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Introduction

The Moving In Moving on Report consists of a suite of three documents; the
main report, a literature review documemind a technical annex. This
technicalannexpresents supplementary technical information for the Moving
In, Moving On Study report. It is available to researchers who may wish to
know about the study tools and methods used.

Annex 1 d Methodology

Sampling and recruitment strategy 0 additional information

Tablel.1 below sets out the variety of supports provided for persons with a
disability and details of the anticipated number of recipients of each type of
support in 2018, as indicated by the H$EoEereceiving supports include
children)

Table 1.1: Disability services & Expected activity 2018

Type of service Number of Recipients

Residential Places 8,399
Dayservices 24,856
Respite Care 6,320
Personal assistant 2,357
Home Support 7,447
RespiteServices 6,320

Several different types of support may be provided to an individual. Most
people receiving residential care also have access to day care. Some of those
receiving home supports may also attend day services. While it is not possible
to be defnitive it is estimated that the total number of people supported by
disability services is circa 30,000. We set out to recruit adults receiving either
day, residential or personal support services or a combination of these. While
many of our participantaere in receipt of respite care almost all were also in
receipt of some other form of support and therefore we did not extend the
study to include respite services. We were constrained in the choice of our
sampling strategy by the absence of a samplingefiend by the availability and
willingness of individual service users to participate in the study. Participants
were therefore selected using purposive sampling. Purposive sampling is a
form of nonprobability sampling which involves the selection of damp

1 This includes 2,752 people in receipt of work/welike activity services and 2,432 people
in receipt of rehabilitative training. The number of people supported by Day services is
discussed further in chapter 11.



members based on their characteristics and/or the objectives of the study.
This sampling technique allowed us to structure the sample to ensure that it
included patrticipants supported by a wide selection of service providers that
adopt a variety of sefge models. We were also able to ensure that our

sample included patrticipants with different types of disability and with varying
levels of support needs, provided a wide geographical spread and a good age
and gender balance.

The planned sample size wascdled in consultation with the Scientific
Advisory Committee. The committeand The Department of Public
Expenditure and RefornDPER agreed that a sample size of 600 would be
sufficient to provide for the range of disability type, support needs andcgerv
models sought. It was decided that all adults in receipt of disability services
were potential participants in the study. This approach was consideree to b
consistent with the etho®f the United Nations Convention on the Rights of
Persons with Disabties (UNCRPD. In adopting this inclusion criteria it was
recognised that some persons with a significant intellectual disability would
not have the capacity to give informed consent. Initially proxy assent was
sought from persons supporting participamtbo lacked the capacity to
provide informed consent. Support workers familiar with the participant and
family members provided proxgssentThis approach was reviewed following
the introduction of the Health Research Regulations in 2018 and a Consent
Dedaration was received from the Health Research Condaetlaration
Committee (see more details in Annex 2 below)

In recognition of the significant challenges associated with the transition of
people in congregated settings to homes and services in the contyn and

the uncertain costs and benefits associated with such transitions, it was
decided that a segment of the total sample would comprise people in
congregated settings who were expected to be among the first tranche of
movers to the community. It waplanned to include 165 people in sites with a
priority designation for decongregation within this segment of the sample. We
planned to evaluate the costs and social care related quality of life for these
participants at two points in time; before the pers moved from the

congregated setting and after their move to the community was embedded
and a minimum periodof-86 mont hs had el apsed. This 06
evaluation would therefore provide a basis for comparing the cost of care in
both settings an@dssessing the benefit of the transition in terms of improved
outcomes for individual participants. This part of the study was deemed Phase
1.

Other sub-groups targeted were new entrants to day services for whom a
specific budget has been allocated, people living in comrrhasgd

residential care settings, people with a physical/sensory disability, people with
acquired disabilities of variousrins, people living in various community



settings including family homes, sheltered housing and independently. This part
of the study was deemed Phase 2.

We also sought to base our sample selection on the model of service adopted
by service providers. Ouaim was to have a roughly equivalent number of
people receiving services from 6ol dbo
practice the service models rangjen a continuum from old to new and often
resised classification. Some service providers who predicesidential care in
institutional settings also sougtat promote community integration and

provide opportunities for persons to exercise choice. Similambt all

community based services were sufficiently oriented towards recognising and
promoting the wishes and preferences of individuals. Therefore, we found that
it was not possible to draw a meaningful distinction between old and new
models of service imdvance of our fieldwork. Consequently, various lists and
registers of service providers were used to identify the service providers we
approached to recruit participants. In recognition of the high proportion of
funding directed to large service providethese were initially targeted for
inclusion.

Phase 1 participants :

We sought to recruit a total of 165 participants from within priority sites for
decongregation. The number of participants in priority sites recruited was
somewhat smaller than that tgeted Reasons for this includealnumber of
refusals by individli@articipants, the closure of ongriority site prior to the
commencement of fieldworkhe nonparticipation of two sitesandthe
selection ofchildren from one sitewho could not be inaided.

Phase 2 participants

The recruitment of thePhase Jarticipants proved to be a resource intensive
and slow process. The response of service providers to our request for
assistance in recruiting participants was mixed. Some embraced the project
andwere very active in disseminating information about the project to their
staff and service users. However, others were reluctant to respond to our
request for assistance in recruiting participants and it was often necessary to
send repeated requests to gatresponse. Some service providers indicated
that they were unable to be involved in the study because of the potential
resource implications.

A further 280 participants were recruited via 43 local/regional centres
supported by 33 service providerg/hile the number of Phase 2 participants
recruited was significantly less than the original target santpi@s decided
that the sample achieved was sufficiently representative of the population of
adults with disabilities and the time and resources requtceckcruit further
participants would not be repaid with significant new information.



During the course of the fieldwork more tha80 different service settings
were visited including day centres, residential care settings and private
dwellings. In some tal/regional centres participants were receiving a variety
of supports in several different locations. Participants incdwbiults with
disabilities supported by statutory, writary andprivate service providersas
well as thosevho had seldirected syport.

Our participants were dispersed throughout Ireland and include persons living
in 22 different counties and one person receiving support outside the state.

For the purposes oPhase analysis, residential support services have been
defined as serges provided in disability designated centres monitored and
regulated by HIQA or in any 2hour supervised community residences that
support individuals with intellectual disability and mental ill health and are
inspected by the Office of the Inspector bfental Health.

Residential supports may also be provided via a variety of supported or

assisted living models that usually provide intermittent rather than constant

access to support staff. Care and housing may be provided by different

agencies. This motef support is more aligned than other models of

residential support with the promotion of the independence and autonomy of

service users. For the most part these services are provided in living

arrangements that are not designated centres and which redgrnily homes.

In the absence of a legislative definition of residential services the different
configurations of supported |living can
whether these types of services fall within the definition of a designated

certre, and thereby whether they are regulatedbyl QA6 ( HI QA% 2017, |

For the purposes of this study personal support services are considered to be
a supported living support.

Personal support services provided to individuals with disabilities include
personal assistant (PA) support and home support services. The support
provided by personal assistants includas is not limited tq assistance with
personal care and activities of daily living. A home support service is a more
restricted form of servie than a PA service but the distinction between the
two services is often blurred.

2HIQAhas defined a residenti al service within th
comprised of both accommodation and care/support service provided to people with

disabilities living in residential settings, on a short or long term basis, whether or isot it

their sol e p(HQ@Q0L5pP.).resi denced



Adult disability day services are provided by 84 providers in over 900
locations® There is considerable variety in the size, location and orientation of
day services. Day service locations include hdike settings, spaces within
congregated settings or health care facilities, purpose built centres and units
within industrial parks. ey can cater for anything from one person upwards.
The primary orientation varies depending on the support needs of attendees.
Services may be oriented towards care or medical support or may prioritise
life-skill training and social activation.

The quantmn of services provided to each person also varies. Services are
generally provided Monday to Friday but individual service users may not
always be offered a five day service. Service users may also opt not to attend
on certain days. Day service hours mdgoavary. Transport arrangements

may determine the times when service users arrive and leave. Services do not
normally commence before 9.30am or end after 4 pm.

Ancillary services include services such as advocacy, counselling, community
outreach and fatitated networks. Services may be universal or targeted at
specific cohorts of individuals with disabilities. The National Advocacy Service
for People with Disabilities is available to all individuals with a disability.
Targeted services include supportchautreach services for individuals with
various disabilities.

Required adaptations as study progressed

Throughout the progress of the study, the NDA worked closely with the HSE
and the Scientific Advisory Committee for the research, to agree necessary
adaptations to the project, including:

1 Reduced sample size in the case of the priority sites (Phase 1), where some
sites were not available to participate during the study timeline, and where
fewer participants than initially planned were available in sontleeof
remaining sites;

1 Decision to conclude the fieldwork at the end of January 2020, in spite of
the fact that not all of the 145 Phase 1 participants had transitioned to a
new model of servideinfThrsi mwanwet Babn
conductedwith 9lindividuals fronthis group.

1 Reduced sample size in the case of Phase 2, where the purposive sampling
approach allowed for a wide range of situations to be covered, but where
recruitment took longer than anticipated, and the original sample planned
for could not be achieved without considerable extension to the study
timeline. It was agreed that such an extension would not lead to a
corresponding increase in information or learning gathered, in light of the

shttps://www.hse.ie/eng/services/list/4/disability/newdirectiongfa@dodisability%20day%20s
ervice%?20locations.html



https://www.hse.ie/eng/services/list/4/disability/newdirections/adult%20disability%20day%20service%20locations.html
https://www.hse.ie/eng/services/list/4/disability/newdirections/adult%20disability%20day%20service%20locations.html

significant body of data gathered from the 28@ple interviewed by end
January020.

1 Adjustments to the methodology used to identify and compare costs
across different models of service, arising from challenges in obtaining and
analysinglata that is norstandardisedit was agreed that in the absenck
the ability to directly compare costs
service, a number of cost scenarios would be presented for infiona
and analysis. While this de not provide airect comparison of costs
across model#n every respectit is nevertheless the first time that such a
detailed breakdown of the financial variations in disability services has been
presented for the Irish landscap&dditionally, the fundamental question of
how the cost of service delivery compares pre and post@hgregation
has been comprehensively answered by this study.

4 This decision was made before the advent of the COMEPandemic, however, the
pandemic would have made further fieldwork challenging, if not impossible.



Annex 2 - Ethical approval and Consent

There is no national or ceprdinated system of ethical approval for social

research in Ireland. The NDA sougliiut was unable to agrea single ethical

approval process covering all of the member organisations of the National

Federation of Voluntary Organisations. In the absence of any means of
obtaining a 06gl obal 0 ,ethidaliagp@val forthepr ov al f
research wasbtained from all disability service providers with research ethics
committees. This necessitated the completion and submission of multiple

ethical approval applications and corresponding and liaising with all relevant

research ethics committees. The redment of participantgid not

commence until etical approval had been granted.

Many participants in our study were unable to provide informed consent due
to their intellectual disability. For such participants we relied on proxy assent
which wa providedby a family member oa member of staff with a lorg
standing relationship with the participant. This process was approved by
multiple research ethics committees. However, the 2018 Health Research
Regulations (HRR) introduced additional safeguards to ptdtes data

privacy of participants in health research aimdcommon with all other

ongoing research projects that involved personal health,dagaprocess of
securing consent was reviewed to ensure compliance with the regulations.
The HRR state that all processing of personal data for the purposes of health
research requires the explicit consent of the data subjects. As assent provided
by proxies does not constitute explicit conseittwas necessary to make an
application to thenewly formedHealth Research Consent Declaration
Committee (HRCDC). On foot of this applicatiothe HRCDC issued a

consent declaration which provided the authority to process the data
gathered from participants who were unable to provide explicit conséhe
process adopted has thek been reviewed and endorsed.

5 Data ProtectionAct 2018 (Section 36(2)) (HealtResearch) Regulations 2018 (Sl
314/2018)

6 For the purposes of the HRR social care research is included within the definition of health
research.
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Annex 3. Survey Tools

This section describes the five survey tools used and provides the
guestionnaire where relevant. The tools are

FACE Research Tool (Overview Assessment V7.2 NDA)
ASCOT Reearch Tool (Selicomplete)

Supplementary questions

NDA O utcomesFramework

= =4 -a -a -2

Reflective diary
FACE Research Tool (Overview Assessment V7.2 NDA)

The tool used to assess the support needs of participants was FACE

(Functional Assessment of Care EnvironmentRetording and Measurement

Systems Toolset (UK). The FACE Toolset is a comprehensive, integrated

toolset for use across health and social care settings. It is designed to assess

the level of support adults with a disability requirk.records informationon

a personds capacity and personal suppor
instrumental activities adailyliving and participation in work, education and

social activities.

FACE also collects data on the informal support systems availalelecto

person. Informal supports are incorporated into the costing model and reduce
the estimated cost of support generateQualitative data was also recorded

in and harvested from the word version of the FACE profiles. The qualitative
data helps to contetualise the paitipants and enables a moredepth

picture of the participants to emerge. The datere collated and analysed

using a reflexive thematic analysis approach (Braun and Clarke 2006).

FACE was used under licence from Imosphere, the comrakotganisation
that developed the tool. FACE &so the assessment tool that was
recommendedor use in disability servicdsy the NDA following an
evaluation of four resowre allocation systems (NDA 2015

FACE provides a me amBilitytofunderteake acivdiesng a p e
of daily living by asking a series of questions about the assistance required

while (1) eating/drinking; (2) dressin{) undressing(4) toileting;(5) ensuring

personal hygiend5) washing whole body7) transfersand(8) staying

comfortable at night. We calculated a composite score for the assistance

7 It also assesses the level of support required by carers of adults with a disability.

8 This approach could be seen as being in contravention with Article 19 of the CRPD (see
Inclusion Europe, 2017).

11



required with ADLs by combining the scores for each of the eight activities.

The level of assistance required was graded in five levels for each activity and
rangednofnreodm (6scor e of Oneeddtwootherst@a bl e t o n
undertaked (score of 4). The overall AD
therefore range from O (indicating no assistance required with any of the eight

ADLSs) to 32 (indicating participants weeunable to undertake any of the eight

ADLs and needethe help oftwo others to undertake each task).

FACE provides a means of assessing a pe
Instrumentalactivities of daily livinJADLs) by asking a series of questions

aboutthe assistance required to (1) undertake household shopgit)g

prepare meals snacks and drink3) maintain a clean and safe hqr®®

manage paperwork5) manage financesnd (6) take medicatioWe

calculated a composite score for the assistanceunegl with IADLs by

combining the scores for each of the six activities listed above. Assistance was

graded in four levels for household shopping, preparing meals and snacks and

mai ntaining a clean and safe home and r
to Ounable to manage needs one or two o
Support for medication was al so graded
O0r emi nder s;8updrvsiomn(scae obZandBdministration or

trained administration (scoref 3). The assistance required with paperwork

and finances are dichotomous variables with a possible score of 0 (no

assistance required) or 1 (assistance required).

The composite IADL score for each participant could range from a minimum
of O (indicatindittle or no assistance required with any of the six IADLS) to a
maximum of 14 (indicating no capacity to undertake any of the six IADLS).

Communication difficulties are difficulties expressing needs and or
understanding others. Visual and hearing impaits often result in
communication difficulties and are more common in adults with intellectual
disabilitieghan in the general population. Individuals with certain physical and
neurological conditions may also have communication difficuResicipans
described their communication difficulties as either: (1) none; (2) mild; (3)
consistent; (4) severe; or (5) unable to express basic needs/understand others.

Participants were asked if they have any concerns about the way others treat
them. They wergrompted to think about whether they considered they
were neglected or had experienced abuse or discrimination.

FACE profiles assess certain limited aspects of physical health but do not

include an overall assessment of physical health. Participantkarktas

indicate health conditions and disabilities that impact on their wellbeing but

the descriptors provided (e.g. ©O6other p
conditiond) do not facilitate the compi
ofparticbant s® heal t h.

12



As part of the FACE profile participants were asked to indicate the support
they receive on an ongoing basis from family friends and volunteers. Ongoing
support was defined as support received in a typical week.

FACE V7 Tool

Main ID; Mainassessor:

FACE Overview Assessment V7.2 (NDA)
Confidential

Date of Your age

Gender: birth: band:

Supporting you in your assessment

Preferred Do you needan
_ . Yes No
language: interpreter?
Do you consider : _
yourself to be any of _Hear!ng _Vlsua_llly Deafblind
- impaired impaired
the following:
Do you have
communication
difficulties?
Do you have any difficulties with understanding and
Yes No
retaining information?
Do you have any difficulties making decisions and/c Yes No

understanding their impact?

If you have difficulties in communication, understanding or
decision-making, you may need support for your involvement in
your assessment, an advocate to represent you and help you
explain your views, or a mental capacity assessment.

Details of difficulties and what would help you communicate more easily
during your assessment

For example, a family member or friend present, an independdwnbcate,
specialist communication support.

Details:

13



Other people involved in your assessment

For example, advocate, carer, family, friend, other professionals.

Details:

About you

Your personal and family background

Including important recent  events or changes in your life.

Details:

What areas of your life do you most enjoy or value?

Including your main interests and where you can most contribute.

Details:

What changes would most improve your wdking or quality of life?

Details:

Your family, carer(s) or

Details:

Do you have any concerns about how others treat
you? Yes
For example, neglect, abuse, discrimination.

Details:

Your home and living situation

advocat

No

14



Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Are_ you currently staying in a hospital or stejlown Yes NG
facility?

Your current
living situation

Your current
tenure

Maintaining your
home in a
sufficiently clean
and safe condition

Your situation:

Details of your needs and what you would like to achieve (maintaining y
home in a sufficiently clean and safe condition):

Are you able to manage your own d#&y-day

paperwork? ves No

Are you able to manage your own finances?

If no, please include detail of any power of attorney
wardship, decisiomaking representative, assistant t ¥ €
assist with in such matters, or a -@ecisionmaker to
make decisions jointly with you.

No

Details of your needs and what you would like to achieve (managing
paperwork, managing finances):

If appropriate, you may wish to be referred for financial advice
and/or maximising your benefits.

Are you able to access and use the Internet? Yes No

Are you using specialist technology to help you mar
at home? Yes NO

For example, telecare.

15



Details:

Do you have any concerns about your current home
and living situation?

For example, tenure, access and hazards, tempera Yes No

needfor adaptations, smoke and carbon monoxide
alarms.

Details:

Eating healthily and safely
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or  telecare.

Shopping for food

. Your situation:
and essentials

Preparing meals, Your situation:
snacks and drinks How often do you need support?

Eating and drinkin¢ Your situation:

Details of your needs and what you would like to achieve (shopping,
preparing meals, snacks and drinks, eating and drinking):

If you need someone else to feed you, are you able

have food and drink by mouth? Yes No

If you need someone else feed you, how long does
this usually take?

Do you require specialist skilled support whilst eatin

and drinking? Yes No

For example, due to risk of aspiration.
Do you have a diagnosed eating disorder or other

condition which is leading tsignificant concerns abol Yes No
your weight?

16



Details:

Your personal care
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

_ _ Your situation:
Using the toiletand

managing How often do you need support?

continence
Nature of support:

Details of your needs and what you would like to achieve (using the toile
and managing continence):

Maintaining
personal hygiene

For example, wast Your situation:

handsand face,
hair, nails, shave.

Washing whole  Your situation:
body

For example, bath, How often do you need support?
shower, strip wash

Details of your needs and what you would like to achieve (maintaining
personal hygiene, washing whole body):

Getting dressed for

the day Your situation:

Getting undressed
at the end of the  Your situation:
day

17



Details of your needs and what you would like to achieve (dressing and
undressing):

Your mobility
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Moving around the

Your situation:
home

Transfers Your situation:

Are you able to bear your own weight or assist with

transfers? Yes No

To what extent does your
weight impact on your mobility

For example, if overweight or
underweight or frail.

Is there a high risk of harm to you or others when yo

. Yes No
are moving around?

Details of your needs (moving around the home, transfers):

Staying cpqurtabl Your situation:
andrepositioning

Details of your needs (staying comfortable and repositioning):

Do you require
regular support for e
skin condition or to
prevent one
developing?

Do you have any
pressure ulcers?

18



If pressure ulcer(s) are present, is Does not
: Yes No
treatment currently working? apply

Details of your needs (managing skin conditions):

Social relationships and activities
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or  telecare.

The relationships that are most important to you and anything you woulc
like to improve or change

For example, relationships with carers, family, friends, neighbours,
volunteers.

Details of your needs and what you would like to achiéwvmintaining
relationships that are important to you):

Are you able to
access the
community?

Yes, Yes, if

independently accompanied No

The support you need to stay
safe out in the community

Details of your needgstaying safe in the community):

The activities that are most important to you and anything you would like
improve or change

Including social, leisure, cultural and religious activities; making a meani
contribution within society.

Details of your needs and what you would like to achieve (socialising,
contributing to society):

The support you need
to maintain personal
relationships and

19



engage irsocial
activitiesincluding
leisure, cultural and
religious activities.

How often doyou neec
support?

Work, training, education and volunteering
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Current paid employment or
voluntarywork situation

Current education or training
situation

What would you like to improve or change about your involvement in wo
training, education or volunteering?

Details of your needs and what you would like to achieve (work, training
education or volunteering):

The support you need to
participate inwork, training,
education and volunteering

How often do you need
support?

Caring for others
Based on aypical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Do you have any children that are dependent on yoiYes No
| f 6Yesd, do yol Does not
your parenting or caring Yes apply

responsibilities?
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Details of your needs and what you would like to achieve (caring for
children):

Do you have any other caring responsibilities? Yes No

Details of your needs (caring for other adults):

If you are providing care or support to other adults, you should be
of fered a carerds assessment to

Staying safe at home
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

The support you need to stay sé
at home during the dayConsider
risk of falls and/or wandering, ar
responding to emergencies

The support you needo stay safe
at home during the night

Consider risk of falls and/or
wandering, and responding to
emergencies.

Details of your needs and what you would like to achieve (making safe L
your home):

Your mental health and welleing
Including mental well -being issues arising from physical conditions.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Do you or have you ever suffered from a serious

mental healthssue? Yes No
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Have you had contact with mental health services ir

the past year? Yes No

Details:

Emotional wel
being

Details of your needs (emotional weiking):

Memory and
orientation

Planning and
decisionmaking

Details of yourneeds(memory or orientation, planning and decisioraking)

Behaviour affectin
self or others

For example,
aggression, self
harm.

Is your behaviour severe, frequent or unpredictable
a level which requires availability of an immediate a Yes No
skilledresponse?

Impact of your
mood or welk

being on your
acceptance of
support
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Details of your needs (behaviour affecting self or others, impact of mooc
well-being on acceptance of support):

How effective is the support of
others inminimising risks to you
or others around you?

Details:

If you have mental health issues, you may need a specialist
assessment or referral for e.g. a mental capacity assessment.

Health conditions and disabilities that impact your well ~ -being

Please list your disabilities, impairments & health conditions in
order of most to least impact on your daily life and well -being:

1
2
3
4

Details, including relevant medical history:

How often do your needs significantly change
vary due to yourcondition(s)?

Details:

Details of any sensory impairment(s)
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.
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Impact of sensory
impairment

Details of your needs (sensory impairment):

If you have a significant sensory impairment, you may need to be
referred for a specialist sensory assessment.

Your medication and symptoms
Based on a typical week.

Answer as if there is no support currently in place, but do consider
the effect of existing equipment, adaptations or telecare.

Are you currently taking any prescribed medication’ Yes No

| f O Yes 0 Supportneeded:

support do you

need with taking

or applying How often do you need support?
medication?

Details of your needs (medication):

Does your physical condition ¢
any medication that you are
taking cause you distress or
pain?

Are you getting adequate relief from pain or other

distressing physical symptoms? ves No

Details of your needs (managing distress or pain from health conditions)

If you have needs in relation to medication, arrangements may
need to be made for a review or an appropriate referral.

Do you have any difficulties
with breathing?
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Do you need equipment to hel
you to breathe?

Is suctioning required? Yes No

Details of your needs (breathing):

Do you have any difficulties
maintaining consciousness?

For example, due to epilepsy,
seizures, blackouts.

Details of your needs (maintaining consciousness):

Support you will receive on an ongoing basis from family, friends or
volunteers

Based on a typical week.
Details of support you currently receive from family, friends or volunteer:

| ncl udi wokingmelbahdnet so well.

Will you receiveongoing support from family, friend: Yes

No
or volunteers?

If you will receive no support from family, friends or volunteers,
the rest of this section does not need to be completed.

Mornings

Preparing your meals,
snacks and drinks and
helping you to eat and
drink

Managing your person.
care tasks
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For example, using
toilet and managing
continence, washing,
dressing and undressir

Supporting your
medication

Daytimes

Preparing your meals,
snacks and drinks and
helping you to eat and
drink

Managing your person.
care tasks

For example, using
toilet and managing
continence, washing,
dressing and undressir

Supporting your
medication

Evenings

Preparing your meals,
snacks and drinks and
helping you to eat and
drink

Managing your person.
care tasks

For example, using
toilet and managing
continence, washing,
dressing and undressir

Supportingyour
medication

Day-to -day

Keeping your home
clean and safe
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Managing your
paperwork and finance

Shopping for your food
and essential items

Social, leisure, cultural
and religiousactivities

Work, training,
education or
volunteering

Ensuring
your
safety
during
the day

This does not apply as constant presence for safety is not
required

Family, friends or volunteers will be present to ensure safe
at all times during waking hours

Family, friends or volunteers will be present to ensure safe
for almost all waking hours

For example, all but a few hours on one or two days each
week.

Family, friends or volunteers will be present to ensure safe
for most waking hours

For exampleall but a few hours on three or four days each
week.

Family, friends or volunteers will be present to ensure safe
for about half of all waking hours

For example, at evenings and weekends but not weekday
daytimes.

Family, friends or volunteers wibk present to ensure safety
for about a quarter of all waking hours

For example, a few hours on most or all days each week.

Family, friends or volunteers will be present to ensure safe
for a small portion of all waking hours

For example, a fewours on two or three days each week.
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Family, friends or volunteers will not be present for any
significant time to ensure safety during waking hours

Supporting you during
the night

Providing company ant
emotional support

Escorting you or providing transport
Other ongoing support Helping you communicate with others
Helping you care for children
Details of all ongoing support to be provided by family, friends or volunte

Where this is safe and can be sustained.

Are there any peoplén particular who provide you

with a high level of support? ves No

| f 6Yesd, your carer(s) should b
assessment to discuss their caring role(s).

| mpact of caring
independence

Are arrangements in place to support you if your me

: : Yes No
carer(s) are ill or unavailable?

Details of impact and arrangements:

Further details
To be filled in by a social care authorised person, where relevant.

Are full breaks (through the year)
required to sustain the ongoing  Yes No 00|
caring situation? PPy

Does not

Primary support reason
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Anticipated living situation

Number sharing support in
anticipated living situation

Record of completion

This section to be filled in by a soctre authorised person.

Date of Assessment .

) _ Initial Reassessment
assessment: type:
Location of Is this a supported self

) Yes No
assessment: assessment?
| f ONOoO Assessor contact
assessor: details:
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ASCOT Research Tool

An importantmeasure of the quality of disability supports is the degree to
which they contribute to the wellbeing and quality of ([(@OL) of the

persons who eceive the supports. QObas been variously defined and
measured. It is also influenced by subjerénd obective factors. It can be
readily appreciatedherefore, that isolating and measuring the contribution of
social care taQOL is a challenging process. It is especially challenging when
service users have intellectual disabilities, as is the case forpaatigipants

in our study.BEven tools that are specifically designed for indigidwvith
intellectual disabilitieenpose a cognitive burden on respondents and this
burden is too heavy for those with severe profound intellectual disabilities
and alsdor some of those with moderate intellectual disales As yet there

is no generally accepted reliable means of measuring QOpdople with
intellectual disabilities, particularly those with severe and profound disabilities
It is clear that the measement of social care related quality of life may
provide a means of promoting quality, accountability and transparency.
However, it is also important to be mindful of the limitations of any such
measurement.

A suite of measures collectively known as theéult Social Care Outcome
Framework (ASCOF) has been developed by the Personal Social Services
Research Unit based in the University of Kent. ASCOF enables coumtiis

UK to track the quality of the services delivered. It also provides a basis for
comparison of the quality of care delivered by councils and a means of
promoting transparency and accountability. The suite of tools developed
reflects the range of user groups accessing social care in England. The tools
are designed to measure social caréatedQOL, that is, QOLof life in the
domains most affected by social cafbe ASCOThas been criticised for
failing to incorporate service userso p
their quality of life (Bowling, 2014)This criticism applies equally to most

other measures of quality of life.

One of the original measurethe Adult Social Care Outcomes Toolk8elf
CompleteEasy ReaASCOT-SC4ER), has been adapted for use by adults
with intellectual disabilities amdutism. The ASCOTSC4ER seeks to retain

the concepts and structure of the original instrument while incorporating easy
read principles to make it accessible to persons with intellectual disabilities or
other cognitive deficits.

This version of the too(ASCOT-SC4ER was used in this studypeed and
ease of administration were important considerations in the choice of tool.

9 Bowling contends that it was developed within an economics framework and describes it as
a utility scale for use in measuring cost effectegnof interventions.
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The ASCOT provides these features and was also attractive as it provides a
measurement of social care related quality of life (SCRQO

The ASCOT S@-ER does not include a screening or filtering process to test
the cognitive ability of respondents. As it was designed for use in a$aaie
postal survey the design of a suitable screening process would be challenging.
However, the deelopers ofASCOT-SG-ER point to the potential usefulness

of using a screening tool in conjunction with the questionnaire (Turnpenny et
al. 2018) Therefore, in this studASCOT was used in conjunction with an
acquiescence test (Cummins 2005) which prodidemeans of screening
participants to ensure that they had the cognitive capacity to engage with the
tool.

The Easy Read format of the ASCESIA includes illustrations and a total of
nine questions with four answer options for each question. The illuistnat

were developed in conjunction with people with learning disabilities
(Turnpenny et al. 2018). Their purpose is to assist respondents to understand
the meaning of each domain. To assist participants furtimes of four

di fferent 0 s mpldces pesideaacke answerm@ignellkistrations
and text relating to each domain are set out on a single page.

As preference weight8for the ASCOTSC4ER are not availahléhe
unweighted Social Care Related Quality of Life (SCRQoL) score was
calculaté by summing the score of each item (Rand et al. 2020). The four
response options wex scored at the ideal state ()p needs (2), some needs
(1) or highlevel needs (0) (Netten et al. 2012; Turnpenny et al. 2018).
Although two questions in the ER quegtimaire relate to safetyonly one

score is included in the overall total. When the scores of the two safety
questions differ the lower score iscluded in the overall totallhe

unwei ghted maxi mum total ASCOT score is
is present in all domains. The minimum score of O indicateslbigh needs in
all eight domains.

In this study the process for completion (i.e. the selection of one of four

answer options) was outlined before participants were provided with a copy

of the questionnaire. Researchers then read the text of each question and the

four answer options. Additional explanations were provided if required.

Assistance was therefore provided proactively rather than in response to
participantsd i enddntlywiththgtod.o engage i ndep

10 Preference weights would assign different weights to different domains based on the
relative importance of domains. Preference weights are used in analysing the results of
ASCOT-SC4 but have not yet been developed for the ASCOT4ER (Rand et al. 2020;
Rand and Malley, 2017).
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The complete ACSOT tool is presented belcag follows

Cover sheet
Acquiescence testing
Answer sheet

= =2 =4 =2

Easy Read version

Cover sheet guestions - COMPLETE BEFORE ASCOT

Participa nt ID Code - MIS/PC/T?/
Interviewer ID Code - MIS/IC/T?/
Site ID Code - MIS/SCIT?/

Type of residencd (e.g. House/bungalow/apartment/residential centre/other)

How many people are living in the residence?

How many staff members?

Acquiescent Testing - TO BE COMP LETED BEFORE ASCOT
TOOL

1. After checking that the respondent is comfortable and ready to respond,
carefully and slowly proceed as follows:

2 Point to the respondentds watch or
a. Does that (for example, watch) belong you?

b Do you make all your own clothes and shoes?

C Where you live, have you seen the people who live next door?

d. Where you live, did you choose who lives next door to you?

Scoring:

If the person gives a positive response to b and d, thenaparent that the person is not able to

complete the questionnaire. Hence, no further questioning should take {plilid&ERVIEWER
SHOULD INSERT QOL SCORE BELOW.

Acquiescent result : Pass / Fail

If participant fails, Ascot cadOT be completed by proxy, i.e. with assistance from key worker/family
member.
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ASCOT ANSWER SHEET

To complete this questionnaire, please haveaad copyof the Easy Read
Ascot on table to read through with participant.

1. How do you feel about choice in your d aily life?
Please mark Xeside correct statement

| have as much choice as | want. It is great.
| have enough choice. It is OK.

| have some choice. But | would like more.
| have no choice. It is bad.

2. How presentable do you feel?
Please mark Xesidecorrect statement

| feel very presentable.

| feel quite presentable. It is OK.

| feel a bit presentable. It could be better.

| do not feel presentable at all. It is really bad

3. What do you think about what you eat and drink?
Please mark Xeside correct statement

| get all the food and drink | like when | want.

| get enough of the food and drink | like when | want.

| get some of the food and drink I like when | want, but not enough.
| do not get any of the food and drink I like so Ight get ill.

4. How clean and comfortable is your home?
Please mark Xeside correct statement

My home is as clean and comfortable as | want.
My home is quite clean and comfortable.
My home is not clean and comfortable enough.
My home is not clean andmfortable at all

5. How safe do you feel in your home?
Please mark Xeside correct statement

| feel very safe in my home.

| feel quite safe in my home.

| do not feel safe enough in my home.
| do not feel safe at all in my home.
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6. How safe do you feel when you go out?
Please mark Xeside correct statement

| feel very safe when | go out.

| feel quite safe when | go out.

| do not feel safe enough when | go out.
| do not feel safe at all when | go out.

7. How do you feel about your social life?
Please mark Xeside correct statement

| see the people | like as much as | want. It is great.

| see the people | like sometimes. It is OK.

| see the people I like but not enough. It could be better.
| do not see the people | like atlaAnd | feel lonely

8. How do you feel about the way you spend your time?
Please mark Xeside correct statement

| spend my time how | want. It is great.

| do enough of the things | like. It is OK.

| do some of the things I like. But | would like to do more.
| do not do the things I like. It is really bad.

9. How do you feel about the way your paid support treat you?
Please marK beside correct statement

| am very happy with the way my paid support treat me.

| am quite happy with the way my paid support treat me.

| am a bit unhappy with the way my paid support treat me.
| am very unhappy with the way my paid support treat me.
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Easy Read version

This question is about choice in your daily life.

Having choice means that you can decide what to do.

Think about the choices you have.

How do you feel about choice in your daily life?

Please tick\{) 1 box

| have as much choice as | want. It is great.

| have enough choicé.is OK.

| have some choice. But | would like more.

| have no choice. It is bad.

OO
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This question is about being presentable. Being presentable means being clean, having
cleanclothes and feeling comfortable in what you are wearing.

How presentable do you feel?
Please tick\{) 1 box

| feel very presentable.

| feel quite presentable. It is OK.

| feel a bit presentable. It could be better.

| do not feel presentable at all. It is really bad.

OO
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This question is about what you eat and drink. Think about if:

A You can have the food and drinks you like.
A You have enough food and drinks to keep you healthy.

A You can eat and drink as often as yoeed to.

What do you think about what you eat and drinkRlease tick
(V) 1 box

| get all the food and drink I like when | want.
| get enough of the food and drink | like when | want.
| get some of the food and drink | like when | want, but not enough

| do not get any of the food and drink I like so | might get ill.
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This question is about how clean and comfortable your home is.

Having a clean home means that the kitchen, bathroom, bedrooms and all
other rooms are clean and tidy.

Having a comfortable home means that you like how your home looks and
feels.

How clean and comfortable is your home?

Please tick\{) 1 box

My home is as clean and comfortable as | want.

My home is quite clean and comfortable.

My home is not clean and comfortable enough.

My home is not clean and comfortable at all.

OO O
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This question is about how safe you feel in your home.

Feeling safe means that you are not worried about:

A Being bullied or abused.
A Falling or getting hurt.
A Being attacked or robbed.

How safe do you feel in your home?

Please tick\{) 1 box

| feel very safe in my home.

| feel quite safe in my home.

| do not feel safe enough in my home.

| do not feel safe at all in my home.

OO

39



This question is about feeling safe when you go out in your local area.

Feeling safe means that you are not worried about:

A Being bullied or abused.
A Falling or getting hurt.
A Being attacked or robbed.

How safe do you feel when you go out?

Please tick\{) 1 box

| feel very safe when | go out.

| feel quite safe when | go out.

| do not feel safe enough when | go out.

| do not feel safe at all when | go out.

WO O
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This question is about your social life.

Social life means spending time with people you like.

This could be friends, family or people in your community.

How do you feel about your social life?

Please tick\{() 1 box

| see the people | like as much as | want. It is great.

| see the people | like sometimes. It is OK.

| see the people I like but not enough. It could be

better.

| do not see the people Ike at all. And | feel lonely.

(B

41





























































































































































































































































































































































































































































































