Tell it like it is

A report by the Learning Disability Coalition

We are a group of 10 organisations (groups) who
want to try to make sure there is enough money
for people with a learning disability to have
better lives.

These are our members
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SENSE

TOUCHING PEOPLE'S LIVES

We sent out a questionnaire to find out the
effects that cuts to services and extra charges
are having on people with a learning disability.

We also wanted to find out the effect cuts and
charges are having on people’s families.

685 people replied and told us what they
thought. This report is about what they told us.



Introduction from
Dame Jo Williams

Across the country people with a learning
disability and their families are suffering because
of cuts to services.

Most councils only support people with the
highest needs. This means that a lot of people
get left out.

We think that people are doing most about the
issues that affect older people.

People with a learning disability have very
different needs to older people.

We want the government to pay attention to
these needs.

The Government has said a lot of good things
about wanting people with a learning disability
to have better lives. But so far, they have not
done as much as they said they would.

The Government is going to change the way it
supports people with a learning disability. It is
writing a document called a Green Paper.

We want to make sure that they write things in
the Green Paper that really help people with a
learning disability.



Introduction from
Karen Flood

It is about time that people knew more about
what a terrible time some people with learning
difficulties and their families are having.

We just want a decent life like anyone else.
We've got a lot to offer, given the chance.

Just a little bit of help can make the difference
between sitting at home every day or getting to
a keep fit class or a college class.

I’m angry about the cuts to services that are
going on around the country.

It seems very hard to get the message over
about what a serious issue this is.

In some families people have to give up their
jobs to look after their family members with a
learning difficulty. We can’t wait until all the
talking about the Green Paper has finished. We
need action now!
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What people told us
about the cuts to services:
Daytime activities

The writing in blue are quotes - what people said.

A third of people have had their day time
activities cut. This means that quite a lot of
people have been affected.
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Day Centre

These are some of the things they told us

Don’t do much at the centre. Too much Bingo,
lots of watching TV and DVDs. No more outings.
Programmes are ignored - staff shortage blamed.
It is a multipurpose day centre and the elderly
take priority over people with learning disabilities
for staff time.

Because they split up and closed a day centre in
my own town, I could only have a place in a
town about 10 miles away. They have recently
announced that 2 day centres in other nearby
towns are to close, plus a respite centre closed
last year.




The Government thinks that many people with a
learning disability would be better off living in the
community and working instead of spending their
time in day centres.

We think that this is a good idea.

The problem is that in some places, councils close
day centres and then do not provide any services
to replace them.

Sometimes there are replacement services, but
they are not good enough.

They are not always right for each individual
person.

They often do not give people choice and control
over their lives.



College courses

More than a third of people whose courses were
cut are now staying at home.

These are some of the things people told us

Community activities such as keep fit sessions
and yoga run by the Learning and Skills Council no
longer happen due to funding problems. Some
people can join in day classes or activities run for
all, but I need a slower pace and small groups so
need special groups - I want to join activities
with my peers

My course that was cut was 4 days a week - now
my new course is only 1 day a week

We managed to find another course (when the
existing course was cut). It runs 3 days a week
only. Cost was increased steeply from £20 to
over £250!!



There have been big cuts across the country to
people’s courses.

Often, people’s courses are cut because councils
do not think that the people are learning very
much.

But they do not provide services to take the place
of their college course.

This means that a lot of people end up staying
at home.



Employment

In the past, a third of people had been able to use
a service that helped them to find a job.

Half of these people said that the service was no
longer there.

These are some of the things people told us

No constructive support to help look for and get
employment. Parents still having to make all
enquiries

Not enough opportunities for working/training.

No support to have a job. I would like regular
part time work but get no help from the
government to achieve this.




Less than a fifth (very few) of people with a
learning disability are in work.

This is much less than other disabled people.

Most people with a learning disability would like
to work.

People with a learning disability are often very
good at their jobs when they are given the right
support.

One problem is that employment services often
only get funding (money) for a short time.

Another problem is that services often work with
people with different types of disabilities, not just
people with a learning disability.

This means that they might not know as much
about learning disability as they should.

There should be an employment program that is
just for people with a learning disability.

It needs to have enough money and for everyone
with a learning disability.



Transport

We did not ask a question about transport, but
lots of people told us about the problems they
have with transport.

These are some of the things people told us

Cuts to transport have meant centre session
times are much shorter as minibuses double
up or people arrive late and leave early.

I used to go out once a week for coffee/lunch.
Now all I get is a walk in my wheelchair to our
local Asda store just a few minutes from our
centre.

I live in a rural area with no services. I have to
have support to travel and access local
mainstream services. It made me very worried
about having no money left to go out and do
activities. I have to pay for meals and drinks. The
local council did not take these expenses into
account. I had to write many letters complaining
about this. I wrote to the minister - he didn’t do
anything.



Most people with a learning disability cannot
drive.

Half of all families with a disabled child do not
have a car.

Many people with a learning disability have to use
public transport. They have no choice.

Concessionary (cheap) transport is important for
many people with a learning disability,
particularly to people who use it to travel to
college.

But many people with a learning disability,
including those who go to day centres need
transport that is provided by their council.



Short Breaks (respite)

We did not ask a question about short breaks.

But a lot of people told us about their
experiences.

35 people were told us about their bad
experiences.

Only a few people told us good things about short
breaks.

These are some of the things people told us

After 16 years was offered respite care - after a
lot of preparation and few day visits it was
withdrawn without consulting me or my
parents. Apparently the placement was offered to
another person without informing me. No respite
care at the moment.

Our respite has been cut from 28 days a year to
21 days and there is no flexibility.

My respite centre has closed and I have not had a
break and nor has my carer.

Respite is about to finish this year so my family
will have no help at all.



Life is very difficult for a lot of family carers.

Most families who care for a person with a
learning disability care for more than 15 hours
every day.

Half of families always give care during the
night.

Most family carers whose health is not good say
it because of the amount of care they give.

Good quality short breaks are very important.

They give people with a learning disability choice,
independence and a change.

Short breaks also mean that family carers get a
chance to rest.

The Government’s recently announced carers’
strategy is going to help but there is still a lot
more that needs to be done.



Charging for services

These are some of the things people told us

I think councils should not be allowed to charge
people with disabilities for services. The only
money we have is benefits and local authority
charges 60% of what they say is disposable
income.

Charging for transport and for day services and
colleges has been a big problem for people in my
area.

Tony’s carer is his father, who has chronic
obstructive pulmonary disease (a bad heart) and
prostate cancer. Up till age 18 Tony received 6 hrs
per week with a personal assistant. On his 18th
birthday a fee of £26 per week was demanded
by our local authority. We cancelled the personal
assistant.



b Bringing in, or putting up, the charges for services
’\9 means that some people will not be able to afford
5 them and will do without.

Councils must not charge too much for social care
services.

The Government say that councils must take into
account how much money people have before
they decide to charge them.

But it is becoming harder for families to prove
that they spend a lot of money on supporting
their family members with a learning disability.

People have to pay more and more in charges for
social care services.



But it’s not all bad...

Here are some of the things people told us about
that are good

Direct payments have transformed his life,
particularly access to leisure services.

The individual budget scheme is excellent. I am
just about to start it, and it will help to make me
independent and access the things I want to do.

The introduction of direct payments has given
Jane and others much more freedom to do what
they would like to do, rather than being told what
to do.

At the end of the questionnaire we asked people
to let us know about good or bad things that were
happening in their community.

A lot of people filled in this part of the survey.
People said

The were enthusiastic about direct payments
and individual budgets

A lot of people were unhappy that day centres
are closing. But people whose day services had
been modernised were often very positive about
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Bus Pass People had many good experiences of
o W employment and inclusion in the community -
& h for example, free bus passes.

There were problems for people who were ‘too

A\ able’ to get services.
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Families told us that cuts to services made them
feel alone and sad.

More about what people told us

ﬂ.

People were frustrated that there was not
enough support for employment, learning and
leisure.

People want more information about their
services. They want more support with
managing their own budgets or direct
payments.

Everyone with a learning disability is different.
This means that people need different services. If
the Government puts enough money into
personalisation, it could make a big difference to
people’s lives. Personalisation is about who you
are and want you want from your life.




If you would like to join our
campaign please visit our website

www.learningdisabilitycoalition.org.uk
We have changed the names in this report.

Mencap helped to make this easy read
accessibility@mencap.org.uk

Thanks to Photosymbols for the pictures
www.photosymbols.com



