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We have decided to use 'learning difficulties' rather
than 'learning disabilities' because these are the
words that the people themselves said they prefer. It
was used throughout the research. In this report we
talk about 'people with learning difficulties', meaning
people who since they were a child had a real
difficulty in learning many things. We do not mean
people who just have a specific difficulty in learning,
for example, people who only have difficulty with
reading which is sometimes called dyslexia.




Summary

In 2001 the Government published a White Paper
called Valuing People.1 In it the Government said that
it would help people with learning disabilities ‘to live
full and independent lives as part of their local
communities’.

In 2005 the Government published a paper called
Improving the Life Chances of Disabled People.? In

it the Government said that ‘By 2025, disabled people
in Britain .... will be respected and included as equal
members of society.’

The Government also said in Valuing People that they
would carry out a survey ‘about the lives of people

with learning disabilities and their families’. It would be |,

the first time a national survey of adults with learning
disabilities in England had been done.

This is the report of that survey.

It tells us how much more needs to be done if people
with Learning Difficulties are to be more included and
have a better life.




The Survey EE

In Section 1 of the report (The Survey) we tell you
how we did the survey.

The survey was carried out by a research team
made up of BMRB Social Research (a research
company), Professor Eric Emerson (from the
Institute for Health Research at Lancaster
University) and Central England People First
Research Team (an organisation run by and for
people with learning difficulties).

The research team was supported by an Advisory
Group. The names of the people who were
members of this group are in Appendix 1.
Between July 2003 and October 2004 we
interviewed 2,898 people with learning difficulties
who were at least 16 years old.

We talked to people living in their own homes,
people living with their parents or other relatives
and people living in different types of supported
accommodation. This included people living in
supported living schemes, residential care and in
NHS accommodation.

In one in four of the interviews (24%) we just
talked to the person with learning difficulties. In
the rest of the interviews a support person was
present. Most support people were parents,
another relative or paid carers.




¢ |n just under half of the interviews (46%), the
person with learning difficulties answered most of
the questions.

In Appendix 3 of the report we tell you how you can
get copies of the questionnaire we used, the
information we collected and some very detailed
reports on what we did.

The People

In Section 2 (The People) we tell you about the
people with learning difficulties who took part in the
survey.

e The youngest person we interviewed was 16
years old, the oldest was 91. About half of the
people we interviewed (45%) were under 30
years old.

e We interviewed a few more men (59%) than
women (41%).

e Some of the people we interviewed (6%) were
from minority ethnic communities.

e Most of the people we interviewed (92%) were
single and had always been single.

e Some people were very independent. Other
people needed a lot of support.




In Sections 3 to 10 of the report we tell you what we
found out. Each of these sections contains a lot of
information. We have summarised some of the main
points below.

People with Learning Difficulties are Often Socially
Excluded

Being socially excluded means that you do not get to
do many of the things that are important to other
people.

e People living in private households and people
supported under Supporting People were more
likely to live in poor and deprived areas

e Only one in six people with learning difficulties who
were of ‘working age’ (17%) had a paid job.
Generally in the UK, 67% of men and 53% of
women of ‘working age’ have paid jobs.

e Many people worked part time. Over one in four
men (28%) and nearly half of women (47%) who
had a paid job worked for less than 16 hours a
week.

e Nearly two out of three people (65%) who were
unemployed (and said they were able to work) said
they would like a job.

e Nearly three in four people (72%) went to a special
school. One in ten (10%) went to a special unit in a




mainstream school. Less than one in five (18%)
went to ordinary classes in mainstream school.

We asked people who were not living with their
parents or another relative how often they saw
members of their family. Nearly half (44%) saw
them at least every week or nearly every week. Just
under one in five (19%) never saw members of their
family. People who had learning difficulties were
much more likely not to see members of their family
than people who do not have learning difficulties.
Just over two out of three people (69%) had contact
with friends at least once a year. Nearly one in three
(31%) said they did not have any contact with
friends. People who had learning difficulties were
much more likely not to see friends than people who
do not have learning difficulties.

Over two out of three people (69%) had friends who
also had learning difficulties. One in four people
(25%) had friends who did not have learning
difficulties.

One in twenty people (5%) had no friends and did
not see anyone from their family.

One in fifteen of the people we interviewed (7%)
had children. Of the people who had children, just
over half (52%) looked after their children.

Less than one in three people (31%) said that they
voted in the 2001 general election. In surveys of the
general population nearly four out of five people
(73%) said that they voted in the 2001 general
election.




People who are socially excluded are also likely to
have bad things happen in their lives.

e Nearly half of the people we talked to (43%) said
they had been bullied at school.

e We had a list of things that most people in England
think others should be able to have. These were

things like being able to buy new clothes. We asked
people whether they had enough money to buy
these things. People with learning difficulties were
less likely to have enough money to buy these
things than people who do not have learning
difficulties.

e One in three people (32%) said they did not feel
safe either in their homes, their local area or using
public transport.

e Nearly one in three people (32%) said someone
had been rude or offensive to them in the last year
because they have learning difficulties.

e Nearly one in ten people (9%) said they had been
the victim of crime in the last year. People with
learning difficulties were less likely to be a victim of
crime than other people, but they were slightly more
likely to be attacked.

e One in six (15%) said that their general health was
‘not good'.

e We asked people how happy they felt about their
life at the moment. Nearly half (47%) said they were
very happy. But one in twenty (4%) said they were
mostly unhappy.

e One in ten people (9-11%) said they felt sad or

worried ‘a lot’, felt left out ‘a lot’, and felt helpless ‘a
6




lot’. Over one in ten people (13%) said they ‘never’
felt confident.

People with Learning Difficulties Often Have Little
Control Over Their Lives

e Two out of three people in supported
accommodation (64%) had no choice over either
who they lived with or where they lived.

One in three people (39%) did not have enough
privacy.

Over one in three of people (38%) said they had
heard about Direct Payments. Just under one in five
people (19%) were receiving them.

Just over half of the people we asked (54%) said
someone else decided how much money they could
spend each week.

Just over one in ten (12%) said that someone else
decided what they could spend their money on.
About half of the people we talked to (54%) had an
independent advocate.

One in five people (20%) were aware of a self-
advocacy group in their area. About one in thirty of
all people we talked to (3%) regularly attended self-
advocacy groups.

People with Learning Difficulties have Few
Opportunities to be Independent

e Half of all adults with learning difficulties (50%)
were still living with their parent(s). Another one in




ten (12%) were living with other relatives. Only
about one in fifteen (7%) were living either on their
own or with a partner. Few adults who do not have
learning difficulties live with their parents or with
other relatives.

e One in ten people (10%) with learning difficulties
living in private households helped care for another
adult who was elderly, ill or had a disability.

e One in twenty people (6%) said they had an unmet
need for support.

e Nearly two out of three people (63%) said they were
very happy with the support they received. A few
people (7%) said they were not happy.

e One in ten people (10%) said they had wanted to
complain about the support they received.

Some People with Learning Difficulties are More
Likely Than Others to Have Bad Things Happening in
Their Lives

The survey showed that some good things and some
bad things were happening in the lives of people with
learning difficulties. We wanted to find out whether
some people were more likely to have good or bad
things happening to them.

Some people were much more likely to have bad
things happen to them than other people.

e Being poor or living in a poor area had an impact
on just about every aspect of peoples’ lives. This is
important because people with learning difficulties

8




are much more likely to be poor than people who do
not have learning difficulties.’ People who were
poor or lived in poor areas were more likely to live
in unsuitable accommodation and to have less
privacy at home. They were also more likely to be
unemployed, not have a voluntary job, not have
enjoyed school, be bullied at school, not be taking a
course and not attend a day centre. They were also
more likely to not have control over their money.
They were also more likely to see members of their
family less often, be an unpaid carer, see their
friends less often, do a smaller range of community
activities, not have voted and not know about local
advocacy groups. They were more likely to not feel
safe, be bullied and be a victim of crime. Finally,
they were more likely to have poor health, have a
long-standing iliness or disability, smoke, not be
happy, be sad or worried, feel left out, feel helpless,
not feel confident, have unmet need and to have
wanted to complain about the support they receive.
People who described themselves as Black or
Asian were more likely to be unemployed, poor,
see their friends less often, have poor health and be
sad or worried a lot. In addition, people from Asian
communities were more likely to have less privacy,
feel left out and not feel confident.

People with higher support needs were more
likely to be living in supported accommodation, to
have less privacy, to have less choice, to be
unemployed and not to have a voluntary job. They
were more likely to not to have gone to a
mainstream school, not to be taking a course, not to
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receive Direct Payments, not to have control over
their money. Finally, they were more likely to see
friends who do not have learning difficulties less
often, not to feel safe, feel helpless and not feel
confident.

People with lower support needs were more
likely to be poor, a victim of crime, be unhappy,
have poor general health and to have been bullied
at school.

People who had poor general health were more
likely to live in unsuitable accommodation, be poor,
see friends who have learning difficulties less often
and do fewer community-based activities. They
were also more likely to not feel safe, have been
bullied, be a victim of crime, not be happy, feel sad
or worried, left out and helpless and not feel
confident.

Men were more likely to have less privacy in their
home, see friends who have learning difficulties
less often, be a victim of crime and smoke.
Women were more likely to be unemployed, have
been bullied at school, attend a day centre, not
exercise, feel sad or worried.

Younger people were more likely to live in
unsuitable accommodation, have less privacy at
home, not have a voluntary job, have been bullied
at school, be poor, not have voted, not know about
local self-advocacy groups. They were also more
likely to not feel safe, be bullied, be a victim of
crime, smoke, be unhappy, feel sad or worried, left
out and helpless and not feel confident.

10




e Older people were more likely to not be taking a
course, have no control over their money, see
friends who do not have learning difficulties less
often, do fewer community-based activities, have
poor health and to not exercise.

11



The Survey f

In 2001 the Government said (in a ‘White Paper’ called
Valuing People) that it would carry out a national survey of
people with learning disabilities in England. It wanted to find
out three things

o What is life like for people with learning difficulties?
e \What support do they get?
e What do they want and need?

It wanted to do this in a way that involved people with
Learning disabilities at all stages of the research. To do this
the Department of Health made sure that people with
learning disabilities:

e were part of the committee that decided who would be
asked to do the survey

e were included as full members of the research team
and the advisory group

e could participate in the survey by answering as many
questions as possible

e were involved in writing the report of the survey

e got to see the results of the survey. (This report is one
of the ways we are doing this.)

The Department of Health asked a research team to do the
survey. The team was made up of

e BMRB Social Research (a research company);
e Professor Eric Emerson (from the Institute for Health
Research at Lancaster University)

12



e Central England People First Research Team (an
organisation run by and run for people with learning
difficulties).

The Department of Health also put together a team of
advisors to help make sure the survey was done in the best
way. This team included people from the Department of
Health, the Office of the Deputy Prime Minister and the
National Forum of People with Learning Difficulties. The
names of the people on this group are given at the end of
this report (Appendix 1).

Deciding How to Do the Research

There has never been a national survey of people with
learning difficulties in England. So, first of all, we needed to
find the best way to do the research. Between May and
September 2002 we came up with lots of ideas about:

¢ \What questions to ask

e How to make sure that people with learning difficulties
could answer the questions (if they wanted to)

e How to find people to take part in the survey.

The next part of this report explains how we worked out the
best way to do these things.

What Questions To Ask

We did three things to work out what questions we needed to
ask.

e We talked to 30 people with learning difficulties and 30
people who supported them about what they thought.

13




e Central England People First held a two day
conference. 48 people came to the conference. 35 of
them were people with learning difficulties. People
talked in workshops about what questions should be
asked, and how we should ask them.

o \We looked at questions that had been asked in other
surveys. We looked at surveys done by the government
on housing, health, jobs and so on. We also looked at
surveys done in other countries on what life was like for
people with learning difficulties.

After doing these things we came up with the questions we
wanted to ask. Next we needed to check that these were the
right questions.

We asked 21 people with learning difficulties the questions to
check they were OK and that we were asking them in the
right way. We found that most of the questions were OK but
that we needed to make some changes.

The questions we asked in the main survey can be
downloaded from:
http://www.dh.gov.uk/PublicationsAndStatistics/PublishedSur
vey/ListOfSurveySince1990/GeneralSurveys/GeneralSurvey
sArticle/fs/en?CONTENT [D=4081207&chk=u%2Bd5fv

How to Ask the Questions

Talking to people with learning difficulties also told us a lot
about how to ask the questions so that as many people as
possible could answer them (if they wanted to).

We thought about how to make the questions easy to
understand. We decided to:

14




e Use words that are easy to understand

e Use pictures to help people understand what the words
mean

e Explain what the questions mean. (In big surveys we
don’t usually explain what the questions mean, but
people can sometimes understand things better if they
are said in a different way.)

We used three kinds of questions

e Simple questions that could be answered with ‘yes’ or
‘nO!

¢ Questions where the person chose the answer from a
short list

e More complicated questions.

Then we thought about other things, which might be
important to help people answer the questions.

We wanted to make sure we talked to people when they
wanted us to. We decided to:

e Send a letter to all of the people we wanted to talk to.
This was written in a way that was easy for them to
understand.

o Call people first to arrange a time to visit them.
Sometimes we needed to talk to a support person to
help arrange this.

We wanted to make sure that people were happy to take part
in the survey.

e First, the interviewer explained why we were there, and
what the interview would be like

15




e Then they checked if the person had understood what
we were asking them to do, and if they were happy to
take part

¢ [f they did not understood this, we asked a support
person if it was OK to do the interview. (This could not
be a paid support worker, unless there was no-one else
to ask.)

We tried to make sure that, if they wanted it, the person with
learning difficulties would have someone else to be there to
support them.

o We asked if they would like someone else there. If they
said no, we did the interview with them on their own.

¢ |f they said they would like someone to support them,
we asked if it was OK to ask the support person some
questions as well. If they said no, we did not ask the
support person any questions.

¢ Our interviewers made sure the support person was
there to help, and did not take over the interview.

Training the Interviewers

We wanted to make sure the interview was done in a way
that helped people with learning difficulties to participate. We
asked the interviewers to:

e Take some time at the start of the interview to get to
know the person they are talking to

e Ask the person with learning difficulties the questions —
don’t talk about them to a support person

¢ Allow plenty of time for people to think about their
answers

e Go at the pace of the person they are talking to and
take plenty of breaks

16




We trained our interviewers to make sure they really
understood about these things. The training was run by
BMRB and Central England People First.

¢ BMRB made sure the interviewers understood what
they needed to do
e Central England People First helped them understand
what it might be like to interview people with learning
difficulties. They did this by talking with them about:
o What speaking up means for people with learning
difficulties
o What life can be like for people with learning
difficulties and
o How people with learning difficulties might react to
being interviewed.
e The interviewers asked lots of questions and felt they
had learnt a lot from their training.

How to Find People to Take Part in the Survey

We wanted to make sure that the people we talked to were
as similar as possible to other adults with learning difficulties
in England. This meant that we needed to talk to people:

¢ in different parts of the country

e who were living independently, with their families and
in supported accommodation

¢ who had a wide range of needs and abilities.

We think that about one in fifty adults in England has a
learning disability. Of these, only about one in four use
specialised ‘learning disability’ health or social services. So
we needed to find a way of talking to people who would not
be known to specialised services.

17



People in Private Households

Every week BMRB do a survey that talks to 4,000 people
from all over England. We added some questions to this
survey to try to find people living in private households who
would be willing to take part in the survey. This would include
people who are living alone, living with a partner or living
with their parents or another relative.

We explained what we meant by learning difficulties.
We then asked them if they had learning difficulties, or if they
lived with or supported an adult with learning difficulties.

When we tested it, we found that this was a good way to find
people in private households. There were also some
problems with finding people in this way.

e We could only find about 30 people every week to try to
talk to. Because of this it would take quite a long time to
find and interview enough people in this way.

¢ We did not find many people from minority ethnic
communities.

To get round these difficulties we also decided to try to find
people through Social Services Departments.

People in Supported Accommodation

People with learning difficulties may be living in three main
kinds of supported accommodation:

e Housing provided under the government’s ‘Supporting
People’ programme. The Office of the Deputy Prime
Minister (ODPM) had a list of all places in the schemes
that they thought were supporting people with learning
disabilities.

18
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o Registered Residential Care Homes. At the time we did
the survey an organisation called the National Care
Standards Commission (NCSC) had a list of all
registered residential care homes that supported people
with learning disabilities.”

e Hospitals and residential homes run by the NHS. The
Department of Health had a list of all NHS Trusts that
provide supported accommodation for people with
learning disabilities.

We got these lists. Then we tested out how easy it would be

to find people to talk to who Ilved in supported
accommodation. =

Testing Out Our Ideas “

By September 2002, we thought we knew how to do the
survey. We tried out our ideas by doing a full ‘dress
rehearsal’ for the survey. This involved interviewing 176
people with learning difficulties across England. These were
people in both private households and supported
accommodation.

We wrote a report about what we had done in May 2003. A
copy of this report can be downloaded from
http://www.dh.gov.uk/PublicationsAndStatistics/PublishedSur
vey/ListOfSurveySince1990/GeneralSurveys/GeneralSurvey
sArticle/fs/en?CONTENT [D=4081207&chk=u%2Bd5fv

We also wanted to make sure that our survey was fair to
people with learning difficulties. To do this we talked to a
NHS ‘Ethics Committee’. It is their job to make sure that
research is fair. They said they were happy for us to do the
survey, but that we had to check that all the NHS Trusts in
the survey were happy that the survey was fair. This took a
very long time.

19




July 2003

LIUA E o m w3
123 4547
B G001 05 14
1516171519 20 21
223324 3024 27T 24
2% 3031

v

We started work on the main survey in July 2003. By October 2004
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The Main Survey | ——

Who We Talked To

People from BMRB’s Survey of People Across England

We used BMRB's survey for over a year to find people in
private households with learning difficulties. Through this we
found 1,072 adults with learning difficulties who might be
able to help us. We interviewed 750 of these people.

People in Private Households Identified from Social Services
Departments

these, 19 co-operated with the survey. Through them we SSm]E:

identified 675 people with learning difficulties living in private 'i'f""'--'l_'.'_'_“
households to talk to. We interviewed 480 of these people. :

We asked 28 Social Services Departments to help us. Of
F [gam

People in Supporting People Schemes

We chose 190 schemes that supported adults with learning ‘1@ |
difficulties. Of these, 134 schemes said they would help us. ( ==
These schemes identified a total of 822 people to talk to. We -
interviewed 562 of these people.

20



People in Reqistered Residential Care Homes

We chose 340 residential care homes. Of these, 202 said
they would help us and they identified a total of 1,312 people
to talk to. We interviewed 919 of these people.

People Living in Accommodation Provided by NHS Trusts

We chose 40 NHS Trusts and asked them to help us. Of
these, 14 Trusts said they would help us and they identified
a total of 326 people to talk to. We interviewed 263 of these
people.

A report which gives more details of how we chose
people to take part, and how we made sure the
results represented all people with learning difficulties

can be downloaded from
http://www.dh.gov.uk/PublicationsAndStatistics/PublishedSur
vey/ListOfSurveySince1990/GeneralSurveys/GeneralSurvey
sArticle/fs/en?CONTENT [D=4081207&chk=u%2Bd5fv

The Interviews

We tried to make sure that people with learning difficulties
could take part in the interviews. To do this we

e Made the questions as easy to answer as we could

¢ Trained the interviewers how to include people with
learning difficulties. This training was done by Central
England People First and BMRB.

How Much Were People Able to Take Part in the Interviews?

In just under half of the interviews (46%), the person with
learning difficulties answered most of the questions. In less
than one in three interviews (31%) the support person
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answered most of the questions. In the rest (23%), the

person with learning difficulties answered some of the

questions, the support person also answered some.

Who Took Part in the Interviews?

Figure 1 shows who took part in the interviews. One in four
of the interviews (24%) just involved the person with learning

difficulties (the focus person). When a support person was

present they tended to be a parent, another relative or a paid

carer.

focus person
+ paid carer
23%

focus person
»'(¢® +advocate

just the focus

A 19% person
A b L

|
focus person

2 0 +friend

QTL ‘11 ’ 1%
ﬁ;{‘*_\l\‘]’ He
focus person
+ other /
relative focus person focus person

.

> [MP9% =5 |+ partner [ ##—  + parent
Q M [ | parmer
fij‘?ﬁ._k;,.

L 2% 'f‘"'igl 40%

=
39

Figure 1: People who took part in the Interview
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We interviewed 2,974 people. Of these, 76 probably did not
have learning difficulties.® This left us with 2,898 interviews
with people with learning difficulties.

|I|l"|*+""' | f-ﬁ—\

Sex |’ l | L:{ITI

Of the people we interviewed, there were more men (59%)
than women (41%). We would expect this as more men than
women have learning difficulties.®

NI

Age

The youngest person we interviewed was 16 years old the
oldest was 91. About half of the people we interviewed
(45%) were under 30. Figure 2 shows how many men and
women we interviewed at each age group.

We compared the ages of the people we interviewed with
our best estimates of the ages of people with learning
difficulties in England.” We found that we were more
successful at finding younger people with learning difficulties
to talk to than older people.

We found that this was true for people living in private

households and for people living in supported
accommodation.
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Figure 2: The Age of the People we Interviewed

We

are not sure why we were less successful at finding older

people. It could be because:

Older people were less likely to identify themselves as
having learning difficulties

People supporting older people were less likely to
identify the person they were supporting as having
learning difficulties

Organisations and homes supporting older people were
less likely to participate in the survey

Older people were less likely to agree to take part in the
survey

If the person themselves could not give consent, people
supporting older people were less likely to agree to take
part in the survey.
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Ethnicity

Of the people we interviewed, some (6%) were from minority
ethnic communities. This is a bit less than the number of
adults from minority ethnic communities in England (7%).

Of the people from minority ethnic communities:
e 56% were Asian (people who described themselves as
British Asian, Pakistani, Indian, Bangladeshi etc)
e 35% were Black (people who described themselves as
Black British, Caribbean, African etc)
e 9% were from other minority ethnic groups (e.g.,
Chinese).

Marital Status

Most of the people we interviewed (92%) were single and
had always been single. Some were married or were living

divorced (2%).

Support Needs §i7

We asked the people who we interviewed how much support
they needed to do 11 different things. These things ranged
from drinking a cup of tea to filling in a form.

e Some people were very independent. One in ten
people (10%) could do all or all but one of these
things independently.

e Other people needed a lot of support. A few people
(4%) needed someone to do all or all but one of the
things for them.
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We looked at whether some people needed more support
than others.

¢ Men and women needed the same amount of
support.

e Older people needed more support than younger
people.

e People from Asian communities nheeded more
support than people from White or Black
communities.

We talk more about support needs in the last section
(Support).
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A Place to Live =2

We think too few people (less than one in seven) live on their
own or with a partner. Too many young people still live with
their parents and too many older people live in supported
accommodation. Living independently makes many choices
possible but, just like everyone else, people with learning
difficulties worry about safety in the area they live in. We
don’t think this should stop people living independently. They
should have the choice of being independent and safe.

We were not surprised that so many people’s privacy was
not respected and that most people in supported
accommodation did not have a choice about who they lived
with and where. As people with learning difficulties the right
to have choice about a place to live and to privacy are very
important.

lan Davies & Karen Spencer

We asked people about where they lived and who they lived
with.

Just over two in three people (69%) were living in private
households. This means that they were living alone, with a
partner or with their parents or other relatives. Just under
one in three people (31%) were living in some form of
supported accommodation.

Of the people living in private households:

o nearly three out of four people (73%) were living with
their parent(s)
o one in six (17%) were living with other relatives
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o just over one in twenty (6%) were living on their own
o just under one in twenty (4%) were living with a partner

Of the people living in supported accommodation:

o nearly two out of three (62%) were living in residential
care homes

o one in three (34%) were being supported under the
Supporting People programme

o the rest (3%) were living in NHS hospitals.
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Figure 3: Where People Were Living

These results are summarised in Figure 3.
The living arrangements for people with learning difficulties
were very different from the living arrangements for adults in
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the UK in general. In Figures 4 and 5 we have made some
comparisons between the two using information on the
general population for 2003/4 reported by National
Statistics.®

B Adults with Learning Disabilities B Adults in England

100%
80% A

60% A
40% A

20%

0% .
Living Alone Living As a Couple

3%

Living Arrangement

Figure 4: Percentage of Adults Living Alone or Living as a
Couple
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Figure 5: Percentage of Men (on the left) and Women (on
the right) Living with Their Parents

These figures show that people with learning difficulties are
much more likely to live with their parents than other people
(especially as they get older). They also show that people
with learning difficulties are much less likely to live as a
couple than other people.

Of the people with learning difficulties living with their
parents, one in five (20%) were living with parents who were
65 or older. Nearly one in ten (9%) were living with parents
who were 75 or older.

Who Is More Likely to Live in Supported
Accommodation? g% #

First, however, we looked at who was more likely to live in
private households and who was more likely to live in

supported accommodation. We found that five things were
independently related to living in supported accommodation.
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This means that each of these things was important, even
when we took into account the other four things in the list.”

People were more likely to live in supported accommodation
if (in order of importance) they

were older

had higher support needs

were not Asian

did not have poor general health

did not have a long-standing illness or disability

NV

Age

Older people were more likely to be living in supported
accommodation than younger people. Figure 6 shows (for
different ages) how likely it was that the people who took part
in our survey lived in supported accommodation. It also
shows similar information about the living situation of 15,000
people with learning difficulties in England in 2004."°
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The figure shows that as people get older they are much
more likely to live in some form of supported
accommodation. It also shows that at each age the people
who took part in our survey were a bit less likely to live in
supported accommodation than people who are known to
learning disability services.
=3
Support Needs n

z.___@@
People with higher support needs were more likely to be
living in supported accommodation than people with lower
support needs.

We divided the people who we interviewed into three equal
groups based on the level of support they needed. One in
four (25%) people with the lowest support needs were living
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Figure 6: Percentage of People Living in Supported
Accommodation at Each Age Group

in supported accommodation. Over one in three (40%)
people with the highest support needs were living in
supported accommodation. It is important to remember,
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however, that the majority of people with the highest support
needs were living in private households.

Ethnicity

Many fewer Asian people were living in supported
accommodation than White people or Black people.”
However, this difference was only true for younger people.

e When we just looked at people under 40, many fewer
Asian people were living in supported accommodation
(7%) than White people (17%) or Black people (24%).

e \When we looked at people who were 40 or older, there
was little difference between the percentage of Asian
people living in supported accommodation (46%) and
White people (51%). (There were very few Black people
in this age group.)

This difference in use of supported accommodation is
surprising as Asian people tended to have higher support
needs than other groups

Health & Disability %\
- &)

When the effects of age, support needs and ethnicity were
taken into account, people who either had generally poor
health or had a long-standing iliness or disability were less
likely to live in supported accommodation.

Figure 7 shows the percentage of people living in private
households and supported accommodation who had poor
health or had a long-standing iliness or disability.
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Figure 7: Percentage of people living in private households
and supported accommodation who had poor health or had a
long-standing iliness or disability

In the next two sections we will summarise the information
we collected. First, we will do this for people living in private
households (people living with their families, a partner or
alone). Then we will do this for people living in supported
accommodation (people living in supported living, group
homes, hostels and hospitals).

People Living in Private Households Egﬁl,..l

Just over two in three people (69%) were living in private
households.
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Did People Like Where They Were Living? uQ
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We asked people whether they liked where they were living.
It is very difficult to know whether someone else really likes
something. Because of this we looked separately at what
people with learning difficulties said themselves, and what
the support person said when they answered for people with
learning difficulties.

e Nearly all people with learning difficulties who were
living with their parents (97%) or with other relatives
(91%) said they liked where they lived. Most people
who were living alone (78%) or with a partner (72%)
also said they liked where they lived.

¢ When the support person answered these questions
on behalf of the people with learning difficulties, they
also said that nearly all people who were living with
their parents (97%) or with other relatives (98%) liked
where they lived. Support people very rarely
answered these questions when people were living
alone or with partners.

We looked in more detail at what people with learning
difficulties said when they were interviewed alone compared
to when they were interviewed with a support person
present.

e People were just as likely to say that they liked living
with their parents when interviewed alone (98%) as
they were when interviewed with a support person
present (97%).

e There was also not much difference between what
people said about whether they liked living with their
partner when interviewed alone (74%) or when they
were when interviewed with a support person present
(67%).
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o \When people were living with other relatives, they were
more likely to say that they liked where they lived when
a support person was present (96%) than when they
were interviewed alone (81%).

¢ \When people were living alone, they were also more
likely to say that they liked where they lived when a
support person was present (100%) than when they
were interviewed alone (72%).

If people said they did not like where they lived, we asked
them why. The answers to these questions are shown in
Figure 8, separately for when the question was answered by
the people with learning difficulties and when it was
answered by the support person.

This figure shows that we got very different answers to this
question depending on who answered.

e People with learning difficulties were most concerned
about the area they were living in.

e Support people were most concerned about how
independent people could be.

These differences may reflect the different views of people
with learning difficulties and support people. They may also
reflect what matters most to people with different levels of
support need (people with low support needs answered
themselves, the support person tended to answer for people
with high support needs).
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When a support person was present we asked them whether
they thought the house was suitable for the person in light of
their needs.

e Most support people (91%) did think the person’s
accommodation was suitable.

e The main things that they complained about were the
person needing more space (26% of people who

Wanting to be More _ 23%L§§5

Independent 0% frog

Too Far From Family or 23%
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Noise .;| 14%
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Figure 8: What People Did Not Like About Where They
Were Living
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thought the accommodation unsuitable), having
difficulty with stairs (20%), needing their own room
(19%), needing a bedroom or bathroom downstairs
(19%) and the general state of repair (8%).
[t .|
. R
Feeling Safe "% 4!

P -/“'._ 'II [

[ S

We asked people about whether they felt safe at home at
night and felt safe in the local area.

o A few people (5%) living in private households did
not feel safe in their home at night. One in seven
people (14%) said that they did not feel safe in the
local area.

¢ \When we just looked at what people with learning
difficulties said themselves, one in six (17%) said
they did not feel safe in the local area.

Support At Home &, &
PP B Cgoly

We asked whether people living in private households had
someone to help them at home. Four out of five (80%)
people said they did have someone to help them.

¢ |n nearly all cases (93%) the person who provided
support was a relative.

e A small number of people (8%) had a paid support
person to help them at home.

o Afew (2%) had a friend to help them at home.

e Of the people who did not have anyone to help them,

a few (12%) said they would like someone.
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Privacy

We asked people about their privacy.

e |In afew cases (8%) people said that someone
sometimes comes into their home without asking, or | [Fgaf _{ ‘5
when they did not want them to.

e More people (14%) said that someone sometimes

comes into their room without asking, or when they S| ez Ij
did not want them to. They said this was most likely e
to be someone they lived with (59% of those who T y

said this happened), a relative or friend they didn’t
live with (39%) or a paid support worker (8%).

e Most people said they could be alone with people
who come to visit them (82%) and that they could be
alone as much as they liked (86%).

e Just over one in four people (27%) said that
sometimes people opened their letters without asking
them.

People Living in Supported Accommodation

Just under one in three people (31%) were living in some
form of supported accommodation.

The number of other people with learning difficulties that
shared the person’s home is shown in Figure 9. Three in four
(75%) people were living in houses for four or more people.
Just under one in four (22%) were living in houses for more
than 10 people.
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Figure 9: Number of Other People with Learning difficulties
That Share the Person's Home

We asked people in supported accommodation about the
choice people had over who they lived with and where they
lived.

e Two in three people (67%) said they had no choice
(or were reported to have no choice) over who they
lived with.

e Just over half the people (54%) said they had no
choice (or were reported to have no choice) over
where they lived.

We also looked at choice just for those people who
answered most of the questions in the survey themselves.
Even among this group of people who could do lots of things
themselves, most people (58%) said they had no choice over
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who they lived with. Though most of them (63%) said they
did have some choice over where they lived.

When we studied all the answers to the questions we
decided that people did not have enough choice if they had
no choice over either who they lived with or where they lived.
Overall, we found that two out of three people (64%) in
supported accommodation did not have enough choice.

Next we looked at whether some people were more likely to
have choice than others. Two things were strongly related to
having more choice: living with fewer people and having
lower support needs. e e,
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Did People Like Where They Were Living?

We asked people whether they liked where they were living.
Because it is very difficult to know whether someone else
really likes something we looked separately at what people
with learning difficulties said themselves, and what support
people said.

Most people with learning difficulties who were living in
supported accommodation (93%) said they liked where they
lived. When the support person answered this question, they
also said that most people with learning difficulties who were
living in supported accommodation (96%) liked where they
lived.

If people said they were unhappy about where they lived, we
asked them about why they were unhappy.
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The answers to these questions are shown in Figure 10
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Figure 10: What People Did Not Like About Where They

Were Living
separately for when the question was answered by the
people with learning difficulties and when it was answered by

the support person.

There were no really big differences between people with
learning difficulties and support people. Not liking the area in
which the person was living was the most common reason
for not being happy with where people were living.

When a support person was present we asked them whether
they thought the house was suitable for the person in light of
their needs.
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e Most support people (94%) did think the person’s
accommodation was suitable.

¢ The main things that they complained about were the
person needing more space (32% of people who
though the accommodation unsuitable), needing a
bedroom or bathroom downstairs (17%), having
difficulty with stairs (16%), needing their own room
(11%) and the general state of repair (3%).

Feeling Safe n

We also asked people about whether they felt safe at home
at night and felt safe in the local area. A few people (3%)
living in supported accommodation did not feel safe in their
home at night. A few more (6%) did not feel safe in the local
area. When the person with learning difficulties answered
this question nearly one in ten (9%) said that they did not
feel safe in the local area.

Sharing & House Rules

We asked people in supported accommodation about
whether they had to share rooms (e.g., bathrooms) and
about any house rules. We also asked them about how
happy they were about sharing.

o Most people in supported accommodation had to
share a bathroom (82%) and a kitchen (85%).
e People said that two out of three homes had some
kind of house rules (66%).
Most people with learning difficulties said they were happy
about sharing a bathroom (84%), sharing a kitchen (93%)
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and the house rules (91%). When these questions were
answered by a support person, they also said that the
person with learning difficulties was happy about sharing a
bathroom (90%), sharing a kitchen (95%) and the house
rules (94%).

Privacy -

We asked people about their privacy.

e Nearly one in six people (15%) said that someone 5”?‘3’1& 0
sometimes comes into their home without asking. L%%Eémf_sf‘fi’l‘a,‘j Lo

e Nearly one in five people (18%) said that someone
sometimes comes into their room without asking, or nas
when they did not want them to. They said this was , -
most likely to be someone they lived with (60% of
those who said this happened), a paid support worker v
(40%) or a relative or friend they didn'’t live with (4%). z

e Most people said they could be alone with people
who come to visit them (93%) and that they could be

alone as much as they liked (93%).
e Just over one in five people (22%) said that
sometimes people opened their letters without asking ‘ : ‘

them.
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Suitability and Privacy

This section is about people living in private households and
people living in supported accommodation.

Suitability

When we studied all the answers to the questions we
decided that the person’s accommodation may be unsuitable
if people said that any of the following things were true:

The person was unhappy where they were living
The support person said the house was unsuitable
The person has to share a bathroom or kitchen and
did not like sharing

We were told the house was too crowded, cold, or
needed a lot of repairs

The person did not feel safe at night or in the area

Overall, we found that over one in four people (27%) may be
living in unsuitable accommodation. This included:

33% of people in NHS accommodation

28% of people living in private households
27% of people supported under the Supporting
People programme

24% of people in Registered Residential Care
Homes

Next we looked at whether some people were more
likely to be living in unsuitable accommodation. People
were more likely to live in unsuitable accommodation if
(in order of importance) they:

e were poor'?
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e lived in a deprived neighbourhood™
e had poor general health™
e Were younger.

Privacy | °*

When we studied all the answers to the questions we
decided that the person may not have enough privacy if
people said that any of the following things were true:

e Someone sometimes comes into their room without
asking, or when they did not want them to

e They could not be alone with people who come to
visit them

e People opened their letters without asking them.

Overall, we found that over one in three people (39%) did not
have enough privacy.

Next we looked at whether some people were more likely to
have less privacy than others. People were likely to have
less privacy if (in order of importance) they:

Had higher support needs

Were younger

Did not live alone

Were a man

Lived in a more deprived neighbourhood

Were from a minority ethnic community (especially
Asian)

Had a long-standing iliness or disability
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We were not surprised at so few people being in work. In our
experience this is because of poor information and support
(only about half of people in work or looking for a job had
support). The survey also showed that it is because people
don’t think they can work or will get a job. Fear of losing
benefits is also an important reason why people with learning
difficulties haven'’t got a job. We were very surprised that
people didn’t say more about benefits and work.

lan Davies & Karen Spencer

We asked people who were of ‘working age’ whether they
had a job."™ If they did, we then asked them about their job. If
they didn’t have a job we asked them whether they would
like a job.

o Just under one in four people (23%) said they had a
job. Of these, one in four (24%) said they did not get
paid for working.

o This means that about one in six people with learning
difficulties (17%) had a paid job and that about one in
twenty people with learning difficulties (6%) had an
unpaid job.

St A

Paid Employment % *~

5 m"J

About one in six people with learning difficulties had a
paid job (17%). This is much less than people in the UK
in general. Figure 11 shows the percentage of men and
women with learning difficulties (with high, medium and
low support needs) who had paid jobs, and the
percentage of men and
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women in general in the UK who had paid jobs in 2004."° All
the figures are about people of working age.
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Figure 11: Percentage of Men and Women of Working Age
in Paid Work

The types of paid jobs that people had are listed below.

o Shop or warehouse for shop (19%)
o Gardener or labourer (18%)

o Catering/waiting tables (15%)

o Factory or assembly line (15%)

o Domestic work (14%)

o Apprentice/trainee (3%)

o Office work (2%)

Many people worked part time. Over one in four men (28%)

and nearly half of women (47%) who had a paid job worked

for less than 16 hours a week. These rates of part-time work
are much greater than for men (4%) and women (15%) in
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general in the UK. Figure 12 shows the percentage of men
and women with learning difficulties (with high, medium and
low support needs) who worked for 16 or more hours a week
in paid jobs, and the percentage of men and women in
general in the UK who worked for 16 or more hours a week
in paid jobs in 2004."
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Figure 12: Percentage of Men and Women of Working Age
Who Worked for 16 or More Hours a Week and Were Paid
for This

Of the people who were paid for the work they did,
approximately half (45%) earned less than £100 a week and
just over four in five (81%) earned less than £200 a week.
One in twenty people (4%) said that their money was not
paid to them, it was paid to someone else.
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Some people (16%) said that they lost some benefits when
they started working. Most of them (77%) said that it did not
cause them any problems.

Nearly everybody (92%) liked their job. Three in four people
(76%) said they chose their jobs. One in five people (21%)
said they would like to work longer hours, a few people (5%)
said they would like to work fewer hours. Some people
(13%) said they had been bullied at work.

We looked at whether some people were more likely to get a
paid job than others.'® Below we have listed the things that
are related to people getting a paid job. The list begins with
those things that are most important and finishes with those
things that are less important. People were more likely to
have a paid job if they:

Had lower support needs

Did not have a long-standing iliness or disability
Were a man

Lived with fewer people

Saw friends who had learning difficulties less
often®

Were White

Lived in an area with higher employment

Had good general health

Saw friends who did not have learning difficulties
more often

O O O O O

O O O O

Voluntary Work

About one in twenty people with learning difficulties (6%) had
an unpaid job. The types of unpaid jobs that people had are
listed below.

o Gardener or labourer (24%)
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o Catering/waiting tables (17%)
o Factory or assembly line (17%)

o Shop or warehouse for shop (16%)
o Domestic work (10%)

o Apprentice/trainee (2%)

o Office work (1%)

These are very similar to the kinds of paid jobs that people
with learning difficulties had.

Most people worked part time. Nearly two out of three people
(60%) worked for less than 16 hours a week. Just over one
in ten people (11%) worked for more than 30 hours per week
in a voluntary job.

Nearly everybody (98%) liked their voluntary job. Nearly four
out of five people (79%) said they chose their jobs. One in
six people (14%) said they would like to work longer hours, a
few people (1%) said they would like to work fewer hours.
Nearly one in five people (21%) said they had been bullied at
work.

We looked at whether some people were more likely to have
a voluntary job than others. Below we have listed the things
that are related to people getting a voluntary job. The list
begins with those things that are most important and finishes
with those things that are less important. People were more
likely to have a voluntary job if they:

o Had lower support needs

o Saw friends who had learning difficulties more
often

o Were not poor

o Were older
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Looking for a Job

If people were unemployed, we asked them why they did not
have a job. The reasons people gave are listed below.

o Cannot work or nobody would employ them because
they have a disability (62%)

o Attending school or college or a day centre (18%)

o Looking, but can not find a job (4%)

o Doesn’t want a job (2%)

We asked all the people who did not have a job whether they
would like a job. Nearly two out of three (65%) said they
would like a job.

We look at the support people received to get a job in the
last section of the report.
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Education and Training

It is sad but true that there is so much bullying in schools.
The survey also shows how for people with learning
difficulties it goes on in later life. It affects people badly, has
on-going effects and more action to tackle it is needed.
Bullying is one of the things that people with learning
difficulties have always spokenup about.

In our experience the potential of people with learning
difficulties has been missed. Training and education of
people with learning difficulties is not linked to work. The
survey shows that there is a gap in training directly linked to
employment opportunities, including workplace training.

lan Davies & Karen Spencer

We asked about different types of education and training.
We asked people about:

o the school that they went to when they were children

o whether people were going to college at the moment

o whether they were doing any training courses at the
moment

o whether they went to a day centre.

Schooldays

Overall, nearly three in four people (72%) went to a special
school, one in ten (10%) went to a special unitin a
mainstream school and just under one in five (18%) went to
ordinary classes in mainstream school.
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These figures changed a lot with the age of the person we
interviewed. This is shown in Figure 13. Theses changes are
probably due to changes in the way people with learning
difficulties have been educated. It was only in 1971 that
children with severe learning difficulties had a right to an
education in England.
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Figure 13: The Percentage of People in Each Age Group
Who Went to Special School, a Special Unit in a Mainstream
School or a Mainstream School Mainstream

We wanted to know whether some people were more likely
than others to have gone to a special school. Because the
Government has made lots of changes to the way special
schools are used, we just looked at this for people under 30
years old.?
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There were only two things that were associated with having
gone to a mainstream school: being younger and having
lower support needs.

We asked people whether they liked school. Overall, three
out of four people (75%) said they did like school. We looked
for things that predicted whether people said they enjoyed
school.

The following list starts with the things that were most
important and ends with the things that were least important.
People were more likely to say they enjoyed school if they:

o had not been bullied at school
o went to a special school

o were not poor

o did not live in a more deprived area
o were Asian.

Nearly half of the people we talked to (43%) said they had
been bullied at school. We looked for things that predicted
whether people said they had been bullied at school.

The following list starts with the things that were most
important, and ends with the things that were least important.
People were more likely to say they had been bullied at
school if they:

o were younger

went to a mainstream school (especially a special unit
in a mainstream school)

had lower support needs

had a long-standing illness or disability

had poor health

were women

were poor

lived in more deprived areas

O

O O O O O O
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We asked people what type of school they would have
preferred to go to. Overall, people said that they would prefer
to go to the same type of school that they attended. Three
out of four (72%) people who went to a mainstream school
said they would prefer to go to a mainstream school. Four
out of five (81%) people who went to a special school said
they would prefer to go to a special school.

Finally, we asked people about what qualifications they got
while at school. Because exams and qualifications have
changed so much, we only looked at what younger people
(aged under 25) told us. Overall, just under half (43%) of
people said they had left school with at least one
qualification. The most common qualifications younger
people left school with were

o GCSEs (gained by 19%)
o NVQs (12%)

o City & Guilds (4%)

o Asdan (3%)

o A certificate (3%)

Current Education and Training

In the survey we talked to 928 people who were under 25
years old. Just over half (52%) of these people were
attending school or college.

Over one in three people of all ages (36%) said they were
currently doing some kind of course or training. Of the
people who were not doing a course, nearly half (40%) said
they would like to do one.

o Colleges (74% of people taking courses)
o At a day centre (22%)
o At work (5%)
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The most common places people were taking courses were
o Colleges (74% of people taking courses)
o At a day centre (22%)
o At work (5%)

The most common types of courses people were taking
were:

o Life skills (26%)

o Arts, craft or drama (24%)

o Information 