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EXECUTIVE SUMMARY

The Inclusive Research Network is a group of people
with intellectual disabilities from Ireland who do research.

We are supported by the National Federation of
Voluntary Bodies and the National Institute for Int ellectual
Disability.

We organised 3 research workshops between 2008 and
2009 where we learnt research skills. We came up wi  th the
idea of doing a research project on: where people w ith
intellectual disabilities live and how they like it

We decided to do a survey to find out the answers. We
did a survey with easy to read questions and pictur es about
where people live and how they like it. We practise  d how to
ask the questions and how to write the answers.

11 members of the Inclusive Research Network didth e
survey with 43 people. These members did the survey from
June to September of 2009. Staff at the National In  stitute for
Intellectual Disability analysed the answers.

We then organised 2 meetings to discuss what we
found out:
* Most people who did the survey were women and most

people were between 20 and 35 years old.

* Most people liked where they lived.
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* Most people lived in towns and with their families.

* Most people had their own kitchen, bedroom and
bathroom.

* Most people had access to taxis and buses.

* More than half of the people did not choose who the vy
live with and only half of the people chose wheret  hey
live.

» Half of the people said that they would change thin gs
in their homes, only a few would change things abou t
the people they live with, and some would change
things about the support they get.

Members of the Inclusive Research Network said that
more work needs to be done for them to live indepen dently
including: more services for people with intellectu al
disabilities, more control for people over funding, more
choices about where and who to live with, more
individualised supports, change in families’ attitu des about
living independently and more opportunities for peo ple with
intellectual disabilities to be heard.
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THE INCLUSIVE RESEARCH NETWORK

The Inclusive Research Network is a group of people who

come together to do research and talk about researc  h

that is important to people with intellectual disab ilities.
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The Inclusive Research Network is
a joint project of the National
Federation of Voluntary Bodies and
the National Institute for Intellectual
Disability.

The IRN members are:

o Co-researchers: people with
intellectual disabilities doing
research;

o Facilitators: trained researchers;

0 Supporters: people who support
the co-researchers.

This network is for anyone
interested in this type of research.

For example, people from services,

self-advocacy groups,
organisations, researchers and

community groups.
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THE RESEARCH WORKSHOPS

We conducted 3 research workshops between 2008 and
20009.

* We learnt:
o Basic research knowledge and
skills.
0 Research methods.
* We gained some hands-on
research experience.
* We explored issues about:
o Who can do research?

o Why do we do research?

o Ethics and consent.

During these workshops co-researchers said that the y

would be interested in researching:

» Choice about who to live with.

* Freedom to be independent.

e Moving into my own house and
independent living.

» Privacy and my rights.

» Alternatives to group housing.
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THE NATIONAL SURVEY “WHERE WE LIVE”

The Inclusive Research Network decided to do a stud vy
about where people with intellectual disabilities | ive. We
wanted to look at:

» What people like and do not like.
» What supports do people need.

* What people would like to change

about where they live.

We decided to do a survey. This was a way to use and

transfer the skills learned in the inclusive resear ch

workshops.

Developing the Survey

We developed the survey in different steps.

Workshops 1 & 2:
* The co-researchers made
suggestions about the survey

guestions.
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After workshops 1 & 2:

» The facilitators developed
potential questions and added
pictures.

* The co-researchers tried out

the questions in Dublin and
Galway and gave feedback:
0 Suggested new questions
o Changed some of the
guestions:
= The order to ask them.
= The wording of
guestions.
» The topics.
In workshop 3:
* We all sat in small groups of
four and tried out the survey.
» The facilitators asked the co-
researchers and supporters

again to give feedback.

You can see the final version of the “Where We Live "

national survey online at www.fedvol.ie
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The project received ethical approval through the

Research Ethics Committee at Trinity College Dublin

The Survey Tools

We developed the survey, the answer booklet, letter s of

Information, consent forms, a checklist and instruc tions.

| am going to ask you questions about Q: Own kitchen?
where you live and who you Ii\ie witrl_.. vesid T |
Are you able to use the kitchen when you want?
Yeaj NOD
Q: Own bathroom?
'fea:l NOD
Survey Answer booklet

Where We Live Survey WHERE WE LIVE SURVEY

Farficipant information Form CONSENT FORM FOR RESEARCH PARTICIPANTS

e B
1:_" The researcher has explained the research to me []
Hello my nameis ............_..._.

| am a member of the Inclusive Research

Y Network which is looking at how people with | have been able to ask guestions about the research []
 disabiliies can do research about issues that

T are important to them. ’?
Letters of information Consent forms
» For survey participants = For survey
= For supporters, participants
organisations, and families = For supporters
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B ORI Sce Steps to do this
= what she or he is going to do and

» what the survey is about. research

P— Work with th person who will st you

Give the information sheet to the
— - RS
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How did We Survey People?

We did a training workshop in June of 2009 in Galwa .

e All co-researchers had a chance to

practice with the survey.

e Co-researchers took turns at asking

and answering questions.

 Co-researchers had a chance to
experience doing the survey and

responding to the survey.

» Co-researchers also learnt about
sampling different people to take part
in the study:

o Males and females.

o People of different ages.

o People who lived in different
places (group homes,
independent living, with

family).

11
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The facilitators provided support to the co-researc hers

and supporters.

* The facilitators:

 E-mailed co-researchers and

supporters regularly.

e Called some co-researchers and

supporters who did not use e-mail.

» Developed a website explaining

A

-
7~
I3
N

how to do the survey and how to

use all the materials.

« Reminded the co-researchers and

supporters to use the website.

» Also worked as supporters.

* Most of the surveys were done

between July and August, but we also

allowed for late submissions.

13
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11 Co-researchers did the survey.

* The co-researchers did the survey

with people in their own area.

 The co-researchers were based in

Galway, Clare, Monasterevin,
Roscommon, Dublin, Waterford,

Carrick - on - Suir and Cork.

* The role of the supporters was to:
o Help co-researchers
through all the steps.
o Record the answers.
o Make sure that each person who
responded to the survey:
» Understood what the study was

about.

= Signed a consent form.

14
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The co-researchers and supporters sent the response s by
post to the facilitators during August and Septembe r.
» The facilitators entered the data into a

computer file and did statistical

analysis.

* The facilitators presented the key
findings to a group of co-researchers
and supporters at a meeting.

o The facilitators used a series of bar
charts with pictures.

» Seven co-researchers and two
supporters attended the meeting
where everybody:

0 Discussed the findings.
0o Compared the findings from the
study with co-researchers’

experiences of doing the survey.

o0 The co-researchers discussed the
key messages for the government
and decision makers in

organisations.

15
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WHAT DID WE FIND OUT?

Co-researchers did 43 surveys around the country.

More than half of the people who responded were fem  ales

and some were men.

70
63(27 females)

N ﬂ
50
40 - 37 (16 males)

30 -

Percentage

20 -

10 -

Male Female
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Most people were aged between 20 and 35 years,or3 6

and 50. Only a few were under 20 years or over 50y ears.

45 -

40 A

35 4

30 A

Percentage

15 4

10 -

25 4

20 A

41(17 people)

37 (15 people)

20 (8 people)

Under 20 20-35 36-50 51-60

Most people lived with their families, some lived i n group

homes, and a few in independent living apartments.

45 - 43 (18 people)

40 ~
35
30 +

Percentage

15
10 +

25
20

21 (9 people)

5(2 people)

Group home Family Semi-independent
apartment

17
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On average

» People who lived in group homes said that they live d
with nine people.

» People who lived with their families said that they lived
with three people.

» People who lived semi-independently, said that they

lived alone or with one other person.

o 10 +

Q.

g &

£ 6

o 3

g 5

' | 1

> 0 - _—‘
Group home Family Semi-independent

apartment
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On average

» People who lived in group homes and people who live d
with their families said that they had lived there for
about 10 years.

» People who lived independently said that they have

lived there for only about four years.

10 ~

Years

4

.

Group home Family Semi-independent
apartment

Most of the people said they had their own kitchen.

70

61 (26 people)

60

50 -

40 (17 people)

40 -

30 4

Percentage

20 A

10 A

Yes No
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Most people said that they were able to use the kit  chen

when they wanted.

100
90
80
70
60
50
40
30
20
10

Percentage

| 88 (37 people)

12 (5 people)

Yes No

About half of the people said that they had theiro  wn

bathroom.
60 -
50 |
0]

30 +

Percentage

20 +

10 -

51(22 people)
49 (21 people)

Yes No

20
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Almost all people said that they had their own bedr  oom.

100

90 - 86 (37 people)

80 -

70

60 -

50 -

Percentage

40 -

30 -

20 -

Yes

14 (6 people)

No

Only some people had a key to their bedroom.

70 -

60 -

50 -

30 -

Percentage

20 -

Yes

40 - 35 (15 people)

65 (28 people)

No
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Most people said that other people did not come int

bedroom when they were not there.

70 -

60

50 -

30

Percentage

20

10 +

Yes

40 -
34 (14 people)

66 (27 people)

No

A lot of people lived in a town, many in the countr  yside

and only a few in the city.

Where people lived

50 ~
40 -
(]
> 30 -
1S
3
S 20 -
o 12(5 people)
N l
0

48 (20 people)

41(17 people)

@
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Most people had access to taxis and buses. Many had
access to trains. Only a few had access to aeroplan es

and trams.

90 1 g4 (36 people) g4 (36 people)

_
P

47 (20 people
EWET Iu 14 (6 people)
5 (2 people)

80 -

70 ~

60 -

50 +

40 +

Percentage

O—[EI

30 ~

20 +

10 -

Taxi Train Tram Aeroplane
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In general, most people liked where they lived.

100
90 4 88 (37 people)
80 ~
70 ~
60 -

50 ~

Percentage

40 -

30 A

)

20 +

10 (4 people)
10 |

Yes No

They said that they liked where they lived when:

e |t was a nice house or flat.

It is a nice and | like the garden, it's nice and big...

safe place.

24
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» [t was near things that were important to them.

(am happy where | am beca@

its my home, | know my @cause it is near work am

neighbours, Granny lives town and a shop around the

beside me and the church is corner. Nobody giving out to

@se. | like my family. ‘/ me...

\% 7

| like it because | can help around

e They could be independent.

the house. | can walk to work, staff Independent, come and

are nice to me. go as | want...

* They liked the people they lived with.

Plenty of friends, happy with

staff and house mate and area. More space, see lots of

nature; like the people |

live with and mom and

dad support me. -

25
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They said that they didn’t like where they lived wh  en:

* There were no people around or no things to do.

« They wanted to have more independence.

» People living in group homes also liked where they lived

because of the accessibility of their homes.

e i
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More than half of the people did not choose who the v live
with.

70 -

o
o
I

58 (23 people)

<D

Percentage
B al
o o
1 1

w
o
I

N
o
I

Yes No

Only half of the people chose where they lived.

60 -

5o (21 people) 50 (21 people)

Percentage

Yes No
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About half of the people said that they would chang e

things about their homes.

60 -

51 (22 |
49 (21 people) (22 people)

50 -

40 -

30 A

Percentage

20 ~

10 -

Yes No

The things they would change about their homes were

» Having their own homes and rooms.

A room of my own. vl [ i e
in my own house.

28
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» Choosing the people they lived with.

To move in with people and to be able to choose

the people if possible.

» Changing room or house.

. I'd like a new house. | would
A bigger room

like to move, live with girls.

and the colour.

e Having more responsible landlords/landladies and more

respectful neighbours.

qe neighbours are a problem\

and the landlady gives out

sometimes and watches my

7

Landlord should look

after the house more. every move.

29
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» A few people wanted to do more around their home and

have their houses kept better.

/Get my telly working
properly, better good, be

mobile as much as | can,

%e less people.

It's too quiet. | would

like to do more things.

30
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* People living in group homes said that sometimes they

did not know the staff.

 People living with their families wanted to have
independence to do more things and have more trust

from their parents to go out in the community.

- b de ain o s .
WV
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Only a few said that they would change something ab  out

the people they live with.

90 1 84 (31 people)
80 -
70 -
60 -

50

40 ~

Percentage

30
20 A 16 (6 people)

10 -

Yes
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They things they would change about the people they

lived with were:

* Having more choice about who they live with and the

independence they had.

md like to be more independent but the people

at home are so hard to please. | need staff around

all the time to keep mom happy when | am going

-

somewhere. | would like to live alone.

It might be nice down the line to get a house mate

but it would only be good if | owned the house and

could choose who | live with.

33
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Some people said that they would change things abou t

the support they get.
707 66 (27 people)

60 -

50 ~

40 -~
34 (14 people)

30 A

Percentage

20 A

10 -

Yes No

They said they would change things about the suppor t
they got including:

* More support to go out.

o

would like to be able to

Support in going out and

go out more in the making friends - don’t

evening with friends.

N

get much support.

34
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» Different people supporting them.

I'd like to see different

people supporting me.

« More support to work.

Support with work in

my community.

* More support to look after the house.

When | move | would like a small house with my

friends. | would need help with looking after it.

* More independence.

Less support and to be
more independent.

35
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Was there anything else that people wanted to say a  bout

where they lived?

e Some people said they liked where they lived.

Good relationship with parents and siblings... %
living on farm and with the animals. Freedom on the
farm is great. | like not being forced to do things in a
group like those in a group home. | was asked to join a

group home and said ‘no | didn’t want to’. | would like to

@a house independently but not in a group hb

 Some people said they would like things changed where

they lived.

(d like to be more safe?

There are a lot of gangs,

young people, drunk, very

o

36
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In the future I'd like to
move out to “K” with my
boyfriend.

* Some people said they lived independently.

Nice area, nice distance from town. Quiet enom
because it's a little bit out of the town. | have moved from
family to semi independent housing where | lived with two

people to move into my own county council house on my
own.

This took 2 and half years. Showing the county council
the problems with the semi independent housing it
managed to speed up the process. The support person
wrote a letter to the county council to say | had the ability
to live independently. | got to furnish the house so | got to
put the stamp on the place myself. | was supported by my

family to do this and | am very happy that | got to do this
Wand not have someone else doing this. /

37
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KEY MESSAGES FROM THE IRN MEMBERS

A group of co-researchers talked about what the fin dings

meant to them. They concluded that:

» There is lack of services for
individuals to seek independent
living.

* More control over funding is
needed for people to have
choices about where they live

and who they live with.

Individual needs have to be

considered and supports need to

be in place so that it is less

Q? frightening for people to be
A\ W independent.
L » There are few choices for people

to decide where they live and
p—
. who they live with.
 Attitudes should change for

families to allow their family

member to be more independent.

38
NATIONAL FEDERATION OF VOLUNTARY BODIES

e o ; - NATIONAL INSTITUTE FOR INTELLECTUAL DISABILITY
Providing Services to People with Intellectual Disability



PN e There are not enough
opportunities for peoples’ voices

to be heard.

CHALLENGES

We found some challenges while conducting this

research.

o, » Ethical approval
A Some organisations required the
researchers to apply for ethical

approval within each organisation.

e Support to work out of the
organisation

Supporters and co-researchers

found it difficult to get to do the

survey after the workshop activities.
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PRESENTATION OF RESULTS

Members of the Inclusive Research Network Simon
Buggy, Sarah Flynn, and Marie Wolfe presented the
findings of the “Where We Live” research project at the
2009 National Disability Authority Conference in Du  blin.
They were supported there by Pauline O’'Meara and

Michael Freiberg.
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This report was prepared by

Edurne Garcia
Iriarte

Edel Tierney Brian Donohoe

Contact information:

Dr. Edurne Garcia Iriarte

National Institute for Intellectual Disability
School of Social Work and Social Policy
Trinity College Dublin

3 College Green 4" Floor

Tel.: +353 1 896 2200
Fax: +353 1 677 9131
http://www.tcd.ie/niid/
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