourage engagement
of partnership boards and people with learning disabilities in their
activities.

Regional Valuing People leads will support service commissioners
to help them commission a broad range of high-quality advocacy
services and support.

National level actions for government departments

The National Directors will appoint a programme lead for advocacy to
ensure that the national advocacy programme and funding focuses
on supporting advocacy to achieve a greater impact, including:

— a tool for self-advocacy groups;

— work to support advocacy for people from black and minority
ethnic communities and people with complex needs; and

— strengthening leadership support for people with learning
disabilities in every region to build and strengthen self-advocate
leaders and support the development of strong advocacy support.

The National Directors will lead on work to ensure that government
information for people with learning disabilities is made available in
accessible formats.

Overall policy objective: By 2011, people with learning disabilities will
be able to use public transport safely and easily and will feel confident
about doing so

Being able to use public transport is vital in connecting people to

jobs, services and social networks. Lack of access to good, regular and
accessible transport seriously impacts on people’s ability to get and keep
jobs and friends or get an education.



104 | CHAPTER 4: PEOPLE AS CITIZENS

The Disability Discrimination Act 2005 requires all new trains, buses
and coaches to be accessible to disabled people and there has been
some good progress towards an accessible public transport system.
Since December 2006, it has been illegal for transport operators to
discriminate against disabled people or fail to make a reasonable
adjustment. But action has largely focused on physical access. People
with learning disabilities face additional barriers, in particular the lack
of accessible information, staff attitudes and harassment (or the fear
of harassment). DfT has produced best practice guidance for transport
providers on the provision of information for disabled people, Inclusive
Mobility.””

Colin used taxis to get him to his schools and college. Once Colin
finished education, he became socially isolated in his village as no
funding was available to allow him to access things he wished to do.
He was effectively stuck in the village, the only time he went out being
when he went with his carers. Two years ago (when Colin was 27) he
was referred for travel training as he had been offered a place at CASE
training service.

CASE is an accredited training organisation providing meaningful,
effective training and work experience opportunities. Trainees develop
vocational and other skills at their own pace with the aim of improving
quality of life and enhancing future prospects. Everyone who attends
CASE needs to transport themselves to and from the centre.

Colin adds:

‘After having my travel training, | felt a lot more confident and began
to catch the bus into Beverley. After my training | began to catch the
bus into Hull too. | now come through to Hull every Saturday to meet
up with my friends from CASE. We qgo to the café and look around the
shops. It makes me feel proud of what | can do. | think it’s a good idea
for others to try to learn how to travel independently.’

DfT has issued guidance on how local authorities should publish
their local transport plans and annual reports in order to make them
accessible to disabled people.

77 Inclusive Mobility — A guide to best practice on access to pedestrian and transport infrastructure
www.dft.gov.uk/transportforyou/access/peti/inclusivemobility


http://www.dft.gov.uk/transportforyou/access/peti/inclusivemobility
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Making it happen locally and regionally — key recommended
actions

Learning Disability Partnership Boards to engage with local transport
plans to ensure the effective inclusion of people with learning
disabilities.

Valuing People regional leads will support local systems to address
the range of support people need to travel, investment and issues
around safety.

National level actions for government departments

DfT and DH to ensure national programmes on inclusive transport
include people with learning disabilities.

DfT is leading a strand of work around information and confidence
training for disabled people as a response to the Independent Living
Strategy.

DfT is working with transport operators to support them in offering
and improving disability awareness training.

DfT’s Disabled Persons Transport Advisory Committee (DPTAC) has
produced guidance material to the transport industry which we will
be promoting.

Many people with learning disabilities find it difficult to use local
mainstream services such as leisure centres, sports facilities, libraries,
cinemas, restaurants and shopping centres. This may be about
inaccessible facilities, but it is also about lack of accessible information
or signposting, unwelcoming attitudes or, in some cases, lack of
appropriate support for those who cannot travel or participate without
it. Public services need to be mindful of their Disability Equality Duty and
proactive in providing information about their facilities or programmes
that is easy to understand.

People with more complex needs are often not connected to their
communities, or given any meaningful programme of vocational, social,
leisure or learning activities. New initiatives such as the Life in the
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Community’® project and Changing Places (see text box on page 107)
demonstrate that this does not need to be the case.

Another challenge is how to provide meaningful learning opportunities
for people with learning disabilities who want to re-enter adult
education in later life or take up learning programmes for recreation
only.

Making it happen locally and regionally - recommended key
actions

« Local authorities and their partners will include leisure and social
activities in developing person centred approaches and planning for
people with learning disabilities and their families.

National level actions for government departments

« DH will work with the Department for Culture, Media and Sport to
explore how local leisure services can be made more accessible for
people with learning disabilities.

78 Foundation for People with Learning Disabilities, Life in the Community. See: www.learningdisabilities.org.uk/
our-work/community-and-inclusion/life-in-the-community/


http://www.learningdisabilities.org.uk/
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The Changing Places campaign is calling for fully accessible toilets — with
a changing bench, hoist and plenty of space — to be installed in all big
public places in the UK.

As Bethan, mum to Lowri who has profound and multiple learning
disabilities, explains:

‘Without Changing Places toilets it is a nightmare. We try to plan our
days around being home for meal times because Lowri needs to go to
the toilet, meaning we can only spend a few hours away from home.
We have a large mat which we carry around in case we have to change
her when we are out. We put this down on the floor of ‘disabled’ loos
and just muddle through — we have countless experiences at eye level of
disgusting toilet floors.”

Lowri is a wheelchair user with no independent mobility and needs
complete 24-hour support with all aspects of her care. She wears
continence pads which need to be changed in a Changing Places toilet.
Bethan and Lowri’s lives have been changed thanks to a Changing
Places toilet being opened in Nottingham.

Thanks to the Changing Places
campaign the number of Changing
Places toilets in the UK has
increased from eight to 58 in the
last two years. But for the many
thousands of families like Bethan's,
this is not nearly enough.

For more information visit
www.changing-places.org






