Adults with learning disabilities, who
ive In Rural West Edinburgh, give
their views on service provision

Communities@

Scotland

Q0
ole

February 2009



Contents

Summary Points 3
Hopes,Aspirations and Recommendations 4
Who Helped Us Carry Out The Work? 5
Introduction 7
How this research was done 9
Questionnaire Results 13
Accommodation and Housing 15
Support 19
Respite or Short Breaks 20
Befriending 23
Weekday Activities 24
Employment 27
Free Time Activities 28
PersonCentred Planning 30
Advocacy 31
Carers Stoes 32

Acknowledgments 35

OvdzZSSYaFTSNNE / KdzZNDOKSaQ /INBE Ay GKS /2YYdzyAaide o

Page?2



SummaryPoints

Families are relied on to provide care for the majorityf
respondents

There is minimal supported accommodation provisionthat is
suitable for adults with learning disabilities inRural West
Edinburgh

Respite or short break facilities within City of Edinburgh Council are
currently accessed by only 2% of adults with learning disiiles.
The figure for Scotland is 8%.

Suitable employment opportunities for adults with learning
disabilities are very limited withinrRuralWest Edinburgh.

Befriending options arensignificantwith long waiting lists

There areproblems with somebefriending organisations coming to
RuralWest Edinburgh.

The majority (94%) of respondents do not have a Person Centred
Plan (or Personal Life Plan).

Advocacy is not used by any respondent.

Little useis made of any local facilities iflRuralWest Edinbur@y but
there isconsiderableuse of taxis on a daily basis to access facilities
in Edinburgh.

Few leisure activities are available or undertakepossiblydue to
access, support or transport problems.
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Hopes Aspirationsand Recommendations

Adults with learning disabilities in Rural West Edinburgh are provided with servidée ity of
Edinburgh CouncfCEC). These services madhere to theSocial Car&uiding Principles stated on
the CEC websiteThese Principles are stated below am@ areasn boldare thosethat the Carers

Group would deem to bemost meaningful to those in Rural West Edinburgh and must be

prioritised.

more fully in decisions about them

e beincluded, better understood and supporteg the communitiesin which they live
« have information about their neds and the services availahlso thatthey can take part,

e be at the centre of decision makingnd have more control over their care

e have the same opportunities as othets get a job, develop as individuals, spend time w
family and friends, enjoy life and get the support they need to do this

e be able to usdocal services wherever possiblend special services if they need them

th

Our research has highlighted the follom: -

Need

Recommendation

Suitable accommodation available locally with as m
support as an individual requires.

Lobby CEC to providesuitable local

supportedaccommodation

Befriending servicesare available to those that wan
themin Rural WesEdinburgh.

Befriending service must be encouraged
to come to Rural West Edinburgh

Respite andshort breaks available to those that wa
them and when they want them.

Increased respiteopportunities should be
providedto enable more to benefit.

Suitable local employment opportunities to alloy
individuals to remain in the community and develop
far as they are able.

CEC should encourage local businesse
employ local adults with learnin
disabilities with appropriate support.

Social workers who are ouomitted to individuals and dc
not close cases untiall parties are happy with an
outcome.

The Social Work department should revig
its practice of closing cases with appare
undue haste.

While no information has been sought on the cost of
taxi serviceprovided to transport people to activities
from Rural West Edinburgh it can be assumed that it
will be a considerable sum per year. If even a
proportion of this could be diverted to support activitig
in the local communities it would be a step in thegh
direction.

A breakdown of taxi costs should be ma
available to the Carers Group and stro
consideration given by CEC to using
portion of those monies to provide loc
services.

Fundamentally, it is paramount thanA Y RA @A R (
needs,aspirationsand preferences are taken into
account vihen deciding their current anfiiture

requirements.

All workers must put the individual firs
and abide by the Guiding Principles stat
above.
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Who HelpedUs Carry Out The Wotk

Scottish CommunityAction Research Fund

In order to carry out our researclie appliedfor funding to the Scottish Community
Action Research Fund (SCARF). SGamted by the Scottish Government, gives
community groups support to improve their skills and confidence to carry out the
own research. The fund helpeads to plan the project, collect information and
understand it, use the information and learn frometlexperience. We also received
mentor support to help us undertake the work.

Edinburgh Development GroufeQG

We usedEDGwho workin partnership with people with learning difficulties, parents
and carersto find and advise on the wording of the matati sent out They also
provided training to enable The Sunshine Club to participate fully in this research.
EDG works towards everybody bemdull citizerwho is a valued and active member

of their community.
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Sunshine Club

The Sunshine Club membefwho are all adults with learning disabilitiesyere
involved throughout theesearch from thinking about the questions to be asked to
participating at the open sessions.

Mentor

SCARF requirthat each community group produce @etailed research proposal,
funding requiement and action plan. It is then up to the group how much
involvement the mentor will have Wi the research project.The initial proposal was
presented toSCARBY Douglas Westwatewho alsogaveadviceand guidance at the
end of the project.
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Queensferry ChurchéXare in the Community

Queensferry Church&Care in the Community (QCCC) is a voluntary organisation
established in 1993 to provide quality support services to older people and carers in
Rual West Edinburgh. Rural West Edinburgh encompasses the former Royal Burgh
and villages of South Queensferry, Dalmeny, Kirkliston, NdgdrRatho Station and
Ratho.

The Carer Support Service was established in 2000 and has continually looked at
developng services for Carers. This is evident from the unique work QCCC do in
LI NIYSNBKAL) gAGK ¢KS /AGe 2F 9RAYOdzNHI
Development Worker. Both organisations help to facilitate a group for adults with
Learning Disabilities The social group emerged through the Carglave Your Say
group identifying a need locally. Prior to the creation of this social group for their
dependants there was no recreational provision and only very limited day services for
people with Learning Disabilities living in this area.

This research project is a direct result of the work that QCCC and local Community
Learning & Development Worker undekiawith the Sunshine Club and Carers Have
Your Say groupsQCCC was used as the base for the reseamdnprovided the lead

for the project,administrativesupportin the early stageand financiatontrol.

Carersbi | | @S | &dadd { | e €

This group was itkimental in identifying a gap in service delivery in Rural West
ORAYOdzZNBEK F2NJ [ RdzZA 6a 6AGK [SFENYyAYy3 5Aa
with Edinburgh Development Group (EDG) on a PATH (part of the Person Centred
Planning processes). Thisabled the group to identify what they would like to see

in the future. However, the group recognised that this vilasir dreams for their
offspring. Therefore the group needed to find out if this dream was shared by the
adults with learning disabilities.Additionally, there was little idea of how many
people there are living wiih Rural West Edinburgh with a diagnosed learning
disability. An application to SCARF was lodged to help identify the answer to the
main question which was:

Do people withLearning Disabilities want services in their own community?

If so wha® ¢ Day Services, Housing Support, Care at Home, Befriending, Visiting
Support, Employment Opportunities, Education, Recreation, etc.
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Introduction

Thea { I YS | & (R anfew MBehdasttr people withlearning disabilities Scottish
Government, 2000P3 describegpeople with learning disabilitieas - éhaving a significant, lifelong
condition that started before adulthood, that affected their development and which mtwerys
need help to:

e understand information;

e learn skills;

e cope independently.

It goes on to say that people with learning disabilities should:

e (be included, better understood and supported by the communities in which they live

¢ have information about their needs and the services available, so that they can take part,
more fully in decisions about them

e be at the centre of decision making and have more control over their care

¢ have the same opportunities as others to get a jolvedtep as individuals, spend time with
family and friends, enjoy life and get the support they need to do this

e be able to use local services wherever possible and special services if they negd them.

The Disability Rights Commissiatefines IndependentLiving as:¢all disabled people having the
same choice, control and freedom as any citizen at home, at work and as a member of the
Communitg and evidence gathered throughout the research suggests thitis the aspiration of

all responders.

In the City & Edinburgh Counc{CECarea there arearound2200adultsin the age range of6-65

with learning disabilitieqStatistics Release: Adults with Learning Disabilities Implementation of
'‘Same as You?' Scotland 20@8ppendix AISBNB78 0 7559 7058)2 This may be an underestimate

a4 | O0O2NRAY3I (G2 GKS vdzZ NNASNBE NBLIR2NI daaiadaaSr
living in the family home have become invisiblene Scottish local authoritgctuallyadmits dwe

R2Yy Qi [fegpl ére dedidr just not getting a serviée The number of adults with learning
disabilitieswithin Rural West Edinburgh can only be estimated from the number of questionnaires
sent out. In total 53packs were posted to adults diagnosed with a learning disability areo
registered with the local Health Centre$hs broke down toS Queensferry- 30, Kirkliston 8 and

Ratho- 15.

Services for adults with learning disabilities are provided through the HealthSocial Care
Department ofCity of Edinburgh Councillnformation from theCity of Edinburgh Counailebsite

(CITY OF EDINBURGH COUNCIL KEY FACTS and FIGREIR$I2808 and Social Carpl6) on

the services providedby the City of Edinburgh Counahows that: - Day services for people with
learning disabilities are flexibly provided making use of general community facilities. Six centres
provide a service to around 450 clients each week. Residential and respite services provide 41 beds
for adults with learning disabilities. There are also thredsupioviding 21 residential places for

adults with mental health problems. Two Coungil day centres provide services for around 150
adults with physical disabilities each weekmilar servicesre provided by councilacrossScotland
although a finding fromSame as Yo(A review of services for petgwith learning disabilities,
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Scottish Government, 200®ara 22,P10)is ¢ &.. as well as havinghe lowest total spend on
services for people with learning disabiliti€cotland has even lesgell resourced community
services for people witlearning disabilities, their families and car@rsThis is in comparison with
England and Wales.
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How this research was done

The research plan detailedvarious methods of gleaning appropriate formation. Most
importantly, we wanted to ask individuals what they do at the moment in terms of activity and use

of services. This took the form of a questionnaire developed by the GaHasge YouBay goup in
conjunction with EDGThs questionnaire was distributed to individuals and families with learning
disabilities via the local Health Centres. South Queensferry and Kirkliston Health Centres and Ratho
Surgery identified patients diagnosed with a learning disability in the age E5h§B years.

Questionnaires were developed conjunctionwith EDG to ensure that they were suitably worded
and were askingertinent questionsin an understandable wayThe GP practices in Queensferry,
Kirkliston and Ratho agreed to take part in the researclhdentifyingtheir patients with learning
disabilities in the age range of -B5. To ensure confidentialityquestionnaires other information
and return envelopesvere provided for the practices to post to identified patient&\dditionally
the local ENABLE branch provided contact details from their mailingliitugh it was realised
that this would result in some the Queensferry & Kirkliston areas receivingre than one set of
material To overcome this,hte covering letter askeg@otential participantsto complete only one
guestionnaire A total of57 packswere sent out to those identified in g#seways.

Carers were involved in researching relevant palieguments, reinforcing this research.

Sunshine Club membersloting the questionnaire

The questionnaire returns were made, tnd collated atQCC@remises
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Focus Groups

Open evenings were held irenues inQueensferry, Kirkliston and Ratldere adultswith learning
disabilitiesand carers were invited to provide additional information on the provision of services in
their area. These sessions were led by members of the Sunshine Clusuptbrt from EDG and
the Queensferry Carefs HaveYour Saygroup. Information gathered at these sessigr@ctured
below,wasdrawn into the report.

At Kirkliston, we made tea and served cakes. This was somethi
f221 F2NBINR (G20 L 61 ayQid ySND

We talked about supportedccommodation and getting houses for the
long term future.
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Open Session at the Priory Church, Queensferry.

Various organisations, Almond Ward councillors, Community Research Team mglmtedrpeople

who have a learning difficulty, careed other nterested parties were invited to this session.
Attending organisations were EDEAIR(Family Advice & Information ResourcEjjualFutures, The

l OGA2Yy DNRdAzZLIQa wSIHf W206asx /AGe 2F 9RAYOdzNAK [/ 2dzy
Local AreaCoordinators who provided information and were also questioned by Sunshine Club
members.

Having the Open Day and talking to the organisations was good. Lots of people tt
up! It was doing something useful for the Tues@ayp and SoutlQueensferry.

The Open Day was very good.

The Open Day was a success

An AspirationsWall S y (i A Dréa@Rfor ¢the Futuréwas provided for anybody to write in theilesires
for the area and for the futureEntries on tle & . NJ O fre detaitedoelow.

| would like
More Local to work not Befriending available
Facilities far from in Queensferry please
here

Respite
facilities in
local area

Local supported employment Better Proper access to

opportunities bus Queensferry buildings
(like The Engine Shed) service for people with a disability

Better
Carer Support Leisure
facilities

Supported accommodation Housing for
in Queensferry alll

The brick wall to write on was good
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A gift voucher had been offered as a primeadraw to all those who returned a questionnaire and
the draw took place during the Open Session. The winner was not present but received his voucher
later during a Sunshine Clidvening and is pictured below.
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