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Foreword

It is with great pleasure that I introduce this report which represents the experiences of
people with a learning disability and their families in relation to resettlement from long
stay learning disability hospitals in Northern Ireland. This report highlights the
experiences of people while living in hospital, their experience of moving out of the

hospital and adjusting to living in the community.

The findings clearly show that people are keen to move out of hospital and be involved in
decisions affecting their own resettlement journey. Life in the hospital was viewed
negatively by many particularly in relation to the lack of freedom and choice. The
majority of people interviewed felt that their lives had improved since leaving hospital and
felt that they missed nothing about living in the hospital. It is clear that moving to the
community with the right support and adequate preparation can lead to an increase in
opportunities as well as in the range of activities and level of choice available. The family
members interviewed provided a poignant insight into the emotional impact of supporting

a family member through the resettlement process.

| would like to express my thanks to the people who took the time to take part in
interviews as well as the staff and family members who supported them to participate.
Their honesty and insight are of value in understanding the personal impact of
resettlement and the importance of inclusion in decision making. We will strive to ensure

that the voices in this report will be heard and acted upon.

Yours sincerely

\mM/M\\

Maeve Hully

Chief Executive of the Patient and Client Council



Summary

The Programme for Governrment2008-2 011 i ncluded a target that |
a learning disability should be promptly treated in the community and no-one should
remain unnecessarily i n desatadettfadeliveryintiehi s was r
Bamford Vision Action Plan 2009 i 2011 (DHSSPS, 2009) published by the Northern

Ireland Executive in October 2009.

Aim
The Bamford Monitoring Group of the Patient and Client Council set out to capture the
views and experiences of people with a learning disability who have moved from living in

a hospital, to Iive in a home in the community

Our Approach

As part of this study 15 people with a learning disability who had been resettled from
Muckamore Abbey Hospital and Longstone Hospital from 2008 until present day were
interviewed about their experiences. Two family members also shared their experience

of these |l ong stay hospitals and their relatiyv

Our Findings
Some of the main issues identified about life in hospital included the lack of freedom and
choice, lack of privacy and isolation. Positives of living in hospital were identified as the

support received from staff, friendships and day opportunities.

People had varying experiences of moving out of hospital. In some cases people felt
excluded from decisions about when to move and where to move to. Other people felt

that they benefited from a phased move out of the hospital.

Since moving to the community the majority of people felt that they had increased access

to activities, opportunities and basic liberties.



1.0 Introduction

In Northern Ireland it is estimated that 16,366 people, nearly one per cent of the

population, have a learning disability. More than a quarter of the people have severe or
profound | earning disability (McConkey, Spol e
di sabilitydo describes a |ifelong condition:

Learning disability includes the presence of a significantly reduced ability to
understand new or complex information or to learn new skills (impaired
intelligence), with a reduced ability to cope independently (impaired social
functioning), which started before adulthood with a lasting effect on
development. (DH, 2001)

Traditionally, where people with a learning disability were unable to be cared for at home,
they were placed in hospitals to live. This has resulted in generations of people with a

learning disability living in institutional settings, with no independence or choice.

In 1995, a policy decision was taken by the Department of Health, Social Services and
Public Safety to move all long-stay patients from the three learning disability hospitals in
Northern Ireland (Muckamore Abbey Hospital, Longstone Hospital and Lakeview
Hospital) to live in the community (DHSS, 1995). This is known as resettlement. The
initial target was to resettle all learning disability patients from long-stay hospitals by
2002. However, this target was not met and by 2002 only half of patients had been

resettled.

In 2002, the Department initiated a review of the law, policy and services for people with

mental health or learning disability needs in Northern Ireland, known as the Bamford

Review of Mental Health and Learning Disability. The Equal Lives report (DHSSPS,

2005) on Learning Disability was published in September 2005. It clearly stated that

Apeople should not | i v eandrecorhnesdedthatdilb ya cddacmmmodat
2011, all people living in a learning disability hospital should be relocated to the

communityo (DHSSPS, 2005, p. 64)



Subsequently The Programme for Government 2008-2011 included a targett h @y i
2013, anyone with a learning disability should be promptly treated in the community and
no-one should remain unnecessarily in hospital.0 Wds rremforced as a target for
delivery in the Bamford Vision Action Plan 2009 i 2011 (DHSSPS, 2009) published by

the Northern Ireland Executive in October 2009.

Unfortunately today, in 2012, there are still individuals with a learning disability who have
no home outside of hospital. As of March 2012, long-stay patients remained in the three

learning disability hospitals.

The many targets to resettle ALL people with a learning disability have been set and
missed throughout the years. Morerecently Bmsf or mi ng Your Care: Vis
(DHSSPS 2012) commits to closing long stay institutions and completing the

resettlement process by 2015.

1.1 Patient and Client Council

This research study was initiated by the Bamford Monitoring Group of the Patient and
Client Council. The role of the Patient and Client Council is to provide a powerful,
independent voice for people by:

|l i stening and acting on peoplebs Vviews;
encouraging people to get involved;
helping people make a complaint; and

promoting advice and information.

1.2 Bamford Monitoring Group

The Bamford Monitoring Group was set up by the Patient and Client Council to find out
how changes being made to law, policy and services arising from the Bamford Review of
Mental Health and Learning Disability are affecting people and communities.



The group works to understand if people have experienced any changes to services in
their area, and if so what has been the effect of the changes on their health and
wellbeing. Ultimately they aim to find out if changes making a positive difference in

p e o p lives@isnot.

2.0 Background

The Bamford Monitoring Group of the Patient and Client Council set out to capture the
views and experiences of people with a learning disability who have moved from living in
a hospital, to live in a home in the communityi.e.6 r e s e t t Whem peopledvith a
learning disability were unable to speak for themselves, we have captured the views and

experiences of parents, carers and family members.

2.1 Aims and Objectives

The objectives of this study were to:

(1) Find out what people with a learning disability think about living in hospital,

(2) Capture the views and experiences of people with a learning disability about

moving from hospital to live in the community;

(3) Find out what people with a learning disability think about where they live in the

community and how this compares with living in hospital;

(4) Understand how people with a learning disability were communicated with and

involved in the process of moving from hospital to live in the community;

(5) Explore how people with a learning disability believe the process of moving from

hospital to live in the community could be improved; and

(6) Capture the views and experiences of parents / family members / carers regarding
their experience of the resettlement process and to highlight how they feel it
affected their relative (In circumstances where an individual with a learning

disability is unable to consent or participate themselves).



2.2 Research Approval Process

Formal research approval to proceed with this research study was gained through the
Office of Research Ethics Committees Northern Ireland (ORECNI) and Health and Social
Care Research and Development Offices in the Southern and Belfast Health and Social

Care Trusts using the Integrated Research Application System (IRAS).

Figure 1. Research Approval Process




3.0 Our Approach

3.1 Who was eligible to take part?

A list of all individuals resettled in the Southern Health and Social Care Trust and the
Belfast Health and Social Care Trust since Programme for Government 08/11 target set
was collated. Some people who had been long term patients in Longstone Hospital but
were not part of the defined resettled population also received letters inviting them to
take part. It was agreed by the research team and Southern Trust to include these

individuals in this study.

Participation in this study was limited to people in the Southern and Belfast Health and
Social Care Trust areas due to time and resource restrictions. Also the majority of
people who remain in longstay learning disability hospitals reside within the hospitals
within these Trust areas, and therefore learning about the experiences of from people in

these areas would be most valuable to inform change and improvement.

3.2 How were people invited to take part?

The Southern Health and Social Care Trust and the Belfast Health and Social Care Trust
sent a letter from the research team in the Patient and Client Council to all people with a
learning disability resettled in their respective Trust areas from 1st April 2008 until
commencement of the study. The letter was in easy read format, explained the project
and said that a named person from the research team would like to visit them to talk
about the project (see Appendix 1). It explained that if the person did not want to be
visited they could contact a named person in their local Health and Social Care Trust
andtellthemt hat t hwaptard/ondto \dsit. Where relevant a letter was also sent
to managers of supported accommodation or housing where people with a learning
disability now live to inform them about the project. This letter explained that residents /
tenants would get a letter inviting them to take part in the project and requested them to

provide support to the residents/ tenants to respond if they needed help.



After 2 weeks the research team requested a list of names from the Health and Social

Care Trusts; this excludedthosewh o sai d that they didnét want
The research team then visited each person with a learning disability in order to explain

the study and invite their participation.

During this initial one to one session it was be determined if the person was able to
participate. The person was taken through the participant information sheet and the
content of the sheet was explained and any questions were answered at that time. If the

person wanted to take part s/he signed the consent form.

3.3 What did taking part involve?

People with a learning disability took part in three one to one interview sessions where

they were asked to talk about:

1) Experiences of living in a long-stay learning disability hospital;

2) Experiences of the process of moving from a long-stay learning disability
hospital into the community;

3) Experiences of living in the community.

There was a short period of time (at least 24 hours) between the initial session to

discuss the information sheet and sign the consent form and the three one to one

interview sessions. The purpose of thiswastoal | ow a 6écooling off per.i
person with a learning disability could take the time to fully consider if they wished to

take part.

It was important to ensure that the most effective means of communication for each
individual was used. Therefore, guidance was sought from all relevant professionals and
support workers who knew the people with a learning disability, prior to the one to one
interview sessions, and where necessary throughout the process. This was to assist in

understanding what approaches work best when communicating with each person.



The 'tools' for communication chosen ensured that work was at an appropriate pace and

level for each person, that it was empathetic to their needs, respectful of their

circumstances, and resulted in the most comprehensive responses possible.
Communication O0tool s6 such wareusediaxzapproprateto si gns

enable people with and without verbal communication to participate.

One to one interview sessions were carried outinpeopl e6s own homes or at
agreed neutral location. The duration of each one to one session was dependant on the

abilities and needs of people taking part.

3.4 What if people with a learning disability could not take part?

If during the initial one to one session the research team determined that the person with
a learning disability did not show a clear understanding of what the study was about,
what was being asked of them to take part or could not clearly respond to show that they
understood the content of the information sheet and the topics that they would be asked
about, it was decided that the person could not give consent and they did not take part in

the study.

In these circumstances the Health and Social Care Trusts sent a letter to a parent /
family member / carer on behalf of the research team to explain the project and invite
them to take part. The appropriate person was identified by the Health and Social Care
Trusts. Parents / family members / carers were asked to share their experiences of the
resettlement process and how they felt it affected their relative. If the parent / family
member / carer decided to be involved they took part in an interview with a member of

the research team.

Where it was found that a person with a learning disability could not be involved, and
that s/he did not have a parent / family member / carer to invite to share their views, the
research team sought the nomination of an advocate or staff member (from the Health
and Social Care Trusts) who knew the individual well to invite them to share their views

about the individual 6s journey.
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The research team gave this process a lot of thought and believed it was a fair approach
toward ensuring thata | | i ndi vi dual srépresertgdatrsome fevele 8 wer e
ensured that those people with severe and profound disabilities who could not speak for

themselves would have their stories represented.

3.5 Data Collection

Where possible individual interviews were audio recorded with the permission of the
participant. Recordings were then transcribed by the project team. No one was named
or able to be identified from these recordings. Where it was not possible to record

interviews, the interviewer scribed notes as a record of the discussion.

3.6 Ethical Issues

There were several key ethical and design issues arising in this research, these are

discussed below.

Consent to participate followed a clear process. Each potential participant with a
learning disability met with the project team staff member to discuss the project and what
it entailed using an easy read project information sheet. Those people indicating that
they wished to proceed, and who were assessed as having the ability and
comprehension to participate were taken through the information sheet and consent form
on a one to one basis and signed the consent form prior to taking part. This was
considered the most appropriate approach to allow potential participants the opportunity
to consider if they wish to be involved using a partnership working, person-centered

approach.

If it was deemed that the person with a learning disability did not have the capacity to
consent then they did not participate in the project. This decision was based on a holistic

understanding and observation of the potential participantdés ability.

It was acknowledged that people with a learning disability taking part in this study may

find talking about their experiences difficult and as such were vulnerable to being

11



adversely affected through participation. In order to minimize the impact and effect that
an interview might have had on participants it is important to note the following

safeguards were put in place:

1 People were not obligated to be involved. They are able to withdraw from the
project at any time if they chose. This did not affect the person®& current or future

health and social care services;

1 If at any time throughout the project the person was reacting adversely to the
discussion about their experiences, the interview was halted and only resumed as
and when the individual was willing and able; (in two of the interviews the decision
was made, following completion of the questions about the community, not to talk

about hospital as it was causing the interviewees distress); and

T A6Protocol to &avweguiar dplaadad tlsut was not

All patient information was confidential to the Patient and Client Council. Names of
participants were only available to researchers within the Patient and Client Council.
Participants were asked to consent to sessions being recorded before each interview. All
audio recordings of sessions, including notes were stored securely for the duration of the

study and will be destroyed.

12
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4.0 Our Findings

In total, 17 people were interviewed as part of this study; 15 people with a learning
disability and 2 parents and carers. The interviews focused on three aspects of
resettlement: Living in hospital, moving out of hospital and living in the community. Each
of these three aspects will be discussed in the sections below. Responses to prompts
from the interviewer on these three topics were varied and as such each section will

outline the amount of people who provided responses to individual sections.

4.1 What people with a learning disability said

4.1.1 Life in Hospital

Of the 15 people interviewed, 13 people were happy to answer questions and talk about
what life was like for them in Muckamore and Longstone Hospitals. Of the two people
wh o dtalklabduthospital, 1 person made the decision for themselves not to talk
about their time in hospital while for the other person the interviewer made this decision

as it was judged that talking about hospital was causing distress.

Figure 1: Length of time spent in hospital as reported by the 13 respondents

Amount of time Number of respondents
5 years or less 6
Over 5 years but less than 10 1
Over 10 years but less than 20 2
Over 20 years but less than 30 0
Over 30 years 1
Most of my life 1
Coul dndét say 1
A good while 1
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Accommodation

When asked about what it was like to live in hospital people talked to us about the room
which they were allocated to live in during their stay there. Eight people talked about
living in a dormitory style room, 4 people said they had their own room and one person

chose not to talk about their accommodation in hospital.

Two people talked about how they enjoyed sharing a room with other patients, one of

whom took pride in looking after the shared space:

nl |I'i ked sharing a room. We had to ch
all the beds and tidied up the bedroom. You have to keep your own room nice

and tidy and all the beds made. 0

However, for 3 of the people interviewed sharing was not such a positive experience.
They had not been used to sharing with other people and this impacted on their ability to

get a good nightdés sl eep:

~

il was in the dorm for a while but they

sl eep or nothing. It was giving me a so

Another issue identified by 2 people was the lack of privacy they experienced while in

hospital. This made them feel uneasy and impacted on their sense of personal space:

AnThey wat ceheeydayyimthurough the window; they had a wee blind that
moved. | used to |l ock my door. o

Ail't was noi sy, yaanythiogyu There vas lossloebarmging, shouting.
People knocking on your window to see if

here, |1 can go to bed anytime | want aft

14




Four people had a room of their own but shared a bathroom. They did not enjoy sharing

a bathroom and this was especially problematic in the morning times:

il had my own side room and shared a bat
a shower. There were 20 other residents on the ward that were up waiting on their

shower . 0O

However the people who had their own room spoke positively about the peace and quiet
which this allowed them. They appreciated having their own space at a time when they

were not in good health:

AMy room was quiet, onpbpb mebody wastoides

Freedom and Choice

Of the 13 people who talked about life in hospital only one person felt unable to answer
guestions about freedom and choice. Of the 12 people who answered these questions

10 people felt unhappy about the level of choice while 2 were happy.

When asked to talk about their daily life in hospital 4 people talked about not being able

to do what they wanted to do on a regular basis. This impacted on many aspects of their

daily life. One person talked about challenging the staff about these restrictions when he
wanted to spend t he we.dHk was tld laystaffahatthe didenatd 6 s h o u s
have permission to spend the night away from the hospital. He felt that this was unfair as

other people went away for overnight stays and weekends and he was not provided with

an adequate reason to expl aiThisparéogevénriallc oul dn ot
went against the instruction of staff and spent the weekend away from the hospital.

Another person talked about how he enjoyed gardening during the day but the

supervision of staff made him feel uncomfortable. One respondent did not enjoy the

daytime activities at all and in particular their repetitive nature and the lack of any other

options to choose from:

15



Alt was rubbish. You had to go to bed a
same ti me. Even at weekends. You coul d
allowed to go down the town, you had to have someone with you in case you

di dnot come back. o

Aill dot he staff Al 6m goingdédo and they tol

It wasnodot fair as other people went away

fair. |l was toWwWady hbuse, spnoud @améadat fdo t
il wor ked dens.|likbworkgng in the gardens but you were escorted. You
hadnofreedom at al | . Like a prisoner. o

AYou werenodot able to do your own thing,
day care every day, and it was the same thing all the time. We were told on our

schedule what to do every day. Thest af f deci ded?o

While 2 of the respondents discussed how the presence of too many staff impacted on

their sense of freedom one person highlighted how the lack of staff had the same effect:

AYou coul dofotawalk.eou hgd to be accompanied by a staff member
and there werenodot enough to take you for

were stuck in there 24/ 7, just | ooking a

One person was allowed access to the kitchen and laundry and enjoyed the freedom of
being able to look after himself:

~

il done my own thing. | washed my own ¢

all. | done my own dinner and all, I didndot | i ke their din

16




Staff and support
Eight people out of 13 who answered questions about hospital found the staff to have
been supportive and easy to get on with. Staff were praised by many people for being

helpful and for providing care when you were sick.

il wasnot wel | and t he adbe tmea sf emenld W entet et

Two of the people interviewed talked about members of staff that they got on well with
and how they benefited from a relationship of mutual trust and respect. This view was
echoed by another person when he highlighted the good relationship he had with some
of the staff:

AnThey treated me | i ke a man ithrbspectl.resfebted s
t hem. o
AThe good ones | istened to you. The bad

care. | got on well with some. They trusted me 0

In the instances where people talked about members of staff that they did not get on well

with this was due to their strict manner, their attitude and how they were treated:

AHe had a bad temper and he was f i ghttiinnge

Of the 13 people who were asked about the level of support they received in hospital, 12
said that they got enough support from the staff when they were there. Three people
mentioned particular staff members who they would approach if they needed help, while
2 people said that they found all of the staff friendly and helpful. Only one person said

that there was too much support, to the extent that you felt overwhelmed by it:

17



fiYou were watched 24/ 7 it was t oo muoonh.

much support. o

Activities

Of the 13 people who talked about how they spent their day at hospital, 10 said that they
were happy with how they spent their day. The activities included puzzles, jigsaws, arts
and crafts, cooking, workskills, thinking skills, going out for trips, washing cars,

gardening, football, going out for walks, shopping and swimming.

Six people talked about how much they enjoyed going on trips with staff into the
neighbouring town. Getting off the hospital premises and into the local community was

welcomed by these respondents however it was felt that the trips were too infrequent:

~

Al went out just now and agai n. | want e

staff.0

Another daytime activity which was enjoyed by 3 of the respondents was the contract

work undertaken during the day. For men especially this was reported to be an enjoyable

activity:
Al went t o woevkrgday. Wewouldl sortout dog bones, lots of
sorting, | enjoyed it.o

One person also mentioned that while they enjoyed going to day care during the week

they felt at a loss at weekends as there were no structured activities to take part in:

~

Al was bored adrewaemmkla cated, t

18




Three people talked about the reasons why they did not enjoy the day activities. This

was due to the lack of stimulating activities and limited choice of things to do:

1)

| didndét | i ke dayc a-+netmoahctoldo, playing gamassandb o r

—+

hat. Games and magazineso

Al was bored of dayanyhang ey myself, yeudhadltabe &ith sthfd
all thetime. Ilikedi t but | was just bored. 0

Friends

Three people said that they felt part of a family when living in hospital. This was due to
the opportunity to make new friends there and being able to spend time with friends,
especially in the evenings. Two of the people interviewed talked about keeping
themselves to themselves and not mixing with the other residents. Three people also
talked about issues they had with other patients, mainly personal items being broken and

stolen and the upset that this had caused.

Other things people talked about
People also tal ked aubpoduo pedple enjoyed thedfood dne eatind o ¢ k

with the rest of the residents whereas 6 people talked about their dislike for the food in
hospital; this was due to the poor quality of the food and lack of selection and variation.
Two people also talked about the dietary restrictions which were enforced in hospital as
they felt that their weight was being too closely monitored.

Twopeople also talked -apdouwhéei ngeynfithet ddorc k)
They both explained that they were unhappy there and were glad to move to a different

part of the hospital after a period of time. For both of the respondents their time there

was remembered in a negative light and was marked by having to obey the orders of

staff:

19



Alt was awful. They made you do chores
dishes and make beds everyday. Except weekends. They made you. They put you
inasider oom for a couple of hours i f you di

AHel | -upwashd&l. There were no birthdays in lock-up. You had to get up at
6am for physical training outside, no matter what the weather was like. You had to
clean floors with a toothbrush. Staff we
exactly what you were told. Therewas no chance of getting

What do you miss about hospital?

Of the 10 people who answered this question, 8 people said that they missed nothing
about being in hospital. Only 2 people talked about things that they missed. For one
person it was the good friends that they had there and for the other person it was
washing cars and having something to do during the day.

ANot hing, addom §msotutglof t her e. I wil |l ne

For a full list of responses about what people liked and disliked about hospital
please see Appendix 4 and Appendix 5.

20



4.1.2 Moving out

Meetings about moving out of hospital
Of the 13 people who answered questions about moving out of hospital, 10 people spoke
about going to meetings about moving out of hospital. Three people were unable to

remember details about the move.

Of the 10 people who talked about the process, 2 people said that they were told by staff
that they were going to move and that they were not involved in this decision. Another
2 people talked about the difficulties they experienced at these meetings due to the

language and the concepts discussed:

AThe doct or onds i¢was bardgo uwwderstand.o
Al didndét get to say what | wanted, it w
over me a little bit.o

However 6 of the people interviewed talked positively about the meetings and how they
were provided with the opportunity to have their say. Four people also said that their
family attended at least one of the meetings and helped them to choose where they
would move to. One person said he had benefited from the assistance of the self-
advocacy TILI group and The Law Centre in attending meetings and helping to organise

their move to the community.

What worked well when moving out of hospital?

Of the 10 people who talked to us about the process of moving out of the hospital, 5
people (3 from the Belfast Trust and 2 from the Southern Trust) told us about a phased
move to their new residence. For 4 of the people interviewed this involved an initial visit
of a few hours over a mealtime, then a few sleepovers, then a longer stay over a
weekend. For the other person this involved a series of one night stays over consecutive

Friday nights. All of the people who took part in this phased move found that it was
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beneficial to them as it was good preparation for moving and let them get used to their

new residence gradually:

i | ame here for my tea, one night, two nights, three nights. Then | decided this

was the place for me.o

Two people talked about the warm welcome they received at their new residence during
the phased move and how much they enjoyed meeting the staff and the other residents.

One person also mentioned being able to stay in the flat where he now lives:

~

il came here for a couple of Fridays for
and met the staff and the other residents. | visited other places but | chose to stay

her e. I l i ked it here. o

For others the move from hospital to their new residence did not include any sleepovers.
Three people talked about visiting their new residence for a couple of hours on separate
days. Two people felt that they benefited from this experience while the other person felt

that he could have benefited from staying over in order to have made a more informed

decision:

Anl went to | ook at the new place four ti
wasnodét ofdkRamdetthe stay over. Ot hers go
me . O

One person said that they went to stay at their currentresidencefif or a ahdol i day o

ended up staying there permanently:

AA doctor came to the ward a rhis placeifod a holedayt

| never went back. | think they had to send someone from here to [the hospital], so

22



it was a swap. After a year they asked

to go back to [the hospital]. o

Four people talked about living in the Oldstone bungalows opposite Muckamore Hospital
as a stepping stone before they moved to their own home. Three people found this to be
a beneficial experience as they enjoyed who they were living with and learning to look
after themselves again. However, one person added that while he had had a positive

experience there he felt that the bungalows were too closely attached to Muckamore:

AfWe decorated the place, a couple of fel
you were still attached to the hospital. It would have been better away from the
Abbey. o

One person did not get on well with the other residents he was living with in the
bungalows and as such did not enjoy his time there.

What was difficult when moving out of hospital?

Four of the people interviewed found the process of moving relatively straightforward.
However, 6 people talked about the mixed feelings they experienced when leaving
hospital. Two people talked about the difficulty in deciding if it was the right time for them
to move into the community. This ambiguity was felt by another person who had lived in
a variety of places in the community on previous occasions and was anxious that the

move would not work out.

Aalt 1 s difficult to mowya wantto go,dolyeu notevantio n
go. When you are in that place for too long you begin to think that it is your own

pl ace. o

~

Al was anxious, trying to get used to a
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|l ong. I had been out s owomakneyd tfiome smea. nod

Anlt i s scary moving from one place to a

moving house. You dondt know what you a

For one person it was the upheaval of moving to new surroundings which initially caused

problems:

nil |Iived downstairs when | first moved h
They wanted to carry on and things like that. | have moved upstairs now, there is

more peace and quiet. o

While for others it was getting to know a new set of people:

St

|l am mi xibng; al weenot really know them t

~

Ailt i s very hard for me to mix in with p
community is like because | have been away far too long. When | see a crowd | am

still nervous. My social wor ker says it will take ti

One person also talked about how they considered leaving their residential facility and

getting their own flat earlier in the year but had decided to stay on:

AA few months ago | was a bi placdandget myloww a
flat. But it didnét happen and | 6m gl ad
money and | could go back on the drink a
on holidays twice a year, | woul dnad. |doald

get into bad company. There is better ¢
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One person also talked about how difficult it was for them to get their benefits sorted out
after being in hospital for so long. This took some time and delayed their ability to obtain

items they needed for their new accommodation.

What could be done better when moving out of hospital?

Eight people were happy with how the process of moving out of hospital had worked for
them. Three people talked about the people still in hospital and felt that they should be
given the same opportunity that had been provided to them. One person felt that there
should be less red tape and a shift in attitudes to facilitate the process of resettlement
while another person said that there needed to be better support available and better

trained staff to offer help when adjusting to life in the community.

AThere needs to be more understanding to

t hought ful towards peopl e. o
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4.1.3 Living in the community

All of the 15 people interviewed talked to us about what they liked and disliked about
living the community. Eleven people talked about an increase in outings while 8 people
described the good relationships they had developed with staff in their new place of
residence. For 7 people seeing their family more was a benefit they had experienced
since moving while new levels of freedom were enjoyed by 6 people. Six people also

talked about the benefits of increased social opportunities since moving out of hospital.

Activities

11 out of 15 people who gave feedback on their current residence felt that they benefited
from getting out more since moving to the community. People especially enjoyed
increased opportunities for shopping trips, walks, holidays, going out for lunch as well as

opportunities to integrate into the community:

il would go to bible study or church dur

church, they have taken me i n. Il am hap

Six people also talked about the wider selection of different activities now available to
them since moving out of the hospital. Cooking, looking after pigeons, playing the X-box,
horse riding and drama were described as enjoyable activities which people had taken
up after leaving the hospital. The ability to watch your own television and play your own

music was also described as a positive change.

Staff

Eight people described how they liked the staff in their new place of residence. They
appreciated their kindness, the level of support they offered and their good sense of
humour. Two people also talked about how approachable the staff were and how they

felt able to talk feely with them:
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AThey | ook after you well. |l f you have

However, one person felt that the staff in his new residence did not take him seriously

when he contacted them for help:

Anlf you need anything after 11pm at nigh

phone the police myself if | was concerned.o

Seven people said that they got to see their family more now they lived in the community
and 5 said that there family were happy that they had moved.

AMy mummy | i kes me being heoe, she | ives

Freedom and Choice

Six people talked about how they now have more choice over how they live their lives
since moving out of hospital. One respondent described how this change has had a
positive impact on his daily life. One person who had spent several years in hospital

talked of the new freedom he has now he is living in supported living.

~

il can go as | pl ease. There are no str

and |l et them know you are safe and well

AYou can g oanytone po& @ang you can get up in the morning at any
time. Even if you are tired in the afternoon you can go back to bed. There are no
staff sayingdh o y ou c an 6d Yog can make yoersgelf something to eat.

You can make yourself a cup of coffee any

Al can go to my room when | TVWmamytroom if lwarmt.alin

it gets too bad in the unit | can always go into my room. Last night | was a bit
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annoyed and staff said to me that | can go into my room anytime | want. They

dondt make you do anything you doné6t wan

Six people also talked about the benefits of increased social opportunities since leaving

hospital as they befriended people in their new residence and in the wider community:

AYou meet more people because you are no

Three people talked about being more independent since they left hospital. This was felt
at home with the added responsibility of looking after a flat. One person also talked
about the availability of public transport which made it easy for him to travel into the

nearby town:

il living leere. | can do my own thing, and | do my own washing up and go
shopping.o

il have my independence. It is handy to
Newry.0

Privacy

Three people were happy with the privacy afforded to them since their move from
hospital. They enjoyed having their own space and being able to lock their own bedroom

door:

AYou have your own privacy and al |l . I h

own door . o

ANobody can see into my room. 0
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What people do not like about living in the community

Eleven people said that there was nothing bad about living in the community.
However, 4 people talked about things that they did not like. Two people were unhappy

about moving into the community as they find their new residence to be too noisy:

ARnThere is too much noise and racket. Mu
bawling and shouting annoys me. | have been asked to get moved to another
room away from the noise. | sometimes regret moving out. It was quieter there. It

is too early to say. o

Another person was unhappy due to the location of his new house, the lack of transport

options, difficulties with his neighbours and lack of day opportunities:

AToo much has happened in my new hobleoethe
estate where | live. | get hassle from other people who live there and had to go to

the police. I have put in for a transfe

Al only go two half days (at daycare) a

anything elseattheminut e . 0

For 2 other people it was the people they lived with who caused them to dislike their new

residence at times. This was due to their behaviour at mealtimes and gossiping.

For a full list of things people told us they liked and disliked about the community
please see Appendix 6 and Appendix 7.
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4.2 What relatives told us

Two relatives talked to us about t heir f ami

of whom had moved to a nursing home while the other had moved to the parental home.
One relative had spent several years in Muckamore Hospital while the other had lived in

Longstone Hospital on two separate occasions.

The staff in hospital

Both family members felt that the majority of staff were very helpful and kind both

towards them and their relative:

ARnThe staff are excel | eamytimeyaywrncghtrandrsayrmagw ig
she and what she has been doing. Never have they ignored any of our calls. That

gives us peace of mindifsheever does have to go back

i T h eaff wdre very good.o

One person also talked about the improvements they noticed following an intake of new

staff in Muckamore Hospital in recent years:

AnThe younger staff are really on the bal
clothes. One of the staff dropped them off to my house. That never would have
happened before. If there is anything they are not happy with or she has a small
scratch or anything they phone and let you know. The holistic approach, you can
really see it at the fore.o

This person also felt that the ward management of Muckamore Hospital had changed for

the better in recent years, allowing staff more time to spend with patients:

nBefore staff were really stretched with
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time. Now there is better segregation of need so the people with more intensive
needs are not in the same place. It is better for everyone, it has really come into
this century now instead being old and d

However, the other relative interviewed felt that some staff members could have

communicated better and shown more respect:

MfThe soci al wor ker could never tel/l me a

thought | was being bad to my [relative]. 0O

Feelings about the hospital

The relatives interviewed talked about mixed feelings they had when they looked back at
the time their family members had spent in the hospital. Both shared negative

associations they had made between the hospital and a prison:

AnBars on the doors, | otikleshewas incdioeratddo it s ,

wasnbdét for uséthere were people there yo
theydd | ocked them up and thrown away th
been in prison she would have got out along time ago, that was the only way to

l ook at it.o

AnShe was apprehensive about going in. I
first went to visit her | was taken aback. It was dreadful to be quite honest. Once

you are in, you are | ocked in.o

The relatives also shared the reasons why they were worried about their family member
being in hospital. These were due to what they deemed to be an inappropriate

environment for their family memberds individu
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AShe didndét | i ke i bus. Dutingthe day it ¢toald ltaye bbea i s t
different but at night it was very loud. It was no place for her, she is a quiet

person. o0

Al worried about who she was mixing with
concern as she wanders over to the male side. She wanders when she is out of her

routine. 0

In another example,t he f ami ly member 6s personal dress

and when a staff member was challenged about this the response was found to be

unsatisfactory:

AfShe | oves t centedeandwsenietimep theresshe was dressed in non-
matching clothes. She hated that. She loves jewellery and perfume. She loves
| ooking well. I brought this up with th

know the difference in what she was wear

That being said the same relative recognised the value of hospital at a time when their

family member was unwell:

Ailt 1 s good i nThehktaictwsrdama routiheevasmgood for her there

when she wasndét well . 0O

This person felt that their relative also perceived the hospital as being a place to help her
feel better and as such she would not resist being admitted and would only talk about

going home once she was feeling better:

AnShe would go back i n with no hesiotgatthettern

she would say o6l want to go homed o
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Both relatives talked at some length about the emotional impact of having their family

member in hospital and the effect this had on them and their family:

Alt i s awful hard t o |iegawhen | Wwas keawing, my husband|
woul d be saying why are you crying sheos
the hardest. You had to hide your tears from your kids. My older son would have
went up to visit. It was so hard on them. Before it got you down, you would have
went up and visited her and came home and felt that there was something missing.

It was not having her at home. 0

This emotional pain was worsened by a sense of powerless as there was a desire to

remove the family members from the hospital but a lack of ability to achieve this:

~

Al visited her at | east once a day, Il ju

nothing | could do. o

Both relatives talked about going up to visit as much as possible and taking their relative
for a drive in the car if possible. One of the people interviewed talked about their family

member 6s CPN also visiting the hospital

AThe CPN in the community would have com

l earning from me as well . 0
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Moving out of hospital
For one of the relatives interviewed the move to the community happened quickly

following an incident in the hospital:

ASomeone hi't her . [ took her out of i t-

someone came in and lit the fire and seen shewas alrig ht . 0

This family member was then moved to residential care. This was difficult for the family
as they hoped to find somewhere more suited to her needs but had to settle for a

residential facility for older people:

Alt i s the best othestalf theré. uraucare.just there korie.wNo
one ever comes out of there. The home i

a bad sitwuation. 0

For the other relative the process of moving into the community was more complicated

and took many years:

AiWe constantly said over the 12 years th

give up on her. Il had the facilities, t
wanted was my daughter home. | didnodot w
winthel ot tervy, Il just wanted my daughter h

In this case the move was gradual with the family member returning home for dinner,
then tea, then a Saturday, then a Sunday, then an overnight stay followed by a weekend.

This phased return was suggested by the hospital and worked well for the family:

Al t was . bheydudggesaed itt, we had wanted her home straight away. It was

best for her . o
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The transition to the community was not without difficulties, particularly in terms of

adjusting to routines and changes in health:

Ailt took wus quite a while to get her set
because there is no-one coming in to help us. We have had to get her into our

routine, how we do things. We are not pressuring her. We are keeping a close eye
on her. We let her do what she wants to do. We are so relieved to have her home.

It can be hard but you just have to get

AThe day she came out she Shanditdrdte ne ke
way round my house. Sh e di dw@lierekhe toilet was in her own house. She
couldndét stand on her feet. o

Both relatives talked about the difficulties they encountered in trying to organise services

in the community once their family member had moved from hospital:

AWhen | waferresmitk,il had to go to my MLA to get anywhere. |

eventually got some but it was unreliable.o

Al asked many tbmésitonepkyshappened. 0

nWe werd¢ twalsshdoit safe, there was no fundi
gointhe community , t here was no one to help her
now but there is stildl no help for wus. o
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5.0 Conclusions

This study set out to understand what people with a learning disability thought of living in
the community after living in a long stay hospital, to hear from them about their
experience of moving out of hospital, and to obtain their views as to how their experience

could be improved.

On the whole, people were clear that they preferred living in the community. In making a
comparison between life in the hospital and the community it is clear that people had
more opportunities in their lives since leaving hospital. They valued the freedom, privacy
and independence now afforded to them since their move to the community and this has
empowered them to live fuller lives. The problems people identified about living in the
hospital such as sharing bedrooms and lack of outings were mainly resolved following
the move to the community. For the majority of people access to basic liberties

increased following their move to the community.

There are a number of key messages from what people tell us about the process of

moving out of hospital to living in the community:

1 A phased transition is really important
Those who were afforded the opportunity for visits and sleepovers before making a final
decision really valued these opportunities. Spending time at the new residence before

moving served to reduce anxiety levels associated with the move.

1 People with a learning disability want to be involved in the whole decision
making process
Having spent a significant part of their lives in hospital, deciding when to move and

where to move to were decisions which people wanted to be involved in.

1 Time was needed to think over the options and decide where was best to
move to
Deciding where to live can be a difficult decision. People need time and support to think
over where is best for them to live. Support is needed before, during and after the

process of resettlement.
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Moving to the community and adjusting to life outside of the hospital had an emotional
impact on the people we spoke to and the transition to the community was not without
difficulties for people with a learning disability and family members. Mixed feelings about
leaving hospital, the upheaval caused through the change, the complicated journey and
some difficulties organising services in the community were reasons for the negative

experiences in the process of moving out of hospital.

When the transition was facilitated and supported by trusted staff with people with a
learning disability and family members involved at all stages of the process it proved

most successful.
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6.0 Recommendations

Based on the findings of this report, the Patient and Client Council recommends that the

following actions are taken to address the issues raised in this report:

1 The Health and Social Care Board should ensure that every person with a
learning disability moving from living in a long stay hospital is supported via a
phased transition to enable them to make an informed choice about where they

want to live in the community.

1 Health and Social Care Trusts should involve each person with a learning
disability and their carer / family in all decisions about moving out of a long stay
hospital to live in the community. Information about the process of resettlement
should be provided in an easy to read, understandable and accessible format to

promote more informed decision making.
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Appendix 17
Letter to people with a learning disability

Patient and Client Council Patient and Client Council
. . 1 Floor, Lesley House

Your voice in health and social care 25-27 Wellington Place
Belfast

BT1 6GD

Tel: 0800 917 0222

[Insert Full Name] Local office : 028 90321 230
[Insert Full Address] Fax 028 90321 750

Web:http://www.patientclientcouncil.hscni.nel

[Insert Date]

Resettlement from Long-stay Learning
Disability Hospitals

[Greeting Line]

You may want staff, family, or even a friend to help
you read through and understand this letter.

Hello
My name is [insert name]

[Insert picture || work for the Bamford
staff member] | Monitoring Group.

It is a group run by the
Patient and Client Council.



http://www.patientclientcouncil.hscni.net/

We listen to what people with
learning disabilities and
mental health problems think
about services.

We check if changes to
services are making things
better for people.

To help us do this | need to
come and talk to you.

| asked the [Southern /
Belfast Health and Social
Care Trust] to send this
letter to you.

| do not know your name or
where you live.

Q
g = b A

|
\7
&, : .

| want to talk to you about
when you lived in hospital.

| want to talk to you about
what it was like to move to
your home in the community.
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| want to know what was
good.

| want to know what was not
S0 good.

| want to visit you in your
home to talk with you.

| will not visit if you do not
want me to.




If you do not want me to visit
tell [insert name HSC Trust
staff member].

You can do this yourself, or
ask a family member, staff or
a friend to help you.

These are the ways you, or
the people who support you
can contact [Insert name

HSC Trust staff member].

[Insert Telephone Number]

[Insert Email]




[Insert Postal Address]

1 2.3 4,5 6 7
8§ 9 10 11 12 13 14
15 16 17 18 19 20 21
22 23 24 25 26 27 28
29 30 31

If you want me to visit | will
call at your home in two
weeks.

If you want to talk to me
before | visit you can tell me.

You can do this yourself, or
ask a family member, staff or
a friend to help you.

[Insert picture
staff member]

These are the ways that you,
or the people who support
you can talk to me.




[Insert Telephone Number]

- 1
|:IO ] A

BEEE

(T

[Insert Email]

[Insert Postal Address]

Please tell me if you will
need help at our meeting.

Sincerely,
[Insert name]

Patient and Client Council




