People with learning disabilities speak out on Government plans for social care

United Response is a national charity that supports people with learning disabilities, mental health needs and physical disabilities to take control of their lives

United Response

Welcome to Our Future. This is
a report written with people
with learning disabilities.

We are a well established, award-winning
national charity with an excellent track
record in supporting adults and young
people who have learning disabilities, mental
health needs and physical disabilities.
We are a not-for-profit organisation - which
means that our money is put back into giving
each person we support the best life possible.
We work with a wide range of people. Some may
need only a few hours of support each week - perhaps
to help them to pay their bills, go shopping or get a
job. Others may need more support than this, while
some people may need 24 hour support every day.
We offer a wide range of support - from supporting
people to live independently, to going shopping,
accessing the community, or getting a job.

If you want to find out more in an
Easy Read format turn to page 3.

If you want more detail on what the report
found out and what we think should be
done to fund support, turn to page 25.
We hope you enjoy it.
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We are committed to supporting disabled people
to speak out on the issues that matter to them,
so that their voice is heard in wider society.
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Introduction

It can be difficult for people with learning disabilities to
speak up about big changes that the Government is making.

There is not enough accessible information.
This means some people do not know about big
changes or how they might be affected.

United Response has a Campaigns Panel. It is made up
of people with learning disabilities and their families.
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United Response thinks that it is important to
listen to the people that we support.

The Campaigns Panel has talked about things
that the Government needs to do to make a
better future for people with disabilities.
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What are the Government’s plans for care and support?

The Government has given more money to social care.
But this is not enough to stop cuts to social care services.

The Government needs to make big changes to
social care to make it work for everyone.

The people on the Campaigns Panel have told us what they
think about the Government’s changes to care and support.
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What is the most important thing for the Government to do?

Some people on the Campaigns Panel said that services
are being cut. They have less money to pay for support.

They think this shows that the Government
does not understand disabled people.

Other people said that the Government
does understand disabled people.

7

One person said he had been supported by the Government
for his whole life, so they must understand disability.

Another person said that the Government
understands disability because she had felt
very proud watching the Paralympics.

People said that the Government should be spending
more money to help people with disabilities.
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Making it easier for disabled people to get support

People on the Campaigns Panel are worried because
it is getting more difficult to get support.

The people on the Campaigns Panel thought
that the Government should provide free care
and support for people with disabilities.

One person said that disabled people did not ask to be
born disabled and they should not have to pay for it.
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Finding information about support

People told us that sometimes they find information
about care and support difficult to understand.

They want councils to make information and
advice about care available in Easy Read.
It is very important to have extra information when they
are going through changes to their care and support.
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Making support the same across the country

Currently councils can choose who they
offer care and support to.

A few councils support everyone – even
people who have less support needs.

Other councils only support people with
lots of care and support needs.
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The Government wants all councils to
offer the same level of support.

People told us that this is a good thing
because it will make care fairer.

But some people are worried that the new
level will be set too high and councils will
only support people with lots of needs.
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Support built around you

Good support means different things to different people.
Some people want more activities to do during the day.

Some people want more care at home.

Some people want disabled people to have
more control over their own care.
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The Government wants councils to look at
all of a disabled person’s needs.

People on the Campaigns Panel want
support to be more person-centred.

This would happen if councils looked at a person’s
physical health, mental health and emotional health.
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Services where you live

The Government wants to make it easier for people to
get care and support services near where they live.

They think that it is important for people to have
more choice about their care and support.

People on the Campaigns Panel said that this was a good
idea because services could match their local area.
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People are already worried about cuts to funding for support.

The Government will need to find more
money to fund new local services.
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Support for everyone

People on the Campaigns Panel are worried it is getting
harder for people with less care needs to get support.

At the moment only a small number of councils
support people with a few care and support needs.
People are worried that this will get worse.

Small amounts of support can make a
big difference to people’s lives.
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One person said that it is important to talk to
people with less care and support needs and find
out what would make a difference to them.

People told us that councils need to get better
at spotting care needs early on and giving
people support as soon as possible.
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Moving from children’s services to adult services

Moving from children’s services to adult services
can be very difficult for disabled people.

One person said that no one had helped him to
get ready to move on to adult services.
He said that there should be more
support for people at this time.

The Government wants young people to find out
about the support they can have as adults.
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People on the Campaigns Panel thought this was a good idea.

They think that children’s services and adult
services need to talk to each other more.

This would make things easier for young disabled people.
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Getting support in a different area

Some disabled people may need special support which
they cannot get in the area where they live. This may
mean that they have to get support in a different area.

When someone is getting support in a different area it
can be hard for them to change the type of support they
get. The Government wants to make it easier for them.

People on the Campaigns Panel thought this was a good idea.
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Joined up support

Some disabled people may have a lot of different
care needs and need a lot of different support.

The Campaigns Panel thought that people who have lots of
needs do not always get all the support that they should.

The Campaigns Panel told us that the Government
should do more to make sure that people are
getting support for all their needs.
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What was decided

Care and support needs to be changed.

There is not enough money to support everyone and
not everyone gets the kind of support they need.

People on the Campaigns Panel think that a
lot of the changes the Government wants to
make will improve care and support.
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But people are very worried about how
these changes will be paid for.

This is because people are already afraid of
losing their support and benefits.

The Campaigns Panel feels that the Government
must listen to what disabled people want.
This will make a real difference to the lives of disabled people.
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What are the Government’s plans for care and support?

Introduction to the
Campaigns Panel
This is the second project led by United
Response’s Campaigns Panel. The Campaigns
Panel is a group of around 20 people with
learning disabilities and their relatives who
want to speak out on issues which matter
most to them. It was set up last year and
makes sure that when United Response
campaigns for change, it does so based on
the opinions of people we support and on
issues which really matter to them, and not
our own organisational priorities or needs.

Shortly after taking office in 2010, the
Government published its Coalition Agreement
which emphasised its commitment to reforming
social care. This was swiftly followed by the
establishment of the Dilnot Commission on
Funding of Care and Support, which was
set up to find a solution to the long term
funding of care. In addition to this, in the
2010 Comprehensive Spending Review, the
Government allocated an extra £7.2 billion
to social care in an attempt to prevent
catastrophic cuts to care. Whilst this funding
was a welcome sign of the Government’s
commitment to reforming social care, it has
not been enough to end the crisis or to address
fully the long-term underfunding of care.

Earlier this year, United Response published Life Support,
the first report by the Campaigns Panel. Disabled people
and their relatives talked about the importance of social
care support in their lives and what good support meant
to them. It showed that good support has an impact
on every area of people’s lives from basic household
tasks to taking part in activities in the community. As
a Campaigns Panel member told us, “the support my
son receives makes the difference between just a daily
‘existence’ and instead grants him the opportunity to
participate in his own wholly fulfilling and useful life.”

The Dilnot Commission’s report, published in July 2011,
was greeted with enthusiasm and gained widespread
support from the disability sector. The Commission
recommended a cap system which would limit an
individual’s lifetime contributions to their care, raised
the limit at which means tested support could be
provided and guaranteed free care for people who enter
adulthood with a care and support need. However, the
subsequent delays and lack of cross party consensus
on funding has led to concerns that reform of social
care will once again be kicked into the long grass.

Since the publication of Life Support, the Government
has set out the direction of its future reforms to
social care in a White Paper, Draft Care and Support
Bill and progress report on funding. Over the last
few months the Campaigns Panel have looked at
some of the Government’s proposed reforms to care
and have told us what they think is good and what
they think still needs to change. Care and support
is hugely important to the people supported by
United Response and as the care reforms are taken
forward, their voices need to be part of the debate.

The long awaited publication of the White Paper on the
funding of care and the Draft Care and Support Bill is a
positive step towards reform and towards making a real
difference to the lives of people with disabilities. However,
much hinges on how the reforms are implemented
and how they are funded. It is important that the
momentum and support behind the Dilnot Commission’s
recommendation are not lost. The care system is already
in crisis and further delays will only worsen the situation.
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Introduction
It can be challenging for people with learning disabilities to engage with politics and get
involved with decisions that affect them. In the 2005 elections only 16% of people with
learning disabilities voted. Following the publication of Easy Read manifestos by all major
political parties and campaigns such as United Response’s Every Vote Counts project, this
rose to 31% in 2010. However, this compares to 61% of people who voted overall.
There are a number of reasons for low engagement with
politics. Often information about politics is inaccessible
and difficult to understand. This means that people
are unaware of changes which affect them. A recent
survey of people supported by United Response
showed that two thirds did not understand politics
or did not think it was relevant to them. A small
number did not know how to vote or believed that they
would not be able to vote because of their disability.
A lack of accessible information can also make it difficult
for people with learning disabilities to know how big
changes will affect them and how they can make their
opinions heard. When asked, only a third of people on the
Campaigns Panel were able to name a proposed change
to care and support or benefits. Those who could name
a change were particularly concerned about losing their
benefits as they knew that budgets were being cut. Julia
said “I have heard that the Government is going to make
changes to benefits. I will get less, like a lot of other people
including older people.” People with learning disabilities
are often disproportionately affected by changes to care
and support, benefits and local services, but have little
opportunity to say what they would do differently.

suit them. People’s living environment needs to be
right, because that helps them to live a good life.”
It is encouraging that the White Paper, Draft Care
and Support Bill and report on funding progress were
published in Easy Read formats as this gives people with
learning disabilities a chance to see how the changes
may affect them. However, it is disappointing that the
consultation process itself has not been particularly
accessible. Over the last few months, we have been
talking to members of our Campaigns Panel to find out
their opinions on the proposed changes to care and
support and what they think the Government needs
to do to create a better future for disabled people.

Shairaz told us that “if I was the Prime Minister, I’d make
sure that everyone had better support and funding. I’d
employ more care staff so that people can be checked
on regularly. I’d make sure that people are really cared
for and not neglected. I’d allow people to have extra
funding if they needed it, because it’s really important
for people to have the right facilities and things that
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What should the Government’s priorities be?
When asked whether they thought the Government understands disabled people, the responses
from the Campaigns Panel were mixed. A lot of people said that they felt the Government does not
understand disabled people because they are cutting funding to vital services. Julia said that the
Government does not understand people with disabilities and mental health needs because she does
not receive enough money to cover all her support costs. This meant that she wasn’t safe at work
because she couldn’t have someone to support her. Julia said that the changes the Government is
making worry her because “I might not be able to pay for enough support.” Rebecca told us that she
thought the Government did not understand disabled people “because they are not doing enough.”
Others were more positive. Graham said that he thought
the Government does understand disabled people because
“they have supported me for all my life.” Denise said
that after watching the Olympics and the Paralympics she
thought that the Government does understand people
with disabilities because they “made us proud.” She thinks
it is a good thing that the Government is “helping people
into work” but, like others, she is worried that “there
may not be enough money for me to do what I want.”
Members of the Campaigns Panel were asked what
they thought it is most important for the Government
to spend money on at a time when significant cuts are
being made. The majority of people said that for them,
health care, benefits, care and support, transport
and education were particularly important. Vicky said
that “the Government should help people more with
disabilities and provide more supported housing. There
should be jobs for vulnerable as well as other people.”
Rebecca and Graham both said that they wanted the
Government to make sure people with disabilities had
“better funding and support and more benefits.”
John and Lynn, whose daughter is supported by United
Response, highlighted the importance of “stricter inspections
of care homes, the care they provide and the life experience
of clients.” For them, ensuring their daughter’s quality of
life was their most important concern for the future.

Care and support are particularly important areas for
people we support, so the Government’s commitment
to reforming an out-dated and underfunded system is a
welcome one. The reforms, as laid out in the draft care and
support bill, seem positive as they highlight the importance
of well-being and person centred care. However, the
successful implementation of the reforms will largely depend
on how they are funded. Local authorities are already
under significant financial pressure and the care system will
come under more strain as demand for services increases.
Almost everyone on our Campaigns Panel said that they
were particularly worried about the future of funding for
care and support and for benefits. Many were afraid that
they would not be able to pay for their support or that it
would become harder for people with disabilities to get
the support they need. Donna said “people with disabilities
still need help in some areas, and I am worried that it will
be a lot harder to get help if you have a mild or moderate
learning disability.” Whilst transformation of the care system
is a high priority for people on our Campaigns Panel, its
success is dependent on finding an efficient, long term
funding solution for the growing crisis in social care.
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How can the Government make it easier to access support?
For disabled people, one of the most significant recommendations of the Dilnot Commission was the acknowledgement that people born with a care
and support need or who develop one in early life cannot be expected to prepare financially for their care needs in the same way as older people. The
Commission recommended that people who enter adulthood with a care and support need should be immediately eligible for free care and support, rather
than having to go through a means test. This proposal was widely welcomed, but it remains unclear if this will be implemented by the Government.
Cecily, whose son is supported by United Response,
agrees that people “who enter adulthood with care and
support needs should be eligible for free care and support
rather than facing means testing.” However, she says
that “experience with my son has shown that the care
and support he receives is only as good as what the local
services provide, which means they are often disjointed and
there appears to be little or no communication between
departments so we constantly have conflicting messages.”
Providing free care for people with disabilities represents a
relatively small cost. According to the Dilnot Commission’s
calculations, in 2015/16 this recommendation would cost £0.4
billion to implement; only a fraction of the current NHS budget
of £108 billion. Shairaz said “Some people will need support
for the rest of their lives and you can’t expect them to
pay for it. We didn’t ask to be disabled. We were born this
way and shouldn’t have to pay for it. We have to accept
our disability and the Government has to accept it too.”
Around half of our Campaigns Panel said it was important
for local authorities to provide more accessible information
and advice. A recent survey of people supported by
United Response showed that a third found information
in the news hard to understand and nearly half wanted
to have information in Easy Read. This clearly shows the
demand for accessible information. Under the new care
system, information and advice websites, provided nationally
and locally, will be one of the gateways into care and
support. For people we support, it will be really important
that all information is accessible and available in a variety
of formats, such as over the telephone or face-to-face.

There is also a question of how information about social care
will be integrated with health care; as Cecily says more can be
done “to recognise that a fragmented health and social services
approach cannot result in good care.” A recent survey of GPs
showed that more than half do not understand nonresidential care services and two thirds have no support
from local authorities to understand care services.

There is some concern about the level that the national
minimum standard of care will be set at. The current
suggestion appears to be that it should be set at substantial,
because by the time it is implemented most councils will
have set their eligibility criteria at that level. The tightening
of eligibility criteria is not a response to a reduction in
demand for services; rather it is a response to the difficult
financial situation faced by local authorities. Whilst the
move to ending the current postcode lottery was
welcomed by the Campaigns Panel, it raised questions
about whether people with mild and moderate needs
will still be eligible for support in most areas.

One of the chief criticisms of the care system is its
fragmented nature. Currently, each local authority can
set its own level of eligibility for support, effectively
creating 152 different care systems. The Government has
recognised this as an issue and will introduce a national
minimum care standard, as recommended by the Dilnot
Commission. Cecily says that “it might make it easier
to have a national minimum standard, but it relies on
people understanding and interpreting the standards.”

Conversations with our Campaigns Panel showed that that
preventing the need for care and support is of real importance
to them. Shairaz said “I think that people’s needs should
be addressed before they reach a crisis. For example, if
someone has depression, it’s really important to spot it early
on. If people get more support early on, they’re less
likely to end up in a crisis. Problems are not addressed
because there’s no funding or no this or that. It’s really bad
because problems can develop into really big things.”

Krzysia, whose daughter is supported by United Response,
said “I fully support having national criteria to determine the
help, support and funding needed for people. My daughters
could not be better provided for in every way and yet a
few miles across the county border from Oxfordshire – in
Buckinghamshire – lives a young man, also with learning
disabilities, with his old and not very well or fit grandfather;
this lad receives virtually no support and nothing is
being done, despite the grandfather’s valid concerns, to
help him move on. This inequity is patently unjust.”

The Campaigns Panel is concerned that the new care and
support system will perpetuate some of the flaws of the
current one. At the moment, the emphasis is on reacting in
a crisis rather than taking positive steps to prevent or delay
the onset of care and support needs. Local authorities need
the funding and powers to identify and support people
who would benefit from preventative support. Not only
will this mean people can live independently for longer, but
it will help local authorities to anticipate future demand
for services, as well as saving money in the long run.

moving to a new area, a new type of support or when moving
from children’s services to adult services. Transition can be a
very stressful time, and as Vicky says, it is important “to explain
things in more detail so people don’t get stressed and upset.”

Information and advice need to be available at all stages of the
care journey, but particularly at points of change, such as when
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How can the Government make support better?
The diverse responses given when the Campaigns Panel were asked about what kind of
support councils should provide more of, highlights the importance of personalised services.
Donna said that she wants people with disabilities to have “more sport things to do, like
tennis and cycling” and “more courses to do other than drama.” Most people said that they
would like councils to provide more day time activities and more care in their own homes.
Others said that it was really important to have better access to
personal budgets so that they could make choices about their
own care. Denise said that she would “give people more ramps
to give them access to buildings, give them more money and
give disabled people jobs in Government.” The overwhelming
message was that people wanted to be able to have care
and support which was tailored to their own needs.
As our previous Campaigns Panel report, Life Support,
showed, good support means very different things to
different people, depending on what they may want to
achieve. The Draft Bill’s focus on wellbeing and the emphasis
on taking into account a person’s wishes should help to
ensure that people are provided with more personalised
services. One of the central tenets of the Government’s
reforms is the principle of promoting an adult’s physical and
mental health and emotional well being. Person-centred
support is a high priority for the Campaigns Panel and
this emphasis should help disabled people to have more
personalised support, according to their needs and wishes.
Ensuring a diverse and high quality range of
services in local area is an essential part of enabling
people to have individualised support to meet
their needs. Cecily, whose son is supported by United
Response, highlighted the importance of good quality
local services, saying that they “need to be available
on the basis of local needs. Their provision should be
responding to local needs and would obviously differ.”
The proposed reforms give local authorities the opportunity
to expand the provision of services in their area, but
questions remain about where the funding for new services

may come from. Members of the Campaigns Panel are
already concerned about cuts to funding for support,
which suggests that there is likely to be a need for further
Government funding to ensure that local authorities
are able to provide diverse and high quality support.
The reduction of support for people with mild and moderate
learning disabilities was a real worry for many people on
the Campaigns Panel. As Donna, says “it will be a lot
harder for people with a mild or moderate learning
disability to get help.” It is concerning that support is
already being restricted under the current system, with
many local authorities only offering support to people with
substantial or critical needs. This looks set to continue even
in the new care and support system. Small amounts of
support can make a big difference to people with only a
few needs. Shairaz said that “everyone should be getting
some support. It’s all about fairness, but what fair support
is depends on what your needs are. I think there should be
investment in all services, but support should be given to
people depending on what their needs are and what they
want. Not everyone wants or needs the same thing.”
Coordination of support can often be poor for people
who have more than one care and support need – for
example if they have a learning disability and mental health
need. This can result in people being lost in the system
or not receiving appropriate support as they are bounced
from one service to another. Graham felt that it was
important for the Government to make it easier for people
with more than one disability to get support whilst Julia
recommended that people with more than one disability
should have “double benefits – one for each disability.”
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How can the Government help at times of change?
Transition from children’s services to adult services has been a source of problems for
many people. Shairaz told us that he found it really hard to move on from the centre that
he’d lived in as a teenager, saying “I’d been institutionalised. I didn’t get proper support
in my new place and I got bullied by some of the other people there. I became very scared
and I didn’t want to go out.” Shairaz found it really hard to move on from his placement
because “no one prepared me for the real world. People should be helped to move gradually
and to build up independent living skills. If people are allowed to move gradually, then
it gives their social workers or support workers time to address their concerns.”
The Draft Care and Support Bill has set out a clear
process for moving from children’s services to adult
services. Early assessments should help families and
local authorities to plan for future care and there are
provisions to ensure continuity of care beyond a child’s
18th birthday, if adult services have not yet been put
into place. Denise said that this would help because
people need better support to “plan what they
want to do before going into adult services.”
Currently in many areas, there seems to be poor levels
of communication between children’s services and
adult services and local authorities are often unaware
of the number of people who are about to move to
adult services. This makes it very difficult to adequately
anticipate future demand for services. Cecily says that
“smooth transition is extremely important and takes a
lot of cooperation between different agencies.” Better
communication and improved information sharing
may help to create a smoother transition process.

where people are prevented from moving to supported
living placements because of disputes over funding.
Krzysia describes these changes as a “laudable aim.”
John and Lynn, whose daughter Jo is supported by United
Response, said that this “will help us as Jo is funded by
one local authority but she lives in another area…it would
mean that we could have a care manager where she lives.”
The changes to the rules around ordinary residence and
out of area placements are a very positive step and will
make a real difference to the lives of disabled people.

The clarification of rules surrounding out of area placements
and ordinary residence will make a real difference to the
lives of people supported by United Response. Deregistration
of care homes to supported living services is an area which
has caused difficulties in the past. Any simplification of the
system would enable people who are currently living in out
of area residential placements to move to more independent
supported living placements when appropriate for them.
The new rules should help to bring an end to scenarios
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Conclusion – How should things change for disabled people in the future?
The proposed reforms to care and support are much needed, as the current system is
underfunded and no longer fit for purpose. The response to the reforms from the Campaigns
Panel has been largely positive and people have welcomed the clarification in areas such as
transition from children’s services to adult services, the introduction of national minimum care
standards and the centrality of a person’s overall wellbeing and wishes to the reforms.
As Shairaz says person-centred support is really important
because “support should be given to people depending
on what their needs are and what they want. Not
everyone wants or needs the same thing.” Reforms
to care and support create an opportunity to fix some
of issues which the Campaigns Panel told us are the
biggest problems with the current system, such as limited
access to preventative services and poor support for
people with mild and moderate learning disabilities.

If the Government is to make a real difference to the
lives of disabled people, it must do more to engage with
people. It can be challenging for people with learning
disabilities to get involved in politics and make their
voices heard, but as this report demonstrates, people
are keen to speak up on issues that matter most
to them. Cecily told us that one of the best ways for
the Government to make a better future for disabled
people is to “listen more to those with disabilities.”

However, members of the Campaigns Panel are
concerned about how the reforms will be funded
and implemented. Almost everyone said that they were
worried about current levels of funding, cuts to services
and benefits and some were unsure how they would pay
for their care in the future. Vicky said that she is most
worried about “losing my benefits and support.”

As the care and support reforms are taken forward,
the Government must ensure that it opens up a real
dialogue with people with learning disabilities and
keeps their opinions at the core of every change. We
and the Campaigns Panel, along with other disability
charities, advocacy groups and coalitions, will play
our part in making sure that this happens.

The Government’s commitment to reforming care and
support represents a once in a generation opportunity
to make a real difference to the lives of disabled people.
However, without adequate funding, the reforms
will not succeed and run the risk of perpetuating
some of the worst flaws of the current system.
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Kaliya’s afterword

Kaliya Franklin

After many positive recommendations on social care in the Dilnot Report it is disheartening for
disabled people to hear the Chancellor George Osborne suggesting its implementation will be
delayed due to the economic crisis. Disabled people living independent lives and being fully consulted
on policy making is central to making rights a reality, and the fears that disabled people have about
not being heard are central to both this latest report from United Response and our futures.
Very few people with a learning disability use their ability
to influence politics by using their right to vote; this can
be due to inaccessible processes, a lack of understandable
political information and a fear of influencing the
individual’s choice of vote by those supporting disabled
people. These barriers must be overcome so that all
disabled people can exercise their right to participate
in the democratic process in an accessible manner.
Easy Read information about politics is vital and
something simple that charities and disabled people
can campaign to have provided by every political party.
Easy Read information is not just of benefit to disabled
people, but really important for politicians; if politicians
cannot translate their language into that of Easy
Read then they probably do not understand what
they are saying very well. Ensuring that accessible
information is provided by every political party is also a
good way of addressing concerns about bias; that way
support workers can provide detail on all the options and
ensure people with learning disabilities can make their
own, fully informed choice when it is time to vote.

Kaliya is a disability rights activist, blogger
and campaigner. She is the founder of the
Broken of Britain and one of the main authors
of Responsible Reform (the Spartacus Report.)

that people with learning disabilities are as important a
group as ‘netmums’ or ‘white van man’ to be considered
when thinking about how voters will respond.
Disability is at the heart of all our lives as individuals
or as society, whether it comes to us at the beginning,
middle or towards the end of life, in some way shape
and form we will all become reliant on the support
of others. The right to live independent and fully
participating lives benefits us all, but until disabled
people’s voices are heard at every level of politics and
policy making, we will not feel the positive influence
disabled people have on every area of all our lives.
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The most common complaint from disabled people in
relation to politics is that our voices are not being heard,
particularly the voices of those with learning disabilities.
Ensuring that people with learning disabilities are
supported to attend policy meetings, select committees
and party conferences to speak directly for themselves is
also another simple idea which would have a powerful
impact on policy makers by making impersonal policy
plans come to life through the lived experience of those
the policies are designed for. It would also show politicians
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