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Executive Summary

The present study adopted a qualitative approach to gather a rieepth understanding

of the experiences of people living with dementia, their family caregiver and staff caregivers
in technology enriched supported accommodation (TESA). A total ofe2&Bts were living

in nine TESA schemes at the time of data collection, which mapped to 91% of occupancy
capacity. A total of 72% of the tenants were female with an age range betwe®i $ears
(mean 79). Fifty five point two percent (55.2%) of tenantseMéving on their own prior to
moving into TESA. The tenants next of kin was generally an adult son or daughter for 65% of
the sample, with siblings, spouse and other relatives/close friends making up the other
descriptors of next of kin. Two percen®f2 of tenants did not have a next of kin. Only 2.5%

of the sample had no other emorbidities. Cemorbidities such as mental health, diabetes,
heart/cardiovascular disease, diseases of the circulatory, respiratory and nervous system
were identified withinthe sample. Interestingly 70% of tenants had not been hospitalised in
the last twelve months, suggesting that a generally good health profile of each tenant was

being maintained.

The environmental audit tool (EAT) is an assessment tool used to iddéifyuality of the
SYGANRYYSYyld F2NJ LIS2LX S ftAGAYy3T 6AGK RSYSYUGAL d
an average of 90.34%, ranging from 62.89%0% which indicated that the TESA schemes

were as homelike as possible and had the ability to supguettenants to maintain their

independence, aligned to the ethos of perscentred care. The data suggests that tenants

had good opportunity for social interaction within the Scheme and local community. On

12



average the TESA facilities were designed to suppandering but not to encourage it. The
Schemes highlighted the importance of stimuli to support independent navigation of the
home space for example to get to bathroom. In some Schemes stimulation in the
environment and safety were amongst lower scoritggns. It is probable that schemes that
foster independence, autonomy and control are associated with lower scores on safety

items.

The technology audit demonstrated a wide range of technologies and devices operational
within TESA.It could be suggsed that the characteristics of person centred care were
evident as primarily the provision of technologies was based on the individual tenants
needs. It was evident that schemes operated different policies around the free movement
of tenants, as some etronments were locked while in otherenants held the key to the
front door. In all but one sitetenants received an immediate response from staff when
they requested help from staff through an interconRoutine and emergency methods of
contacting saff were the same.Mobile phones were commonly used by tenants to keep in
touch with their family. Data from the technology was not widely used within the schemes

as only two facilities reported using this information for individual care planning.

Inclusive methods were adopted within the project to include tenants into the data
collection phase of the projectPeer researchers, who were older people vathinterest in
working for a dementiarelated research projectwere recruited trained and conduced

research interviews with the tenants living in TESA collaboration with the project

13



research team. The peer researchers also supported the analysis of the data from the
interviews. Collaborative relations between both informal and formal caregivirs
conjunction with the tenants were viewed as key contributors for a good quality of life. The
findings indicated that persenentred practice was at the core of care provision whereby
tenants could thrive and flourish and maintain meaningful relatiopshwith people and
places. Not all tenants were aware of the technology provision within the housing schemes.
However, those individuals who were aware ofélt it gave them reassurance and feelings

of security. Mobile phones emerged as a popular d®/to enable tenantto keep in touch

with their families.

Art based focus groups were conducted in eight TESA facilities using materials like felt, clay
and paint to create collage and other outputs that explored the lived experiences of
tenants. Sixtyfour participants at various stages of their dementia journey took part in the
forty-eight artbasedfocus groups. The art could be considermeu expression of their
experiences without the need to formulate it into words. The findings supported the
outcome of the one to one interviews. Autonomy, choice, independence, a sense of

belonging, privacy, relationships and being content were strong features of this work

A total of twentyfive semistructured interviews were conducted with informal caregivers
(IC). The findings indicated that the transition into TESA had a positive outcome for both
the formal and informal caregiver, and the tenantn@ajor theme was the shift diC from a

care provieér modality to a care manager, one which appeared to be enfbed by issues of
burden and the perception of an inability to keep the person living with dementia (PLWD)

safe. Assistive technologies in the facilities did not appear to impact on the decision

14



making during transition however, they were valued once LWD resided in the TESA
facilities. The findings provide an understanding of the caregiving responsibilities and how

the transition alleviated the pressure of caregiving.

Twenty one semi structured interviews were conducted with formal caregiversE&AT
Four main themes were identified that were associated with some of the attributes of the
Personcentred Practice Framework: promoting choice and autonomy, staffing model, using
FaaAaldAgdgsS GSOKy2ft238 | yR T JBeffidifgd indic&téd ihatW e 2 dzQ |
person centred practice was embodied in the ethos of the TESA facilitesant€xhoice,
autonomy and independence were central to the care provided by formal caregivels.
satisfaction was high amongst the participants, and asvevident this increased when the
facility was smaller in sizel'he technical provision in TESA was described as essential to the
caregiving role. Additionally, the survey data exploring the attitudes of both formal and
informal caregivers confirmed thaechnology was viewed as a wayin€reased quality of
care, enhanced security and enabled independeri8eth types of caggivers held relatively
similar views around the benefits of technologygwever their views on issues such as
privacy and consentaried. Safety was considered more important than right to privacy by

family caregivers.t would be interesting to explore if this is because of trening formal

caregivers received arourmkersoncentredpracticewithin the housing schemes.

This aim®of TESA i provide less physically intrusive support by care staff, whilst enabling
risk management governance and promoting the concept of people retaining a sense of
their own home. The findings suggest that TESA do in fact promote indegrere] dignity

and support through person centred care deliverfthe environment was found to be
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supportive of the persot® Sy  NER OIF NB Y2RSf a WwoS R2YS
Technology supported the formal caregiver to provide high quatigrson centred care.
Although technology was not a core feature for the tenants or informal caregivers, it was
reported to provide reassurance and feelings of safety for both populatidngine with
previous research, the technologies used within tikbesnmes varied greatly across the nine
facilities. These findings are relevant to policy makers, commissioners and providers of
services tohighlight the engagement of all stakeholders in the provision of care for PLWD
and their families early from diagnissin order to facilitate persocwoentred care (PCC)
practices in community settingsA range of recommendations in terms of practice, policy

and research are presented as a result of these findings.
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Chapter lintroduction

Background

When living athome is no longer aiable option then alternatives should be available.
SupportedHousing is one such alternative, bringing together the best design of housing and
care, offering a real homkving scenario rather tharesidential or hospital careWith the
global increase in the number of older people in society, there is a need for appropriate
accommodatiornenabling people tagrow older with support and dignitgnd not always in
traditional institutional style care facilitiesThis is particularly trel for people living with
dementia PLWD as the progression of the disease erodes cognitive capacity and function
The increase in the number of people living with a diagnosis of demsuntigests that a
significant needor alternative accommodation todme will emerge Supported housing
offers accommodation to help people live as independently as possible with additional
physicalsupport where necessarySome supported housingchemesntegrate technology
such as digital alarmsensors in the flaissometimeswith associatd remote monitoring
capability Thisaims to provide less physically intrusiveupport by care staffwhilst
enabling risk management governance and promoting the concept of people retaining a
sense of their own homeSupported housing foPLWDs generally built with due regard to

dementia specific environmental design princip{Bgerce, Cahill, Grey, & Dyer, 2015)

In the context of Northern Ireland, thee SIA 2y € { GNF 6S38 WLYLINRGAY

N2 NI K S NJ/ (Depsdniert gfRHRalth &ial Services and PublBafety, 2011)and
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Bystems, Not structureShanging Health and Social C4Bengoa, ®ut, Scott, McAlinden,

& Taylor, 2016are significant drivers in the planning of dementia services and developing
care pathways.They place emphasis on the need to support people with dementia to live
with dignity and independence With over 850,000people in the United Kingdom living
with dementia adequate service provision is vitally intpat (Alzheimer's Society, 2@).
Supported housing care models that provide technology a®ra feature of the facility
bring an added dimension to theare provisionwith the assumption that this may
meaningfully enhance the quality of carelowever, there is very little research evidence to

demonstrate the impact technology can have in this setting.

Context of the study

In Northern Ireland, technology enriched supported housing schemePWWDhave been
available for more thaffifteen yeas. The care model within the housing schemes seeks to
promote independence, dignity and supportThe model isoften a collaborative care
initiative, made up of different partnerships, often between the healthcare trust, housing
associations and housingecutive. However, little is known about these models of care to
inform practice and enhance future developmen®ften there isheterogeneityin design,
technical specifications and environmental featureBhis interwoven ecosystem has at its
core the reed to deliver persoitentred supported housing that will sustain those ageing
with dementia and engage informal carersThs study presents an overview ofnine
technology enriched supported housing schenredlorthern Ireland folPLWD As part of
this eachscheme, its environmental design and technolagfggrated into the facilitywas
explored. The many stakeholders of each schemerevconsulted including the tenants,

the family caregivers and the staffAdditionally, this worksoughtto understand how
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people transition into and liven a technology enriched supported housing modérhe

acronym TESBRI was developed favery day communication about the projestandng

for: Technology Enriched Supported AccommodatiDementia Remarch Initiative TESA

(short working title) wasapproved for fundindyy the HSC R&D Office on behalf of Atlantic

Philanthropies on31st July 2014with grant of £385,490.00awarded Start date: 13

January 201%nd end date 12" January 2018

AimandObjectives

Aim: To explore the perspectives dPLWD who live in persorcentred supported,

technology enriched housing schemes, their family and paid employees at the facilities.

Objectives:

To describe th lived experience and perspectives of tenants

To explorethe use of creativanethods as an inclusive approach of engaging
PLWODOn the research

To understand family and informal carer views on transitioning to and living
within the supported housing scheme

To explore and understand the paif Y LJ 2 &ifHwsl€dge, skill,and
understanding towards working in a technology enriched supported housing
model

To capture the attitudes of informal and formal caregivers towards
technology

To create a picture of technology enriched supported housing schemes in

terms of the tenant profile, lived environment and technology provision
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1 To evaluate the impact of technology on clinical decision making and care
pathways of tenants

1 To evaluate the experiences of older people as peer researchers in the TESA
project

1 To deliverbest practice learning on findings from research in useful clinical

format to transfer knowledge quickly into services RitWD

Research Design

Technology enriched supported housing isnsmered a complexcosystem of housing,
where technology and carare core to the nature of the provisionThe study adopts a
gualitative approach to get an ddepth understanding of all the stakeholders engaged in
each scheme. A range of methods were incorporated into this study to gather rich
information from tenants their family and staff caregivers about their experiences and
perspectives of technology enriched supported housingDescriptive demographic
information was obtained from eacbf the nine participating housing schemsgalong with

an environmental and thnology audit. Table one sets out the participant inclusion
criteria. Oneto-one interviews were undertaken with all stakeholdefisformal and
formal). Includedtenants were invited to participate in aldased focus groups to provide
an inclusivanedium toelicit andshare experiences and perspectivdsnally, all caregivers
were invited to complete a survey to gather attitudes towards technologhhe data
collection timeline is set out in Appendix The triangulation of evidence across metisod
and researchers enhanced the reliability and validity of the dafBhe research was
underpinned bythe Personcentred Practie@ Framework(McCormack & McCance, 2017a)

This framework has been adopted in this studyetablethe analysis of a range of factors
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that might support persoftentrednesssuch asvalues of respect, detletermination,
autonomy, understandingand empowerment. The framework provides a lensirbugh

which to view the data as it is systematically analysed through thematic analysis.

Tablel. The Inclusion criteria for participation in TEH3R

Tenants at eal facility Informal Carers Formal Carers

Must be permanently Over age 18 Over 18 years
living in scheme

Living and settled in the | Nominated by the tenant | Working at the facility
facility. Staff will guide on| and/or staff at the facility | (permanent& contract

this. staff will be included)
Consent obtained Willing to give consent Willing to give consent
according to project

protocol

The Projec€Consortium

The projectconsortium brought together academia Ulster Univerditiister) and Queen
Margaret UniversityEdinburgh(QMU) and the nongovernment agency Engage with Age
(EWA), who provide services to advocate for older people in the commuhitg research
team consisted of a chief investigatdProfessor Suzanne Martin)Ister) three co
investigators(Professor Assumpta Ryadjster, Professor Brendan McCormadRMU and

Mr Eamon Quinn;EWA) a fulltime researcherbased at Ulster(Ms Janeet Ronden
Sulbarharand a part time researcher basedEwWA(Mrs Jean Dal.ynn) A steerirg group

was set up and consulted with on three different occasions throughout the project as well
as ad hoc contact by phone and emailhe groupincludedtwo individuals living with
dementia, a family caregiver, individuals working in the voluntary sgmtoviding support

for PLWD a director of a technology company, as well as representatives from the Northern
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Ireland Housing Executive, Supporting People, Housing Associations and the Arust.
overview of the steering committee meetings are set ouAppendix 2.Additionally, there

was an international team of three academics who were consulted during the project.

The Report

To support the reader of this report we have set out the description of the following

acronyms.

IC=informal caregiverany informal caregiver such as family and friend
FC=formal caregiver, paid, formal or employed staff caregiver
TESAtechnology enriched supported accommodation

The caregivers= both family and staff caregivers

PCCpersoncentred care

PLWD-= person livingith dementia. While the use of abbreviations to describe individuals
living with dementia runs contrary to the persaentred approach that underpinned this
study, for pragmatic reasons and purely for the purpose of this report, the abbreviation

PLWD wl be used to refer to person(s) living with dementia
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An outlineof each chapter is as follows:

Chapter 1. Background and context for the present study

Chapter 2:An overview of the literature and a systematic review of technology within
supported liing and residential settings

Chapter 3:Ethicalissues

Chapter 4:Technologyenrichedsupportedhousing in Northern Ireland

Chapter 5interviews withtenants

Chapter 6:Creatively engaging with tenants

Chapter 7:Familycaregiving

Chapter 8:Formalcaregiving

Chapter 9:Quantitative study on thettitudes of formal andinformal caregivers towards
technology

Chapter 10Patient and public involvement

Chapter 11Discussiorand conclusion

Chapter 12Dissemination summary
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Chapter 2 Overview of tHeerature and a systematic review of
technology within supported living and residential settings.

Introduction

To explore the perspectives ¢{LWDwho live in technology enriched supported living
environments and their caregiver it is important to identifyand reviewthe relevant
literature. The multilayered approach in this study necessary to explore these complex
living environments requires understanding of many different topics such as living with
dementia, caregivingpersoncentred practice, housing, supported living and technology.
This chapter seeks to set out the current research ieséhdomainsand investigateits

relevanceto this study.

Living with dementia

Dementia is an umbrella term for a cluster of symp®that damage and destroy brain cells
KFE@Ay3 | LINRF2dzy R ST TS O ThistlggenkeratitdSonHitbrygieatly O2 3y A
exacerbates the normal aging process and can significantly impact on independence and
quality of life. Each presentationfadementia is unique depending on the severity, progress

of condition, type of dementia, and the subjective experience of the symptomology.
Currently there is no cure for this chronic condition so kegn dependence on care

provision is often inevitable Cognitive impairment is the most common feature of these
diseases affecting communication, language, understanding, mood, and impacting on
everyday tasksNeuropsychiatric symptoms such as depression, stress, irritability, agitation,

anxiety and disinfoition can also manifest in a number of ways (Lyketsos et al, 2012)
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As the demographic is changing and older people are living longer, the prevalence of
dementia is increasingOver 50 million people worldwide are reported to be living with
dementia, aad estimates predict that this figure could be at 150 million by 20B8@rld
Health Organization, 2018Currently, in the United Kingdom (UK) there &8&9,000PLWD
(Alzheimer's Society, 2014)ith an estimated cost to the economy of £26 billion a year, a
figure that ispredicted to double in the next 30 yeaf®epartment of Health, 2015)
Research in developed countries has indicated that dementia is associated with huge
economic implications and this is expectedcontinue to risg(Wimo, Jonsson, Bond, Prince,

& Winblad, 2013) Thus, within highncome countries dementia care has become a

governmenal priority (Prince et al., 2013)

Recent surveys have shown that @®of people diagnosed with dementia would prefer to
stay at home for as long as possible rather than go into a care fa@lépartment of
Health, 2015) Two thirds of PLWDin the UK live in the community and mosare is
provided by approximately 670,000 family and friends, saving the state over £11 billion per
vearo ! £ T KSAYSNDa& The drkehtcRallelge forngaveroments is to develop
health and social care servicts cope with this growing need and in doing so support the
quality of care forPLWD their caregivers and their familiesThere have been policy
initiatives promoting optimal care for this population, expanding to cdle settings,
whether home, hospitabr care home(Departmentof Health, 2015) Many PLWDmove

into a type of care homes when it is no longer possible for them to live at home and often
when informal caregivers are unable to manage their growing care ngédagston et al.,
2017) However, research has shown tiRtWDwho live in care homes experience lower

quality of life than those living at hon{éloe, KatonaOrrell, &Livingston, 2007)
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Caring for a person living with dementia

Informal or family caregivers (IC) are usually a family member, often a spouse or friend,
generally femalewho assume the overall caring responsibility for a person experiencing
daily diffculties due to a debilitating condition, physical, cognitive or emotional, including
dementiad ! £ T KSAYSNRa {20ASGéods wnmpT . SNI233 3
Carers Trust Action Help Advice, 2Q1B)formal caregiving will generally have a relational
dimension, and whilst often the eldepsuse is the designated main carether family
members often provide significant contributian There are many stages to caring and
indeed the nature and type of care varies depending on the needs of the person in need of
care (Sao José2018) Many studies have reported the negative impact of caregiving,
particularly on those who care for PLWAIbo may experience clinical depression or anxiety

or other less severe psychological impa¢@@&oss, Garip, & Sheffield, 2018; Wang, Liu,
Robinson, Shwler, & Zhou, 2019; Watson, Tatangelo, & McCabe, 2018)

Mainly, the caregiving model has been explained using the framework of stopasy
Y2RStfa 6KSNBoeée WiKS 2yaSiad FyR LINPINBaairzy 2
stressful for both t& LI G A Sy & |y @chulzk&SShebiodiBZBoaasS NXher

factors affecting caregivers are associated with the type of care provided. Arctil9dad)

initially conceptualised caregiving into two types: care providers and care managers
however this falls short of capturing the complexity of informal care/caring as described by
Sao Jos€2018), who attempts to critique the empirical literature ahis topic specifically

for the fourth age (later life with care, associated with loss of agency and decay) highlighting

the inherent complexity of caring.
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Care providers identify the services the individual needs@mrtdneasures in place to meet
theseneeds while care managers identify the services and buy them. Care providers are
proactive while care managers arrange for others to provide (Bredaty & Donkin, 2009)
therefore care prowers tend to be an atisk population(Archbold, 1983) When a loved

one moves into a supported livingnvironment the role of theinformal caregiver can
change to that of a care manager, while paid staff become the provider of the daily care
required. The way in which @aregiver supports and cares for an individual living with
dementia significantly impacts their quality of lif@he negative impact of caregiving on the
informal caregiver has been outlined, and this might also be an issue for paid caredfivers.
is rerted that paid staff can have low job satisfaction, staff burnout, high staff turnover,
difficulty recruiting, low pay and inadequate trainif@ird, Anderson, Madgerson, & Blair,
2016) However, persorcentred care approaches are reported to reduce the negative
impact of caregiving for paid stafBarbosa, Sousa, Nolan, & Figueiredo, 2018ithin any

care setting it is essential to recogai and meet the needs of all the stakeholders,
particularly the staff, the tenants and familie¥he challenge in meeting these needs is that

each stakeholder group is diverse and different.

Supported living Environments

When aging in place is nlonger possible, alternative housing solutions are required.
Housing for older people has evolved over the years, in turn creating a range of care models
and terminology within this field Specialist housing comes in several forms from sheltered
accommodtion, to supported housing to residential car€he support provided to tenants

or residents within the different housing setting varies greatly, from support available if
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necessary to 24hour care. The decision around the most appropriate housing forodder
PLWDdepends on their needs, particularly if it is health or social care neéudividuals

with greater healthcare needs might be more suitable for nursing care within a nursing
home, while supported environments are more focused on maintainiigpendence as

well as personal and social care neetidentifying suitable housing is essential as it impacts
physical, mental and emotional heal{Rijnaard et al., 2016)The care home sector has a
NI}y3dS 2F OKIffSy3asSa 2y GKS K2NRART 2y adzOK |

admissios and being cost effective.

Policy guidance and indeed societal preference promotes home based care for PLWD
(Department of Health, 2015). However, as dementia advances it may be necessary to move
into accommodation with additional support (Garvelinkagt, 2018; Livingston et al., 2017).
In recent years, different models of lotgrm support have been introduced (Livingston et

al., 2017), and with that emerged a range of different terms (Howe et al. 2013).

Inthe UK, the recognition of the link betwedrusing and health has gained tractifwild,
Clelland, Whitelaw, Fraser, & Clark, 20E8)d extra care housing has emerged as an
alternative toshelteredhousing or very sheltered housing, currently, referred to as housing
with care; a model known in the United States (USA) astaddliving(Brookeret al,.2011)
Similarly, there has been a growing interest in the development of soale, homelike
residential care models with facilities specifically designed RbkWDsuch as the Eden
Alternative (Livingston et al., 2017)These models of care provision aspire to preserve the
rights of the tenants giving choice and control over their housing options with a greater

focus on independeniving (Department of Health2015)

28



{ dzLIL2 NIISR K2dzaAy3d Aa RSTAYSR a4 WlHye K2dzaAaAy:
care, support or supervision to help people live as independently as possibthein
communityQ(DCLG and DWP, 2018-10). Essentially, housing and care services are
separate entities. Care services arprovided by staff over a 2dour period but nursing
services are not availableHousing is rented from a housing association and each tenant
must sign a tenancy agreemeunpon moving into the housing schemdypically tenants

rent a selfcontained apartment or flat and a care plan is developed with the support team
after an individial needs assessmentHousehold tasks can be completed by the tenant
independently or with support from a family caregiver, staff caregiver, or paid for from an
alternative source A range of social activities are available and are often integratedtieto
wider community. This model can be tailored according to specific need and by this very
nature, the model isconsidered gersoncentred approach.It enablestenants to maintain

life skills, independence and have support where necessary.

SupportedA Ay 3 a0GNAGSa (G2 06S02YS +y FEOSNYIGAGS
longer possible for the individual to live on their owFransitioning intaa care environment

is a significant life ever(Gillsjo, SchwartBarcott, & von Post, 2011)Fostering a sense of

home, gace and belonging wiin any care environments is very importgian Hoof et al.,

2016) Research indicates that multiple factors impact on the sense of home such as feeling
secue, maintaining identity, independence, choice and nurturing memdifegmaard et al.,

2016) Additionally, comfort, a sense of @S> & ¢St Ia GKS FoAfAC(
establish relationships is importantnterrelating fators such as the social, environmental

and psychological contexhave also been identified but further research is needed to
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identify how they could endince individual§sense of homégRijnaard e@l., 2016)h Qa | f f S &
and Croucher(2005)report that independence, privacy and security are essential features

of extra care housing.

Personcentred Practice

The model of care focuses on the way care is delivered to meet the demands of all the
stakeholdergPatricia, Rn, & Med®006) Personcentred care (PCC) approaches have been
recognised and accepted as the best way to provide quality care. In the Wiapitrioach

has become an integral part of healtand health and social care policy and strategies
(Department of Health, 2009, 2015, DHSSP3NI1a, 2011b; Scottish Government, 2010;

Welsh Government, 2017) PCC has permeated the leragm care (LTC) sector and has
0S02YS GKS OSyYyGNXt S yd&tithe friproveniedrbfloutzdes ané | y 3 S ¢
the transformation of the facilities &m medically driven institutions to individualised
sdidAy3a gKSNBE OFNB A& LINPOARSR | OO0O2NRAYy3I (2

and life history(Koren, 2010; McCormack & McCance, 2017a)

The theory of PCC in dementia first delsed by Kitwood1997) postulates that the person

is at the centre of their own carand the concept of personhood is central to R&@wvood,

1997; Rogers, 2011; Sabat & Harre, 199}hile this term has become familiar in the field

of dementia carejt has been challenging to agree on its components and meanings. For
exanple, Brooker,(2004)used the VIPS framework to describe PCC as a concept comprising
four elements: L, valuing all people regardless of@and cognitive ability; ¢ recognising
people as individuals; €understanding the world from the perspective BEWDand their

carers; and S¢ a positive social environment conducive to acceptable wellbeing.
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Additionally, McCormack and McCan@@cCormack et al., 2010; McCormack & McCance,
2017; McCormack & McCance, 20@@veloped the persomentred practice framework
(PCPF) as a holistic structure that focuses on the characteristics of a jpersoed culture
within which persorcentred care can be provided. This framework has been adopted in
this study, as itholistic nature enables the analysis of a range of factors that might support
personOSY i NBRY S&das> ¢ Emapgtoach i prRc8cE ksjaligthahtodgh the
formation and fostering ohealthful relationships between all care providers, service users
and otherssignificant to them in their lives. It is underpinned by values of respect for
persons,individual right to seldetermination, mutual repect and understanding. It is
enabled by cultures of empowerment that foster continuous approaches to practice
development(McCormack & McCance, 201720). From this viewpoint McCormack and
McCance (2010, 2017)have operationabed the factors that might enable person
centredness into a macroontext and four constructs: preequisites, care environmen
personcentred processes and persaentred outcomes. All constructs and their full set of

attributes are shown in Tab2
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Table2. Personcentred practice framework constructs (McCormack and McCance, 2017)

Macro-context includes major external factors related to health and social care
policy, strategic frameworks, workforce developments and strategic leadership.

1. Prerequisites focus on the attributes of the care worker and include: being
professionally competent; having developed interpersonal skills; being
committed to the job; being able to demonstrate clarity of beliefs and values;
and knowing self.

2. The care environment focuses on the context in which care is delivered and
includes: appropriate skill mix; shared decision-making systems; effective
staff relationships; supportive organizational systems; power sharing;
potential for innovation and risk taking; and the physical environment.

3. Person-centred processes focus on delivering care through a range of
activities and include: working with patient’s beliefs and values; engaging
authentically; being sympathetically present; sharing decision making; and
providing holistic care.

4. Person-centred outcomes, are the results of effective person-centred
practice and include: good care experiences; involvement in care; feeling of
well-being; and fostering a healthful culture.

There is an dmowledgementthat the philosophy and principles of PCC should be at the
heart of any existing and emerging models of dementia ¢&i@en, 2010; McCormack &
McCance, 2017a) While there is edience of the pplication of PCC appaches in long

term care settings, hospital wards and care hor(iestherstonhaugh, Tarzia, Bauer, Nay, &
Beattie, 2014; Williams, Hadjistavropoulos, Ghandehari, Yao, & Lix, 20dBpvidence &

not yet been found inthe supported accommodation model enriched with assistive
technology. Some research has suggested the positive impact of staff training aimed at
dealing with challenging behaviour in care homes, as staff reported reduced symptoms i
residents and changes in their own attitudes by adopting an empathetic approach that
fostered the development of relationship&oyder, Orrell, Wenborn, & Spector, 2012)
Other research suggests the need to redress the relations of power and change
organisational cultures in deemtia care in order to realise the potential of the contribution

of directcare staff in persoftentred practice who feel disempowered ameho receive
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limited training, recognition or remuneratiofscales, Bailey, Middleton, & Schneid2017)
Similarly, other studies have highlighted the need to provide staff in LTC settings and extra
care housing facilities with persarentred care training in order to enhance their acquired
knowledge of the aproach through their daily work expence and to support them in
dealing with challenging behaviouréEvans, Fear, Means, & Vallelly, 20Hunter,

Hadjistavropoulos, & Kaasalainen, 2016)

Technology enriched supported living environments

Electronic health solutions have been described as essential toolproviding cost
effective, quality health care services to aging populatigviartinezAlcald, Pliegéastrana,
Rosaled agarde, Lopekioguerola, & Molinalrinidad, 2016) Technology and asgive
devices have the potential to enhance the laiegm care needs ofPLWDand their
caregivers. Additionally, technology can enhance knowledge exchange, education, and
virtual environments, in turn, increasing the standards of taeecenvironmentgMartinez

Alcda et al., 2016) Technology is consided useful in the lives oPLWDto promote
independence, improve quality of life, manage risk and increase safety, support all users
(PLWD family, caregivers) and to persalise support (Cahill, Begley, Faulkner, & Hagen,
2007) ¢ KS g2NR WGSOKy2f238Q Aa Ay AGaSt¥ I GOSNE
with different functiondities. It is a term that describes assisti devices that can support
PLWDwith prompts and reminders, alarm systems, automatic lights, domestic appliances
that switch themselves off at a certain point, edsyuse remote controls and phones,
monitoring, and theapeutic interventiongBuckley, 2006) Pervasive telecare teclogies

include a range of sensors to detect motion, pressure, inactivity, falls and temperature
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which automatically send a signal to a carer or monitoring centre to provide assistance
when it is needed.Wearable devices sucls @&lectronic tracking chipend GPS locators can
locate a person if they get lost and alarm pendants and bracelets can call for assistance in
the event of an emergency.Additionally, assistive technologies such as touch screen
devices can be used for entertainment and quality & td support reminiscence through
pictures, music and Apps, and as memory aidsiovative devices are continually emerging

into the marketplace and as research prototypes which means technology to suppd/D

is a very fluid environment.

The advantage of using technology to enrich casnd support include increasing the
PLWMma FNBSR2Y | y(Rhitd & NoStgdthenR S¢4ir&€e up caregivers time
for meaningful interaction and other dutsgRobinson et al., 2007pea@ of mind for the
caregive (Alwin, Persson, & Krevers, 2013; Mao, Chang, Yao, Chen, & Huang,a2@l5)
reduce unnecessary physical intrusiorgan, 2003) The challenges associated with such
an environment include technology replacimgre as opposk to complementing care
provison (Landau, 2009)unreliability and failure of devicdaltendorf & Schreiber, 2015
noisy living environment due to alasBressler, Redfern, & Brown, 2011and a iolation

of privacy (Niemeijer et al., 2010) The use of such assistive technologies has generated
huge debate around safety, risk, privacy and autongiiogndau, 2009; Niemeijer et al.,
2011) Additionally, questions arise such as decision making arouadigie of technology
(Alwin et al., 2013; White & Montgomery, 20149stablishing consent from th€LWD
(MartinezAlcala et al., 2016)identification of who gets access to the dathandau,
Auslander, Werner, Shoval, & Heinik, 2Q18)d incorporating persceoentred care into a

technology enriched settinfRobinson et al., 2007)
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According to Gibsomt al (2014), therewere 1.7 million telecare users, 171 technology
products and 331 services f&HLWDin the Unted Kingdom (UK) Despite this, assistive
technology provision is fragmented, it can be difficult to access, and devices to suppert well
being and quality of life often fall outside the scope of provigi@ibson et al., 2014)Many
literature reviews have already been undertaken to explore the impact of assistive
technology within the lives oPLWD One revew stated that more robust evidence is
needed to explore the impaassistive technology can hawea the care oPLWD(Fleming &
Sum, 2014) Forty-one papers met the inclusion criteria in theviewwhich concludedhat

the evidence for the effective use of assistive technologyrprove the safety and security

of PLWDis very weak. Common issues reported were difficulties using systems, lack of
acceptance by the user and the reliability of the technoloBgcommendations within the
review included the need for careful assessmeetarly introduction of technology,
personalised technology approaeh and more robust evidenceTopo (2009) reported in

her literature review,that many of the sixtysix studies included were undertaken in
residential care or hospital #ngs primarily concerned with the needs of formal caregivers.
The findings indicated that more robust research is needed, the cost effectiveness is
currently unknown and personalisation of technology for users is importakdditional
challenges incluel the wide variability of aims, technology desjgmutcome measuresnd

the limited voice of PLWDIn reported studies Another significant literature review had a
specific focus on surveillance technologies bothRbWDand intellectual disability withia
residential care settingNiemajer et al., 2010) A total of seventynine papers met the
inclusion criteria from international sourcesA wide range of themes emerged from the

findings, including functional efficacy, duty of care versus autonomy, freemimhconsaet,
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safety/ risks, shstitution of care, dignity/ stigmas, staff burden, persoentred care and
privacy. A major conflict emerged between the interests of the institution and the interest
of the resident. Additionally, a lack of mdepth anaysis was evident, no agreement on the
ethical application of technology was reached and the redidgn&spectives were not

often included.

The use of technology within care at present and in the future has not been formulated into
a clear plan(Sugihara, Fujinami, Phaal, I&awa, 2013) Little evidence indiates the
OKIyaiAy3a (SOKyz2f23& NBIdANBYSydGa Fa | LISNBE?2:
technologies would not be as suitable for those at a more advanced stage of dementia or
for those living within a residsial or nursing home&Olsson, Engstrom, Skovdahl, & Lampic,
2012) A key role in the provision of technology enriched carenigbling aPLWDto live in

their own home environment for longgLeroi et al., 2013; Zwijsen, Niemeijer, & Hertogh,
2011) However, as housing options increase so too should the provisidecbhology
enabled services to enhance care and increase quality of Afthough reseech suggests

that telecare and other assistive technologies play a key role in the various housing models
such as supported housir{Gibsm et al, 2007) there iscurrently a gap in the literaturen

the impact of technology on the everyday lived experience oséhbiving with estaldhed

dementias in a supported living environment.
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A Systematic Review of Electrogsistive Technology within Supported Living

Environments for People Living with Dementia

A systematic review of the literature was undertaken to identify the types of technology
used in supported living and residential care and to explore how individutisdementia

are included within the studies exploring technology interventi@daly Lynn et al., 2017)

Four major databases (Embase, Medline, Psychinfo and CINAHL) were systematically
searched up until May 2016The search terms were as follow@ement$ OR Alzheimer$

OR cognitive adj3 impairment$) AND (nursing adj3 home$ OR assisted adj3 living OR
residentialadj3 care OR support$ adj3 living OR care adj3 home$) AND (tech$ OR assistive
adj3 device$ OR smart adj3 home$ OR telecare OR alarm adj3 system$ OR intercom$ OR
sensor$ OR actuator$ OR alarm adj3 bracelet$ OR bed adj3 alarm$ OR motion sensitive
light$ ORfall adj3 detector$ OR activit$ adj3 monitory OR tracking adj3 device$ OR

monitor$ OR wearable adj3 device$ OR surveillance)

A total of N=3229 paperwere retrieved in tle initial search and N=61 met the inclusion
criteria. The data was extracted usirige following characeristics: purpose of the study,
participants, setting, methodological design, data analysis, technology intervention, ethical
considerations, the voice ¢he PLWDEand the outcome of the studyThe studies were then
grouped together n terms of the technical intervention. Six categories of technical
interventions were defined: Telecare; light therapy; robotic companion; -alhg and

leisure; simulated presence; and orientation.

37



Within telecare interventions, there wasignificant heterogeneity in the twentythree
studies retrieved. A wide range of screening tools, outcome measures and technologies
were evident. The study aims included the ability of technology to support night time
needs, usability testing, assessing specifiedate devices, and gathering perceptions of
telecare devices. A variety of outcomes from the technological intervention studies
included the potential to enhance privacy, increase safety, provitlhgvDa sense of
security, addition feedback for staff @givers and promote independenceA range of
technical issues were reported including false alarms, low batteries, connectivity problems
and staff reporting alarm fatigue when recurrent false alarms were occurrigaff
reported frustration with falsealarms and a sense of fear and reluctance around the
integration of technology into car@Nieneijer, Depla, Frederiks, Francke, & Hertogh, 2014)
Technology interventions were highlighted as bothhancing and invadg privacy. Cost

was also viewed as a barrief.he need for more robust, useentred research to develop

personalised and individualystems and devices was recommended.

The data were extracted from two papers and one Cochrane review focusing dr lig
therapy. Care professionals reported being happy using dynamic lighting systems if there
were benefis to the individuals they are caring for, even if this is only a belief of the
benefits. The Cochrane review findings do not recommend light therapy t lack of
evidence. The methodological weakness of light therapy studies were highlighted.
Robotic companions were an unexpected finding within the literature revielwelve
studies were retrieved.Five different types of robotic companions were found within the
twelve studies.The findings included the potential to reduce agitation, increase interaction,

reduce depression, and have a therapeutic impadnterestingly, not all participants
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acceptedthe robotic companion. This area of research was found to be in its infancy and

further user centred research is required.

Eight studies focusing on technology intervention for veling and leisure were retrieved.
The studies incorporated a huge &y of topics from physical activity to cognitive
rehabilitation to usability touch screen deviceslhe findings indicated that technology
could be used to improve health and wbking and were enjoyable.One example
illustrated a monitoring watclthat reduced disturbance during the night, saved staff time
and health changes could be identified through the technical d&aulated presence was
when a loved one made a personal recording to play toRh&VDto bring comfort when
they were not there.Nine studies were included in this review focusing on the ability for a
stimulated presence intervention to reduce agitation.The findings indicated that
stimulated presence work well for some individsiaut not for others however more robust
research is neded to use this intervention in long term care settingsnally, five studies
were retrieved in the orientation and activities of daily living intervention category.
Primarily these technology studslooked at the usability of different devices sua$ taking

medication,prompts towash hands and planning activities.

The purpose of this section is to give a brief overview of the findings in the systematic
review. The findings indicate that there are numerous systems and devices being used in
healthcare environments. Additionally, there are significant differences in the
methodological approaches used to explore the impact of these technologies.findings
suggest a range of positive outcomes for the use of technology intervention in care setting

such as complementing staff cafg®han, Campo, Laval, & Esteve, 20(&pmoting
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independence (Mihailidis, Boger,Craig, & Hoey, 2008)enhancing social interaction
6~ ol y2 @A 0ang, .&SbeS P009%ENnd préviding a sense of securifilargot
Cattin & Nygard, 2006)A range of challeres were also reported such as acceptance of the
intervention by tenantgMoyle et al., 2016and staff(Niemeijer et al., 2014)false alarms
(Capezuti, Brush, Lane, Rabinowi& Secic, 2009)cost (Altus, Mathews, Xaverius,
Engelman,& Nolan, 2000) reliability and alarm fatigugNiemejer et al., 2014)and no
reduction in falls(Holmes et al., 2007 Technologyinterventions were viewed in the
literature as both an invasion of priva@yiemeijer, Depla, Frederiks, & Hertogh, 20a6y

a way toprevent unnecessary intrusion on privafyayama et al., 2013)One of the main
challenges for supported living environments found withimstheview is the selection of
suitable technology interventionsThere was a sigitant lack of compelling evidence to
indicate the technology intervention that was most effectivdowever, it is imperative that
technology solutions are individual, reawustomisable features and can complement

personce ntred care.

Summary

This chapter presentsvo things, firstly an overviewf the literature in the topic area of
living with dementia, supported living, persaentred care and technology enriched
supported environments. Following this a systematic review of literature on technology
interventions used in residential and supported living environments was undertaken
presented The findings highlight a lacéf synthesisein the approach and technical
interventions used. Although researchsuggests thattelecare and other assistive

technologies play a key role in the various housing models such as supported housing, there
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is currently a gap in the literaturen the impact of technology on the everyday lived
experience of those living with established dementias in a supported living environment.
The findings from this literature review informed the @dopment of the technology audit

tool described in Chaptet.

Dissemination from this stream of work:

DalyLynn, J, RondeSulbaran, J, Quinn, E, Ryan, M&Cormack, B Martin, S2017, 'A
systematic review of electronic assistive technology within supporting living environments

for people with dementiaDemerttia, vol 0(0), pp. 5. DOI:10.1177/1471301217733649
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Chapter 3 Ethical Issues
Introduction

Adhering to ethical protocols and governance was central to all the work undertaken in the
project. The first year of the project focused on establishing best practice and obtaining the
necessary approvals to work ethically with all the stakeholders within the project. This
section first sets out th@rocess used to obtain ethical approval and govew® It then
makes the caséor the importance of ethically engaging wiBL.WDIn research and focuses
specifically on technologlased research. Finally, the ethical approach for obtaining

consent in this project was olinied.

Obtaining ethical appwal and governance

This project adhered to the ethical governance procedures and protedtisn Northern
Ireland, specificallyat Ulster University, Health and Social Care Trusts and the Office for
Research Ethics Committees Northern Irelafdhical governance activity started at project
initiation. The process of obtaining ethical approval and research governance took most of
the first year of the project.In advance of submitting the proposal for Ulster University
Research Governance pemview, significant documentation for the project needed to be
developed such as information sheets, consent foras,well as the requiretemplates
(Ulster University and ORECNI have different forms to compldtkeg process of obtaining

ethical approal and research governance is set out in Fidure
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Ethics Application

Reviewer 1:
* 1% June 2015, permission

Ulster University granted to proceed to the Ulster University
appropriate School Research . .
Research e TR Filter Committee,
amendments to invitation letters -
Governapce Peer SR o Nursing and Health
Review Reviewer 2: Research

+ 8" June 2015, permission
granted to proceed to the
appropriate School Research

Filter Committee, no Chair Action:
Submission to amendments « 29 June 2015,
Resezrch Gateway for Submission to permis;ict)n BORECNl
overnance proceed to

. . s ORECNI on 17 Jul
Permission within the 2015 Y granted
Five HSC Trusts

ORECNI REVIEW:
. + 13 Aug 2015
Reviews conducted +  Provisional Opinion

at different times granted on 18" Aug,
subject to three items
for clarification

Favourable Opinion
from REC;
All HSC Governance permission granted

completed 15t Response to REC to conduct research

December 2015 Provisional Opinion on on 28 Aug 2015
27 Aug 2015

Figurel. Ethical approval and research governance process

It was necessary to obtain research governance approval from the five Health and Social
Care Trusts.Recentrationalisation of the system has enabled a single point of submission
via a research ethics gateway, however this does map to a single review point or
process. Additional documentation such as good clinical practice certificates, Access NI and
voluntary work placements were required by some of the Truskbe first Trust approval

was granted on the T%f October and the final was granted on the™ December 2015.
Through the lifetime of the project, three substantial amendments were submitted to
ORECNI and subsequently sent to the Trusts for governantke first substantial
amendment was for changes to the scheme and paid staff information sheets, the second
substantial amendment was to make necessary amendments to the information sheet and
consent forms for participants living with dementia to participate in the creative focus

groups and the final substantial amendment was to submit the informal and formal
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caregiver survey on attitudes towards technolodgternal ethical reviews were undertak

on a regular basis throughout the projectThe classification, storage and retention of
project data was aligned to best practice of Ulster University guidelidessk register was
developed and managed aligned to Department of Health Social SeaekPublic Safety
(DHSSPS) guidance, to both monitor and manage risk (DH®2BRS This was reviewed
and updated at monthly local management meetings. The lead for the risk register was the
chief investigatowho at one point identified the time dejes in obtaining ethical approval

as creating a risk to successful delivery of all activity within the project.

Engaging People Living with Dementia in the Research

Within the United Kingdom, there are clear guidelines of ethical governance in fgace
support researchers and research participants. Indeed, Patient and Public Involvement in
research is generally accepted as essential and a coreeprésite to most of the major
research funding agencidtittlechild et al.2014) The process of ethical engagement of
participants in research may appear more challenging when the participants are perceived
by ethical review panels to have decredsmgnitive capacity. People who have a diagnosis
of dementia, independent of where they are in terms of disease trajectory, will fall into this
category. The Mental Capacity Act (2005) states that a person is assumed to have the
competence to consent unless it is proven that they do ridtis legal framewdrprovides a
backdrop to ensure a person has the capacity to make his or her own informed decision.
First, it is vitakhat the person understands all the information and the decisitrey are
making; next the person must remember the information; thdivmdual should consider all
aspects of the information received; and finally disclose their decidiothe study byPerry

& Beyer,(2012)where they explored the views of participants telecare service2LWD
GdzZNESR 3ANBIG OldziA2y 6KSy 2dzRIAY3I G 6KI G
AYTF2NXYSR O2yasSyiéo
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The best way to understand the experience?tWDs to engage directly with therfCahill

et al.,2012) This requires researchers to develop a frameworkn@ximiseinclusion and
participation within the chosen research methods and with a focus ordiherse range of
skills a person may or may not have at the stage of their dementiamerous research
studies in recent years have found that engaging in research Biva4a voice, an avenue

to be listened to, to feel valued and to be recognif&turphy, Jordan, Hunter, Cooney, &
Casey 2014) Hellstrgam,Nolan, Nordenfeltand Lundh,(2007)recommend finding the best
way to engagePLWDin the research process is to support their inclusion and safeguard
against adverse riskDeveloping policies and a framework to enhance participation is the
best way todo this. Several studies have used methods to maximize the ability of
participants with dementia to meaningfully engage in research intervielwsr example,
Nygard (2006) suggests building a relationship with participants to put them at ease,
flexibility and developing familiarity with the interviewerAdditionally, research reported
the interviewer receiving training to enhance skills to help build trust, recognise body
language, particularly if the participant is experiencing distress or fatigue, and develop
guestioning strategies to ensure the partant is not put under any stregslubbardet al,.
2006)

It is therefore important to consider the implications of introducing technologies to be

SOlFtdzr SR gAGKAY (KSaS NBaASIENOK FNIYSg2N] a

and to enable meaningful inclusion.Building relaionships with participants before
interviews is a strategy used in research wiRkhWDwhich is known to maximise the
meaningful involvemenof participants (Murphy, 2014).Peer researchersvere working
alongside the research team in this project, collecting data and supporting the engagement
of participants to encourage this aspect of building relationshismily and informal carers
could participate independent of whether a relative tent was participating. This ensures

inclusivity of participation opportunity independent of each other.

Several ethical considerations have emerged within the literature when considetivig?)

technology provision and research, and the various staldsgvel that can be involvedA
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external forces that might impact the decision making process such as a positive response
bias, lack of clear understanding of the teclogy, and caregive€Eommitment to engage

in research even though thBLWDmay not want to (Kitwood, 199. Additional issues
include the type of technology and the debate around surveillance and GPS tagging to
reduce caregiver worries and enable tR&VD security and independence can also have a
profound impact on privacyCahill, 2003; Niemeijer et al., 2010)he ethicalconcepts of
beneficence, autonomynonmakficence and justice can undoubtedly collide frahe
perceptive ofvarious stakeholders involved in the research and later in the provision of such
technology. It is importart to maintain the perspectives, needs and requirements of the
PLWDat the centre of the debate.Limited research explores ethical issues and assist
technology with PLWD Godwirls, (2012) report specifically explored the views of
participants with dementia on the ethical considerations and benefits of assistive
technology. She found that participants not only commented on ethical issues, but showed
logic, insight into their condition and empathy towards otherBerry and Beyer (2012)
published an exploratory study witRLWDand participants with learning disabilityThey
reported that although their sample size was small, participants had strong views on the
ethical issues associated with assistive technology and telecare including the importance of
privacy, consent, social isolation, assessment and review, motivatioreliecare, and risk

and safety.

It is essential that the methods used within the research design support the meaningful
inclusion of PLWD It is necessary to underpin waysd connectingand creating an
understanding within the ethicdtamework. Appropriatecommunication is fundamental to
robust ethical governance to ensuf_WDunderstand and consent to taking part in the
research, they continue to consent to tihhenvolvement in research, and for the person to
participate fully in the data colion. Hughesand Baldwin (2006) suggest that when

considering ethical issues in relation to dementia care, eatthan choose between a
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theoretical approacht may be moreappropriate to take a principlased approach.The
principles that should inform ethical practice in this subject asga stem from the 4

principles of medical ethigBjorneby, 2004)

* Autonomy: People should be able to decide what they want to happen or be done to

them.

*Beneficence: We should try to do good to the people we care for.

*Nonmaleficence: Weshould try to avoid doing people harm.

* Justice: People should be treated fairly and equally.

Research Consent for Persaisng with Dementia

Best practice in terms of research involviRgWDis to directly engage them as much as
possible in the work. Our aim in the project was foPLWDdementia to consent to
participate in the study rather than gaining assent from relativéhis was aligned to best
practice in this research argiliggins, 2013) After consultation with experts in this field

(Prof Brendan McCormack and Jan Dewitwgd approaches for consentere adopted and

are set ouf both underpinned byl WLINE OSa a OasydasSripad bypye®ingK 2 R £
(2008)to support engagement.Theprocess consent method acknowlezigthat with any
approach to consent with this populatipnt must be anon-going, fluid process that
continues to checkirwith the participantas necessary.It should be noted that process
O2yaSyid Aa |y | LIWNRIOK ¢SNBE PLWBMNNhEaipardtesy Q A &
an understanding of how this person gives permission in their daily Titehnically, both
approaxhes used within this project were process consewtpproach Awas where the

tenant provides consent for themselvesid was only considered in conjunction with the
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scheme manager after consultation with family membetswasaligned to the approach
comnonly used for the individual to consenConsent was viewed as valid at that point in
time (when consent form was signed) and therefore verbal consent was continually sought
alongside observing for visual clues of withdrawal from the interviedpproachB, the
process consent adopted within the projecreated a paper trail of the consent given by
the scheme manager and the next of kiThe tenant would not have been required to
complete a consent form but verbal assent would have been taken in adwaintee

interview and monitored throughout.

Collaboration between the scheme manager and the researcher was core to both
approaches. The scheme manager first met with one of the researchers to discuss the
LINE2SOG:E GKS tS@St 2F Ay@2t gSYSyid TFNRY K¢
recruitment of all participants. During this conversatigrthe approaches for consenting
tenantinvolvement were outlined. Following this, the second researcher phoned the
scheme manager to give further detail on recruitment and answer any questitiseline

was set for the manager to identify participants and decide what type of consent approach
would be the most appropriate.Managers were asked to inforlALWDabout the project
andto determine if they wereinterested in finding out moreManageswere also asked to
consult with the family/next of kin as they considered the most appropriate tyfposent.

Up until this point both approaches to consent were the samEhe approaches now

diverge and are set out separately in the sections below.

Approach A Informed Consent

The first approach to consent is called informed consent and is seihdeigure2. When

the managers had identified tenants that were willing to hear about the project, a member
of staff went through the information pack with the pers@Rroject Leaflet, Information
Sheet and Consent form Appendix4, and5). The information sheet is explaed and the
person is told what would be involved if they said yes to the interview or focus graup.

that point the PLWDdecides whetheor not to sign the consent form with the member of
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staff. The staff member also signke form to illustrate at that stage the individual was

happy to be involved.

Approach 1: Informed Consent

Manager identifies
tenants most suitable i.e.
Cmmmad £00d communication skills s
& would enjoy
engagement

Informal discussions with
tenant and caregivers to
assess interest in
involvement

Initial consultation with
manager by Cl

Formal consent- staff

member goes through Formal consent- tenant On researchers arrival

staff member introduces
team and asks if person is
happy to do interview

tenant to explain member signs underneath
involvement

Consent is monitored
The person willingness to throughout interview by
engagement in the e |OOKing for signs of body
interview language, disengagement
and distress

Figure2. Approach A informed consent

The manager then let the researcher know that a tenant had consented and they organised
a time suitable for the interview. In the case of the focus group the dates were -pre
arranged with the manager. The manager holds the consent forms until the researcher
comes to the site.On the day of the interview, a member of staff goes to #i8WDin
advarce of the interview to remind then and identify if they are still happy to meet with the
research team.The member of staff brings the research team to meet with the participant
and introduces the researchers reminding the person about the project ansl thekn if

they are still happy to take part in the interviewf.the answer is yeghe person is told they

can stop any time they wish and they are edkf agreeable for the interview to be
recorded The researcher monitored the persons consent thromghthe interview by
watching body language and looking for any signs of disengagemedistress. All
interview participants consented using this first approach and a total of -emxg¢y

participants consented in this way to participate in the focus gsou
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Approach B Process Consent

Approach B set out in Figuis a formal process consent approach adopted within the
project. It created a paper trail, checking first if the participant meets the criteria for the
approach and then the consent givey the scheme manager and the consultéepersonal

or nominated consultee was required to be selected by the manager.tenant would not
have been required to complete a consent form but verbal assent would have been taken in

advance of the interview anghonitored throughout.

Approach 2: Process consent

Initial consultation with chwith
manager by CI Manager identifies ¥
tenants most sultable le. Manager confirms tenant
good communication skills Seeedl  are not appropriate for
& would enjoy consent approach one
engagement Ivlfvnndo:uﬂml)m1 2)

Invitation to act 1) personal 2) nominsted
Declaration form 1) perscnal 2) nominated

Either Personal or Manager or member of
(Part 1) after engaging Nominated consultee staff completes Part 2 On researchers arrival
with tenant and return the signed == basis for mental BN staff member introduces
supports decision to Invitation to Act and capacity and Part 3 team and asks If person is
Identify 1) personal Declaration forms to Initial consent of the happy to do Interview
consultee or scheme manager process consent form
2)nominated consultee.

Consent is monitored letes
The person willingness to A pmﬁm?m Part
-nlue"::-t inthe S I‘wﬂﬂl '°; signs of body el 4 ooing consent
Interview language, disengagement
ondd monitoring after interview

Figure3. Approach B process consent

I WISNR2Y It O2yadzZ i SEwDs\cansidetell IdRdk Cafiabithef A NBE (.
FROAAS | 062dzi GKS LISNE 2y gadicipaidnand s in laylese TSSE A
personal relationship to the potential participant, e.g. spouse, partadult (son/daughter)

other relative, close friend or past carehrough the scheme manager, we sent out an
invitation pack to the prospective personal consultee containing: a letter of invitation, a
personal consultee information sheet, an invitation to act as a personal consultee and a
personal consultee declaratioroim. The potential personal consultee was asked to

respond to the invitation directlyreturning a signed copy of thé#hvitation to act as a
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personal consulte@and the declaration form. Potential personal consulteebBad the
opportunity to ask questionabout the study on the phone, by-reail or in person.If the
invitation was acceptegthe personal consulteeemaired in the project from the date they
accepedthe invitation until the PLWD ends with their participation in the projeeersonal
consulees were approached by the researchers at different stages in the research process
to confirm whether the participant would wish to continue or withdraw their participation

in the study.

| Wy 2YAYIFGSRQ O2yadzZ 6§SS Aa | Lhdconbilté&Rs nate (G KS
able to take up the responsibilityThey can be someone acting in a professional role (e.g.

GP or a member of the care team). SF2NB | LILRAYGAYy3I | Wy2YAyY
researchers will consult with the scheme manager and ask/Heimto recommend

individuals who would take up this roldt is likely that the manager would recommend a

key worker because they are known to the potential participant and are aware of their
feelings and wishesFor good practice, we ensured that wharkey worker cannot assume

GKAAa NBalLRyaroAatAadesr GKS LISNaA2Y FOGAy3a Fa |
to that of an advocate, in which he/she meets the prospective participant, carers, family
members and friends in order to gather relevamformation on which to base their opinion

about participation of the PLWD in the studyA nominated consultee was not required

within the project.

Once the invitation to act and declaration form were returned to the research team, the
researcher contacted the manager to collaborate on the process consent form (Ap@@ndix

Similar to approach A, on arrival the member of staff introduces the resdersh to the

participant reminding the person about the project and asks them if they are still happy to

take part in the interview.If the answer is yeshe person is told they can stagt any time

and are askd if agreeableto recordthe interview ¢ KS NBX &SI NOKSNJ Y2y A G 2N
consent throughout the interview by watching body language and looking for any signs of

disengagement of distresS he researcher carefully documents the indications that consent
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is ongoing in Part 4 of the process sent form. No scheme manager felt that Approach B
was required for the tenants that volunteered to take part in the interviews. The manager
of one scheme felt three participants did not have capacity to give consent in this way for
focus group participabn. Process consent was adopted as a method to include these

tenants.

Ethical Issues th&mergedDuring theProject

Within the lifecycle of the project some ethical issues did emerge. For exaompe
particular housing scheme seemed tovieaa more paternalistic approach towards their
GSYlryldaQ Ay@2ft @S Yhe yeseardhyean wel adkdsl @ to N3e khéterm
dementia and it was requested that a formal caregiver was to be present during the
interview. In advance of submittinghe documentation to get ethical approval the

1 f T KSAYSNRaE {20ASie ¢l a O2yadzZ GSR 2y G(GKS dzi¢
good practice to acknowledge the term dementidlovekand Wilkinson,(2017) describe

the need to have situational sensitivity as opposed to universal approach when it comes to
using terminology. It is important to note that although the participants with the formal
caregiver present praised the formal caregivers dyrthe interview this was not out of
sequence with the other interviewsln addition when discussing the project with formal
and informal carers who were initially keen and relaxed, they showed more concern about
participation when signing formal consefdrms. Furthermore the process of gaining
ethical approval for this project within Northern Ireland took significant Fhanrs in terms

of paper work preparation and timénvestedin waiting on related approval to come

through from all the bodies outlinedbove.

Summary

52



Ethical issues often emerge in research and a thoughtful and vigilant approach is required
when engaging?LWDOn research.Ethical theories are helpful and encourage consideration
of dilemmas from differing perspective®ften there is no right or wrong rather a need for
discussion and debate and the opportunity to percolate the issues into the arena where
clinicians, policy makers, industry and academics can endageessential that the

methods used within the reseeh design support the meaningful inclusionRifWD It is
necessary to underpin waydg comecting and creating an understanding within the ethical
framework. Appropriatecommunication is fundamental to robust ethical governance to
ensurePLWDunderstard and consent to taking part in the research, they continue to
consentto their involvement in research, and in order for the persomésticipate fully in

the data collection.The current process is robust and autonomguswever, the time

required to secure ethical approval murnhany other aspects of the projeat risk
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Chapterd Technology Enriched Supported Housing in Northern
Ireland

Introduction

The purpose of this chapter is to provide an overview of the nine supported housing
schemes participating in TE®RI. The main objectives are to illustrate the tenant profile,
give an overview of the schemes environmental design and finally set ouetmadlogical
provision within these settings.Thisaimed to create a picture of TESA within Northern

Ireland at this current point in time.

TheSupported Housing Schemes

The study was conducted in all five Health and Social Care Trusts (HSCT) in a region of the
UK where all facilities identified as providers of TESA for PLWD were invited to take part in
the study. Access to the sample was obtained throughShpporting Bople Programmég

a government initiative created to provide a range of housing services for vulnerable adults
In most cases the primary funder for the facility was the HSCT with an approximate split of
funding sixty percenfirust and forty per cent th Supporting Peopl®rogramme. Care in

the facilities is provided by a mix of HSCT staff and/or voluntary sector organisations;
management is facilitated by housing associationd’he dwellings in this type of
accommodation consist of a range of housirgions including, small units for up to 12
people with private ersuite bedrooms and communal living and kitchen areas, bigger units
of the same type for up to 60 people and setdintained bungalows or apartments (25 or 30

per facility) within adefined/bounded complex that also offers communal recreational

! See website
https://touch.nihe.gov.uk/index/corporate/supporting_people_programme.htm
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spaces and gardensPLWD are tenants living within the care facilities and sign a tenancy
agreement when they move into the schemé. is at this point tenants are also asked to
consent to the use ofeichnology within the schemeThese facilities are regulated by the
Regulation and Quality Improvement Authority (RQIAThis is an independent body
established in 2005 to regulate and inspect the quality and availability of health and social
care servies in this province of the UK. Managers of these facilities are required by the
RQIA and in accordance with relevant legislation and DHSSPS standards, to deliver person
centred care (DHSSPSNI, 2011b)There are no specific measures for how person

centrednesss operationalised across services.

Inclusion criteria
A total of 22 housing schemes met thimclusioncriteria, offering housing with care and
technology specifically to meet the needsRIfWD These schemes were identified through
Supporting Peoplewho were members of our steering committee An nvitation to
participate wassent out tothe managermnf eachhousing schem. The manager received an
information sheet and consent fori@®ppendix7 and8).

1 One responded to the invitation that they were reapportingPLWD

1 1lfacilitiesexpressed an interest iparticipatingin the project.

1 SiteJwas excluded aften site visit confirmed this was a residential facility with

single ensuite bedrooms and not supported housiip data was included.
1 Ste Kwas not able to commit to participation in the project because of the time

constraints on staff at the time.

2 See websitdttps://www.rgia.org.uk
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1 Site H began the project and participated in aspects of the data collection however
the decision was made by the project team to stop participatidter the interview
data collection. This facility had two accommodation types onsite. It was only
during our interview phase it became clear thidwe supported housing was no
longer allocated td>LWD

1 A total ofeightsitescompleted all aspects @rojectdata gathering.

More detail on this is provided in the Chapter Taple 28.

Demographic Information

Demographic data as extracted from the nine facilities participating in the study from
December 2015 until February 20{including site H) A form (Appendix9) was used to
extract the data. These facilities provided TESA for people aged 60 and over who had a
diagnosis of dementia. Two hundred and fetttyee records were collected. The data were
entered by one of the researchers into SP89d analysis. The descriptive statistics of

characteristics of the sampfellow.

Occupancy of the facilities
Table3 shows that at the time of data extraction (2015) there were 243 tenants living in

all the facilities. Overall, they were operagi at 91% of their capacity. The number of
places offered in each facility varied according to the size of the dwelling. Small facilities
had a capacity of 12 to 15 places, medigired facilities of 23 to 35, and one of the two
largest facilities had aapacity of 61 places. Some of the medisized facilities and the
largest facility were operating at between 83% to 89% of their capacity. Both small facilities

and two mediumsized facilities were at full capacity.
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Table3. Nunber of tenants residing in each facility across five HSC Trusts in Northern Ireland

Health & Social Care Tru Facility Capacity Occupancy at time

Belfast Site A 35 30 (86)

Site B 30 29 (97)

Site C 25 25 (100)
SouthEastern Site D 30 25 (83)

Site E 23 23 (100)
Southern Site F 12 12 (100)
Northern Site G 61 54 (89)
Western Site H 15 15 (100)

Site | 35 30 (86)

Total 266 243 (91)

Age and Gender

The 243 tenants living in the nine participating facilities belonged to the white ethnic group.
The age range of these tenants was between 51 and 97 years of age (mean 79) as shown in
Table4. Seventytwo per cent of the tenants were females and 28% mal@he lowest
proportion of tenants was in the age of &9 with 3.5% in total. The highest proportion of

the sample was identified in the age ranges betweer88044%) and #J9 (32%). In both
categories the proportion of females was higher than maje22% in the 7&/9 category

and 34% in the 889 category. In the older old range, that is;®®) females outhumbered

males by a fivefold; 1.7% and 8.5% respectively. The largest number of females reflect
those of the general population in the 65 amadder group in Northern Ireland where

females are at 57% and males at 43%.

3 All references to comparisons with the general population in the 65 and over group
correspond to the same sourclorthern Ireland Research and Statistics Agency. Northern
Ireland Neighbourhood Information Service, NINIS. (2014). Older people. Retnered f
Available online at:
http://www.ninis2.nisra.gov.uk/public/census201lanalysis/olderpeople/index.aspx.
Accessed on 13th November 2017
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Table4. Age and gender of tenants

Age Male Female Total (%)

50-59 2 (09) 6 (25 8 (3.4)
6069 13 (5.5) 11 (4.7 24(10.3)
7079 23 (9.8) 51(21.6 74 (31.6)
80-89 24 (10.3) 79(33.7 10 (44.0)
90-99 4 (1.7) 21 (85 25(10.7)

Total (%) 66* (28.0) 168 (72.0 234 (100)

Data mssingN=2 males/7 females

Marital Status
Widowhood was the most prevalent marital status of the sample as shown in Dalbity

five per cent of females were widowed, compared to 7.2% of males. The total of 62% of
widowed individuals in our sample is higher than that of the 65 or gveup in the general
population with a proportion of 30%. Only 14.4% of our sample were married or living in
partnership, compared to 54% of those aged 65 or over in the general population who are
married or living in a samsex civil partnership. The ggortion of those who were single
was similar to that of the 65s or over in the general populatipril0% and 9.2%,
respectively. The proportion of those divorced/separated in our sample more than doubled
that of the general population, 14.4% compared &.6

Tableb. Matrital status of tenants

Marital status

Single  Divorced Married In Widow/er Separated Total (%)

partnership
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Male 9 12 (5.7) 14 (6.7) 3(1.4) 15(7.2) 3(1.4)

(4.3) 56 (27)
Female 11 15 (7.2) 12 (5.7) 0(0.0) 114 0 (0.0)

(5.2) (54.8) 152 (73)
Total 20 27 (13) 26 (13) 3(1.4) 129 (62) 3(1.4) 208
(%) (10) (100)

Data mssingN=35

Type of Accommodation
Prior to the transition into TESApproximatelyone third of individuals (32.4%) were living

in their own homes (Tabl6), compared to nearly threquarters (74%) of those aged 65 or
over in the general population. There was a slight difference between individuals living in
social rented housing (16.4%)pmpared to those 65 or over in the general population
(13%). Nearly twice as many individuals used to live in private rented housing compared to
the general 65s or oveg¢ 8% and 4.7%, respectively. Twenty per cent were living in
communal establishment&l1.1% in sheltered housing and 9% in a group home), compared
to 4.5% of those aged 65 or over in the general population, of which, 76% live in care
homes. Seventeen per cent of these were living in a hospital ward, compared to 2% in this
sample of PLWD.

Table6. Accommodation prior entering the facility

Accommodation type Frequency (%)
Hospital ward 4 (1.9
Flat 10 (4.1)
Group home 19 (9.2)
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Private house (rented) 19 (7.8)

Sheltered housing 23 (11.1)
Other 31 (15.0)
Housing association 34 (16.4)

Private house (owned) 67 (32.4)

Total 207 (100)

Data nissingN=36

Living Arrangements
Table 7 that the majority of individuals were living alone (55.2%) and the other half of

individuals shared their accommodation in nearly equal proportions with a person who was
not their relative (18%) or with a spouse/partner (17.5%). Thees no data in this
category to make comparisons with the 74% of those aged 65 or over described as living in

owner occupied households.

Table7. Living arrangements of tenants prior to entering

Living with Frequency (%)
Other relative 5 (2.7)
With adult child 12 (6.6)
Spouse/partner 32 (17.5)

Sharing with other person 33 (18.0)

Alone 101 (55.2)
Total 183
Data mssingN=60
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Nearest Relative
A large majority of individuals had a close relative as their next of Amadult child was

the nearest relative for 66.5% of the sample. Brothers, sisters and other relatives accounted
for 22.3% of the other relationships named as next of kin. Eight per cent of individuals were

supported by their spouse/partnerSee Tabl8& below.

Table8. Kinship of tenant with next of kin

Kinship Frequency
None 2 (0.9
Close friend 5 (3.0
Brother 10 (4.3)
Sister 13 (5.6)
Spouse/partner 19 (8.2)
Son 29 (12.4)
Other relative 29 (12.4)
Daughter 35 (15.0)

Adult child (not specified) 91 (39.1)

Total 233 (100)

Data mssingN=10

Dementia Diagnosis
CKS YlI22NR(Ge 2F NBO2NRa Ay (GKS TEOXHMENOSE an

shown in Table. In all theeleven categories of diagnosis obtaind¢de prevalence was
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four cases wre males. In total 72% of females had a diagnosis, compared to 28.1% of
males. This gap beeen males and females is considerably higher to that of individuals in
England and Wales where the prevalence of dementia in residential and nursing care homes

for females has been reported at 59.2% and at 48.8% for m@iedthews & Dening,

2002f.

Table9. Diagnosis of dementia

Type of dementia Male Female Frequency (%
Dementia (type 1 (0.5) 1(0.5) 2 (1.0
unspecified)

Early Dementia Onset 1(0.5) 1(0.5) 2(1.0)
"Dementia” and other 1 (0.5) 3(1.4) 4(1.9)

neurological condition

Alcohol Relatec 3 (1.4) 1(0.5) 4(1.9)
Dementia
Other Neurologica 1 (0.5) 4 (1.9 5(2.4)
Condition
Type Unknown 1(0.5) 4 (1.9 5(2.4)
Pre-senile/Senile 1(0.5) 6 (2.9 7 (3.3)
Dementia

“ All references related to prevalence comparisons correspond to the same source:
Matthews, F. E., & Dening, T. (2002). Prevalence of dementia in institutional aaoet,
360(9328), 225226.
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Probable Alzheimer's 2 (1.0) 6 (2.9) 8 (3.8)
Disease

Cognitive Impairment 4(1.9) 6 (2.9) 10 (4.8)
Korsakoff's Dementia 5 (2.4) 7 (3.3) 12 (5.7)
Other Dementia 6 (2.9) 11 (5.2) 17 (8.1)
Including Mixed Type

Dementia

Vascular Dementia 104.8) 15 (7.1) 25(11.9)
Alzheimer's Disease 8 (3.8) 40 (19.0) 48 (22.9)
"Dementia” as per file 15(7.1) 46 (21.9) 61 (29.0)
Total 59 (28.1) 151 210 (100)

(71.90)

Data nissingN=33

The number of co-morbidities reported within the sample was2.5% having no eo
morbidities and an equal proportion of individuals with the highest number of eight co
morbidities. More than25% of individuals experienced one <¢oorbidity, with cases of
between two to fou comorbidities accounting for 54% of the sample. The most common
type of cemorbidity was mental health behaviour disorders at 11.4%, followed by diabetes
at 10.4%. A small proportion of individuals (2.5%) had orthopaedic implants, reflecting the
low proportion of those with falls (0.5%). Other serious conditions including,
heart/cardiovascular disease, diseases of the circulatory, respiratory and nervous systems

were more common.

63



Seventy per cent of individuals had not been hospitalised in the lasvenmonths Less

than a quarter had been in hospital once and the remaining 7% had been hospitalised
between two to five times.Attendances to GPs in the last year ranged from zero (37.4%) to

20 (0.5%). Nearly 18% of individuals had attended their 1@R,d 4% had attended twice

and nearly 12% had seen their GPs three tim@she most common cognitive symptom
NELR2NISR gla wiz2aa 2F YSY2NEQ Oyyom:oo ¢ g2
GKFY pmr: 2F GKS &l YLX S 6 SNBy (HIRQ ashdvéty=d I ti A 2 v
out of the seven symptoms listed on the extraction form, the least reported symptom was

WRATFTFAOdZ GASE dzy RSNRUGIFYRAY3I &aLR2{1Sy fFy3da 3S¢

Tablel0. Classification of cognitive symptoms

Symptom Frequency (%)
Loss of memory 177 (88.4)
Disorientation 108 (54.0)
Poor judgement 107 (53.7)
Inability to reason 79 (39.3)
Wandering 71 (35.3)

Difficulties understanding written languag 40 (20.0)

Difficultiesunderstanding spoken languac 36 (18.0)

Data mssingN=42

Summary of Demographic Data
This section givea snap shoof a point in time & the demographics of the population of

people who have dementia and live in TESFie purpose of gathering this data was to

obtain quantified data on the tenant profile before moving to engage this sample in the

64



research. The housing schemes were operating at 91% of the occupancy at this time, with
four out of the nine schemes at fudhpacity. This accounted for 243 tenants, with a mean
age of 79 years of agend 28% male Over half of this sample were living on their own
before moving into TESA and adult children were most commonly reported as next of kin.
The overall health profl of tenants indicated that cmorbidities were very common but
70% of tenants had not required a hospital visit in the last ydarss of memory was the

most common symptom reported at 88.4% of the tenants living in TESA.

Environmental Audit

Introduction
The environment in which a PLWBsideswithin can have a significant impact on their

quality of life (Smith et al., 2012) The Environmental Audit Tool (EAFeming, 2011)
provides apersoit®OSY i NER | daSaavYSyid G22fItiFddib&ag YS
an observéonal tool that required the researcher to explore the environment alongside a
member of staff(Fleming, 2011) The researchewithin this projectwas aProfessor of
Occupational Therapy.An onsite environmental audit was completed @ght sites and

three of those sites requiretivo audits due to the differing facilities available for example

bungalows and apartments.

Environmental Audit Tool
TheEnvironmental Audit TO@EAT(Fleming, 2011)was used to evaluate the facilitieghis

tool comprises 72 items selected teepresenta set of design principles used in the
development offacilities for older peoplexperiencing difficulties.The itemsare grouped
according to ten principles wiheby theenvironment should:

1. Be safe and secure
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2. Be small

3. Be simple with good visual access

4. Haveunnecessary stimulation reduced

5. Have helpful stimuli highlighted

6. Provide for planned wandering

7. Be familiar

8. Provide opportunities for a range of social interactions from private to communal

9. Encourage links with the community

10.Be domestic in nature providing opportunities for engagement in the ordinary tasks

of daily living.
¢CKS YIFI22NRARGe 27T [ dzSadda @iy adndlBavelayya2s0S NISIRLI SMAiK
option and some provide for extra points in certain circumstances, for example, skfiegy
feature is unobtrusive Each principle is considered be a subscale with a score expressed
as a percentage of the available score to ensure that alissaltes have equal weighfThe
total score is the mean of the stdrale scorg$§leming, 2010) The higher the percentage,

the more adequate the facilitygito accommodate people experiencing dementia.

Results
Eight facilities completed the audit.hiee of the sites completed two audits, one for each

of the type of accommodation offered in the facilities (e.g. enclosed bungalows/flathets
group facilities). The final scores in each of the domains were compared and the results are

presented herewith.
Be safe and secure

The principle of safety and security is measure with 14 statements that cover a wide range

of safety measures acresll living environments, including the garden, kitchen, front
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entrance, bedrooms, etc. Safety is focused on keeping doors secure, keeping knives and/or
appliances in the kitchen safe, ensuring the safety of the water temperature and providing

adequate sipervision to all tenants.

The majority of the facilities, as shownFkigure4, had scores of over 50% in this principle,
with the highest score being3&64%and average 8.41% The lowest score of 277%
corresponds to independent accommodation offeriacbne of the sites (i.e. bungalows) in

which every single tenant is responsible for their own safety measures, therefore staff

O2YLX SiAy3a GKS FdzZRAG WP G SRLMRECGedF SCAKS | yag

EAT Safety (%)

100.00
90.00
80.00

70.00 63.64
59.09

60.00 54.55 54.55 54.55
50.00 50.00 50.00

50.00 45.45 45.45
40.00
30.00 27.27
20.00
10.00

0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figured4. Safe and secure environment assessed with the EAT

Be small

Data on the size of the facilities are incomplete (40%). The complete data indicate that
nearly 30% of the facilities scored 100% in size, that is, they offered accommodation for ten

or fewer people.

Be simple with good visual access
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The scores in this domain, as showirigureb, range from36.84% to 100% which reflect
the principle of reducing confusion and providing an environment where tenants can see
everywhere they want to go from wherever they aréhe average score reported was
79.9%. The lowest score d6.84% (Site B) corresponds toacility for up to 30 people
consisting of terraced houses with each house com@rsix ersuite single bedrooms.
These houses incorporate a group living situatidrere a large kitchen with dining rooms
are at the heart of the homealesigned to enablegople to participate in cooking, cleaning

and other meaningful activities.

EAT Simple Visual Access (%)

100.00 100.00
100.00 94.74 94.74

89.47 89.47
90.00
78.95

80.00 73.68
70.00 63.16
60.00 57.89
50.00
40.00 36.84
30.00
20.00
10.00

0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figure5. Scores for visual access features assessed with the EAT

Have unnecessary stimulation reduced

In this domain data are incomplete in tveases, thus, two of the facilities have a score of
0%. Again Site B, due to its special characteristics as explained above, has a low score of

37.5%. The rest of the scores vary from 50% to 1@G08raging 55.68%dicating that the
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facilities are encowrging and achieving, in most cases, the reduction of unwanted

stimulation as illustrated ifrigure6.

EAT Stimulus Reduction (%)

100.00

100.00
90.00 87.50
80.00 75.00 75.00
70.00 62.50 62.50 62.50
60.00 50.00
50.00
40.00 37.50
30.00
20.00
10005 00 0.00
0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figure6. Scores for stimulus reduction features assessed with the EAT

Have helpful stimuli highlighted

Fifty per cent of the sites had a score of 100% in this donaaithan average score of 79.8%
was reported showing that the facilities provide tenants with the appropriate environment,
so that they have access to all the areas with the minimum asbstruction. The lowest

score in this domain wass66 %6, there are data missing for one facility, therefore the score

is shown as 0%-{gure?).
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EAT Important Stimuli (%)

100.00 100.00100.00100.00 100.00

100.00
88.89

90.00

80.00 77.78 77.78
70.00 66.67 66.67

60.00

50.00

40.00

30.00

20.00

10.00 0.00

0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figure7. Scores for highlighting important stimuli assessed with the EAT

Provide for planned wandering

Data are complete for this principle. The results, which range 88:33% to 100%and
gave an average score of 78.79licated 0 K & G KS T OA forkséifeh SaQ RS&A 3
wandering. The lowest score 0f.33% corresponds to site where tenants live

independently and enter and exit the facilities on volitiéingure8).

EAT Planned Wandering (%)
100.00 100.00

100.00
0000 288 88.89 88.89 88.89
£0.00 77.78 77.78
70.00 66.67
60.00 55.56
50.00
40.00 33.33
30.00
20.00
10.00

0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figure8. Scores for provision of planned wandering assessed with the EAT
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Be familiar

The principle of offering familiarity scored at 67% in all the facilities which is a good
indicator that tenants are familiar with their surroundings and that most of the furniture

items and décor are their own.
Provide opportunities for a range of socialteractions from private to communal

As shown irFigure9, 4 of the facilities hae a score of 100% in this principle and the

remainingsites hadscores ranging from 583% to 4.6®6. The site scoring 0% corresponds

to independent accommodation wherenants live in their own flatlets or bungalows, thus,

0KS AGSYa dzaSR (2 Y& bpplida® Qi KX K SBISA WO A O 8 al NI
facilities evaluated provide good opportunities for social interaction as well as private

spaces to meet wh friends or family.

EAT Social Interaction & Privacy (%)
100.00 100.00100.00 100.00 100.00

100.00 91.67
90.00 83.33
80.00
70.00 66.67
5000 58.33 58.33
50.00
40.00
30.00
20.00
10.00
0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

Figure9. Scores for privacy and social interaction assessed with the EAT

Encourage links with the community
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Eightyone point eight twaper cent of the sites scored 100% in this principle, which
demonstrates that the facilities provide tenants with opportunities to link with the
community and encourage them to maintain and cultivate relationships with family and
friends. Be domestic in nture providing opportunities for engagement in the ordinary

tasks of daily living

Fiveof the facilities had a score of 10094th the remaining scores ranging fron2.6% to
93.75%%. These results demonstrate that the facilities are homelike environmeatoffer
tenants opportunities to maintain their abilities for as long as possible and to live

independently for longer in the communitiigurel0).

EAT Domestic (%)
100.00100.00100.00100.00 100.00

100.00 93.75 93.75
90.00 — 87.50
80.00 75.00
70.00 62.50
60.00
50.00
40.00
30.00
20.00
10.00
0.00

Site A Site B Site C Site D Site D1 Site E Site E1 Site F Site GSite G 1Site |

FigurelQ. Scores for facilities being domestic assessed with the EAT

Summary of the results
The environments wer@oor in terms of safety and securityhich ispossibly due to the

nature of supported living enabling tenants to be as independent as poSSialde 11)
The schemes were often larger than recommended wiuah lead to more confusion for

the tenants However, this item had missing data from four schem&be data indicated
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that the TESA schemes were simple and had good visual access to reduce confusion for
tenants Afair jobwas undertaken taeduce the unnecessary stimulation for tenantsThe
important stimuli werehighlightedwithin the scheme which included good signage and aids

to recognise familiar objects in their environmentsThe highest scoring item wade
domesti€at 90.34% on average, rangibetween58.934100%, which indicated that the
schemes within TESA were as homelike as possilie total scores reported within the

EAT ranged from 58.93%4.68%, with an average of 71.19%his descriptive data provides

a reliable audit tool to assesf facilities are perseoentred and assess the quality of the
physical environment.The score indicated a moderate result and indicate improvements
could be made.

Tablell. Outcome from Environmental Audit Tool

Principle Score Commentary
2. Be safe and secure Range: 27.27%3.64% Poor in terms of safety and
Average: 50.41% security.

Lowest score represents
independent bungalows where
each tenant was responsible for
their own safety measures
3. Be small Range: 094400% Poor in terms of size

Average: 45.45% Three facilities scored 100% as
they offered accommodation for
ten people or less
Data on the size of the facilities
wasincomplete (4scheme’

4. Be simple with gooc Range: 36.84900% Reducing confusion and visual
Average: 79.0% access was a high score in most
visual access sites.
Lowest score reflects group living
I O02YY2RIGA2Y ¥
o0lAaSRQ RSairxdayo

5. Haveunnecessary = Range: 094400% Did a fair job of reducing the
Average: 55.68% stimulation
stimulation reduced Majority of sites reducing

unwanted stimulation
Two sites 0% due to incomplete
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6. Have helpful stimul Range: 09400%
Average: 79.80%
highlighted

7. Provide for plannec Range: 33.339%000%
Average: 78.79%
wandering

All scored the same
Average: 66.67%

8. Be familiar

9. Provide Range: 094400%
Average: 78.03%

opportunities for a range

of social interactions
from private to
communal

10.Encourage links witl Range: 0%400%
Average: 81.82%
the community

11.Be domestic in Range: 62.5%00%
Average: 90.34%
nature providing

opportunities for

engagement in the
ordinary tasks of
daily living.
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Lowest score reflects group living
I O02YY2RIGA2Y ¥
o0laSRQ RSaixdayo
Thedata indicated the schemes
did a good job highlighting
important stimuli

5 sites achieved 100%

Data missing for one site

The data indicated schemes were
designed to facilitate wanderg
but not encourage it

Low score indicates where tenani
live independently

Moderately familiarsurroundings
andpersonalised tenants
environment

Indicates that tenants have good
opportunities for social interactior
and a choice of private spaces

Suggestsenants have great
opportunities to engage in
community.

This high score reflects the home
like environments found witin
TESA.



TechmlogyAudit

Whilst significant work has been completed globally on novel technologies to supp@/D
there is Imited researchto explore or evaluatehe impact of suchtechnologes within
supported living environmentgDaly Lynn et al., 2017) A first step to enhace our
understanding of the TESA facilities within Northern Ire|amaks to gather data on theype
and rangeof technologies usedThe literature review irthapter 2identified how wearable
devices, electronic tracking, companion robots, movement senaacs digital tools for
example, calendars could all supportPLWDIn a care setting(Daly Lynn et al., 2017)The

purpose of the audit is to setut the technologies used in TESA in Northern Ireland.

Methodology
The Technology Audit Tool was developed as an outcome from the literature review

undertaken in TESBRI(Daly Lynn et al., 2017Pue to the breadth of data to capture from

the shemes and the complexity of terms for nerperts used in this field, it was decided

to divide the audit into twgparts. The firstpart was a template (Form,Appendix10) for
completion by a designated person (scheme manageseaior member of staff) in each
scheme to complete in their own time and email it back to the research tearfollowup

phone call was then ntke to the designated person to discuss the outcome of audit form A
and complee part B (Appendidl) over the phone Audit form A contained 29 questions
GKAOK O2yaAraidSR 2F vYdzZ §ALIX S OK2AOS AdSyas

option to exmand on the answer given and three opended questions, two of which asked
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participants to describe the technology used within the housing scheme and how a member
of staff received alerts, and a final question giving participants the opportunity to make an
other comments they felt were appropriate and were not included in the questiofise
second part of the Audit (B) posed open ended questions as well as six multiple choice
guestions around policy, procedures and data managemeiihe outcome from th
Technology Audit is outlined for each scheme involved in the projécttotal of eight
schemes completed audit form A and four completed Audit formAB.data was included
even if the second part of the audit was not completédumerous attempts were ade to
complete the audiB with the schemes kere data were missing however the busy nature

of the scheme meant it was not possible to fully complete all the audsly site H didhot

complete, as it was lost to attrition.

Results
The opening questio of the audit asked the scheme to describe the technology they use

(Figure 1). Four of the schemesngphasised the advantages of the technology in terms of
the independence and security it providedihe intercom system connected to handsets
featured asa useful tool to provide alerts to staff while being rmrusive. Two of the
facilities emphasised the ethical use of technology prioritising privacy, dignity and human
rights. Equally, technology in these facilities was used inrastrictive ways, ecording to

need and choice and with the main purpose of preserving the health, safety and wellbeing
of the tenants. One facility pointed out the need to modernise the technology as it
remained unchanged since its inception more than ten years ajweeout of the four
schemes that responded to Audit B stated that their technology systems were bespoke for

their scheme.
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Assistive technology
throughout building, all of

which is individually assessed.

Aim to maintain health and
safety, wellbeing of tenant.
Least restrictive way,
maintaining dignity/privacy
and human rights. (Site F)

Non-intrusive technology;
alarms don't go off with noise,
they go through the handset.
The person must be happy for
the technology to go on. This
means the person gets privacy

and dignity and we are not

nipping in and out (Site B)

The technology in the scheme is
good with consideration of the age
(13 years). However, certain
systems that would have been
great, now have since failed and not
been replaced (intercom system
from front gate into each individual
bungalow). The technology in the
scheme that is useful is the intercom
system to our handsets, however,
this is also starting to fail and will
need replaced. (Site E)

Technology is used
within Site C to ensure
the safety of tenants
which minimises staff
intrusion and maximises
privacy and
indenendence (Site C)

Figurell. Housing schemes description of technology within facilities

The earliest technology enriched scheme was opened in 2002, while the most recent was
opened in2014 (Tablel2). This is an interesting observation in itself as the available
technology would have changed significantly within those twelve ye@GTV wasgsed at

the entrance within four schemes, but no scheme used CCTV to monitor the entrance to
individualtenant@ flat or bungalow.Only one schem¢Ste O reported that there was no
intercom or communication system in the tenants flat or bungal@wosites specigéd that

tenants are able to use the intercom to see who is at their front dobrterestingly in
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Tablel2. An Overview of Technologies within TESA Schemes

Technology CCVT Intercom | Staff alerts
audit entrance to | in
Year CCTV CCTVin |tenants flat | Tenants
Name Opened | entrance | scheme flat
Site A A 2012 “H “H X “H Mobile phone
A X Mobile phone
Monitoring
Site B 2005 X X H station
A&B X Mobile phone
Monitoring
Site C 2002 X X X station
Site D A 2014 H X X "H Staff pager
A&B P1:2004 X Mobile phone
Site E P2:2009 | "H "H "H
Site F A 2008 "H "H X "H Staff pager
A&B X Mobile phone
Site G 2005 X X H
Site H 2011 | - | e | - I
Site | A 2001 X “H X “H Mobile phone

*P1= phase 1; P2= phase 2

Sensors Used within the Scheme

Entry in and out of the scheme are outlined in Figd&below. Two sites stated tat

tenants were not allowed to movéeely. At five of the facilities auditecthe first three

modes of accesslectronic code into keypafingerprint enabledkey card)were used by

the three groups in diverse way3.heelectronic code into keypadasused by all groups in

the three facilities. One of these facilities also prod@# users with &ey card At two

facilities tenantswere not provided with any assistive technology to enter or exit the

scheme, instead,taone of them staff and familiewere fingerprint enablecand at the other
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facility only staffwere provided with anelectronic code into keypdor direct access. The
other method of entry and exitisedby one of the schemes waskay fob(Figurel2). In

two of the eight facilities evaluated, all three groups of users could ring a door bell or
intercom to gain acces@ther category) this alarm goes to a handsethich is generally
held by a staff memberTenants in these facilities were also free toigaand out using a
key or key fob to their own front door. Family members and siégb hadthe option of
ringingthe intercom at the front of each property for acces&dditionally, in one scheme
tenants had their own kefother category)to enter andexit the scheme Site F undedok a

risk assessment with tenants to assess capacity for finger print accabg oeed fora

locked environment.

How people enter and exit the schemes (n = 8)

0 1

2
3 4 s
4
Family
3
2
Tenants 3

Staff

u Keycard mOther mFingerprint enabled | Electronic code into keypad

Figurel2 Assistie technology used by staff, tenants and families to eatet exit the
schemes

Additionally, data wre collected on the sensors at various doors within the schemes: the

YFEAY NBOSLIIA2Y R22NE (KS R22NA ,aslustta®d/ih y i Qa
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Figurel3. Seven schemes reported sensors on the door of tenants flats or room to notify
staff of the tenant entering or exiting the living spacBwo schemes had no sensors on side
doors and only two facilities had sensdo monitor traffic through the main recepin

door. One scheme had no main reception as tenants lived in bungalows.

Sensors on doors of schemes to alert entering or
exiting (n = 8)

m Main reception door m Doors to tenants' flats/rooms m Side door

7

SO P N W M OO N @

Yes N/A

Figurel3. Sensor technology on doors within the scheme

Pervasive Technologies within the Scheme
Pervasive technologies used somewhere within the schevhether it was the tenants

home, common living environments and/ or customised areas were reported by schemes
and illustrated in Figur&4. All schemes used smoke alarms and one site reported not using
a carbon monoxide monitor (Site GRevices such as fall detectors, bed sensors and chair
sensors were widely used but primarily where there was a need as opposed to routinely

adopted. No scheme reported using enuresis/continence sensors.
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Technology devices used within the schemes (n = 8)

'‘Smoke alarm’ I 8
'Pressure sensor: bed' I 7
‘Door sensor' I 7
‘Carbon monoxide detector' I 7
'Heat/temperature extreme alarm' I 5
'‘Gas detector' I 5
'Fall alarm/detector’ GGG 5
‘Water temperature’ I 5
‘Motion sensor' I 4
‘Close-circuit TV' I 4
'‘Cooker monitor (turn-off device)' I 4
'Pressure sensor: chair' . 4
'Flood alarm’ I 3
‘Inactivity sensor' I 3
'Automatic/Motion sensitive lights' I 3
‘Water flow control' I 2
'Pressure sensor: floor' I 2
'Pressure sensor: other' 0

'Enuresis/Continence sensor 0

Figureld. Technologylevices used within the scheme

Devices Worn by Tenants

The findings from the audit indicated that wearable devices were only used with specific

tenants if they indicated a needTherefore, wearable devices were not part of routine

provision but after a needs assessmenthe sites that reported availability of wearable

devices are outlined in Tabie below.

Tablel3. Wearable Devices Worn by Specified Tenants

Site A SiteB SiteC SiteD SiteE SiteF SiteG Sitel

Electronic Tracking "H "H "H H
Alarm pendent “H "H “H H "H

Alarm bracelet
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Devices Used within the Scheme
Figure15 illustrates the wide ranges of devices available and used by tenants within the

TESA schemed’he most frequently reported device used by tenants was a mobile phone.
A music player, a TV and a computer wene electric devices most frequently made
avaiableto all tenants. No tenants had access to robotic companion devic8ge lhad a
Snoezelerroom in situ with a water bed, water that changes colour, aromatherapy and
fibre optics with colour changesThese rooms are considered a useful fairarmacological

intervention forPLWD(Sanchez et al., 2016)

Use of Electronic Devices
0 1 2 3 4 5 6 7 8 9 10

‘Easy to use telephone’ I

'Mobile phone' I

'Music player' I

TV' I e

'iPad’ I S

‘Computer’ I

'Easy to use remote control with large button S S
‘Memory aid' IS

'‘Audio/Audio-visual prompts’ I
‘Companion robots or electronic toy <) S
‘'Light therapy' G

‘Electronic calendars’ i s e

‘Other’ N7

m All tenants m Specified tenants m No tenants

Figurel5. Electronic devices used by tenants

Calling folAssistance
Schemes first outlined the method tenants used to get help in an emergency and then

specified if this was different from routinely requesting assistancéhe methods of
requesting help are illustrated in Figuté. Four schemes used a combination of methods

to get help, one site used wearable devices, wall fixed buttons and pull cords, the other
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three usa a combination of two types of alarms, the pull cord and either the wearable

device or fixed button.One schemei U | WValRfixe® buttons are available but are not

used very frequently because of the issue of lack of capacity; the tenant will not know how to

use it or will become confused with it (fall detector or monitor is used ingt€ad ¢ {AR G S L 0 ¢
but one sbeme reported that the tenan@mnethod of requesting help was the same inside

their flat or bungalow as it was in the rest of the schenkiwever no further detail of this

difference was suppliedFinally, staff primarily received alerts through molpleones and

pagers (Tablé2). At two sites alerts also came through to a monitoring station within the

scheme. No alerts or alarms came through via a tablet or web applicatidbhe tenants

received an immediate response from staff in all but one haysicheme.Staff were able

to speak to the tenant from their phone to the tenafistercom. For examplethey would

saydMr X are you ok? if the tenantwas able to respondIf not staffwould go and assist

the SY I yi A 0K 2 die niapify bf 8ites uséd{the safe nethael of contacting

staff requesting noremergency assistand@ addition to approaching the main office or

speaking with staff or family when they see them.y S aA 0SS aidlF SR W¢ KSNB
because the technologyisuRe I & | LINBGSyYy il 0A GBS YSI adz2NE NI G
). LYGSNBadAy3Ites {AGS . beRikdd MOk theyedekitgs i S OK y 2
inform staff of tenantsmovement at night; and on the stairg during the dayit is not really

in use. Some alarms are set aligned to tirfoe exampleif the water left ong this will come

through to the handset.
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Alarms Used by Tenants

7

2

A wearable device Wall fixed buttons Pull cord

O P N W b 00O N ©

= Yes

Figurel6. Alarms used by tenants to request help

Data Management

Five sites send sensoaté to management systemglable14). Four sites are recording
data all the time in the backgroun@vhen the technology is triggered and the fifth sends
data as required. The data is sent wirelessly at two facilities and is hardwired at two
facilities. Site B does notknow if it is hardwired. Two different types of information
management systems were reporteldealth andsocial care information systemparis (One
scheme) and EPIC caigectronic Pharmacist Intervention Clinical Sysfétwo schemes).
Additionally, the computer software programs were reported as: Pathlogic (1), Tunstall (2),
Smart technology (1) and Telecare (Three sites state that they access and keep the data
from the sensors and technology.Two sites report they access thistdathrough a
monitoring system and the third site does not speci8taff report that thedata is produced

by the system in a readable format and used to inform care pldis data is used at the
three schemes(Site B, Site C and Sitetd identify tenants physical actity level and

monitor sleepwake pattern. Two schemes also reported the dabeeing useful as an
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the data to investigate accidents for exameptesponse times of staffThree facilities have
the ability for staff to change and adjust devices accordindhe time of day for example
Woor sensors time frame can be specific i-g. @ NJ (§ KS R dzNdvith &efisgrs, thdre (G A Y S

will be a fiveto ten minutedelay to allow the person to go to the toeQ

Tablel4. Data Management

Technology Site Site B Site C SiteD SiteE SiteF SiteG Sitel
A

Collection of X "H "H X X X X "H
door sensor data
Maintain X "H A X "H "H "H "H
electronic notes combination

of hardcopy

& electronic
Keep sensor anc X "H "H "H X X X X
technology data
Staff accessto X "H "H X X X X "H
data
Ability to change "H X "H NA NA NA NA "H
parameters on
devices

NA= No answer

In the second part of the auditrther detail is given around the management of datane
site reportedthat all the data is maintained and confidentially storeléctronicallyby the
company Telecare.A second repodd that no identifying details are included the alarms
and that all data is protected on the system that canot be accessed. Any other
confidential data is reported to be stored in a locked offiGewvo out of the four schemes
reported being able to access the data in a readable format ardmapile a report with the

data.
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Consenting to the use of Technology
Tenants were introduced tdhe technology within the schemeduring the orientation

following taking up tenancy During this time the various devices are explained to the
tenant and thei family. Site E encourage staff to discuss the technology frequemntly
tenants to increase awarenesall tenants were asked for consent to use technology (Table
15). As part of the tenancy agreement in Site tBe tenant consents to the use of
technology within their living environmentSite E does not require family to give consent

but theyareinformed about the use of technology.

Tablel5. Audit B Outcome Overview

Technology Site B Site C Site E Site G
Staff training X "H "H X
Tenants consent "H "H "H "H
Family consent "H "H X "H
Data use Individual Individual Not Not

care plans care plans accessed accessed
Summary

A wide variety of technologies and devices were identified as being used in Adz&Aer
these are primarily pervasive and not interactivehis is in keeping with the findiagf the
literature review(Daly Lynn et al., 20L7Prawing comparisonsn the impact of technology
is difficult however, aso two packages are the sam@&espoke systems were reported in
three out of four of the schemes completing Audit Bevices need to bpersonalised and

individualsed in order to provide persosftentred care andyet the diverse technologies
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illustrate the varied needs and requirementd PLWD Additionally, this persostentred
approach was evident in the provision of technologies to teéaatcording to their needs.
However, a gap in learning is clear duethe heterogeneity of technologies within the

housing schemes.

Overview of TESA ifthern Ireland

The section aims to draw together the quantitative data gathered through thmeadgaphic
information, environmental audit and the technology audit to give a sense of the TESA
operating in Northern Ireland.Table16 provides an overview of the dataThe facilities
were operating at 91% of capacityA total of 72% were female and éhage range was
between 51 and 97 years (mean y®ar9. Sixtysix point five per cent of tenants next of kin
was an adult child and 55.2% of tenants were living on their own in advance of moving into

TESA.

Tablel6. An Overvievof TESA in Northern Ireland

Name Year Occupancy EAT Score| CCTV use Intercom in Bed Sensors Electronic Wearable Staff alerts Use of
Opened Tenants flat tracking device | technology electronic
notes
Site A 2012 30 66.07% n n n X n Mobile phone X
Site B 2005 39 64.29% X n n n X Mobile phone n
Monitoring
station
Site C 2002 25* 71.43% X X n n n Mobile phone Electronic and
Monitoring hardcopy
station
Site D 2014 25 77.68%/ X n n X n Staff pager X
75.89%
Site E P1:2004 23* 71.43%/7 | n n X X n Mobile phone n
P2:2009 4.11%
Site F 2008 12* 76.79% n n n X n Staff pager n
Site G 2005 54 71.43%/ X n n n n Mobile phone n
58.93%
Site | 2001 30 75% n n n X n Mobile phone n

*denotes occupied to full capacity; EAT= Environmental Audit Tool

The EAT indicated that the facilities were homelike environment®IWDand supported

independent living.This ign linewith the personcentred principleexperiencedwithin the

87




schemes. Additionally, the items in the tool indicated good opportungidor social
interaction, the environments support wandering and good visual access was found within
TESA. Areas that scored lower were safety provision, unnecessary stimulation in the
environment and the higher numbers within the schemd&he technologyaudit indicated
varied technologies operating within the facilitiewith little integration of interactive
devices The personcentred ethos was indicated through the individual and customised
approach to technology provisionTenants in all but one Beme received an immediate
response from staff when they contacted them either routinely or in an emergelmpile
phone use was common amongst the tenant&inally, the data sent from the technology

did not seem to filter into the clinical decision niadx and care planning of tenants.

Summary
From this audit it is clear that the opportunity exists to support practice development of

TESA by developing and promotitigar and standardised protocol for theaplementation
anduse of technology in supported housing it WD The could be madpubliclyavailable
and should include;
9 clarity on process conselfdr technology usestarting prior to tenancyand reviewed
during the course of the tenancy agreement
1 an audit should B completed to ensure all sites are adhering to the General Data
Protection Regulation (GDPR) outlining what technical and organisational safeguards
are in place to protect tenan® R G |
1 quidelines on the types of hardware/software and information genedato inform
future development. Little transfer of knowledge from one site to another was

evident unless a provider had developed more than one site.
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In addition there is a clear opportunity for further research on how the technology is
integrated into are, informing decision makingsk managemenand how this information

sits with notes and records.Beyond the alarms and alerts with associated services
responses opportunity exists to model these services against 4bechnology enriched
facilities tomap difference in care experienceCurrently this would appear to be dwc

and location/staff specific. For examplea longitudinal case studyrom a tenanf@ care
pathway informed by technology would be usefuls demonstrated within this chapter
Northern Ireland now has a fairly impressive cluster of TESA, and \gkit&ral policies
exist to support these developments, focused policy and guidelines specifically on these

builds may prove a useful addition.
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Chapters Interviews with Tenants

Introduction

There is evidence to suggest that. WDare often not consulted on their experiences or
perspectives of their livegNovek & Wilkinson2017) The best way to understand the
experiences oPLWDis to engage directly with themA literature review outlined everal
studiesthat successfully engaged witLWDin researchto givea voice, an avenue to be
listened to, feel valued and to be recogniz@durphy et al., 2014) Many studieshave used
inclusive methods to maximisehe opportunity for participants with demena to
meaningfully engage in research intervie@¢$ubbard et al.2003; McKillop & Wilkinson,
2004; Nygard, 2006) It is evident from the growing literatur¢hat PLWDdo have the
capacityto communicate their opinion and this important when planning and delivering
services. With this evidence in mind, this stubught to meaningfully engage PLWD in the
supported housing schemes by working with peer researchers to authentically engage with
tenants, who were research participants, in the research interviews. The peer researchers
were older people with personal expence of dementia who were trained to work in

LI NOYSNEKALI gAGK GKS NBAaSFNOKSNE® ¢KS LISSNJI N
tenants during the interviews. Chapter 10 provides a detailed review of the peer researcher

methodological approachnd evaluation.

Aims and Objectives
Aim

To describe the lived experience and perspectives of people with dementia liVilitSiA.
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Objectives
1 Tolistento and synthesis¢he perspectives of people living with dementia
1 To explore thgersonalunderstanding of technology

1 Toexploreindicabrs of persorcentred care

Methodology

This qualitative study @l interviews to gather data from sample ofenants living in TESA.
Interviews are widelyisedas a successful methodology to explore the experienc& WD
(Hellstrgm et al., 2007; McKillop & Wilkinson, 2008rovidirg participants with a safe,
familiar environment and building an appropriate relationship are important components of
the interview process.The aim was to recruit at leashe but not more than three tenants
for the interviews in each housing schem@&able 17 outlines participant recruitment at
each site Peer researchers were trained to conduct the interview and the project
NE&aSIHNOKSNRa NRfS ¢ a PdeRresdarcieS Ivdre blder pgdpl€  LINE
recruited to engage with the tenantsThe pupose of peer researcher involvemewgs to
move away from the academic interview anddapitalise on the peer relationship that can
be built between individuals of a similar age and generatidheir role was central to the
tenantAnterview and is expained in more detail withirchapter ten. An interview topic
guide was preparedinformed by the persoitentred framework)as part of the ethical
governance proces@ppendix 2). The interviews were undertaken at a time and place
decided by the tenantin collaboration with a staff membewithin the housing scheme

The duration and pace of the interview was dictated by the participdifite research team
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spoke over the phone with the staff member and met this person on the day to be

introduced to the mterviewees.

Recruitment

Participants for the on¢o-one interviews were recruited through the housing schemes.
The scheme manager identified approximately two to three participants that would be
interested participating in an interview.All schememanagers were instruetl on the
procedurefor consentand were asked to decide on the suitability of obtaining consent
(Approach Apr process conser{Approach Bjrom tenants. Thisapproach to consens set

out in detail inchapterthree. A total of twenty-two participants consentedsing Approach

A. At the beginning of each interviewhe process of informing the tenanabout the
purpose of the interviewvas repeated and they were asked to give verbal consent in front
of the researcher and peeesearcher.One scheme specified that a member of staff had to

be present during the tenant interviews.

Tablel7. Tenant Participant Recruitment

Name Tenants Interviews
Site A N=2
Site B N=3
Site C N=3
Site D N=3
Site E N=2
Site F N=3
Site G N=2
Site H N=2
Site | N=2
Overall N=22
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Data Collection

Each interview began in the same mannefhe researcher and peer researcher were
introduced to the participant by the member of staff in the location for the interview
(primarily tenants flat, sometimes ia private room, and always within housing scheme).

The staff membereminded the tenant about the interview andh front of the research

team confirmed the tenant was still happy to take pam a oneto-one interview. The
researcher then introduced the project, herself and the peer researcker.opportunity

was given to the teant to consent to tak part again and consent to the use of a voice
recorder. ¢ KS NXB a St NOK S NDgand\tRefp&er rés@arcligh rdieSoAdizciviiR A Y

the interview were established Once the voice recorder was switched,ahe peer
researchettook the lead in the interview and asked questions based on the topic gdide.

interviews were relaxed and the peer researcher aimed to build a rapport with the tenant.
¢CKS TAY 61 & FT2NJ 6KS LISSNI NBaSIkNOKSN i Y2@S
SPoSyiaQ (G2 I FNASYRfe& O2y@SNERIFIGA2YS F20dzaAy3
the peer researcher would reflect on their own experienc&ach time the interview was

ending the peer researcher would focus on positive aspects of therwd® to end on a

high note and give the participant a sense of achievemeiihe researcher kept a diary of
interviews to captureher own experiences and feelings antase ofthe peer researcher

following a debrief.

Data Analysis
All recorded interviewswvere transcibed verbatim by the researcher and a professional
transcriber. All transcripts were inputted into the qualitative data analysis computer

software package (NVivo 11Each interviewee was given a pseagim. The transcripts
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were coded byeading and rereading the material by one author to identify themesinga
Braunand Clarke (2006)thematic approach{Figure ¥). These themes were then explored
through the persao-centred theoretical lengoutlined below),to develop and refine.The
themes were then reviewed by the project team to discuss, modify and devélbp.next
step wasto present the initial analysis to the peer researchers at a workshbpe peer
researchers were asked to read the transcript of the interviews they completed and
highlight the important components.This was then discussed within the group and key
findings were developedA summary of the analysis and proposed themes developed by
the research team werethen presented to the peer researchersThe similarities and

differences were highlighted and the findings were validated.

Data Analysis in TESA

Sy B E ™
. Famllllarlsatlon with data Completed by one
M © Coding researcher
Wil o Generation of themes and sub-themes )
"\
« Aopl tred S— vsi Completed by
pply person centred constructs to analysis project team
- * Refine themes and sub-themes
apping to PCF
J
* Peer researcher meaning from data ) Completed by peer
v * Compare and contrast peer researcher meaning researchers and
Wl and project team data analysis ) confirmed by project
team

Figurel?7. Data Analysis Framework
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Peer Researcher Data analysis

Three peeresearchers attended a validation of the data session and a further twet@ne
one meetings were held with additional peer researchefSrst, peer researchers were
given transcripts of the interviews to readPrimarily, they were given their own inteewi's

but as people had completed different number of interviewseach, some were given
interviews from other schemesAt least one interview from each housing scheme was read.
A group discussion was undertaken around the important themes that emerged fro
reading the transcripts but also whateopleremembeled from the interviews on the day.
Discussions were based around the transition into the housing schenaeed caregiving
between the technology, staff, family and tengn family providing support and
communication. A major discussion point was around the uniqueness of individuals and the
importance of appreciating this individuality within a servic&afety and security, and
stimulus (activities, communication, engagement and taking part) were ragor themes

that emerged in these discussionsAfter these discussions, the peer researchers were
shown the coding framework used by the researcher during data analysis to identify any
discrepancies.The peer researchers confirmed that they would heitaddnor remove any

of the codes.Finally, peer researchers were asked to generate three thgFigsire B).
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Context

External Factors

Internal Factors

Figurel8. Overarching Thematic Analysis based on Peer Researchers Validation

Figure18 conceptualised the thinking of the peer researchers and what they heard during
the interviews. The first theme was the internal factors that directly impaton thetenant

such as contentment, communication, feelings, autonomy and relationshipge seond
theme was the external factors that impact the tengflives such as staff, family, security
and technology.The final theme was the context in which the tensives are set such as
having roots in the community, the environment, and the schenTée peer researchers
were not aware of the perseoentred framework that underpinned this work however, the
themes that emerged reflected this practicdhe finding from this validation stage were
mapped against the four perserentred constructs anexplored by the research team
This validation of the data was important and generated discussions to conceptualise the

thinking of peer researcher
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Reliability and Rigo

The reliability of the data and rigour applied to the data analwsis set outwithin Figure
18. This framework enabled a process of peer validation and opportunitiesfkect onthe
findings in the teamincludingthe peer researchers A data analysis journal was kept to

document the journey through the data.

Findings

A total of twenty females and two males participated in tlEgeam of work A quantitative
YSFadz2NBE 2F | LISNBER2YyQa 023y A Alndi8dudisYbdldhavd S v
an established diagnosed dementia to be living within TE&AiIndividual wold be living

within supported housing if they were no longer able to live independently, howeley

would have a range of residual skills deeming a nursing type home unsuitable
accommodation. The intervievs did not obtain any factualnformation, therefore,
demographic information such as age and duration of stay with TESA was not gathered.

This was in line with recommendations in the literat{kéurphy et al., 2014)

The themes were organised into the four components of the peixsamred framework
(Figurel9). The prerequisites explored how the tenants should be treated and thew

felt at the time of interview. The care environment construct looks at the impact of the
environment and culture on the tenantThe persorcentred process construct looks for
evidence of persoitentred care on a daily basis through the eyes of the ten&itally, the
expected outcomes looked for evidence of outcomes in the tenants lives as a result of

personcentred care within the scheme.
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Expected Outcomes

wFlourishing persons
wIndependence

Person Centred
Process

wStaff Engagement
wPersonal preference
wPrivacy

Prerequisites

wAutonomy
wCommunication
wPersonalised environment
wRoots in the community
wTransition

Care Environment

wTechnology

wStaff caregiving
wFamily caregiving
wPhysical environment

Tenants relationships

Figurel9. Applying a persorentred lens to the Thematic Analysis

Prerequisites
The prerequisites construct includes attributéeat staff members bring into the rolsuch

as: beliefs and values, competence, commitment, interpersonal skills and knowledge of self,
(McCormack and McCance, 2017)The data vere examined for evidence ofhese
prerequisites through the eyes of the tenants within the scheaseoutlined inTable 18
below. The themes that emerged from the data were autonomy, communication,

personalised environment, roots in community and transition.

Tablel8. Themes and Suihemes of Prerequisites Construct
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Themes Subthemes
- Being self sufficient
- Freedom and choice to do what you like, when you like
Autonomy - Having a voice and being heard
- Sense of community
Communication - Communicatiorwith all stakeholders
- Tenants choice to engage or not
Personalised environment - Importance of own belongings
- Adjustments to environment
Roots in community - Feeling connected and sense of belonging to local area
- Access to community services

- Empowerment in the community

Transition - The move into the housing scheme
- Feeling associated with the move

W/ 2NNBOG FAGQ Ay &adzlllJ2 NI SF

Autonomy
Some énants repored a sensef being selsufficient with an awareness of where to obtain

help if they needed it. There was a awarenes®f help nearby but that tenants were living
independently.
Y2dzQNB | f a2 3IS i G Yoyhvekdurt budzek ahd thaftyae of hiSgRoutA § @

@ 2 dzZQNB 2 yYowcardedide 2ml ohwhen you dikBenise
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Additionally, participants enjoyed doing things at their leisure when it suited thim
example household tasks.
Well, just the same as | did when | had, when 1 lived in my bungalow bdfstegetting up
and getting myself ready and gettimgy breakfast and then just pottering about and seeing

if | needed anything don@Bridget
The ability for tenants to be able to help when it suits them emphasises their autonomy but
also creates a homely environment that they feel a part of.

W QR An8 give dzhdnd in the kitchen or things like tlmma

Tenants felt they had their own choice about whether to do something or not, for example
take part in an activity, where to go on outings, where they would like to eat or what they
would like to et.
Wh23 AT @2dz ¢yl (2 32 2dziZAcie2dz 32 2 dzi
It was really important for individuals to be able to make decision for themselves
dependingon how theywere feelingat that time.
WWhenl wake up in the morning | will decide what | am going to do tdd&tephen
Most tenants did not cook a main meal for themselvedheir food came from several
sources such as families, from the scheroe,ready meals from the supermarket or
companies such as Wiltshire foodghat provide directly to tenants within the scheme.
Choice was a major factéor (i Sy | stigfactbn with their food.
We¢ KSe KI Ordey havelakam andtiaey fill it in as to what you waribu get an

option® Denise
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Participants had a strong sense of self and a very clear vdiocey spoke with pride about
exercising control in their daily lifeEqually, if they felt this sense of control was being
violated they were more than capable of speaking up for themselves.
Y R2y Qi OINB 6KIUGLSOENREYRE 1 8 N2 RYAYIOL

R2yQl fA1S Al YRKE EKEK@B8z R2LAYHSNERHRR Ry AL G2
WeKSNBEQa 2yS gK2 OFYS Ayo 2RSS WYRKIAKS yRe Bl QRS
2S gSNB 461 GOKAYy3 ¢KS {SONBRGP® 2SS &l ARI WYl Sesx

{0 K I, Ilioitl @ne of the stafb Denise
Additionally, this clear voice of tenants was very evident in one scheme as tenants gave
feedback to the Trust on the scheme and comment on plans for a new building.
Whave got to say that the trusts, do you know yourself, | do believe that they take our
opinion and they have done since the start of this place | mean we were involvein the

A

(name of newschem®R2 I R 2y S | a &&é&nf a2 6S HSNBC

Communication
There was a strong sense of community within the schemes with communication firmly at

the heart of this environment.
#H couple of staff and a couple of the tenants who all sit round a table with tea and juice or
something, a wee snack that the staff would makeyplS QR &aA G FyR GFf1 |6
GKAY3Ea YR |al K2wDemss QNB aSdadtAy3a A
Effective ommunication between staff and tenants wasessential Additionally, good

relationshis with doctors, key workers and healthcare professionals were all very

important.

101



WOo@S 320 G2 (y26 aEzX GKFEGQa Y& 18@& 62N SN I
wouldcome in and tell me somethirt@Jennifer

It was very important to have the choice to engage with others or iar some they have
friends outside the scheme whom they prefer to communicate with

Whave friends and people that | am very friendly witl &nould ring them and they would

come to see @ Relen

For others, they prefer to keep themselves to themselves and maintain a sense of privacy.

g2 &82dz (Y26 (GKAAZ L ¢ 2dzRRA yWikedp dings to mys@fe2 Re& |

Aoife

Persnalised environment
Tenant§sBY GANR Y YSyiGa 6SNB FAEESR 6AGK LISNA2Y L A

own furniture. Families were reported to support the move into the scheme and help
decorate flats and rooms.Additionally, support was obtagd through paid professionals
such as painters.
Y f2@S Yeé Tt IWhEnevel tain@idto itglzisiill iked it uStkdere were things

that had to be done to itThen men came in and did it in no time and would still @t

Celine

A number & tenants noted the importance of gardens and flowers in their environment.

WF L KFERyYyQG F 3IFENRSYy LQft KFE@GS | LRG LYyl
FYR 2dzad 1SSLAY3I YR FRYANARY3I GKSYDQf221AY

Bridget

A number of adjustments were made to the environments to make it more accessible.

10z



One participant spoke of items such as a yellow mat to hold plates so theptddip off,
warm water instead of hot water in taps, changtiles to separatdahe floor from the wall,
anddifferent coloured walls in different rooms.
Wmean | have the tape around there (orange tape placed around the door frame) basically
0SOlIdzaS GKS R22NJ 1SSLlA Y2@0Ay3a o6Ay KSNJ FASER

Suwsan

Roots in community
Feeling rooted within the wider community gave the tenants a sense of belonging and

connection. This was evident in many ways such as the area the scheme is situated,
WKS a0K22f A& 2dzald 0SaARSikevaBurskrgadida and KIS ¢SS
had the door, the window open you would hear the children playing in the playground, you
1y26z AdQa yAOS (2 RrEdetNI 0KS 6SS @2A0
Additionally, going out into the communityas important.
Wye. LG QalFyAO8® I I22R RIFeé& ¢S 32 LI I OS&X) NI (K8
Celine
W R2 f2@S (KIKUGX GKIFIGQa GKS KAIKEAIKG 2F Y&
boost sort of thing getting out and maybe looking around the shopsabing round at
LIS2LX S S@Sys LQY airdidAay3a Ay GKS gKSSt OKI AN
and you look at their children or... and that just takes you out of yourself too, you®now
Bridget
Tenants enjoyed embers of the local communitycoming into the scheme, such as
members of the local church coming to visit and local schools helping in the garden.

WL GKAY]l Al0Qa G2yRSNFdzZ 2F GKS @2dzy®m ISYySNI
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Michael

A number of tenants had a long historytlwn the community such as having been a part of
the GP surgery for a significant number of years and lived in the area for a number of years.

Wlove the church and | love being in the choir, 26 yeari8atly
Participants also reported accessirgnaces from voluntary and community organisations
such as Age NI, the low vision clinic and home heélgdditionally, tenants were keen to
contribute to their local community.
We have a group Dementia NI and it basically is individuals having a vdigeatal change

things for themselves and oth&r<Busan

Transition
Participants discussed a range of different reasons for their move into the housing scheme.

Tenants spoke of moving into the scheme after experiencing a fall, having not been well or
after a stay in hospital.
Y OFyQid NBYSYOSNI gKeé 2 NJ g Knddbeen in th&hodgitdSof SR (1 K
a short time and this is where | was broug)eline
Additionally, tenants reported moving into the scheme to take the pressure off their
families.
Whad to do it for my family because my family were going out of their minds with Qtress
Emma
One individual spoke of feeling lonely amds afraid living in the community after her
husband passed away.
Wlthough | had carers, as | say, commdput at night times it was a bit lonely and you got a

bit afraid then, you know, and you were hearing about people getting break ins, you know,
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YR GKAy3a ftA1S GKFG &2 Briglge20 YS |

Factors that impacted the move into thapecific scheme included it being a convenient
location for family to visit, having heard good things about the scheme through word of
mouth and the importance of being able to have a pet such as a Bagicipants spoke of
their families encouraging thenove in some casesvith the choice remaining with the
tenant, and in other caseshe tenant felt the choice to move into the scheme was made for
them.

Y RARYQO FSSt alF¥S 2y Yé 26y Sy@ANRYyYSyi

safe and seae.QSusan

The majority of participants spoke positively about their transition into the housing
scheme.

Whonestly never regretted giving up my place and coming.Q&teabeth

az

WKSY L OFYS Ay KSNB L 1ySégX &2dz ylyferlgoods KSy @&

32Ay3 Ay GKSNBX (KIFGQxMarikS gl & L FStaGX Ad

First impressions of the physical environment were really important,
L (bok&éd so modern and so nice, you know, fresh looking flBcelget
However, grief of leaving theawn home environment was still evident.
W | was fit and the doctors gave me the O.K, | would still like to have a wee place of my

own® Denise

WEGK2dZAK AGQa f205fée KSNBI é2dz 1y283 06dz

Bridget

Whated it,| hated it because | was on my own you see, at home and | hated i@Heten

One of the biggest fears reported by participants was ever having to leave the housing

scheme. The scheme had become home for the tenants and this is where they wanted to

10¢
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live for the rest of their lives.

WPwould hate ever to go anywhere else, tell you the truth now, | would hate to go anywhere
else, | love it here and | love the peofienn

Bee if they said to me you have to leavgvould it would kill me that is thenly thing | love

it that muchQMarie

A number of tenants had lived for short periods in other care homes and residential settings
before moving into the supported living schemelhey reported negative experiences
because the other residents were not as physically capable as them, there were no
activities, and felt there was limited staff support.
that place is very depressi@iylichael
Additionally, the nature of supported I care provision suited the tenants as they could
access services in a way that suited them bdistvas also viewed that the supported living
SY @A NERY YYSNIE oKIaNSH & Q
Y 2dzad O2dzZ RyQd 332 G2 | RIF& OSyolkhdwvlglady| v dzNJ

came here because | was well aware what it was aleaftiisan

Care Environment
The care environment construct includes attributes such as: the physical environment,

appropriate skills, decision making, relationships, and innovation Cgvimack and
McCance, 2017).The themes that emerged from the data around the care environment

were technology, staff caregiving, family caregiving and physical environment [(®ble

10¢



Tablel9. Themes and Sdihemes of Care Environment Construct

Themes Subthemes
- Awareness of the presence of technology
Technology - Feeling secure with technology
- Barriers to technology use
Staff caregiving - Everyday caregiving
- Tenants and stafivorking collaboratively
- Empathy and genuine care
- Respect for tenant
Family caregiving - Everyday caregiving
- Collaborative caregiving
Physical environment - Positive attributes of the environment

- Negative attributes of the environment

Technology
The lack of awarenesabout the 1 SOKy 2t 23& gl a | YI22N] FTAYRA

interviews. Many tenants were aware of the fire alarm but not every participant had an
awareness of the technologies use within the scheméshere were a wide ange of
discussions around the use of devices such as pendant alarms, pull cords, buzzers, intercom
systems, and mobile phonesA range of examples of the usefulness of technology in

everyday life were illustrated.



YU 22dz YSSR &2 YSo0 Ditygat todak &e akidSakkifar el dz@@reed,
if you had a fall or anything you can ring, cords to pull, you kn&ndget
Walwaysuse mined @Sy AF A0Qa 2yfteé F2NI I AAYLI S GKAY
OKF G @2 dzQalydu kemivhgivio use®Elna/
Wiy best friend is my mobidePmma
Alarms were not reported during the night timeowever, tenants were very aware of the
routine fire alarm tests.One individuakpoke ofusing a computer, including applications
like Skype and email to stay connected with her family living abroAdother person
reported that shewould be lost without her iPad.
Wgot this as a present it is so easy it makes everything so easy youdnoe howQSusan
Dragon dictate was a useful application to enable one persomise speech typing as

opposeal to touch typing. During the interviews, participants in two separate schemes

mentioned iPad training encouraged by staff within the scheme.

Many tenants were unaware of the technology within the schem\&hen devices were
pointed out in their environment, they were unsure of their use or tenants mentioned they
did not use the devices.
W Doryou have any sort of system in the flat that you usa to call the staff?
tY b2d b2d L R2y Qi KI @S yeiKAy3
I: No wee emergency buttons?
tY Qe€c KSNBE g1 a y AYyGSNO2Y aeadSy FyR Lz ¢
Additionally, tenants were required to remember to use such dewiif they needed staff

urgently.
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Well at the time | fell in the bathroom, | was on the toilet and | got up and my head went
dizzy and | fellBut the way | fell | never remembered about the thing you, the strings you
pull, you knowQBridget
Some temants felt they had no use for a mobile phone or else reported that a mobile phone
was not giventothemh y S LISNBR 2y FStd (KSe& RAR & ySSR
within the scheme.Additionally, tenants reported not wanting to disturb staff bging the

technology available to them.

It was evident from the people who were aware and used the technology in their

environment that it gave them a sense of securi@ne user of the pendant alarm stated,

Y FSSt O2YF2NILI of Sways Sohhkbdzy Berelif | riegd anythinpR BENSBIQ & |
secureQClare

Another user spoke about the bed sensor and how when she gets up staff would ask her

how she is through the intercom.

PWiQa | 3JI22R (GKAYy3IxZ odPenisezaS Al YIF1Sa

Additionally, technology could be used in an emergency and this gave reassurance to those

who would need additional support at times.

WK GQa ¢KIG L KIFEIgS GKS O2NR FT2NJAF L ySSRSR

L dzi GKSY 3 IR2ZR2MIQUYAWARY R FlLftAy3a y26 06SOIl dza s
GKSNBEQa F2MRKlare 2dzad Lz € GKId

One patrticipant spoke about using technology in the future as her dementia journey

progresses.She has given her consent to the scheme for future use as she is particularly

f
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concerned about nightime walking. When asked if she feels the use of technology would
have an impact on her privacy, she responded:

Y R2y QiU LISNRER2YI f tkeepsiypusaf@Susag y Sad L UGKAY

There were also several barriers reported for using different type of technoldggr
example, for computers, and online accounts (email, Skype, Social media) passwords were
often forgotten. Additionally, WAFi was not widelyavailable to the tenants.This really
limited access to online services that would enable communication between the tenant and
their friends and family.

WeKSe RRAR@GSy2A20a 2F LI I OSE R2A Qi REgigeR 2 & Q& O K
Acommoi @ NBLERNISR NBlFazy FT2N y20 dzaAiy3d GKS (S
was because they didbt want to disturb the staff.

Y 2dzad R2y Qi tA1S AGX AGQa YSZ L OFyQi 32
without coming up to m® Relen
Finally, there waslsoa belief that technology was not something they were accustom
and therefore, not relevant to them at this point in their life.

YOy y2i I 02 WM NA &aSR LISNAZ2Y

Staff Caregiving

Participants spoke fondly of theveryday care they received within the housing scheme.
This satisfaction with care was reflected at all levels of staff and in various roles, such as
managers, support staff, bus drivers, activity coordinators and house keepers.

Wnever was so well loo#efter in my lifeb Snn
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Equally, the commitment and hardworking nature of the staff was recognised.
Wet me tell you, the staff here never seemtostopl Q& 2dzad 323 3F2x IF2T
you alright? Is this alright? Is that alright? Did yéi@g (0 KA & K 5 A Fheydagederyd SG K
very goodb Roife
Tenants spoke of the support they received at meal times, getting their tablets, getting
messages from the shop, communicating with family members, doing house work and
general assistance whehey needed it.¢ KS &Yl ff (2dzO0KSa FyR WSEGN
the tenants created a special relationship between staff and tenants.
©Pne day | run out of milk, you know, and one of the carers brought me a drop of milk in, you
knowd Bridget
The inportance of activity coordinators really shone through the interviewActivities
within the scheme were the cornerstone of the social calendar.

WwS 3IS{i f2F)Ra 2F 2dziAy3daz GKSNBQa LI Syide 27

(0p))
(0p))
—

work overtimedza & (2 {1 SSL) dza Sy GSNIFAYSR FyR | J

(0p))

OFyQi alreée FyeldKAy3d YOEMNBa ' YR (KSe QO

Tenants and staff working collaboratively
Tenants spoke a lot about working alongside staff within their own environmé&his was

evident in the way tenants would do any tasks they could and only leave what they felt was
too much for a member of staff.
WE R2S&8 Al 2y az2yRlI& YR a4KS R2Sa&a GKS 1Ad0

done. She hoovers and all there atiee bathroont Sally
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Equally, tenants spoke of the importance of being civil and personable to staff coming in
and out of their home.Many tenants spoke about having the right attitude with others to
get on well with staff in the scheme.
Wthink an awful lot depends onyourself.2 dz R2y Qi ySSR G2 0SS GKS ¢
coming in her&Aoife
It was also important for the tenants et to know staff members.
Eome of them would be friendly and talking about their own family or somgtar

GKI GSHSNDRE KIFLIWSYSR Ay (GKSANBrRgee z &2dz | VY:

Empathy and genuine care
Tenants genuinely felt cared for in the scheme and appreciated the empathy shown to them

by staff. The everyday conversations and openness ef staffwas particularly important
Wou can go to see any of them, talk to them if you want to about anything, you &now.
Jennifer
Additionally, tenants felt that staff were very good at checking to see if they were ok.
W they thought you were a weatloff or a wee bit upset about something, they would get
NRdzy R G2 AGT WLa (KSNSIftheg a8 ypKawedbit aggralBt@dA y 3 8
2N a2YSOKAY3A:T (GKS@& g2ddZ R aleéx W5AR a2YSUOKAy
Elma
There was a feelg of being looked after by staff and that nothing is too much trouble.
Phey really car€Marie
YW GKAY]l GKS adGFrFTF KSNB IOMBaes 2y RSNF dzf =
These feelings of empathy are reciprocated back towards the caregiver, as tenards fel

genuine fondness towards the staff.
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PYQY ONROKSGAY3 G GKS Y2YSyld FT2N) 2yS 2F GKS

shaw.QMarie

Family Caregiving
Families were a huge support for tenants in their daily livE€snants spoke of their fangil

support for their OF NB &dzOK |a F22R LINRPGA&AZ2Y I 3F2Ay3
RSO2NI GAy 3 | yR | addiEdnally, vategiving frokd &ffr Sv@sdalse eNilieat
with families organising online shopping deliveries directly to the sehem
Whey (son and daughter in law) would tidy things and make the tea f@@hax.e
Wget the meals and my brother gets me them out of one of those places and he gets them
and brings it here and all | have to do is put it in the microwsielen
Wknow he helps me, when | come in here | give him charge to do my money and things

0SOldzaS L 2dza QHekA dz RY Qi R2 A G KSN.

Collaborative caregiving was apparent in a number of waymants spoke of the way the

tenants, staff and family caregiver albrk together.
EBverybody the staff and all, all works togetlé#Iima

Staff were reported to maintain good communication with family members to support their

role as caregivers.

he would chat with them before she would come up here maybe with thanknaw, and

0KSe ¢g2dA R alé& 2KX YIFIe&o6S @2dz2NJ Y2UKSNI gl ayQi

she was missing you or something, you krfeBridget

Families workd together to support their loved one within the scheme taking turngdto

the shoppingand going oroutings
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Pwould go to each one of them on a different Sun@dgnnifer
Finally, tenants also supported their families and this was really important to them to feel as
though they were giving something back.

We look after the grandson theedays a weekSusan

Physical environment
Tenants spoke proudly of the physical environment they were living in, both within the

scheme and their flat or room.

Wreally wanted them to come and see this lovely place, you know, because people think

@2dzQNBE 3JA2Ay3 Ayid2 || K2YS @2dz aSS IyR GKSy

something, you know¢ KS& KI @Sy Qi aSSy GGKAa LXIFOS FyR i
GKSe YA3IAKEG 1y28 GKS yIYS 6a0KSYS yIYS0O odzi

YAOS Al A& YR K2g> (GKIFIGQa AG Fy FLIFNIYSYyGs

know QBridget
There were a range of amenities outlinbg the participans within the interviews such as
big rooms, communal kitchens, nice views, spare bedrooms for visitors, privacy,
hairdressers, gardens and balconieSome flats have kitchens while others dot. The
tenants without a kitchen did not report this as anues
When | came first | saw thed said is this all min€Marie

WSNE &2dzQ@S @2dzNJ LINA G Oz @&2dz Ol.@MichaelO1 G KS
One tenant spoke with great fondness of the flowers she tends on the balcony of henflat.
one stieme the tenants were asked to name the different corridors to help tenants to

orientate themselves with where theyere.
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There were also a number of negative attributes within the environment discussed during
the interviews. Factors such as not haviegpboard doors, not a nice view from their flat or
room windows, limited storage and the desire to have different colours in each room to
differentiate the space were all reported.
WAl | can see is the wdfrom her window)QAoife
Finally, the warm enronment of the scheme did not suit all the tenants.
WSOFdzaS A0Qa a2 6FNY Ay KSNB FyR Al RNARSa

mouth dries up, my eyes are dryingQpridget

Person Centred Process
The persorcentred process construéhcludes attributes such as: working with beliefs and

value, engagement, sympathetic presence and providing for physical needs (McCormack
and McCance, 2017)The themes that emerged from the data around the persentred
process construct were staff engagement, personal preferences, privacy, and genant

relationships (Tabl&0).

Table20. Themes and Stthemes of Person Centred ProcEssmstruct

Themes Subthemes
Staff engagement - Reciprocal relationships
- Importance of connection

- Dealing with grievances
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Personal Preferences - Individuality
- Spirituality
Privacy - Ownership over personal space

- Enabling choice

Tenants relationships - An extended family

-wStFdA2yaKALA i FN¥YQa

Staff Engagement
Communication and engagement with staff featured strongly within the interviews. There

was a strong sense of compassionate relationships and comradery betiveéenants and
staff caregivers.
WeS G2 2F dza ¢6SNB aAldiaAy3ax (AfftAy3d 2dz2NESE O

full of funQMarie

€
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FSs6 2F GKSY LQY OSNE F2yR 27F
goodQHelen
The reciprocal nature of this relationship was important to tenants as they felt it was
important to engage and connect with the staff on a personal level.
WKSe fA1S (2 KSFENIGKIFG G223 0SOFdzaS &2 dzQNB
for you and they like that, because it gives them a wee bit of. Qiftna
The importance of a connection with staff was highlighted frequentlhis connectin

inspired feelings of belonging.
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Y2dz R23X @&2dz FSSt al¥S IyR FSSt gl yiSRY (KI
gyl &82dz yR GKS& IINB NBlIffeée KSftLAYy3 e&2dz (K

and hour | came in hei®@Ann

Not all staff engaged with tenants in the same way and on the same lévelas notable
that tenants often favoured some members of staff over others.

YSEA> 22d2Q08S I {aNSaATSa-08KENBL® az2YS 2F GKS

never get b know her for she never even looks at me, you know that sort of way and you

sort of feel, goodness this is not going to work.@Qdennifer
Additionally, grievances within these relationships can occtlienants felt they had the
voice to address a proéan with a staff member,
WPwould tell them off, and very quickly t@d&ma

Or in some circumstances they are aware of the appropriate reporting procedures within
the scheme.

Wes, a particular person you cantalk foK S Qa | {KRI@E dadidiShBaidy A

GKFEG GKSe QDéngeQll R2 GKI G

Personal Preferences
The individuality of tenants was reflected in the interviews and evident in the way people

lived within the schemeSome people enjoy company while others preferred to be on their

own. The freedom and perseoentred practice within the schemes enabled tenants to live

the life of their choice.

W g2dZ R (F1SZX adaNB L 62dzZ R KIFI @S | O2dzL)X S 27

you knowb Michael



Additionally, schemes tried to facilitate somethimadpen it was important to tenants.For
example, a number of tenants interviewed in various schemes had dogs and other pets.

We would not have come here if the dog was not allo@&iisan

Going to chuch and spirituality was very important to tenantsAdditionally, faith gave

tenants strength and contentment.
W NBFHfte o0StAS@®S GKS 22& GKS [2NRQa Yeé &ilNE

here love, you knoSally

h¥GSy (KS itpd Mikerdyh@iiowh chirdh was impacted by the move to the

scheme. Some individuals spoke about not being able to attend their church anymore,

some ministers came to visit the tenants, and in some schemes a local minister would visit

the scheme reguidy.
WSQOPS | YAYAAGSNI &SI o0dKIG O02YSa Ayid2 &aOKSY
church round there and | got invited and | went down and it was over and me and him got

Ayi2 | O2y@SNEIGAZ2Y YR KSQa ©coMdryierd Mzl (2
Michael
It was essential to one tenant that her minister was aware of where she moved to and that
he comes to visit her now.

We YAYAAaUSNI @Bgrighga LQY KSNB O

Privacy
Privacy wasNB L2 NI SR o6& LI NI AOALN yiGa pesornyspase2 Ré Sy

without permission and also, been able to close their door without being disturbed.

WSNE &2dzQ@S &2 dzNJ LINA@Micke@lz &2dz Oly f 20
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It was very important to tenants to have ownership over their flat or rommorder to
achievethat sense of privacy.
YPSas>x 2K @Sazx eé2dz KISz 2dzad AGQa @2dz2N) 246y ||
know, or you can stay in all day, you can go out or you can intermingle withixi@idget
One tenant felt she did not have as much privas she would like because staff come in
and out to give her tablets.
YWiQa y20 6KIF{G HnMaR OFff G@GSNE LINRJI
The tenants appreciated the choice of being able to stay in their own apartment or go out
and spend time with other tenants.
Wiore than anyhing you have an awful lot of privacif.you want your privacy you gethtQ

Emma

Tenant Relationships
During the interviews, the tenants close and found relationships were often reflected on.

2 KAfS a2YS yRAPBE& i Xl aS iK$®eid),dihkrscoinientedloy & Q
the importance of their relationships with other tenants. One tenant described the others
tenants asWl y SEGSYIRSR (FRIYIR t @®QSNB 61 & || wasSyasS 27
here such a fantastic plad®usan) There was B0 an appreciation about living in harmony
with others.

W g2dA R KIGS G2 A0S Ay | L)X | ONizabekhSNE LIS2 1
It was acknowledged that living harmoniously took effort from all tenants.

WdzNEZ ¢KSy @& 2 diReNs, ybulhavk tf get alogg withf peopSKIS NE Qa v 2

point in coming into a comfortable place and getting aggro with pe@itenma



For some individuals, they were quite happy keeping the other tenants at a destan
WQOQY FNASYRi{E WARKYSWSWEDPSE R@®AGNIZA 2dzi 27F |
Whe people who live here are people who you say hello to and they say hello to you, but
0KSEBQNBE y20 LIS2LX S @Rdineg2dzf R AYDAGS
As with all living environments, not everyone gets on
Bome of themare very friendly and some of them are 6htennifer.
WKS@QNB y2i0 ¢KI (i.QE@azQR OFff ySAIKO:
People not being friendly, not having common interests and comments on the progression
2T 20KSNJ LIS2L) SQ&a RSYSYGAlF 22dz2NySeé gSNB y20S
WYwonder is thee anything wrong with them in there with their heads, do you know what |
YSIysS L areas L K2LISQAMQY y2d 3F2Ay3 0

Where are some people there and some people a bit furth&i\earie

Expected Outcomes
The expected outcomes construacludes attributes such as: caegperience involvement

with care, feelings of wellbeing, healthful culture (McCormack and McCance, 20h#).
themes that emerged from data around the expected outcomes construct were flourishing

person and independendd able21).

Table21. Themes and Stthemes of Expected Outcomes Construct

Themes Subthemes
- Feeling safe & secure
- A homely environment

Flourishing Persons - Contentment
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- Maintenance of relationships

- Meaningfulactivities

Independence - Independent living

-Strategies for daily life

Flourishing Persons
Feeling Safe and Secure
Tenants spoke of feeling safe and secure within the schefes was very reassuring for
them and enabled tenants to relax in théiving environment.
Wioa a2YSGKAY3I NBFaadaNAy3 | o@@m (GKS LI I O
W2dz R2y Qi S@OSy KBRBifgeti2 201 e€2dzNJ R2
Wfeel safe we all feel safeStephen
The feelings of security stem from staff caregivithg, use of technology, and the ethos of
the housing schemeOne tenant feltthat although she dichot access very many services
available to her in the schemedue to her current level of independence and as she lives
with her husband, the scheme environmeaad knowing people are around helped her feel
safe.
Wdo feel secure in here even though you know even though we nagbse much of the
support all the time but I do feel very sec@8usan
It was also apparent that families were happy that the tetnfatt safe and secure.
e az2zy lftglea aleal 0¥ NAIKRE { @SOKENS KS I Y;

Denise
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The housing schemes had a number of procedures in place to enhance the feeling of

security for tenants.These included tenants informirtge scheme when they were leaving,

where they were going and an approximate time for their return.

WKSY @2dz FNB 3J2Ay3 2dzi 82dzQNB a1 SR Fo2dzi @&
gKFEG GAYS @2dzQR 6S ol Ol FyRngOEmmaaa f A1S 0

Tenants recognised that the scheme wanted to prevent any harm coming to any tenant.

This was reflected in discussions around securing medications

@l the medications are locked i6. KS@& QNB y2i aAAGGAy3 Fo2dzi GKI

thot Sda | O02dzLX S 2F U(GENWMSa GKI G 82dz &K
and security men on the premises in the evening
WiKSe LI GNRf INRdzyR YR 221 2dzi IyR I 1S &«

Marie

A homely environment
Tenants reported strong feelings of living in a homely environmértis is a resulof a

range of factors previously reported by tenants such as the relatiogsbtpff caregiving,
the atmosphere and environment.
Phis is where my heart.@Susan
Wwoa &adzOK I K2yYySfteée LIXIOS (2 6S IyR GKSNBQa (K
f20Ay3 FTSStAYy3dI:X K2YS®AAn FSSE Ay 3T @& 2dx:Q
PAGAYI KSNBX G2 YSOFEmaiQa 2dzad GKI G
Tenants spoke of families coming together in theesuk for Christmas and one tenant

spoke of her daughter leavirfigpm the scheme on the day of her wedding.
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Not all tenants were able to relate to the scheme as their horBeme tenants had such a
strong connection to their family home that it would bepossible for them to relate to any
other environment in such a way.
Tthe older people that come in here really have this sense of their own house where they
have lived and been forever so it is very hard sometimes to except this place as.@ house

Susan

Contentment
In all the interviews, tenants said they would recommend others to live in the scheme they

were living in. Tenantsstatedin a number of different ways how happy they were living in
the scheme. Reasons ranged from getting a good feeling abibwet place to wanting to
showcase the unique nature of living in a supported living environment.
Wlove it see from the minute when | came into it | knew right away | was going to be in here
the rest of my life you knadStephen
Wthink it is likealling into heaven being here honest to gaMarie
W R2y QiU GKAY]l | 20 2F LIS2LX S NBlIfAaS Kz2g V)
YR GKIFGQa ¢Keé L fA1S GKSYZ LQY Ffglea GStf
gKI G X0@2df A Y86 o0CBidgeza S A G Qa a2 yAcC
When one person was askatbouther favouritepart of the schemeshe responded:
Whe privacy, the companionship and the friendlirfeEsmma
Others said:
Wlove it here and | love the peogdAnn

WK S NFeRling df safeness and contentment n@Bridget

WL f20S yeidKAy3a (asusan YI 1S& AG St ahi.
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WQY 2dzad az20Mariz0O1 & L 'Y KSNEB
These feelings of contentment resonated throughout the interviews and although issues
within schemes were highliged, satisfaction was the overriding feeling at the time of the

interview.

Maintenance of relationships
Ministers, people from the church, neighbours and friends all called in to visit tenants.

Whave different friends who come@Celine
Wthink Iprobably would have more visitors than anybody, because | was very involved in my
OKdzNOK | yR (GKS@2 Q@S 0SSy @Henbferd22R | 6 2 dzi
Whave friends and people that | am very friendly with and | could ring them and they would
come to ee mab Relen
Relationships with familiefeatured very strongly in the interviews with sons, daughters,
grandchildren, greatgrandchildren, sisters, brothers, all regularly spending time with
tenants. Activities together included scheme visits, taking tenant out shopping or for a
Sunday meal, taking the tenant to church, as well as supporting physical needs such as
bringngfood, help with cleaningravelto appointments and suppoairtg finances.
YWKSQff 06S R2gy (2Y2NNERshebtgdr2 $Qf f YR2 K5 KR BIRIA § -
in and have a wee cup of tea somewlh®i@enise
Whey take me each Sunday to each one of their homes and they arrange that between
themselveJennifer

Wusually go out with my daughter every Satur@Bridget
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Spouses had passed away in many cases and children (including extended family) provided a

lot of love and comfort.
We az2yQa YINBStt2dzZANLQR 06S t2al0 oA
Wlove them all and | love all the children do8ally

Wam the best mother in theorld she says (her daughte@Sarah

Not all families lived close by and tenants spoke of alternative arrangements to stay close
such as a nightly phone call.
Wly daughter phones at that time and of course | like it, she phones at seven ever§ night
Michael
Additionally, one tenant spoke of having moved into a scheme to reduce the pressure on
her family. Therefore, she loves to see her family but is happy to see them whenever suits
them.
Wthink it is a great load off you family because your fafets oh | must go and see

YdzyYYeé G2RIF& FyR YI édBhizaleihn R2Say Qi & dz

Meaningful Activities
The importance of activities and the role of the activity coordinator was apparent

throughout the interviews. Activities were undertaken by the tenemwithin the scheme
but also included things the tenant liked to do independently or with their family and
friends. This aspect of their lives was vitally importaictivities included going for walks,
going to the day centre, reading, watching teléws knitting, shopping (groceries and
personal shopping), and gardening.

WActivities are first and foremost of every bodies @8usan
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Within the scheme activities included live music, dances, clubs (lunch club), fish & chips
night, barbeques, crafts,dking,as well asactivities out in the community such as day trips
and hotel visits. Maintaining hobbies such as gardening, reading and knitting was often
reported.
Wread a lot and knit a IaRElizabeth

A number of tenants still engage in tigarden, whether they are tending to the schemes
garden, pots on their balcony or a small garden as part of their flat.

WKFGQa Y& K200@& 2dzi GKSNB 6AGK Y& $SS LI I yi

gardening, you see, so | brought a lot of patsl @lants with meQBridget
Additionally, undertaking activities with family was really meaningful for the tenant.
We have been making an album of memosi®sshling

Staff supported engagement in activities, both in terms of creating an awareness of the
activity and physically supporting the tenant to attend.

WKS IANI & O02YS F2NJ YS:I GKSe GF1S YS IyR 0O2Y

down® Qlare

LYF2NXYIGA2Y | o2dzi I OGAGA@BAESa { BliddefdBthibRtadS Y A y | {
weeklyto tenants, recorded on calendars within the tenants living environment and by staff

reminding tenants just before the activity was about to begin.

Although, within the interviews activities in the scheme were reporiedas evident that it
was not rdlective of every interview. 2 NER2 Y g & yO A S6FSnd teiniiasy 3 Q
felt activities were at the core of reducing boredom.
Wo, very little.2 S ySSR Y2NB:X ¢S ySSR G2 3Si 2dz2i 6SOl

boredtotearssoyouarsi KSNBEQa y20KAy3 @2dz Oy R2X L ¢2d
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we could ddQHelen
Tenants also spoke about a notable lack of funding for activities in recent times due to
government austerity.
WMo funding now with all these carry @@Michael
Additionally, activites were more commonly undertaken during the week.
Recommendations included weekend activities within the scheme.
Now the weekends their owntime and sometimes | think that is probably the hardest time

for people because if theydaQ i KI @S FI YA &QSésén Oy 6S @S

WKSe® R2y QG fSG @2dz 32 2dzi 2y @& 2 dzNJ K2SERYTENIR dzi (
afraid of you falling and getting hurtt KS& g2 dzZ Ry Qi thatDAMB &4 L2 Y A A O
Often activities depened on the transport, particularly going to church or on trips outside
the scheme. Thiswas a limiting factor as iwasy 2 G |t gl &8a& | @FAflofS |
significant cost.
W Ffgleéa 3F2 F2NI GKS LINF @SN YSSGAy3a 20E 2 SRy S

the transport you se@Sally

Independence

Independent living

An expected outcome of the care delivered within the schemas that tenantswere able

to live independently.Tenants reflea@d on making their own breakfast, going out for walks

in the community, preparing meals, washing, and dressing independently.

Wtry to make a go of it on my ownfoife



Y Oly 2dzad LRL) GKAy3Ia Ay GKFG gFaKAYy3d YIOKA\
Oy KlFy3a (GKSY SAU0KSNE oh#tiNgn@®Britlgetg SS (1 KA y 3

Y 1y2¢6 6KSY I (GKAYy3 ySSRa R2yS adz2opmmk2y Qi Yy

The sense of independeneeas also intertwined with freedom and control.

Wcan do my work here in the morning, open that door and/gere | want to go and fall in

with some of my friendQCeline

The very nature of the scheme was set out to maximise independence and was best suited
to people who want to live their life in an indpenent way.
Phis place has been set up for peoplete br try to live independently as much as they can
a2 AT @e2dz OFLyQil ftA0S a4 AYRSLISYyRSyidte I &

independently this place is the best place for you and that would be my ogiSigsan

Living with dementia
Throughout the interviewsparticipants spoke about the strategies they use to live well with

dementia. These included the use of calendars, electronic reminders, writing things down
and putting procedures in place for routine tasks.

Whave my own plamtdo my washing | use a procedure four steps and you will see | have

the wee orange tabs on so that is specifically on fod8eisan

Additionally, tenants spoke about needing to adapt to their current circumstai@g.one
individual who loved to read ral found books increasingly challenging, she moved to
reading magazines.

WAGK GKS YIFI3IITAYyS GKS@QNB akK2NI ai2NRASa | yR

people write, you know, and | like th@Bridget
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Additional to living with dementiaparticipants spoke of a number of different illnesses,
fractures and issues that impacted on their healthihese include broken bones such as
hips, heart attacks, stroke, diabetes, and canc@urrent issues reported by participants
included trying to lose weight, pain, arthritis, reduce mobility, dizzy spells, tiredness,
asthma, eye degeneration, low vision, hearing impairment, fiboromyalgia and reduced
balance.
YWOY y20 TFOSadieNBlIffe y2g
Mobility aids were important to support indepeence such as a rollator.
YWOQ@S 3J2G | 6SS GNIAETSNI GKSNB>X @&2dz {(y296 | &
falling a lotQMichael
All the tenants were an advanced age, except for one individual who was under sixty years
of age. This was a factofor the tenant and her husband choosing to live in a supported
living environment.

WKS 3AS GKAYy3I Ay (KAa NBaAaLISOL o06SOIdzasS &2dzNJ A

(0p))

Ol dza8 AT 68 R2y Qi 61yl (2 068 AYdDRIODSR Ay

Susan

Tenants spoke a lot about falls that they have had before moving into the scheme and while
living within the scheme.The falls prior to moving in were generally the incident that
provoked the need for a new living environment.

Wlelll 6 2dzi o ¢6SS1a 323 Of dAréssed thefbRtdrioh ®eéwalE G K I

YR AGQa y2i 0S0OldzaS akKSQa KSNB F3IFLAYy y2653

alright® 8@nn



Interestingly, some tenants reporteanprovements in their hesh since moving into the
scheme.
Y R2Yy QU 1y266 K2g YlIye FTNASYRa LQ@S YSi

looking as well as you afeAnn

Discussion

This study provides insight into the perspectives RIfWDin a technology enriched
supported environment.It was evident from the findings that persamentred practice was
experienced by the tenants withithe care modelin the supported living environment.

Viewing the data through a perseasentred lens illustited the strong persoftentred

themes that were evident in terms of the constructs: prerequisites, care environment,

person centred process, and expected outcomes set out by McCormack and McCance

(2017). Autonomy, choice, personal decistomaking, contry having a voice and sense of

self were all important factors for satisfaction with living environmenhe ability to get up

when a person wants to, wear what they like, have a say over who comes in and out of their

living space, and to vocalise how, athor why the person feels was hugely important.

Additionally, a sense of belonging within the scheme and a connection to the wider

community contributed to quality of life Figure20 below illustratesthe thematic analysis

through the persorcentred lers.
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Prerequisities
wAutonomy

wBeing self sufficient
wFreedom and choice to do what you like
when you like

wHaving a voice and being heard
wCommunication

wSense of community

wCommunication with all stakeholders

wTenants choice to engage or not
wPersonalised Environment

wImportance of own belongings

wAdjustments to environment

uRoots in Community

wFeeling connected and sense of belonging

to local area
wAccess to community services

Care Environment

wlechnology
wAwareness of the presence of technology
wFeeling secure with technology
wBarriers to technology use

uStaff caregiving
wEveryday caregiving
wTenants and staff working collaboratively
wEmpathy and genuine care
wRespect for tenant

«Family Caregiving
wEveryday caregiving
wCollaborative caregiving

wPhysical environment
wPositive attributes of the environment
wNegative attributes of the environments

Person Centred Process
uSStaff engagement

wReciprocal relationships
wImportance of connection
wDealing with grievances

wPersonal preference
wIndividuality
w Spirituality

uPrivacy
wOwnership over personal space
wEnabling choice

wlenants relationships
®An extension of family
wRelationships at arm's length

Expected Outcomes

«Flourishing persons
wFeeling safe and secure

wA homely environment
wContentment

wMaintenance of relationships
wMeaningful activities

windependence

wIndependent living
w Strategies for daily living

wEmpowerment in the community
wrransition

wThe move into housing scheme

w Feelings associated with the move

w'Correct fit' in supported living

Figure20. Thematic analysis through the person centred lens

The collaboration and strong relationships between the tenants, staff and family echoed
throughout the interviews.Good communication, engagement, compassion and comradery
were key attributes for working togetherTenants reported feeling genuinely cared for.
Tenants felt it was important for staff to be pleasant and enjoyed when they heard about
their caregiver§¥amilies. Equally, tenants felt it was important that they themselves had
the right attitude with others. They spoke about working alongside staff, they would do
whatever they can and staff would support by doing what they were not feeling up to.
Familymembers also provided a lot alupportto the tenants in their daily livesTenants
spoke about how the staff and family caregivers dovetail, for exangpkamily member
brings the shopping, a member of staff informs the family member of the items retjuire
and on the occasion the tenamtas out of milk the staff member would bring some for the

tenant if a family member was not able to.
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The physical environment of the housing scheme was spoken about with huge admiration.
Tenants were proud of their ivg space, the modern buildings, the facilities, their own
apartment and the positive atmospherePersonalising their living space made it feel
homelier and many participants reported tending to flowers on their balcony and in the
gardens. Privacy was anassive factor for tenants¢ KS A YLIR2 NI yOS 2F 0SAy
0KS R22NDI OK22aS ¢gK2 02YSa Ay 2N 2dzi 2F GK
stay inside their flat or apartmentin terms of the technology within the housing scheme,

many individuals were not aware of its presenceOften when the discussion about
technology came up and alarms were mentiongdvould prompt a chat about the weekly

fire alarm testing. Onetenant recounted a story of the time she fell in the bathroom and

forgot to pull the alarm cordHowever, other individuals felt technology gave them a sense

of security and the reassurance that they would have support when they needhe

wearable pendant, the bed sensors and alarms to contact staff were noted ad.uSeime

individuals reported using mobile phones, iPads and compufEnesepeoplewanted WiFi

to be available within the schemedOthers felt they had no need for these devices now

GKS® $SNB WwWalTSQ Ay (GKS adzLlLielenanSdR thémi@ha y 3 2 NJ
individual had consented to the future use of technology as part of her care as she felt it

was not required yet.

The true benefit of persomentred care is the impact it has on the lives of the people
receiving the care. The expected outcomes illustrated a strong sengewnell-being for
tenants, their ability to be independent and flourish as a persoll tenants reported
having a good feeling about the housing scheme, even when it was not considered home

and feeling catent. Feeling secure was also reported because of staff caregiving, use of
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technology, and the ethos of the housing schenMaintaining relationships, forming new
relationships and participating in meaningful activities all contributed to enhancingétie
being of the tenant. Additionally, living independently was noted throughout the
interviews The core of persoftentred care is to enable people to live as independently as

possible.

It was evident from the findings th&LWDcan and are willingat engage in researchMany
strategies were put in place to maximise the inclusion of individugBuided by the
NBaSI NOKZ O2YyaARSNIGAZ2Y 61 a IFAGSY (G2 adzNLIK®@
maximising responses, telling the story and egdam a high.A protocol was put in place to
gain consent of the participant in collaboration with the scheme managey. maximise
responses, peer researchers were trained to undertake the intervi®eer researchers
move away from the academic modelinterviewing and focus more on building a rapport
and making connections using a relaxed, flexible approdiompts were used during the
interviews to help tell the storyfor example pointing out sensors and pendant alarifishe
tenants didnot appearto understand the word alone Additionally, the interviewees own
words were used to describe the findings in this study.is worth noting that only one
scheme opted to sit in during the tenants interviews (n=3) and requested that the word
dementia wasnever used. There was nothing remarkable or noteworthy about these
interviews in comparison to the others in terms of researcher/participant observations.
Finally, every interview was finished on a high to leave the person with a sense of

achievement.
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Recommendations for practice, research and policy
Within this work it wagossible to engage PLWD in researttclusive strategies helped to

maximise the contribution which included peer researchei&is should be encouraged
where appropriate in futureesearch on themes relevant to PLWI relation to practicgt

is interesting that ot all tenants were aware of the technology provisiorlowever, of
those who were aware, it provided a great sense of securityVi-Fi available to tenants
within schemeswould enablethe use of everyday digital devicefor example A t | &R &
mobile phone uséo enable tenants to maintain contact with their loved onegse of such
devicesif supported when requiredcould erabletenantsto keep in touch withtheir family

if feeling lonelystressed or indeed if family live remotely and caot visit routinely.

Future planning for the use of technology is recommended and was evident within the data.
One patrticipant felt that the technology provision in TESA matsyet required however,

she had consented to its use when she reached a stage of her journey where it would

reduce personal risk.

Summary

A core focus of thisesearchwasto engage directly with the tenants of TESA all of whom
had an established demé&éa. One method adopted to support this was working through
peer researchers to link directly witALWDexploring their lived experiencein technology
rich settings. Analysis of the datavithin the domains ofthe personcentred framework
(McCormack and McCance, 201vas helpful to ground the emerging themedhe data
indicated that technologyvas not a stand out feature fqrarticipants in the studyalthough

for some,it engendereda sense of security and reassuranc®thersdescribedhow they

used the inbuilt system to talk through the intercom, pulled the alarm to get assistance
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usedpersonal mobile devices to keep in touch with familiéghe majority of participants
were very aware that the fire alarm test was completed on a Weblsis. &chnology did
not emerge as a theme of concern or interesterely an awareness that they lived in a

facility with technology.

Collaborative relationships, whereby the tenants and both the staff and family caregivers all
work together, emerged as key components for quality of lifePersoncentred care
resonated throughout the stories told by the individuals living in the housing schemes
where they had atonomy, choice and control to live the life thfeir choice. The expected
outcomesindicated that through the care received, individuals living in supported housing

can be independent and flourish as people within these environments.
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Chapter &reatively engaging with tenants

Introduction

Beinginclusive toPLWDwhile gatheringheir perspectivesvas a core value of this research
Not all the tenants living in the housing scheniesl the capacity to take part in a ore-

one interview. However, all tenants ldimportant views and perspectivesf-ocus groups
have been used fragently within the literature as a way of gathering rich qualitative
information to develop an understanding of peoples lived experiences of dementia
(Bamford & Bruce, 2000; Innes, Page, & Cutler, 2015; McCabe & Innes, 204B)
methodology can be paidularly uséul for PLWDas within the group people can feel
supported by their peers and the discussions have the potential to trigger memories.
Creative methods such as art enable people with different communication skillsgage

and express themselves withowriguage.! NI OFy 6S RSAONAROGSR | a ¢
without the use of wordgBeard, 2011) Therefore to capture a more holistic view of
GSYy Il yiQa SELISNKESH)a@Based foduddroyips warehuidértakded by an
artist with extensive experience of working with older peopl&his chapter focused on
communitybasedengagemat and is written in a format that is accessibte stakeholders

and artists. Additionally, to get a feel for the experience of the focus groups significant

details were given.

Art as a Research Method
Creative methods were used as a researohtl tin the current study. This approach has
grown in popularity in recent yea®oydelletalH nMmc T a2 da 9. AhibabeS8AT f = |

activities have been used as a research method to explore experiences in health based
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research with various populatond a2 d8a 3 hQbSAf f X Thistapprobchw2 £ f A

creates a major gft in knowledge production towards a egroduced, collaboratively
generated outcomdFraser & al Sayah, 2011¢ollaboration is a fundamental factor in this
approach, as partnership is also required between researchers and gMisise, Noice, &
Kramer, 2014) Art based researchrpsents new opportunities for dissemination, can be
used to attain deeper understanding and can be more accesfidgdell et al., 2016)

Most importantly, art is a wagf giving a voice to peopl@raser & al Sayah, 2011)

Aimsand Objectives

Aim
To explore perspectives of people with dementia living in the schemes through creative
methods
Objectives
1 To interpret the perspectives of people living with dementia through creative
methods
1 To explore the quality of living technology enriched supported housing
1 To develop pieces of art that portray feelings, quality of life and reflect a sense of

home

Methodology

The purpose of thart-basedfocus groups was to explore tenafserspectives of living in

technology enriched supported living through creative method$ie focus groups in each
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scheme centred around the development of one or two pieces of art w&&ch scheme
had six focus groups during which the art was developEte art component was led by an
artist, while the project researcher guided the discussions, howethase roles naturally
dovetailed. The art nethodswere adapted according to the participants anthterials that
where considered to be appealingcluding felting, painting, collage and clayere used.
Questions were asked to stimulate thinking and provoke thoughfbese conversations
guided the direction of the art, alongside skill building, painting and drawing feelings,
emotions and the sense dfome. The data were gathered through notes taken during
conversations and the meaning of the final pieces of work gathered from tenants

throughout the sessions.

Recruitment

Participants for the focus groups were recruited through the schemé@$ie schera
manager was approached and asked if they consented to the focus groups being
undertaken within their scheme and if they could identify approximately six participants for
the groups. All scheme managers consented and were advised on obtaining consemnt fro
participantsin line with the process set out in Chapter thre@dll mangers were already
clear on the consent approach following the recruitment of individuals for the interviéws.
total of sixtyone participants consentedsing Approach AThe managr of one scheme felt
three participants did not have capacity to give consent in this waypproach Bwas

adopted as a method to include these tenants.
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Data Collection

A total of sixtyfour participants took part in the afbased focus groups (Tab®®2). The
group sizes ranged from 1@, varying from week to week in each schenfeeven males
took part in the focus groups.Peer researchers supported three of the schemes focus
groups Site B, Site C and Site[Bue to the commitment involved in the das groups it was
not possible to recruit peer researchers for the other scheméarticipants were not
required to have any previous experience of art or creative activitidse skill level in the
groups varied significantly, from independently workitogrequiring one to one support.
Additionally, some individuals had previous experience of art while others were new to the
process.

At the beginning of each focus group and throughout the groapssent was monitored by
the researcher (JDL) by obtaigiwerbal consent, watching body language and looking for
any signs of disengagement or distred3articipants were free to come and go from the
group as they wishedA break with tea, coffee and biscuits was taken midway through each
group which was impant to minimise fatigue. An iPad was used within the groups to

illustrate pictures, play music and to draw with using an App called ArtRage

Table22. Participants within the TESA Art Based Focus Groups

Name Wkl Wk2 Wk3 Wk4 WK5 Wk6 Overall Male PR*
Participants

Site A 6 6 6 3 5 2 9 2 N
SiteB 7 5 10 7 6 10 10 0 Y
SiteC 6 6 7 6 7 6 10 2 Y
SiteD 10 9 8 8 7 8 10 1 N
SiteE 4 4 3 4 4 4 4 2 Y
SiteF 5 7 7 5 8 7 8 0 N
Site G 6 5 5 5 4 6 7 0 N
Sitel 6 5 3 4 3 2 6 2 N



64 7 3
* Peer researcher

Data Analysis

The data from the focus groupseve obtained throughnotesrecorded during each session
and the final pieces of art workThe notes from the sessions were written by the researcher
and compared with the findings of the artisA descriptive account of each focus group was
outlined, detailing the process of creating the art work, and the meaning behind the piece(s)
of art. This was done collaboratively between the researcher and the artist throughout the
six weeks Everyweekthe findingsfrom the previoussessionwere checkd to ensurethey

were grounded in the tenants experiences and perceptions.

Findings
The eight foca groups were outlined descriptivelyn lay termsto illustrate the process of

creating the artwork and the meaning behind it.

Site A
A total of nine individualsattended the focus groupsover a period of six weeks. Seven

participantswere femaleandtwo were male. Thegroup sizerangedfrom betweensixand
two. Thetenant<Xxskillsand experienceof engagingn art work rangedconsiderably. Two
individualswithin the groupwere experiencedartists and two participantsrequired one-to-
one support when they attended the art focus group. The creative activity beganwith
individual projects that evolved into collaborative pieces. The materials used included

cotton fabric, crayonsfabric paint, andfabric markers(Figure21).
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The praess of creating the art
Duringthe first focusgroup, the discussiorfocusedon what wasimportant to the tenants.

Theimportant aspectsof the conversationthat emergedincludedtheir personalspaceand
own environment. Theirgardenarea,balcony,nature and petswere alsocritical to tenants.
Havingroots in the community was very important, both being familiar with their locality
but also being from the community before they moved into the housingscheme.In the

secondweek, fabricwasdrawn onto to get a feel for the material and then decisionswere
madearoundthe preferred methods; pastels,marker,paint or any combinationof them to

decoratethe cushions. The tenants decidedover the courseof the focus groups how to

make cushionsfor their apartments. Theywould decoratethe cushionson both sideswith

photographs picturesor their favourite colours. Ficturesthat had personalmeaningwere
collected Tenantsdiscussedhat they felt at home in Site A becauseof their dogs,their

family visitingandpictures.

In weekthree, the participantsstarted workingon the material for the final cushions. One
tenant invited the researcherto her apartment to take pictures of items that were
important to her, whichincludedsomeglassornamentsand a vasebut asthesewere glass
it wasnot possibleto usethem for cushion. Asthe group started on their final pieceit was

necessaryo spreadout andtake onetable per person.
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Figure21l. Work in progress site A

In weekfour and weekfive, the work continuedon the cushions. Numbers decreaseddue
to ill health and a clashwith other activities It was quite a challengeto create individual
piecesas the numbersfluctuated so the cushionsbecamecollaborativepieces. This also
accommodatedthe different skill sets and enabled all participantsto contribute. The
researcherworked one-to-one with one new participant. One personwasconcerred she
would not be ableto paint the fabricand at timesdid not engage. Shewasa musiclover so
she was encouragedto WR I yiMBhStlee brush as she painted each stroke. Thisreally
changed her engagementand she started to create art with a smile on her face.
Interestingly,she called both the researcherand artist mummy if we suggestedanything.
Carefulphrasingof sentencesand continued use of musichelpedthis participantto really

enjoy the artistic process. Additionally,another participant continuallyrepeatedthat she
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did not know what to do. Gentle encouragementand repetition of instructionsincreased
thist I Rednfidenceand contributionto the project.

Week6 clashedwith a schemeouting aswell astenant sicknesstherefore only two tenants
participated in the final session. A total of seven no-stitch cushionswere completed.
Everyonehelpedto join the two piecesof material together by knotting two sidesand the
insertingthe innerfilling. Thetenantswere happythey would receivethe cushionsafter the

final exhibition.

The meaning of the final piece for ebitibn
No stitch cushions
Thefinal piecefor the exhibition was basedon the tenants outlining the value of having

their own apartment, being able to make independent personal choices within their
surroundingsand enjoyingtheir photographicmemories. Thecushionsepresened comfort
in the home environment and personal space,as well as having autonomy, choice and
control of how this spaceis decorated. Sevencushionswere created as the final piece
(Figure22). Somewere joint creationsbetweentenantswhile otherswere individual. Some
cushionshave pictures that have great personalimportance to the tenant, while others
illustrate bright colours and designsto add life, lift the mood, and to enhancetheir

environment.
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Figure22. Site A final art work

Site B
A total of ten people attended the focus group over the six weeks,with numbersranging

from ten to five attendees. All the participantswere female. A numberof materialswere
used throughout the six weeks including napkins, a paper press, paint, glitter, tracing
templatesand crepe paper. Threedimensionalletters were created by taping cardboard
tape rolls between two letter templates, then creating a tape boarder and gluing crepe

paperall aroundit (Figure23).

The process of creating the art
Thefirst group beganwith sixwomen. Thesessionwent very quicklybut great discussion

wasgeneratedabout what wasimportant to the tenantsand what they liked. Thisscheme
doesnot havealunchclublike someof the other schemes Alternatively, they hada group
calledXwherebythey goto localcafesandrestaurantsandrate them for dementiafriendly

access Theyrecently stoppedrating them asthey found they were just constantlygiving
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positive reviews so they go out for lunch once a week as a group instead. The social
elementandbeingpart of a communitywasveryimportant to the tenantsandis the areaof

focusfor this art work.

In week two, there was a bug goingaround in one of the housesso the participant group
wasvery different. Tenantscreatedwallpaperby putting thick paperthrough a pressafter
pickingout their preferred design. TheW (i I Gt 2SiagsBlectedfrom a rangeof napkns
that were gluedonto the frame. Ateacupanda tray bakewasdesignedand placedon top

of the table cloth. Apeerresearchercameto supportthis work.

Figure23. Work in progress Site B

Duringweekthree, the work continuedon the backdropof the frame asmany participants
had missedthe previousweek. A template of the preferred type of mug, cup or cup and

saucerwasselectedby the tenants, they drew aroundit onto a pieceof card, cut it out and
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startedto decomate with paint. In weekfour tenantsdecoratedthe tray bakesand attached
both the cup and caketo the wall paperand table cloth backdrop. Therewas a breakfast
barbequeon whenwe arrived sothe sessionstarted late. Onelady felt sickquite early on
so we got her some water and a member of staff to support her, who brought her into

anotherroom. Thisweekthere wasgreatlaughterandsingingall the waythrough.

Week5 focusedon creatingthe 3D letters for the word tea. Theletters were put together
by the group usingtape and then tearing and gluingon crepe paperto add colour. There
was a singsongduring the group this week. Duringthe final week finishingtoucheswere
addedto the piece. Partof this includeddevelopinga menufor the café. Thefirst job was
to decidea name- suggestionsncludedBoulavard,CaféRoyal,a a a X Site B Menu, and
EastSideDiners EastSideDinerswon the vote by participants. After this, the group put
forward suggestiongor the menu of drinksand snacls that would be servedin the café. A
rangeof the tenant<¥avourite drinksand snackswere placedon the menu. Finally,a list of
important things were drawn up for the menu as sides:no queues,catch up time with
friends, as often as possible,a good morning out, havinga laugh, planningaheadfor the
next catch up, relaxation, meeting friends, making friends, and seeingsomeoneyou have

not seenin awhile.

The meaning of the final piece for exhibition
East Side Diners
Thefinal pieceof work from this schemestarted with the idea of exploringchoiceswhen it

cameto decoratingthe NB & A Ry@agfntest QVhat wallpaperwould they choosedown to

what kind of cup or mug they prefer to drink their tea from. It was soondiscoveredthat
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material things paled into insignificancecomparedto the value placedon friendship and
socialising.Socialisings suchanimportant part of their livesand a key componentof all the
conversations.Somuchsothat it wasfelt the word TEAneededto be lit up like a cafesign
to emphasisehis fact (Figure24). EastSideDinersis a unique conceptset up for, by and
with the tenants to socialiseand be a part of their local community. It enablesactive
citizenship freedom and choicewithin their environment. A senseof belonging,comradery

and contentmentare representedthroughthis pieceof art.

Figure24. Site B final art work

Site C
A total of ten people engagedwithin the focus groups,with numbersrangingfrom six to

sevenevery week. Two malesand eight femalesconsentedto take part. The creative

activity wasbasedaroundfelting with merinowool fibres (Figure25).



The processf creating the art
Duringthe first week lots of discussiorwasgeneratedasthe tenantscreated piecesof felt.

Initially, the artist walkedaroundthe schemewith afew tenantsandgot a sensethat nature
wasreallyimportant to the tenantsin terms of their balcony,gardenspace decorations(i.e.
pictures in their home) and pets. During the felt-making, conversations topics covered
everythingfrom travel to hobbies. Participantswere askedto pull bits of marino wool and
lay it out in a square. Oncethey were finished they were askedto do the samething again
with different coloured wool placingit in a different direction. After three layerswere
completed, the wool was sprayedwith water and then wrapped in bubble wrap. Each
personrolled the wool in the bubblewrap to makeit into the cloth. Tenantsthen rolled the
felt to their favourite music. The position of the wool was changedand wrappedup again
until this processwascomplete. Towvardsthe end of the sessionthe group discussedvhat
the finishedpieceswould look like. Theartist showeddifferent picturesusingher iPadand

the themesof trees andthe seasidecameup asmost popularduringthesediscussions.

In the secondweek, participantsmadefelt birds for the final piece. Lotsof pictureswere
broughtin sothat participantscould makea stronglink and relate to the pictures,to make
decisionsabout the birds they were creating. Somepatrticipantswere happyto sketcha
bird with a picture as visual referencein front of them, others simply traced over the
picture. Thissparkedthe ideaof usinganiPadand drawingapp calledArtRageto createthe
drawing. Theoriginal photo could be removedleavingthe drawingon the iPadwhich was
then savedand printed. The appon the iPadwasusedby sometenants. It wasusefulfor a
personwho couldnot hold a pencil. Therewasa choiceto useeither a stylusor your finger

asadrawingtool. Theproblemwith a styluswasthat it looksmore like the end of a pencil
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with a rubber attached. Whenthe PLWUDXirst had a stylusin their handthey were looking
for a pencil point. It washopedthat technologycould help releasecreativity or simplyto
engagereluctantartists. It waspossibleto adjustthe opacitysothat the personcantracea
real picture onto the drawingapp. It wasalsopossibleto lighten or darkenthe contrastto
help with vison. Therewere mixed opinionsfrom the participantswho usedthis. It was
agreedthat it wasimportant to provide appropriatesupportand not ¥ 2 @INILIMG Q

the group as this would take away senseof achievementand ownership of work from

tenants It wasaboutincreasingheir self-confidence.

g

Figure25. Work in progress Site C

During the focus groups, the researcher(JDL)took a more active role engagingwith
participants about their perceptionsof living within the scheme. The peer researcher
followed the researcherdead and actively engagedwith the tenants she worked with. It

was challengingat times to engagein conversationand complete the art work for

14¢



participants. The researcherand peer researchersmoved around the table and tried to
engagewith different participants. Thepeerresearcherfound it hardto supportindividuals
complete the art work and record the discussios at the sametime. Overal| there was
greatdiscussionsvithin the group and they were thrilled to seetheir first finished pieceof
artwork. Theywere very proud and brought membersof staff in to seeit. Thegroupwere
creatinga seasidescenein felt becausea numberof individualshad strongconnectionswith
the sea. Threeindividualswere felting the seawhilst the otherscreatedthe boats. Thefinal
week focusedon verifying the meaningthat had emergedfrom the artwork. Duringthe
sessionthere wasmuchdiscussioraboutthe meaningof the picturesandwhat the tenants
would like peopleto know about them at the exhibition. At the end, tenantswere taken
aroundthe schemeto decidewherethe artwork might be displayed. Pictureswere taken of

wherethe final artwork would go and sharedwith the management.

The meaning of the final piece for exhibition

Birds of a feather flock together

The birds in the cherry blossomsrepresenteda love of nature and the value placedon
balconiesand gardensin the physicalenvironment (Figure26). The importance of pets
were highlightedand the birds signifiedthe chitchat of neighbourswithin the schemeand

companyfor eachother.

No matter where we go in the world, it's good to be home again.
The secondseasidepiece representsfeelingsof being at home for a lot of the residents.

Therewasa love of the seawithin the group, love of travel, and it alsoprovokedmemories

of childhoodandfor oneresidenta lifetime at seawith the merchantnavy.
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Figure26. Site C final art work

Site D
Thenumbersin Ste D were quite large eachweek rangingfrom sevento ten people,with

ten people engagingin the project overall. Therewas one male within the group. The
tenants ranged in artistic skill, some were very keen artists and others did not have
confidencein their skills Two tenants had experienceof art having attended painting
classegor years,but were now lackingin confidenceandtheir dementialimited their ability
to work independently. However,working one-to-one with these people enabled them to

engageand actively participate within the focus group. The creative activity was based
around severalmaterialsto create collageart such as crepe paper, chalk, paint, model
magic,cardboardand scrapmaterials. Additionally,this group frequently enjoyedsketching

anddrawing(Figure27).

The process of creating the art
Thefirst week at Site D welcomeda mix of interestingand dynamicpeople The session

beganby going around the group and askingindividualsabout themselves. The groups

were sitting at two different tablesandit wasdifficult for peopleat the secondtable to hear
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those at the first so people beganto talk and it got noisy. Additionally, two very strong
personalitiescame to the fore and tended to dominate the group, therefore, careful
managementwas required to ensure every personwas heard. At one stage during the
introductions two individualsbeganto argueabout staff- one personsayingthey didn't do
enoughandthe other sayingthey did their best. Thisgot quite loud sowe decidedto have
ateabreakandturn on somemusic. Duringthe break,the artist handedout notepadsand
pencilssothat the drawingactivity started immediaely after the break. Theartist worked
one-to-onewith one of the individualsinvolvedandthis enabledcarefulmanagenent of the

situationandto keepthe groupfocusedon the art activity.

Thesecondweek the tableswere adjoined before starting and the individualsthat argued
the previousweekwere not sitting near eachother. Thesessiorbeganby showingpictures
to promote interest and generate conversation both hardcopypicturesand on the iPad
from the areasof interest from the previousweek. Thetenantstold usthat Y¥ecognitionof
things aroundthem givesfeelingsof homeQand that ‘8crabatower makesme feel like | am
homeQ @oingto churchwasvery meaningfulto tenants. The tenantswere askedto draw
picturesand paint their home to get a senseof their skill levels. One personwasinitially
very resistantto painting, she started to work one-to-one with the artist and created a
fantastic painting, givinghuge personalsatisfaction. Thisperson usedto be a painter and
was fearful of getting involvedto beginwith becauseshethought she had Yést A .{i @ring
the third week the conversationsontinuedabout Scrabaower ¥ Ch¥methereis{ O NI
Also,a number of tenants spoke of seeingScrabotower from their apartmentin Site D.
Scrabaower is a monumentand well know landmarkin this areathat wasfamiliar to most

of the tenantsfor their entire life. Thisweek tenants started to paint the cardboardthat
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would be usedfor the houses. Theyalsohadto cut-out blackcard andtile the roof of their

house.

Figure27. Work in progress Site D

Duringweekfour, the houseswere further developedand doorsand windowswere cut out
of the painted card. Participantswere askedto pick a number for their house and the
curtainsthey would like. Theresearchemworkedwith two woman on a one-to-one basisto
createthe skybackdropwith chalkfor the final pieceandto developthe houses. Theartist
worked with two others as they were more independentin their skills. The houseswere
both a reflection of the homesthey usedto live in andtheir apartmentsnow. Thenumbers
on the door were from their flats now, homesor their favourite number. Twowomancould
not rememberso the researchercounted for them and they indicatedwhen they liked a

number.
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Much conversationcentred around ScraboTower on week 5 becauseone of the tenants
had visited it that week. Shespokeabout goingup Scraboand ¥omingacrossJennythe
3 2 | 8haspokeaboutthe blue bells,daides, and buttercupsshe sawalongthe way. She
alsoreminiscedWe usedto go up for bluebellsand my mother had a specialvasefor the
bluebellsfrom{ O NI ThehBusesrequiredfinishingtouchessuchaschoosingthe curtains
for the windows. Thebackgroundmaterialwaschangedsothe blue colouredbackdropwas
redone. Crepepaperwas addedto the mid-sectionof the painting overlappingto create
texture and different colours. Finally,a road was drawn in chalkonto the bottom of the
backdropand piecesof crepepaperwere scrunchednto ballsto createhedgesand garden

plants.

Thefinal weekfocusedon finishingthe final art piecewith clouds,scrubson the hill, trees
and the goat seenby one of the tenants. Thetrees were made out of model magicand
were rolled by the tenantsasthey talked. Discussios centredaroundliving in the scheme
andtenantswere askedto describewhat the final piece meansto them for the exhibition.
This group was interesting to work with as it was such a large group with strong
personalitiesand a wide variationin capabilities. Theenvironmentbecamevery important
¢ who wassitting nextto who in terms of clashingpersonalitiesthe temperature(i.e. some
peoplefelt verywarm and preferredto sit closeto the door) and havingthosewho needed

one-to-one supportclosetogethersothey couldbe supportedat the sametime.

The meaning of the final piece for exhibition
At home with Scrabo Tower
ScraboTower evoking feelings of recognition, belongingand creating a senseof home

emerged very quickly within the group. It also brought together strong memories of
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childhoodand a senseof placein the tenantXcurrent living environments. The final art
piecenaturallyevolvedaroundthis (Figure28). Thehouseswere createdfrom memoriesof
childhoodhomes,and homestenants had left to move into Site D. The pastand present

were broughttogetherin this grouppiece.

Y Bndwvyouare homewhenyouseeScrabcandwe seeit everydayQ

Figure28. Site D final art work

Ste E
A consistentnumber of four people attended this focus group with one woman missinga

weekbecauseof illness. Therefore,numbersrangedfrom 3 to 4. Thegroupwasmadeup
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of two malesand two females. The creative activity was built around materials such as

foam,felt fiboresand paintingthe canvas.

The process of creating the art
The very first sessionstarted off askingthe participantswhat they thought of when they

think of home. Residentswere askedto draw their house (Figure29). When this was
completedthey were askedto openthe door and draw what wasinside. It wasimportant
to breakdown the tasks,one sequenceat atime. Model magicwas usedto createthings
insidethe home. Participantsfound it difficult to think of what to draw. It is alwayshelpful
to havevisualstimulusto handto help initiate artwork. Thiscould be objectsor photos.
Weektwo focusedon how the tenants wanted to be seenby others. The group started
taking pictures on iPads. Therewas a lot of reminiscingduring this sessionand tenants
startedto work on the foam headsto be representativeof themselves.Weekthree andthe
headswere further developed. Oneparticipantdid not want to create hisheadso he drew
in his sketchbook instead. Thetwo male participantsfound it very difficult to be creative
andto speakat the sametime. Anotherindividualfound it very difficult to hearsoit was
important to sit closeto her and repeatinstructionswith a demonstration. If a participant
has impaired hearing it is important to be mindful of where they are seated.
Communicatiorwaseasiestif the personis lookingdirectly at your facesothey canlip read
to aid understanding. Spontaneoushinkingaroundthe art wasnot easybut givingoptions
to choosefrom facilitated the participantsexperienceand wasfound to be lessconfusing.
Too many choicescan be overwhelmng, and it wasbestto askparticipantsto selectfrom

onlytwo optionsat atime.
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Figure29. Work in progress Site E

Duringweek four, the group was very quiet and did not speakmuch however, there was
lots of singing. A member of staff satin this week and great progresswas made with the
heads Thegroup discussechow facial expressionchangeaccordingto our emotionsand
they wanted to reflect happinessor sadnessin the charactersthey were creating. One
tenant dedded her lips would have lipstick, even though she said her father would not
approve. Weekfive there seemedto be areal transformationwithin the group. Individuals
who had found it difficult to hold conversationsand engageat the beginningwere finding
their voices. Thisweekthe participantswere painting the canvastogether asa group and
createdafifth headthat representeda caregiver(staff memberor family). It wasfrequently
saidthat staff were kind and supportive,like a family member. The fifth personsymbolised
the importanceof that support. Discussionsvere focusedaroundquestionssuchas ¥ hat
makes you happy, what makesyou feel at home, and what is important to youQ These

conversatios were noted sothat it couldbe addedto the canvason weeksix Onthe final
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week, the facesand writing were addedto the dry canvas. The participantswere really
satisfiedwith the outcome and the staff praisedtheir goodwork. It wasinterestingto see
the residentsplayingand interacting with their caricature. One participant talked to the

othersmore openlyandplayfullywhenhe washoldingthe W Y | ia ftfof of hisface.

The meaning of the final piece for exhibition
This is us
Thisartwork reflects how the tenants seethemselvesand how they recogniseothers living

in the sameenvironment. Thefaceswere createdin their likenesg(Figure30). It illustrated
aspectf life that wereimportant to them, made them happyand createdfeelingsof being
at home. Thetext flowing aroundthe facesreflectstheir responsego the discussiorn ¢ K I

isimportantto & 2 dzK €

Figure30. Site E final art work
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Site F
Atotal of eight peopleattendedthe focusgroup over the sixweeks,with numbersranging

from five to five attendees. All the participantswere female. The group variedin ability
with some individualsrequiring more one-to-one support but generallyan independent
working group. Many participantssaid they were not artistic, yet they have been prolific
knitters, dressmakersflower arrangersetc. Thereseemsto be a mental blockaroundthe
term artistic, that it only equatesto beingable to paint. Therefore,the art activiy was

basedaroundfelting, wool and knitting (Figure31).

The process of creating the art
The first week started with a singsongand getting to know the participantsaround the

table. Many of the tenants had experiencewith cloth and textiles. Thediscussiorstarted

with questionsaboutthe important things for tenants,what they like to do and what makes
them feel at home. Participantshad a range of conversationshighlighting what was

important to them. A draft proposalwasdevelopedfor the patcheson a quilt aroundthese

conversations.Participantscameup with ideasfor imagesto replacewords and they were

readyto beginthisin weektwo.

Thesecondweekwasbusygetting the squaresof felt madefor the quilt. Firstparticipants
selectedthe colouredfibre they wanted andthen pulled short strandsof wool placingthem

in the one direction in a squareon a piece of bubble wrap. Theythen seleced another

colour, pullingout thin strandsof wool placingit the oppositedirection. Thiswasdone for a

third time with a third colour. Thewool wasthen sprayedby the participant with warm

soapywater and the bubblewrap wasplacedover it sothe water pressedthrough. It was

then turned aroundand checkedto seeif the oppositesidewaswet enough. If necessary,

more warm soapywater wasuseduntil the desiredeffect wasreached. Thewool wasthen
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wrappedup within the bubble wrap and tied usingelasticbands. All participantsrolled in
time to the music(one song)on the table or in their hands. It wasthen untied, stretched
out and turned, before wrappingup and rolling againfor one more song. A total of ten
patcheswere madeduringthis week. Thestaff gavelots of supportandthey reallyseemed
to enjoygettinginvolved. After the tea break severalvisitorsarrivedbreakingup the group
and leavingit much smallerfor the secondhalf. However,two more tenants joined the

group. Oneparticipantdid not like to engagein the art work but shewashappyto sit and

talk duringthe group.

Figure31. Work in progress Site F

During the third week we decidedon the coloursfor the quilt and where they would be
placed on the backdrop (blue/green). Additionaly, felt was added to the backdrop
accordingto the gapsand coloursneeded The group started with the first squareand
createda party scenewith buntinganda cocktailglasswith strawandcherry. Theartist cut

out piecesof felt and the tenantsthen usedneedlesto attach the bunting to the backing
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square. Forthe tea break the staff brought sconeswith creamandjam. The secondsquare
wasmusicwith pianokeysand musicnoteswasbegunafter the break Thetenantsdecided
all the colours and undertook all parts of putting the felt together. Thissquareprompted
one tenant to get up and start to play the piano (a tenant who had disengagecearly from
the previoussessions).Thedaughterof a tenant cameto visit her mum and sat with the
group. The group continued to sing and discussthe patches. The third patch required

cutting out a suitcaseto representtravel and put a sunin the background.

During the forth week work continued on the different patches for the quilt. One
participanttold usthat her favourite flower was yellow sweetpeaso this wasusedthat for
the flowers patch. Thegroupalsoworked on the bingotheme, homeis where the heartis,
churchand music. Individualswere engagedin different ways dependng on their skills.
One patrticipantwas particularlygood at cutting, others would draw, others would usethe
needleto felt the piecestogether. Duringthis time, there waslots of group consultation
about colours and movement so everyonewas trying out different skills. The tenants
enjoyedworkingand singing. Weekfive continuedin the samevein asweekfour, with lots
of collaborativeworking and usingdifferent skills. Where drawingwas a barrier, another
taskwould be suggested.Thefinal week centredon finishingoff the remainingsquareand
attachingall the individualpiecesto the backdrop. Thetenantsdecidedthe positioningof

eachpatchon the quilt.

The meaning of the final piece for exhibition
The American Patchwork Quilt
The Americanpatchwork quilt brought together all the important aspectsof the tenantQ

livesright now and their memoriesof the past (Figure32). Thispiecewasinspiredby the
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film & | 2té makean Americanlj dzA inihé hovie, a group of women get together and
share the story of their life, with each person making a patch to representa significant
event. In Ste F, the group discusseceventsand memories,past and present,and joined
them together to tell the collectivestory of the (i S y | liye$. dtQ@epreserts activitiesthe
tenantsenjoy suchasmusic,knitting, bingoand celebrationswithin the scheme. Loveis at
the centre of the quilt becauseit is so important, love tenants get from their families,the
staff and the other tenants. Privacyis also symbolisedon the quilt becauseof the value
they placeon personalspaceand their own environment. The churchand home are also
illustrated as significantaspectsof the (i S y | lifds.QEhe tenants spent a lot of time
travellingin their youth and enjoytheir memoriesof this travel sothis wasalsoillustratedin

asquare.

Figure32. Site F final art work

Site G

A total of sevenindividualsattended the focus group over the six weeks,with numbers

rangirg from four to sixattendees. All the participantswere female. Thetenantsrangedin
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skills, although they primarily enjoy the art processwith little experience. The creative
activity was basedaround clay, plaster and items of greatimportanceto the tenants. The
secondactivity was basedaround material shoppingbags,fabric paint and fabric markers

(Figure33).

The process of creating the art
The group were a chatting, bubbly group of women who seemedvery familiar with each

other. Thefirst weekbeganwith introductionsand gettingto knowwhat wasimportant for
the tenants. The tenants reported company,friendship, the staff and going shoppingas
veryimportant. Theyalsodiscussegersonalisingheir own apartmentsand enjoyingthat.
Onewoman got upset speakingabout not beenable to get out more. Thetenantsstarted
someinitial drawing.Pictures were taken of the tenants and then, usingthe Art rage app,
the tenants beganto draw around their picture on the iPad. Asthe sessionended one
tenant got veryupsetthat shewantedto gohome. Amemberof staff wascalledto support
her. The secondweek beganwith model magicand pressingitems from a bag into the
model magicto start generatingideas for the model handsthat would be created A
number of women describedthemselvesas very busy with their hands that they have
Wg 2 NK A y Riaepstated the mostimportant thing in life is for Wappinessand a good
f A @8 éhe woman stated Y you have a good life, you must have happines® dther
conversationsincluded the activities enjoyed by the tenants such as walks around the
gardenand pamperevenings. One of the participant describedhow hake up makesyou
feel 0 S (.0 Adnilibnally, one tenant stated that Wlike my apartment becausewe are
together the rest of the timeQ @ terms of privacy,it wasimportant to be able to lock the

door becauséif you are undressing/ouwant to lockyourdoorQ ®hegroupspokeaboutthe
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pendantalarmworn by two tenants andthat it is Wnportant becauseyou needto pressthat
if youneedhelpQ @Onetenant foundit difficult that We are not allowedout of hereQthat W
liketo get 2 dzin@Wdon't like in hereat all, there is no beatingaroundthe bush,| usedto
likeit at the startQ Additionally, there wasa discussiorthat it is Weryimportantto knowthe
local O 2 Y Y dzy Xhié Befs pressedinto the hands are listed below and include the

tenantsreasoningor selectingthe item.

—_—

Figure33. Work in progress Site G

Week threestarted by rolling out the clay to the point where it fitted into the insert of the

frame and was wide enough for thHeandimprint. ¢ Sy I yia GKSy Nttt SR |
act as a border for when the plaster was pourdgach person pressed their hands into the

clay first. They then pressed items of importance into the claydtidielow). The edge of

the claywasthen checked to rake sure there wre no holes and the plaster was poured

into the clay mould. After 15 minutesthe plaster was removed from the clay and left to

dry. Two people had to finish their hands week four The moulds were not yet dry she
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group started to make shopping bags as the participants had discussed the importance of
shopping during the initial session.

During the conversations around the important aspects of shopmadicipants discussed
their love of shopping for jewellery, groceriemd clothes. They loved department stores
andthe localmain street but didhot like shopping in the cityThey loved getting tea and a
odzy G2 3IAGS GKSY GKS WSyTSayIbee shompingiviti? gelsple | v R
such as family to get their opinionsié because shopping was seen as a social activity.
Additionally, shopping can provide an opportunity to see people they madseen in a
while. When grocery shopping they joked about going straight for the cakes but loved
getting fruit, meat, sweets, vegetables and ice creaihey loved shopping at Christmas
time and emphasised the importance of money to enable shoppivgx paper was placed
indde the bag to make sure the paint didn't seep throughach person painted the bag
their preferred colour. A discussion was held around the most important aspects of
shopping, what they liked to shop for, who they liked to shop with, why they likethdp s

etc. During the final week participants painted their hands and placed them into the final

frame.

The meaning of the final piece for exhibition
Hands of time
ThetenantLhandsare holdingitems and memoriesof greatsignificancdor eachindividud

(Table23). Theseitems were important to the tenant at the time the handswere created

but they alsotell a story of their life (Figure34).

Table23. The Hands of Time
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Participantl Scissors& hair clip slide with leaf reminds the tenant of her time
hairdressing
Knitting needlesasit isan enjoyablepasstime
Keyand lock representsher privacy,lovesto be socialbut shelovesthe
privacyof her own flat
Star as she lovesthe songPerry ComoCatch a Falling Sar, and loves
dancing
Participant2 Busrepresentdrips and goingout and about
Needlesand button representstime workingin the shirt factory
Cigaretteand lighter to representtime workingin a cigarettefactory
Pendantalarm as she puts this on every morningin caseshefalls and
givesher a senseof security
Leafbecauseshelovesgoingout for walksandlikesflowers
Participant3 Nail polish aslovesgetting her nailsdone
A dice with the number six becausethis is her favourite number and
shehas6 children
Teddybear becausesheusedto knit theseand alsolookedafter lots of
children
Tractor truck aroundthe edgeassheusedto look after childrenon a
farm.
Participant4 Dogimprint asshelovesher previousdog WHadyQ

Cassettaaslikesmusicand attendsmusicactivities
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Knitting needlesassheusedto knit clothesfor her children

Jewelleryasshelovesher ringswith her birthstoneandearrings

Participants Jewelleryas she has a specialnecklaceshe wearssent to her by her
family
Glassessshewearsthemto see

Houseimprint representamportanceof family

Participant6 Nail polish and lip stick asshelikesto alwaysbeW 3 f | AA IR
Jewelleryasshewearslots of jewellery
Dogasshelovesdogs

Knife & fork asshelovesfood

Participant7 Tractorcomesfrom afarm
Knitting needleslovesto knit

Loveheart to representher 6 kids

Shopping bags
The shoppingbags symbolisechoice and freedom. The tenants love to socialiseand a

shoppingtrip was usuallya day out with family members,an opportunity to meet other
people,selectgoodsand go for a cup of tea or coffee. Eachbagreflected what the tenants

like to shopfor.



Figure34. Hands of Time

Ste |
A total of six people attended the focus group over the six weeks,with numbersranging

from two to sixattendees. Four participantswere femaleandtwo were male. Onetenant
died during the sixweeks. Onetenant wasan avid artist and enjoyedpainting throughout
her life. Thecreativeactivitywasbasedarounddrawing,printing and usingthe ArtRageapp

ontheiPad.

The process of creating the art
Week one beganin the usualfashionwith introductions and getting to know the group.

One personspenta lot of time speakingover the other participants. Thiswas difficult to
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manage but she left the group after around 30 minutes. Music was played in the
backgroundasthe tenantsspokeabout enjoyingmusic. Thegroupwere very quiet to begin
with. Two participantsleft to get things from their rooms and only one came back a
significanttime later. It was clear one participant was a keen gardenerand he took the
artist outside showingher the gardensand what he does. Theytook lots of picturesand
pickedsomeflowersfor the other tenantsto draw. Theartist showedthe group picturesof
the localcity and particularlythe male participantsrelatedto them. Oneparticipantdrew a

picture of alocalland markandanotherdrew the oakleafrepresentingthe county.

In the secondweek, the focuswason printing. Theartist collectedleavesfrom the garden
and three individualsused the leavesas visual guidanceand drew their own leavesonto
polystyrene. Thesewere then bacled by cardboardto create a printing block. One
individualfelt they could not draw so we usedprints that were previouslycreated. Aroller
spreadout paint andit wasthen rolled onto the baseof the print. Thetenantthen pressd
leaf imprintsinto the page. The prints were createdsothey could be usedasthe backdrop
that wasfurther developedthe following week. Thefocusof the pieceof work developed
into creating windows, one outside looking in and the other inside looking out. One
participant printed the backgroundof the Yhsidelookingout(picture. Herolled paint onto
the blue skyand then printed oak leavesto createthe impressionof an oaktree. Theoak
tree is an important symbolof the countythey livedin. Yellowand blue wasaddedto the
greenprinting paint to createdifferent shadesof greenfor the tree. Theother two tenants
painted flowers that would be addedto the backdrop. One of the women left half way
throughbut the other personcontinuedto createflowers. Anotherparticipantstarted with

the flowersafter they had finishedmakingthe backdrop



Figure35. Work in progress Site |

Weekfour beganwith creatingmore flowers, usingpaint and the iPadasvisualstimulation.
The flowersandleavesthat had beencreatedwere cut out. Usinga printing blockandroller
the curtainswere decoratedfor the windows and this work was completedcollaboratively
by two maletenants. Onthe iPadusingthe ArtRageApp, the participantsdrew aroundtheir
picture for the W{ 2 2ifl LAY SO individualswere to be sitting in the living room.
Important featuresin the schemeenvironmentwere to feature in the art work suchasthe
favourite rose bush, books, televisionand a local landmark. Forthe next week the artist
printed out the picturesthe tenantshad drawn of themselveson ArtRageonto water colour
paper. Theparticipantspaintedthe imagesin likenesgsto themselves.Additionally,a phone
boxin the gardenwasalsodrawn in ArtRage printed out and painted by participants. The
final week focusedon stickingall the individualcomponents of the piecesof art onto the

two final pieces.
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The meaning of the final piece
Inside out and outside in
Indoor and outdoor spaceswere equallyimportant to tenants. A lot of the conversations

were about their local city and there wasa strongsen® of pride and belongingto the city.
The oak leaf is symbolicof the county so it is a feature of the garden. Roseswere the
favourite flowers followed by petuniasin the window boxes. Therewas also an old red
phoneboxin the courtyardwhichwasa central feature from both insideand outsidespaces
in the scheme. In the indoor scenethe tenantsdo not sitin agroup. Theycomeacrossvery

muchasindividualsandthoseindividualinterestsare representedwithin the piece:reading

the paper,lookingout at the gardenand creatingartwork (Figure36).
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Figure36. Site | final art work

Research Findings

Thethemesthat emergedfrom the focusgroupsare alignedto the findingsfrom the one-
to-one interviews. Tenantsexpresseda senseof belongingwithin their housingscheme.
Thisin turn createda senseof home. W1 2 i¥wherethe heartA # &phraseusedby many
different tenants throughout the focusgroups. Importantly, tenants often spokeof being
content, \HeverbeensoK | LIL@®rentmentresonatedthroughoutthe focusgroupsandit

wasevidentin the picturestakenduringthe focusgroupsaswell asthe art work.

Autonomy,choice,independenceand freedomwere alsovery important. Tenantsenjoyed
their own spaceand privacy Bharingwould be | ¢ ¥, ddod3ingwhat they wanted to be
involvedwith, and decidingwhen they wanted peaceand quiet. Ymportantto haveour own
privacybut someonas alwaysthere if we needthemQ ®heability for tenantsto personalise
their own living environment gave a senseof control and belongingto their experience

within the housingscheme. Tenantsfelt safewithin the housingscheme enablingcomfort
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and relaxation. Finally, many tenants had pets such as dogs, birds, and cats. The
relationshipstenants had with their pets was critical to them and for many; if pets were
prohibitedthis would havebeena barrierto movinginto the housingscheme. Relationships
were a major theme that emergedwithin the focusgroups. Connectionswith staff, family
and other tenantswere of utmostimportance. Wjust love the staff, we are veryluckyl just
love A i Dhere was a great community spirit within the groups, with comradery and
friendshipshiningthrough. Tenantsoften spokeabout the importanceof socialisatiorand
activities. Activities within and outside the schemewere a real focus for tenants and

providedthem with an enjoyablepurposeto their days.

Key Learning from Undertaking Focus Group

During the focugroups a range of observations were made to offer as key learning points.
These are outlined below:
1 There can be difficulty generating ideas to draw so it was important to stimulate
memories through conversation, music or picturedlso, giving an indidual a
choice between options can support them and take away the difficulty created by

spontaneous thinking.

1 The time period ofix weekswas considered fundament&b create a relationship
and engage people in a creative activifjwo-hour sessions werenportant to have
enough time with individualsit was essential téake a break in the middl¢o build

relationships andor arestperiodfor participants.

17¢



Consistency of participant attendance was difficult to attain heimcividual pieces

of work were challenging

People completd things at different rates so ivas important to have an additional

activity so that no one gets bed.

Group activities brought peopléogether at different stages in their dementia

journey. Often oneto-one support enhanced engagement allowinga sense of

satisfactionwith their contribution

Only give one instruction at a time to avoid confusion

Communication was easiesthen a persorwas looking directly at your face so they

could lip read to aid understanding.

Too many choicesould be overwhelmingtherefore tenants were ofterasked to

select from only two options at a time.

Singing naturally emerged in the majority of the focus grouptswas also used

within the sessions to make participants feeimfortable.
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Dancing with the brush to encourage painting i.e. putting on favourite music and
using the music as a way to feel the brush strokes engageglewho were finding

it difficult.

It was challenging for thepersonwhen they were askedquestions anccompleting

art work so in terms of research it was important not to overburden the participant

Environmental factors were importantan the individual seeRo you need to use a
magnifying glassd Db you need to add contrast to colour papé& support the
participant? Also, keeping the environment quiet and doors closed can support

concentration and focus.

Framing the art work gave it more meaning to the tenants

Different mediums and materials were helpful throughout as each had differen

properties to support the creativity For example, using the felt was tactile, results

could be visibly seen very quickly and it was cost effective.

Recommendations for Future Work

Using creative methods to engage wkRhWDs increasing To enhancavorking in this way

in the future we propose the following recommendations

Increasethe number of support personal to enable ote@-one working
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1 Use music and dance as a method of engagement and feeling in creativity

1 Group pieces of work (as oppose toiwidual pieces)

1 Flexible in your approach to the group

1 Take abreak in the middle

9 Individual sketch books

1 Printed out words of songs could facilitate the ssangs that occur during the
groups

M1 All verbal instruction should include a demonstration at Saene time

Additionally,the iPadwasfound to be an invaluabletool when creatingartwork with PLWD

asit canbe loadedwith lots of photos for reminiscenceand is a storehousefull of visual

imagery.A picture paints a thousandwords and that helpswith understandingmore than

using words alone. At the first session,information was gathered about S@SNE 2 y SQa
favourite music,artist or song. Thesewere uploadedto the iPadand readyfor a rangeof
situationssuchasto reducetension betweentenants, create an ambience,uplift mood or

simplyreminisce.

Exhibitions
A key output from the study was to exhibit the work created within the communitize

work was put o display at Ulster University in January 2018 during a visit by the Vice
Chancellor of the UniversityThe work was split into two and put on exhibition over the
summer (2018) in the Woodstock Library and Holywood Arches Libr&@wyring the
exhibition period an event was planned in both libraries to showcase the projglembers

of the community were invited in for a talk based on the findings of the overall project and
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the creation of the art work.Additionally, the artistgtenants)from the housingschemes
attended the events and were commended for their creationBwo final exhibitions are
planned for the end of the projectone in Ulster University and a second at East Belfast
Network Centre. These exhibitions will be used to launch the projetdings and
disseminate the communitbased resource leaflet developed from the focus groups
(Appendix13). The leaflet outlines key learning points to suppother entities working
directly with PLWD emphasising thaise art on a regular basisOnce tle exhibitions are

complete the art work will be returned to the housing schemes.

Summary

A total of sixtyfour PLWDtook part in fortyeight artbased focus groups creating pieces of
art illustrating their life experiencesThe art was created through different mediums such
as felt, clay, collage, and paintingDuring the focus groups and through the activity,
participants described aspects of their world thaere important to them. Relationships,
socialisation, privacy,ove and being content were strongly featured during these
conversations.Equally, autonomy, choice, independence and a sense of belonging were of
great importance. Keeping in the moment and working with art proveteaningfulwith

this population. Theengagement, conversations and contributions were very natural when
working with the art materials. The art work created was put on exhibition in the
community and a booklet was developed from the findings to support comnmunaised

groups to undertake create activities withPLWD



Chapter #amily Caregiving

Introduction

The assumption within our society is thainily and friend caregivemsill have or want to
have a fundamental support role in the lives of their loved ones living with dementia.
Known as informal caregivers as they are usually not paid for this role, they provide support
where required in the daily life of their loved ones both before and since they moved into
TESA.Often family carers have put in significant emotional and platssupport prior to

their relative transitioning from homelnformal caregivers provide practical and emotional
support as well as support decision making and with financial aff@iesegiving can have a
negative impact on the mental health of the cgieer. The chapterpresents data on the
exploration of informal caregiverperspectives as their loved one transitioned into

accommodation enriched with technology.

Aims and Objectives

Aims
¢2 dzy RSNEGEFYR Tl YAt & 2N At ae Mg vithin@ke BUBohided) @A S ¢
housing scheme
Objectives
T ¢2 SELI2NB (GKS AyTF2NXIt OFNBNEQ SELISNASYC
the move into TESA

f ¢2 ARSY(GATEe G(GKS AYyTF2N¥YIf OF NENARQ LISNOSLIA
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1 Toinvestigate the content of perseoentred care within TESA as perceived by the

informal carers.

Methodology

This was a qualitative study using sestructured interviews to obtained data from the
informal caregivers (IC)Next of kin from tenant livingn TESA patrticipating in this study
were targeted for recruitment.Interviews were undertaken in the venue most convenient

for the participant. Based on the research questions and the theoretical framework within
the study, the research team constructeal loose topic guide(Appendix 14). This
instrument was used to provide guidance during the conversation while giving participants
the opportunity to richly describe their worl(Kvale, 2009) The interviews expled what

the participants perceived to be their roés an IC and how they felt about it; experiences of
any challenges they encountered and why they felt the transition to TESA was necessary;
how they perceived the quality of care provided in TESA andhtpact of living in this type

of accommodation foboth, the participants and their relatives.

Recruitment

A purposive sample of all registered next of kin (n = 243) considered to be the IC of the
tenants were targeted for interview. Thegeoplewere sent a letter of invitationalong

with an informdion sheet and consent form (Appendi &nd 16) to participate in the



study by the managers of the facilities. The recruitment process consisted of the following

steps:

a)

b)

d)

In December 2015 managers of the nine participating facilities were askpdstio
invitation letters and information packs to the 1@$ tenants in the participating
schemes. These packs were provided in prepaid envelopes that contained
instructions for the potential participants to contact researchers directly if they were
willing to paticipate in the study. A followp letter was sent two weeks after the
initial contact.

There was a generalpathy aroundparticipaton, therefore, in two of the facilities,
Ay I3INBSYSyld 6AGK GKS YIFyl3ISNBRSE 2yS 27
meetings attended by family members in order to remind them of the research and
the invitation to participate. At these meetingsome of the participants opted in
and were given the chance to arrange a time and venue that best suited them to
partake inthe faceto-face interview.

At the same time, managers in other facilities identified potential participants and
asked them verbally to contact the researchers directly if they were willing to
participate.

Following this25 participants were recruited to take part in fateface interviews.

Data Collection

18C



Data were collected from February 2016 until December 2016 through-steanutured,

digitally recordednterviews that lasted between 40 minutes to one ho@n the day of the

interview, the researcher formalised consent and reminded the participants about
confidentiality and anonymity and the right to terminate the interview at any time or not to

answer all the questions. One of the 25 participants refusedave the interview recorded

but agreedto have notes taken. The majority of interviews were undertaken in the
supported accommodation facility where their relative resided at a time convenient to the
participantsg usually before or after visiting therelative. Other venues for the interviews

AyOf dzZRSR GKS LI NIAOALIYyGAQ K2YS:E GKS NBaSthk N

chosen by the participant.

Data Analysis
All interviews were transcribed verbatim by the researcher and a professiaracriber.

After checking the transcripts for discrepancies, data were anonymised and all identifiers
removed. Then, data were uploaded on to NVivo 11, a software package for qualitative

data analysigBazeley, 2013)We used a thematic analysis approach as outlined by Braun

and Clarke for analys{®raun & Clarke, 2006)This method offers a theoretical freedom
GKAOK YI18&a AG Wi 7T obd which €ab potenfidtly piasid ® drh anNB & S| |
RSGIFIAt SR &80 0O2YLX SE | O0,Q006zy78). TsTappfoackivesQ 6 . NI
favouredas it allows the rich overall description of the data when investigating an under
researched area, which is cost®@nt with the exploratory nature of our research.
Furthermore, this approach is compatible with the identification of themes or patterns in an
AYRAzOGAGS 2N Wwoz2dd2Y dz2LJQ 61 @& 2N Ay | (KS2NB

Clarke 2006: 83).
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In our analysis Braunand Clarke,(2014)systematic frameworkvas adoptedor coding all

the data withthe resulting codes used to identify themes across the dataset. The first
analyst had a key role in the familiarisation with the transcripts and the generation of initial
O2RS& YR ARSYUGATAOFINGAZ2Y 2F (G(KSYSa o6t OK OI |
2PSNI ff NE&aSkNOK ljdzSaadh2yQyaéoNHdR GyKRS /atildu
underpinnings. In keeping witthe framework, all data items were coded against all the

data extracts that best represented that code. Then, the same analyst dreadrices in

order to organise the codes and look for potential themes.

These themes were compared, refined and grouped according to their commonalities and

then discussed with the team to ensure the relationships between codes and themes and
themes andsubthemes. The process of analysis, at this point also involved the constant
comparison between transcripts, codes and thenj@saser & Strauss, 196f0) ensure that

the structure of the themes was grounded on the data. Finally, two of the researchers
NEOASSHGSR GKS |INBSR (KSYSa |yR F2ftt2Ay3a . N
their clarity by outlining drief description of their meaning and content. The themes were
considered in terms of the extent to which they coherently and adequately represented the

meaning of the data set as a whole (Braun and Clarke, 2006).

Reliability and Rigo
To enhance theeliability and rigar of the data a number of steps were takefirst, each

step of the analysis was documented in detail so that any member of the research team
could view the coding and see the development of themadditionally, sample extracts of

data were extracted and applied to codes, themes and subthemes (Tzdle Two
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members of the research team reviewed the themes and tested their clarity before

presenting the final analysis to the entire research team for further review.

Table24. Sample data extracts with application of codes and final themes and subthemes
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Data Extract* Codes Theme Subtheme
Wi oal¥Sde Stq caring d 6m her i nf{Providing safety
| suppose, in the { safety carer, it o: ] )
hous?;mayb,e maki'ng q danger t hat . o 1 Coping strategies
suredl KT 2 ©X6 g yqing 1 Negative feelings
everything wasafe for

. i stress
her. w XsBewould've 1 worry 1 Negative impact
been still athome. |
suppose, a#t progressed T on alert
[the illness]mummy f sadness
wouldvewalked alot, T alarms
[she]would've goneoff,  § GPS
f STG G KSSofae
had to try andput alarms
and things tanake sure
that mummyg I & a |
(Daughter 3)
Wi yR 6S 6 SNIY notbeingwell 0And it hit the crisis  { Balancing safetyand
concerned about him 1 higher needs point. 6 independence
because he seemed to (psychological)

becoming a bit careless
about himself. And we
were concerned about
the apartment he was
living inthatitg | & y Q1
Al FSPQ o6{ Aai

Wthink because he
knew he could come
and go when he
wanted, you know.
Andhe had his own
wee house effects. He
justfelt the
independenceQ

(Wife 1)

g1 ttdhalt t-hoar
staff presence and whilst
shebdéds not i1
the time, they are aware
of her normal patterns;
theyodore witdt
frequentlyd Sop 4)

i higher needs

(hospitalisation)

1 changing

circumstances

9 concerns about

= =]

= —a_8_9_-9_-9_92_-2°_-2°2._-9._-12-

f
1
1
1
1
1
1

ﬂ

safety and
independence
discussing the move
where to take
her/him?

Qlust a home from
homeb

familiar objects
social contact
small setting
independence
support

nice flats

small flats
gardens
enclosed
security system
staff presence

independence d 6m gl ad
activities looking after med
going out

safety and security
knowing the person
reassurance

staff presence
family/friendsvisit

I Intensification of
needs

9 Making the decision
to move

1 Where toand why?

1 Approach to care

9 Characteristics of the
facilities

9 Safe environment

t 9 Safe environment

1 Safety and
security/Reassurance

1 Maintaining
connections

*Sample extract that has been coded with one or more of the codes from the adjacent column.
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Findings

The experience of families/informal carers (ICs) caring for a relative with dementia

In total, 25 interviewswere conductedwvith 18 females and seven male informal carers. The
youngest participant was 24 years old and the oldest was over 70. These participants talked
about their experience of being an IC for 19 female and five male relatives (two of the
participants were silihgs who talked about their mother) who have been tenants in
technology enriched supported accommodation for a length of time ranging from four
months to 12 years (Tablg6 for full demographics). Except for one participant the
remainderlived in NI at driving or walking distance from the facilities where their relatives

resided.

Table25. Demographic characteristics of informal cangasticipants
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Characteristics n %
Gender (n = 25)

Female 18 72
Male 7 28
Age (n=25)

18-29 1 4
30-39 1 4
40 - 49 5 20
50-59 9 36
60 - 69 6 24
70+ 3 12

Marital status (n= 22)
Married 20 80
Single 1 4
Divorced 1 4
Relationship with the tenant (n = 25)

Daughter 11 44
Son 6 24
Wife 3 12
Friend 1 4
Granddaughter 1 4
Niece 1 4
Sister 1 4
Sister-in-law 1 4

Employment status (n =23)
Professional (health and social care, business or

industry) 9 36
Retired professional 7 28
Administration/Clerical/Care services 3 12
Housekeeping/Skilled trade occupation 2 8
Never worked 1 4

Four main themes were identified e data. All the themas were named usint vivo
O2RSao ¢ KL YU KKSSYNS 3A y2FF2 N | £ OQ@ NIRWAdRit hilktlie@résis | & & A
pointtlQ NB@SHft gKIFIG ¢Fa YSFEYyAy3aFdZ G2 GKS L/ a |
¢ KS (K3S¥sGazhoneFomonte Y RQY 3t I R 1 KSe& @MNIR StAa20NR0YST
life of the PLWD in the facilities and those aspects of care in supported accommodation

closely associated to persarentred care. Tabl@7 provides a summary of themes and

subthemes identified.

ThememY WL QY KSNJ AYTF2NXIf OFNBNE AGQa & &aAYLIX
For the large majority of participants there appeared to be a natural progression into their

caring role as the dementia advanced and the signs of the illness became more apparent

impacting on independent living. The main signs noticed by most ICs, vhere t
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forgetfulness, the neglect and the increased need to provide more support with practical

issues, such as domestic chores, shopping and finances. &uwers, like this son reported

that he saw himself 'sucked in for more and more and more caring' lsecafithe pattern

of isolation and dependence developed by his mother who found herself without a purpose

in life after the death of her husband for whom she had cared for throughout many years of

illness (Parkinson's disease).

Table26. Four main themes discussed by inforoakrs (ICs) of PLWD and their corresponding subthemes

Themes identified in the ICs data

Subthemes

‘I’m her informal carer, its as simple as that’
How ICs assume their role from the onset of dementia
and feel about it

‘And it hit the crisis point!’
The point when it is evident that changes in caring
arrangements, including accommodation are inevitable

Just a home from home’
Easing off into the technology enriched supported
accommodation (TESA)

‘I’'m glad they 're looking after me’
The outcomes of living in TESA

Providing safety
Coping strategies
Negative feelings
Negative impact

Balancing safety and
independence
Intensification of needs
Making the decision to
move

Where to go and why?

Approach to care
Characteristics of the
facilities

Safe environment

Satisfaction with care
Safety and security/
Reassurance
Maintaining connections

Providing safety

Regardless of the circumstances that led participants to the caregiving role, a recurrent

topic of conversation was the need to emsuhe safety of their relative who may have been

living alone in their own independent accommodation or with their wives in the marital



home, in the case of married merCs appeared to focus their caring efforts on providing

safety. Safety wasconceiRe g A 0 K NBRdzOAYy 3 GKS NR&]l 2F KI NY
environment and engagement in daily activities, as this daughter described:

Whe silly things. You know, like putting the milk in the kettle. Forgetting all those things

that go along withii K I (i ® {KS 02dz RQWS o6SSy | RIQYaISNE
(Daughter 6)

Also, for many ICs the safety issues becameenpooblematic as the illness progressed and

other symptoms like wandering or getting lost were more prominent and it was difficult to

keep the PLWD at home. Some participants, like this daughter resorted to the use of
assistive technologies to help:

Wsuppose, as it progressed [the illness], mummy would've walked a lot, you know, mummy
would've gone off, left the house. There would've been, one day, we lived [in town nearby]

and mummy would've been found six miles from the house. So, we had to tyyuand

alarms and things to make sure that mummy was SHf@aughter 3)

Other participants also worried about the possible risk of harm to others as a consequence

of their failure to keep their relative safe at home. This son described his experience with

his mother:

YWKSQR ¢ f 1SR dzLJ a4 FIFENI Ida OwUKS RdzZhf OF NNA I 3
KFRy QG | OfdzS 6KSNBX akKS ¢gta FyR 320 GSNER (A
well as herself, she was putting other people at risk 8wt > 2 G KSNJ NB I R dzad S NE
best intentions in the world, you can try to steer away but you might not be able to and you
Oy 2dzald AYIF3AAYS gKIG GK2a$sS LIS2LX Sz GKS RNA

hit her and killed he2 (Sorb)
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Coping
Many of the participants felt they could cope well in their roles and felt supported by

statutory services who helped them provide appropriate care. Mainly, social care services
helped them navigate the system and provided care packages far thkative which
consisted primarily of domiciliary care visitations at different times of the day including
bedtime, for some, to deliver meals and administer medication. Participants found this
useful for two reasons. First, they felt reassured thHait relative was having at least one
meal per day as some were worried about a lack of nutrition and second, participants felt
some relief knowing somebody was calling on their relative when they were not available to
do so, therefore an alarm could beisad in case of an emergency. This daughter succinctly
explains that:

He [the PLWD] had the carers, not obviously at the very start, but then whenever he started
to forget that he'd had lunch and that sort of thing the carer was put on ... that wasat
NEftAST FT2NJ YS wX8 LT GKSNBU& az2YSo2Reée 3I2Ay:
he was home, he hadn'tamdered in the car, you know, he wasn't lying out the back. It not

only was, he was getting food at the proper times, but theretaenne checking that he's

alive and that's quite something for you to be able to be@¢Baughter 1)

Nonetheless, a small number of participants expressed dissatisfaction with the
arrangements of the care packages which due to the lack of empathy thienstaff they

described as inflexible.A son in particular found it challenging when he could not get

a0l Gdzi2NE ASNBAOSaE G2 AyOfdzRS LISNEZ2YIFf Ke3A
service is not considered a critical need he could not gétraale carer to administer

personal care. He found it awkward having to put his mother in the shower and dealing

with other intimate personal care, as he explains in this excerpt:



WOY @GSNE FTNHAGNI SR 0SOlFdzaS L JaydSde twdgive G (& L.
Y2U0KSN) YR 6KSYy L gla t221Ay3 F2N KSt LI FNRBY
same level of care. There were carers coming in to get her out of bed in the morning and

give her breakfast.¢ KS& g 2dzZ Ry Qi 2 NJoQperdahaRhyygikine, tRe¥ saidy & (i K A
care is based on a critical need b&s{Son 6)

While being in the system was the best mechanism to obtain appropriate services, it was

also evident to a few participants that complementary coping strategies were needed.
MEAYyfes (GKSasS LI NIAOALIYyGa F2dzyR Al WHSNER K
behavioural disturbancesssociated withdementia, such as the repetitive sentences or
guestions, confusion, agitation, paranoia, lack of motivation and personal hygi&ieen

that the participants confronted these challenging situations on a daily basis and for some,

for a number of years, they developed their own coping strategies to deal with them. These

Ay Of dzZRSRY WL [ @Ay 3 I 2y 3 Qhild psgtBolodyA FoBexaimplld, S G G A y
this son talks about saving his mother the sadness of grieving for her dead parents once

more just by playing along and pretending that they were still alive:

WyR (KSy akKSQfft Il flwonded Bodziny nfdS NIy RdzZRRIRY R WEBIG KB
0SIAAYYAY I IlYoudmdu® Bnd da2l diedla ®ong, IdHg time &o. ! YR (G KSy &aK:
G2 3ASG Fff dzLJasSd Fa AF AGQa 2dzald ySéa (2 K
Before, it used to be, it was like afre8lNA SGAYy 3 SOSNE GAYST odzi | F
forgotten about it but she was still getting upse{Son 6)

A small number of participants appeared to use more practical coping strategies including
assistive technologies, such as, bed sens@sdant alarms, CCTV cameras or GPS trackers.
hiKSNE YSYUA2ySR dzaAy3a |fGSNYIFGADS awsyS NI LIA S 3

havinganew proje@> & 2y S LI NOAOALI yi Ldzi AdGo b2d$§S
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said that learning aboutlementia was helpful, and, in particular, one participant remarked
on an awareness programme provided by her local GP surgery:

Whe social worker put me in contact with [this doctor] and he ran like-aesk course,
right? And anybody who had parentsjsbands, whatever, with dementia, went along and
every week there was something different: how to take care of them, how to get carers in

WX 8 LG ¢ 0iDa@ySeiB) KSt LIT d

Negative feelings
The great majority of participants were overcome with atge feelings. Generally, they

FStG 3IdAtaG>E alrRySaa IFyR | waSyasS 2F Tl Af dzN
caring career, even after they progressed into the transition into TESA. Being a witness to a

LI NBy G Qa ¥ dzy O lthe2agdciited EbBsequenges was KaRl for many adult

OKAf RNBY ® l'a 2y S R dzibenhd i6\Wdy BakdAitRVAs adeéliBg thay R K S
[we] had not done agoodj@d 65 dzZAKGSNJ mno @ ' y2 (10 KSNJ RI dzaK
she said:

Wi0Qa RS NA (5xda I K2NNAOofS RAaSHasSzT AdQa I K2N

watchdQ 0651+ dz3 KU SNJ ¢ 0

Again, for adult children it was very hard having to take away power and control from their
parents, and this made them feel guilty, as illas&d by this account from a daughter:

WIyR L FSftdx SOSNER GAYS L KIFIR G2 YI1S I RSO.

~

gl e&s &2dz {y260® LG ¢6la KIFENR® !'yR L R2y QG
it, my brother certainly did®@d NBFfAasS A4 GKFEG SOSNE RSOAa
y2¢63 SOSYy AT AG 02YSa R2¢y (2 Ydzryeée 3F2Ay3a A

Y& KSINI e2dz {y26dQ
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(Daughter 2)

Negative impact
In general, it was shown that the caring role was havengegative impact on the

participants. For some, life changed in dramatic ways, as this son expressed:

Woad fAFTSE OKFYy3ISR O2YLX SGSteo L &gl LIJISR 2\
employment to really fulli A YS dzy LgBoh 8. ¢ 2 NJ Q

Smilarly, older wives, many of whom had their own health issues, found their caregiving

role challenging and felt that they were vulnerable to adverse mental health and wellbeing

and even had to face the criticism of their families. This wife, for exampilese physical

ill-health eventually prevented her from being a ftithe carer for her husband, ended up

feeling guilty and as if she was being judged by family members, she explained that:

W R2 KI @S | aSyasS 27F TFI Af d2\SS 60 KobXi6 sL Sl LYySXOiA | G
hear his own brothers and sisters saying about how easy [my husband] is to manage. But |
O2dzAZ RYyQiz L KFER (G2 3ISG GNBFGYSYldl wX6od 2 St f:
very tired and | still realistically knawK I G L LINRP Ol of & O2 dzQRWeQlG (I

3).

Other prevalent negative impacts amongst the majority of participants were the constant

worry and pressure they were experiencing, to the point that over time the caring
responsibilities becam#&o demanding. For some, time issues and geographical distance

added extra pressures and worries to their roles. As explained here:

WSttt dzyYx Al o6+l a 0SO2YAy3d AYyONBlFaAy3dIte RATFT.

LI GGSNYZ wX8 gKSNEBSS AF2 daf KRS o0SIABYWMS/ [ dzZA 1S RA &2



g2dZ RQAS LIK2YSR YS NBLISIGSRfe YIFIeoS GSy GAYS
f2y3 RAAGFYOS Fegle G2 &aStGiGtS KSN wX6 {2z
settled, you knowand get her to go to bed, | knew that the next morning she would b@fine

(Son 4)

It was also evident amongst many of the participants the difficulties in balancing caregiving

with other family demands at the risk of neglecting their own familied|lastrated in this

quote:

But the family are saying 'it's not my job, it's not my duty' to be looking after him; | should

be putting more time into them, into my graswthildrerQ(Daughter 1)

¢KSYS HY WIYyR AG KAG GKS ONRaAa LRAYGHQ
Over time caregiving prior to moving into TESA posed different challenges to the

participants. While the majority of them were fully committed to their caring role and
assumed their responsibilities unconditionally, external factors related to the physica
environment (people living in their homes), the progression of the illness (higher needs) and
their limited physical presence, highlighted issues of safety and risk that eventually led to a
crisis point and the realisation that caregiving was difficdt rhaintain under such

circumstances.

Balancing safety and independence
Numerous accounts illustrate the difficulties encountered by the participants who tried to

balance the need for independence of their relative and their safefyhe wandering,
getting lost, having to be out in the streets or country lanes looking for a relative or having

to report them to the police or to have them returned home by the police were common
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experiences for the majority of the samplelrheseexperiencesadded more stres to their

role and led, in many cases them takingextreme measures, such as preventingithe

relative from driving or walking unaccompaniasl this participant explains:

WYyR OUKSNB 6SNB | O2dz2X S 2F AYyOARSyl(a 6KSNB
crossed the road without looking or, you know, not going near the lights, just heading

out on the road. And once the police brought him back; he crossed the bridge, and

2y 0S (KIGQa WAIAKBYSRKILGG: oRMEWYs | f {AyIT FAYAAK

Moreover, a few participants were confronted with moral and ethical dilemmas about the
methods they employed to avoianderind? which consisted mainly in locking their

relatives up in their own homes:

Wcouldn't keep him in the house at that point antlat | was actually doing was [...] | put

him in bed in his own house, lock up and make sure he was absolutely sound and be back in

the morning for him to wake him up. And that's not g@d@aughter 1)

Many participants expressed concern that itheelall A Zhghétional decline was putting

them at risk of falls or harm to themselves or others:

But, you know, she could have fallen down stairs and nobody would know from the six
2Q0f 201 QOAaAl0 AYy (GKS S@OSyAy3a (BBNKSE (69> 2@k
G§Sys mc K2dzZNE &aKS O2dzZ RQ@S FlLftSy 2dzad | Fa4SI

So, you know, the safety thi@g(Daughter 9)

Intensification of needs
Some of the participants considered the possibility of caforgheir relatives indefinitely,

but as their needs intensified, they realised that it was time for change as they felt they
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were incapable of providing appropriate care. This was particularly difficult for some
participants who also experienced their nyhysical decline, as told by this wife:

WyR 0KSYy> L KIS I NIKNAGAE 6KAOK LQ@OS KIFIR 7T
0SOlIYS AyO2yiAySylo YR A0 6Fa OGSNNARoOEf SO l
KAYXZ KS RWRWQUVSNSE flfYes I yR AG gt a NBlIfftesx L
gStto L NBIfAASR (KSYy L ySSRGWfeHKS NBO2 JSNE
For many, the pressures of caregiving were increasing significantly as the emotional and
psychologtal needs of their relatives increased. As a result, participants not only felt upset

by their relatives disturbing behaviours, but also realised that further intervention was
imminent. This is illustrated on the accounts of this daughter:

@Sttt IX divESY adzllzasS AdQa tA1S | 20 2F GK
F AKHH OwX8 {KS aidFNISR G2 3S0i LINIYY2AR | 062d
they were stealing off her and things like that. So, basically that was one of ttensealy

aKS O2dzZ RyQi aidle 2y KSNI 26y wX8 2S RSOARSF
YyAIKGaA D LOR 6S adlreay3a GKS 2RR yA3IKEGI gA0K
was forgetting that she had phoned me. It was very disruptive fchame life and to my

0 N2 (i KS N®& (Qaughger 5p S f f

Making the decision to move.
Once the events that prompted the decision to move the relative to more appropriate

accommodation have unfolded, on some occasionsdbigsion was made jointly:
Whviously, he [relative living with dementia] came to see the place before we made the

decision, before he made the decigbfbister)
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The interviews with ICs also revealed hosalth or social care professionals played a part in

making the decision fahe transition given that they had supported the participants during

their moments of crisis. As this daughter explains:

Whe crisis point was then, about whenever erm, after [my children] were born and then my

sister had her children and thenwewele a 1t KS K2dzaS 2y S RIFI& | yR Ydz
very unwell, so, then, mummy was admitted to hospital. Um, so that basically was the crisis.

And then mummy was in hospital [for a few months]. And then round that time, there were
various meetings, and,suppose, they knew what her circumstances were; it was only the

two of us, and we had young families and we were working, we'd jobs and they were sort of
saying: You know, the reality is, you're not going to be able to do'tHisuppose, we were

starting to realise that ourselv&s(Daughter 3)

Where to go and why?
While it appeared that safety was a key factoituencing thetransition, ICs also valued the

independence and autonomy that a new living environment could offer, therefore, they
were careful in choosing facilities that met those conditions, as explained here:

We just came and had a look here [the facility] and thought it faasilous. Because we
wanted him to be independent for as long as he can be independent. We just thought that
that was a step too far to be going into a residential type home environment and we knew

he would hate itQ(Sisterin-law)

While some ICsag to know about the TESA by word of mouth, in many other cases the

decision to move their relative into this type of supported accommodati@s facilitated
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by the advice and information received through statutory services, as this daughter
explained:

Wwas talking to a hospital social worker who was an absolute gem, she was lovely, so she
gl ao 'YR FFUSNI I ¢ KA Bthink[kiS faddity]wight beyhR be&tK S & I .
place for your mothef2(Daughter 8)

One of the key enablers of the tratien process in the majority of casesasthe facility

ethos. For many participants, managers and staff demonstrated the right attitude and it
was evident to many more that the approach to care in the facilities was based on the
principles of the promabn of life skills, relations and interactions:

WYremember them asking him why he wanted to move into his own place. Obviously he is
asked a lot of questions before moving from the [nursing home], you kbogvhe want

this, and that ... The manager from here went to [the nursing home] and talked to him and
she was able to tell me that he said that he didn't want to be in an institution. And she says:
‘Whenever he can say that to you, he's not ready, you know? He needs anothertoHaace

his own person in his own place. He still has too much ability and his own thought.'

(Daughter 1)

It also appeared important to the participants that the staff in the facilities demonstrated to

have the appropriate repertoire of skills that couldcilitate the transition and life in the

facility:

Wdziz L YSFy3> xoines OESINE NSIGRIANKYyBH LI OS HKS

recognise the condition, recognise, become familiar with each reSidgan 4)

More importantly, numerous paicipants described how the facilities offered the safety and

minimisation of risk that for many led to the decision to move. In the facilities their



relatives were safe: from harm, wandering and getting lost; some of their big fears. The fact
that there was a 24hr presence of staff was also reassuring:

W dgKAY]l AdGQa F 3INBIFG NBEAST FT2N dza (G2 (y29
pick up on thing@ (Niece)

A minority of participants stated that assistive technology was not a fatiatr influenced

the transition of their relative to TES#thougha few that mentioned this as a decisive

factor. However, in general, participants were not even aware of the use of assistive
technologies to support care for PLWD:

Well, um, | ... | don'see anything in assistive technologies here other than is a basic pre
requisite of health and safe®/(Son 2)

Whether the participants were aware of the use of assistive technologies in the facilities or
not, it became apparent during the interviews thtte main advantage afforded to the
technologies used was the safety it provided. As the PLWD engaged with life in the facility,
participants were able to describe how the various assistive technologies used in the facility
appeared to have the purpose &€eping the person safe, and this, unanimously, was very
reassuring, as this son explained:

W RARYQO 1y2¢ |062dz2i 6KIFIG ({AYyR 2F GSOKyz2f23
g2dZ RQOS KI RO L ¢gta t221Ay3 ¥F2 NipétagnvifingK SNE 6
for me was that there was staff, trained support statflowever, when we saw this and
learned that there were these, that this technology was there, | found that quite a reassuring
thingQ (Son 4)

In general, the physical environment was found to be suitable and appropriate to the
specific needs of the tenants. It offered gardens, spacious rooms and other features that

made the dwellings and apartments comfortable and enjoyable:
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W (KS | LareNBISSaged aut, they are not cramped and there are good grounds

2dziaARS wX8 LUQaA 6AGKAY || K2dzaAy3a SadoiSe .
(Daughter 6)
CKSYS oY Wwdzald | K2YS FTNRY K2YSQ o

In general, the positive aspects tife supported accommodation model outweighed the
very few barriers noted by the participants. For the majority, care in the facilities was
provided in a holistic manner with the right level of engagement and participation of the

NA 6 S

O

tenants and the ICs. Fof y& X (GKS GNIyaaAdadAaAz2y gl a RSa
GKAAa GKSYS &dz33asa st hdmé framlibi NBRSd2 e&SWX!I O
made this possible are presented in the following subthemes:

Approach to care
The supported accomodation model in small settings was found to be the preferred and

most adequate model of care for PLWD. Some of the advantages of this model according to
participants, included small settings where people could thrive and be buffered against
socialisold A 2y T aSGiAy3a 6KSNB LIS2LX SQ&d AYRAGDARdzZ f
to a onesizefits-all system. This is eloquently described by one participant who said:

Y R2ydid GKAY]l] GKSNB O2dA# R o6S || odaAaAiySaa ¥
suaessfully for people that are suffering from dementia requires a slightly different

cost approach from the containment that you have in a nursing home facility where

people are confined in rooms or beds and there's a ratio of one to ten or one to fifteen.

Here you've got maybe somebody that is in need to go downtown to get to do a

message and that stimulus is very important to them and that opportunity for them to

get out and engage with the community and have that independence. It's something



that shouldbe encouraged and patients, for want of a better description, thrive on
that and we all want to encourage th&(Son 2)

Characteristics of the facilities
Independence, decisiemaking and choice featured as some of the most relevant

characteristics oftie approach to care offered in the facilities:

Whey make them do things for themselves to see how much help they would need to

R2 UKSY® . S0lFdzaSs y263 AY GKS Y2NyAy3a Al 4
hours to get ready in the morning to get deed and all, you know. But they say they

g2y Qi G 1S GKIFIG Fglke FTNRBY KSNDaughedspzaS G KI GQa
Positive staff attituds, working together with tenants and IQsromoting and encouraging

effective communication and relationgls appeared to be other features in the facility

highly valued by the overall majority of participants:

W dKSe Iff OiKS adlr¥¥6 asSSy y2i0 2dad G2 KI &
to have, and that is the sort of empathy and compassian you need, and patien€e (Son

Z)

The safe environment providedot only by the design features of some of the facilities, but

also through the use of the assistive technology and the presence of staff was particularly
commended by the participantsSome examples:

Wi g &a22y |a akKS 3I2S8Sa G2 o0SR KSN) aSyaz2Nna 2
YAIKGQOBS GNASR (2 3SG R24y G2 GKS (2AfSaGxX ac
just such a safety net.

(Granddaughter)
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A small number of participants reported on negative aspects of the delivery of care. Mainly,
they concerned with lack of facilities for smokers, shortages of staff and some lack of
provision of activities and or®-one:

Wknow there are times wheréey're short staffed and they don't have the time, really, and
stuff like that. | think there have been problems when they don't have the full sqg@ad in
(Sisterin-law)

Ws | said, | think definitely there needs to be moretor2 y S ® wX8 y{teirk, G4KI GU
that she probably does get restless, 'cause she's just sitting there and she's nothing to do.
But I've noticed that there isn't a whole lot goes on at the mode®dt 6 5 | dzZ3 K G SNJ H 0
The youngest participant, one granddaughter reported on the latkinternet

connection in the facilities which limited the means of communication between

tenants and family members who could not visit regularly.

¢KSYS nY WLQY 3fFR (KS@QNB f221Ay3 FFTGESN YSC
This theme focused on the advantages or disadvantages thigcipants mentioned

about the life in the facility for their relative. Their discussions focused mainly on the
improvement of the quality of life of their relatives since their transition into the
facility. Many of the participants also talked about fingplicit gains or disadvantages
for themselves as a result of the move.

Satisfaction with care
Overall, there was a sense of satisfaction with the care offered in the facilities with

many participants commenting that they would recommend them to anyone:
W can't imagine why | wouldn't recommend this place to anybody ‘cause for me, as | say,
granny wouldn't be living if she wasn't in here; in my opinion and my family's o@inion

(Granddaughter)

201



Other examples of satisfaction with care were associated wWwith apparent feelings of

wellbeing, happiness and contentment shown by their relatives:

WKZ AGQa OSNE NBlFaaddz2NAy3Io . 2dz 1y263 06SOF dz
every carer is that the person, that you know that they are, as far as possbltent.

And she is a great deal more content, than she was in her own home, especially during
iK2aS GAYSa oKSYy AKSOBAMRIY QU 1y2¢ 6KSNBE &aKS o
Equally, the social aspect of the facility in terms of activities and encouragement of social

life (outside and within the facility) and relationships was also praised by the participants:

Wdzi GKSYy &aKSQa YIRS FNASYRA KSNB:I (G220 2 K.
g2dZ RY Qi KIABaughtgr®8) 2 F G KI

W aKS f20Sa 3A2AyRA RS KISND RA &t AOBNWYINES K S/NE a4 K ¢
different person no® (Daughter 7)

Again, the transition to live in supported accommodation has also offered the advantages of

al FSGe yR aSOdaNAGe FT2N (KS ligytd yie®hdury R WLIS
staff presence is reassuring for the participants who felt more relaxed and under less
pressure:

WSySTFAGA Ay Y& fAFTSKHH ¢KSNBQa o6SySFTFAaida Ay

02y OSNYySRO® LQY yi2fda IS0 GRS YOYKASR RIKR y2X5F Qi KS v

<

(0p))

0K O2NRa ® {2 A0Q&a YIRS Y& fAFS @SBy SNI 0SC
WIyR L FAYR GKS aidlFTF | NB @SiyjRes B <dh a peace dzY >
2T YAYR G2 3S0 G2 Ldzi Yé KSIR 2y (GKS LAftt29
and | can lift the phone at any time of the day or night and phone here and its never seen as

F 620 KSN®»Q
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(Daughter 5)

Maintaining conections
Finally, living in the facility has provided both parties with the opportunity of keeping family

connections while the PLWD enjoys life to the best of their abilities:
¥ definitely, am looking after her as much as | can from the-rBl® diference, yes,
RA&GFYOSd wX8 ' YRY dzYz (GKSe& wiKS FFLOAtAGes

FYR L O2dZ R y2i R2 0KIFIG S@Sy y26 aKS Aa Ay 3

fADPS sAGK (KS (K20Pdghte® K| 0 LQY y2i0 GAairdAy3

Discussion
In this studythe accounts of ICs about their experiences of caring for a relative living with

dementia who, eventually, moved into TESA are captured. It is interesting to note that ICs
dadzYSR GKAA OF NAy 3 NIB8)Sdanceptudlisation gf Saregiking to ! NJO K ¢
roles of either providers or managers as the dementia progressed prior to transition. As

care providers, ICs identified the needs and performed the tasks necessary to fulfil them.

This care provider role was dgmically evolving, through provider and manager, into a

single care manager modality, which was considered to continue post transifitis is

aligned to the emerging understanding of the complexity consistent within the caring role

(Sao Jose€2018) This change in caregiving role was a natural transition that emerged within
ySOSaaArdae (2 &adzllll2NI GKSANI f 20SR 2yS Y20S A
LR2AYGQ L/a ARSY(GATASR UK SrhidiNa @rpcrtangfyidingf &l S
two reasons. Firstly, it appeared to be one of the main factors associated with stress and

the decision to move the PLWD into supported accommodation. And second, it is an
important component within the provision of TESA which offers a safe environrddn

hour staff presence and assistive technologies. The characteristics of TESA provide a

20z



reasonable approximation to the content of the PCPF in terms of the constructs of care
environment, persorcentred processes and outcomes (Fig@®. When trangion was
RSAONAOGSR |a wedzad || K2YS FNRY K2YSQs L/a&a FC
enriched withsmart homell SOKy 2f 23AS&4 LINPOBARSR (GKS NXI aaidz
needed to feel that their relative was being well looked after anditthihe new
accommodation felt like being at home. Organisational systems, positive (consultative)
relationships and appropriate skill mix conducive to the provision of holistic care for which,

were considered positive for both ICs and their relativese fiilding that the decision to

move their relative from home was delayed in all cases until the ultimate crisis point was
reached resonates with other research on family caregiving and entry to care (Nolan and
Dellasega2000) and is important in considag how services in the community pick up

such scenarios and the preparedness required in supported accommodation to support

transition during crisis.
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Figure37. Comparison of the study findings to caregivingg@ed contenbf the persorcentred care framework

o

L/ a4 NBLR2NI GKI QG

OF NAy3a NBalLlR2yaAoAf,

identify the most appropriate services provided by others, especially statutory services who

had supported crisis(¢s The need to provide safety is a priority, with the desire to ensure

LIK& &aA Ol f

z

G2 0SS adzNB (GKAa

YR SY2GA2Yy I €

O2YF2NI X aKATFTOIAYy3I GKS

& 20N &oBowiers, RAORSY). IONRimidmaht & Q

aspect of our findings is that the transition to TESA wet influenced by the added value of

pervasive technologies in the facilities. Only a few participants mentioned that this as a

decisive factor, generally, they were not aware of these technologies to support care for

PLWD residing in supported accomnatidn.

This is an important finding in our study

which adds new knowledge in the area. While technologies appeared important to the ICs
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in terms of provision of safety the characteristics of the facilities most valued were those
directly linked to thepersoncentred careethos prevalent in the facilities. The most
prominent elements of the perseoentred practice framework identified in our findings are

those related to the constructs of the care environment, persentred processes and

outcomes (McCormck and McCance n M T 0 ® Ly W& G KEK2YBndFNR2Y K
WLQY 3t R {KSe& QthBe werr 2umergud actotinis SINIbw 16&iged the
FFEOAETAGASE INB 2y (KS KINRIATMENitioREMEKMSat A 4 G A O
both ICsand their relative participated in decisions regarding all aspects of care, giving their
relatives control over how they wanted their home to be furnished and decorated as well as
planning their care and activities within and outside the facilities acogrdo their own

choices. These exchanges not only reflected the desire of a cultivation of effective
communication and relationships in the facilities as outlined in the petsmired

processes of the PCPF, but are also in line with NICE guidelines tnarikition of older

adults from different settings which emphasise the principles of pexsntred care and
information sharing as overarching principles of care and support during trangNiliPE,

2015) ICs referred to how the positive attide of the staff, their awareness and knowledge

2T (0KS Wy2NXYIf LIGGSNyaQ 2F GKS t[25 |yR (K¢
create an environment in which they felt encouraged, motivated and valued, demonstrating

how a sympathetic presence dgfined in the PCPF (McCormack and McCa2@&7) may

be more important than the physical presence. Likewise, they commended the dedication

of the staff at all levels who were instrumental in delivering interventions that took into
account the full set bpsychosocial needs of each individual tenant in the facilities. All these

elements also suggested by McCormack and McCance as markers of effective- person

centred practice (2017).
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Safety emerged as a key finding both in the transition into the supported accommodation
YR GKS NBlFaz2y L/ Qa 6SNB al 0AaFTASR TheA (K
accommodation within this study provided unique technologies to support tenantsateat

not available in standard supported living environmenior example, all but one scheme
offered wearable devices (bracelet or pendant) to tenants, after a needs assessment, which
LINE A RSR L/ Qa | yR Sy Hnfiieavithgprewus researci{i@yta s 2 F
Montgomery, 2014)this type of technology gives tenants the freedom and independence
to freely wander the accommodation but for IC to be content they can immediately get
assisance if required, providing the IC witreace of mind(Alwin et al., 2013; Mao edl.,

2015) Therefore, with a technologyneiched setting a safe environment can be provided to
wander. Equally, if the tenant wakes up and leaves their bed, the bed sensor will alert staff
to the tenant leaving their bed and staff are able to cheokt@nant particularly if they are
prone to becaone disorientated. Once again, all but one scheme was able to speak to the
tenant through an intercom in their living space so they had immediate contact with staff in
the event of urgent assistance.

The paricipants demonstrated how the supported accommodation model in small to
mediumsized settings is an acceptable model to support PLWD and their families. The main
characteristics of this model that appeal the most, consist of the use ofimamsive
assisive technologies which provide security and safety, and most of all the approach to
care which is underpinned by the principles of PCC. Tsisarchadds an irdepth
perspective of strategies to ensure that PLWD enjoy an independent life for longee in t
community when the appropriate support from family, carers and statutory services is made
available and when such support is based on a practice framework designed to enable a

holistic approach to care. Services, in particular, may benefit from thesdafresearch that



highlights the need to consider health and social care from a whole systems perspective,

which advocates treatment in community settin@engoa et al., 2016) Dementia care

%

0FlaSR 2y GKSaS LINAYyOALX Sa g2dZ R I @2AR NBI Of

that may lead to unnecessary hospitaliesis and/or institutionalisation. Equally, ICs may
be guarded from the adverse effects of the caregiving responsibilities and could be provided
with appropriate and timely information that would help them, as well as the PLWD, to
make informed decisionsbaut care provision. This would enable the PLWD to live for
longer independently in the community where they could thrive and flourish and maintain

meaningful relationships with people and places.

Recommendations for practice, research and policy
The tchnical provision was not an influencing feature in the decision to transition loved one

into TESA. Future research should explore how the use of technology to care could be
communicated to caregivers and community base services to enable them to make
informed decisionsThe finding highlighted a major shift for the caregiver from a care
provider role to a care manager ond hesefindingsare relevant from a health and social
care point of view which emphasises the need to provide appropriate serbEssd on a

whole systems approach to care.

Summary
Within the qualitative study25 semistructured interviews were conducted with ICs and

data analysed following a thematic approachour main themes were identified. Two
themes prior to transition refleted the shift of ICs from a care provider modality to a care
manager one which appeared to be influenced by issues of burden and the perception of an

inability to keep thePLWDsafe. The two other themes emerged from reflections post
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transition into TESAelated to aspects of persecentred care (PCC). Transition seemed to
alleviate the pressures of caregiving and had positive outcomes for both the ICs and the
PLWD Assistive technologies in the facilities did not appear to impact on the decision
making during transition, however, they were valued once PLWD resided in the TESA
facilities. The findings provide an understanding of the caregiving responsibilities and how
ICs evolve from a care provider modality role to a care manager one where the services
sought to provide the necessary care have adopted a PCC approach. These findings are
relevant from a health and social care point of view which emphasises the need to provide

appropriate services based on a whole systems approach to care.



Chapter8 Formalcaregiving

Introduction
Paid or formal caregivers provide support to enaBleWDto live as independently as

possible insupported accommodation.Personcentred care is the model used to ensure
tenants have choicecontrol and autonomy over their lives éormal caregivers endeavour

to provide support that enables these principleBhere is very little evidence to indicate the
impact technology has on the role of a formal caregiver in a supported living seffing.
present study seeks to explore the perspectives of the formal caregivers working within a

personcentredtechnology enriched supported living environment.

Aims and Objectives
Aim

¢2 SELX 2NB |yR dzyRSNREGI YR (K Qundedtahdig & LI 28 S
attitudes towards working in a technology enriched supported model

Objectives
1) To investigate the extento which the care practices of formal carers are person

centred

2) To explore the challenges associated with the promotion of persmtred care in
supported accommodation

3) To identify the extent to which assistive technology hinders or supports person

centred practice
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Methodology
This qualitative study sl semi structured interviews to obtained data from the paid staff/

formal caregvers (FC). All the interviews were undertaken in the supported
accommodation facility where the FC worked at a time convenient to them. A loose topic
guide (Appendix ), was used to provide guidance during the conversation while giving
participants theopportunity to provide rich descriptions of their world and their experience
(Kvale, 2009) The interviews explored what the participants perceived to be their role as
paid staff working in supported accommodation for PLWD; how they felt about the delivery

of care in the facility and the impact of assistive technology on their role. The themes of the
G2LIAO 3IdzA RS 6 SNB | thebratiyal ffameivdrki & thepdtsdnceitigdizR & Q &
practice framework (McCormack & McCance, 2006; 2010; 2017Mhe interviews were

transcribed and thematic analysis was used to explore the data.

Recruitment
Approximately 185 formal carers (FC) at all levels working in the nine facilities taking part in

the study were approached from December 2015 until May 2016 for interview. The

recruitment stage proceeded as follows:

a) Managers in the facilities were askeal inform their staff about the research and
make information packs available to them at key locatiareere staff could have
felt prompted to take an envelope.

b) The packs included an information sheet, a consent fGkppendix 8 and19) and a

selfaddresed envelope to return responses directly to the researchers.
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c) After two weeks, managers were given a follagr call and asked if further
information packswere needed. Some managers requested more, others, had
materials left and told the researchers thtiey would remind staff about the study.

d) Alow responsevas generatedfter the initial promotion of the research and follew
up call. Managers in the facilities werthen asked to identify staff members who
might be willing to take part in the study. These individualsvere offered the
opportunity to contact the researchers directifywilling to take part.

e) Twentythree responses were returned and 21 participants were interviewed,
including three managers.

f) Of the two potential participants not intergiwed, one ceased employment with the
facility after the interview was arranged and the other one could not attend the

interview as initially agreed and it was not possible to reschedule it for a later date.

Data Collection
Data were collected from February 2016 until November 2016. The 2l-steriured

interviews conducted lasted between 40 minutes and one hour and were digitally recorded.
All participants agreed to this. On the day of the interview, after taking inddriconsent
participants were reminded of confidentiality and anonymity and their right to terminate
the interview at any time or not to answer all the questions. All the interviews were
undertaken in the supported accommodation facility where th@worked, scheduledat a

time convenient to them.

Data Analysis
All interviews wereaudio recorded andranscribed verbatim by the researcher and a

professional transcriber. After checking the transcripts for discrepancies, data were
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anonymised and all ideriters removed. Then, data were uploaded to NVivo 11, a software
package for qualitative data analysis (BazeR913) and were analysed using a thematic
approach. An exploratory method to code the data was used. Through this process an
initial list of @des was developed from the themes of the topic guid&aldana, 2016)
GKAOKSE Ay GKA& OFasSz 6SNB | f A ItfiePrsoscantiied ( K S
Practice Framework (PCP@JcCormack and M@&bdce 2017) Then, through thematic
analysis, codes were generated and categorised into key themes (Glaser and,398d3}s

Two researchers, separately, scrutinised the codes for internal reliail@zompte &

Goetz, 1982) Competing and complementary themes were distinguished allowing the
researcher to gree on the four themes and corresponding subthemes described sethe

findings.

Reliability and Rigo
To ensure the reliability and rigo of the data two researchers examined the codes

separately for internal reliability.Clear illustration of the aalysis was documentedThe

final themes were agreed upon by the research team.

Findings

The tra%lsition to TESA for people living with dementia: the experience of formal carers (FCs)
Within the 21 participants interviewed, 17 were females and four malBse age range of
participants varied between 18 to 69 years. The majority of participants were at the level of
support worker (see Tabl27 for details). Exploration of the data revealed that aspects of
the Persorcentred Practice Framework (PCR¥rCormack and McCance 201ifainly in

the constructs of the care environment, the persoentred processes and outcomes, were

reflected within the data. These aspectsvere categorisedinto four key main themes: 1)
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promoting choice and autonomy; 2) staffing model; 3) using assistive technology; and 4)
FSStAy3a GKIFIG @2dzQNBF R2Ay3 | J22R 2200

Table27. Demographic characteristics of formal carers participants

Characteristics n %
Gender (n =21)
Female 17 81
Male 4 19
Age (n=21)
18 -29 3 14
30-39 5 24
40 - 49 5 24
50 - 59 7 33
60 - 69 1 5
Position (n= 21)
Support Worker 13 62
Scheme Manager 3 14
Senior Support Worker 2 9.5
Activity Co-ordinator/Co-ordinator 2 9.5
Team Leader 1 5
Length in post (n= 20)
6 - 11 months 2 10
1- 5years 11 55
6 - 11 years 5 25
12 - 13 years 2 10
Years of experience in care (n=18)
5 - 10 years 4 22
11 - 20 years 11 61
21 - 30 years 1 6
30 plus years 2 11

Theme 1: Promoting choice and anbmy
At all sites there were numerous examples where the promotion of choice and autonomy

was a key element of the staff approach to care. These examples varied from valuing the
person and giving them choices, through to building relationships, maximising ahd
independence and providing opportunities for meaningful activities.

Staff mentioned that the facilities allowed tenants choice about when and who they
interacted with, prioritising the opportunity to enjoy the privacy of their own homes. Staff
appreciated the fact that tenants were able to make choices about who they let in their
homes and to whom they chatted to or were friendly with. Staff mentioned that the daily

NRdzOAYS @Aarata G2 GKS GSyYylydaQ K2wddbld A d KA
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NBflFGA2yaKALASYS odzi AdG e¢la ftgreéea €STa G2 G
opportunities. For instance, this staff member described the type of interaction that could
take place in one of the facilities where the tenants livedalf-sontained flats and received
daily calls by support staff:

A iQa 2daAald GKI G &2dz KI @ Scodanddbiit oa Wavea®ocof, F& | G |
@2dz 1y26X &2d2Q@S GKS KSfLI 6KSNBXI @&2dz KI @S @&z

ownhomewX8 GKSNBXQa (GKS adzZJR2 NI yR GKS 3IANI &X

A

GAYS YR R2 ¢gKIG GKS& ySSR (2 R2o® l' YR GKSYy
aAld FYR KI@S || OKIFIG 6A0K e2dEFecdi AF (KSe
CKSNE gl a | 3ISYSNIf |Oly2eftSRISYSYyld 2F NBaAL

particularly in relation to food, dressing, and personal hygiene, as shown in this quote:

W202Re Aad wdSKYI WSERY W2dzQNBE 8 Belng putidtoyall 2 | ¢

showerQ LGQ&a y204 lFoz2dzi (RKABSL) 6KSe Fff KI@S GKI{

It was interesting to see how some of the FCs who had worked in residential care were able

to make comparisons between the two models and found themseteesparingthe rigidity

of the residential care system where meal schedules and menusfanedecided byothers

without any consultation with the residents. One FC said:

L ¢62dzf R FAYR AG @SNE RAFTFAOMA G G2 3IF2 ok O1 72
GAYS YR 282dzOQNB KI @Ay3 GKAA F2NJ 282dz2NJ RAYY SN
GKSe glyld (G2 SHGX GKSANI FIYAfASaAasS GKSNBQa C

KFE@gAy3as GKSeQNB y2i0 KI@gAy3a | aSiokpgiz & 2d

O2YLI NB (GKS Gg23r @2dz OFyQiG-DD2 YLI NB (KS
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FCawere consistent in their view thahe aim of supported living for PLWiasto promote
independence while maximising the skills of the person. Thus, tenants were able to do
things for themselves and with the right encouragement and support from FCs, they could
maintain their skills and abilities for as long as possible. This was an attitude that was
prevalent inmost of theinterviews and is exemplified by this staff member vdaid:

X 2dz2NJ SGK2&d Aa Y2NB olaAiaorftte GNRBAy3 (2 LN
possible. So, being more, us standing back and giving them by that to promote, for them to

be able to do the things for themselves, to try and keep their minds|atiedau (FGC2)

Some FCs suggested that while independent living was part and parcel of supported
accommodation, it was also necessary to oféetditional support to keep tenants safe.
Therefore, in their view, the technologgnriched supported accommodation model was the

most adequate intervention to achieve that, as this member of staff said:

LiQ&A wadzLI2 NI SR | O02YY2RI (Aaheeb to Hekalle t&F lvalinzNS > |
GKSANI 29y K2YSas GKSe ySSR (G2 0SS adzZlll2NISR:
their right to live at home and be happy and to be supported. And all this technology and all

this support staff and all the partnengls together makes it possible for theifrGA2)

Many participantsreferred to the fluctuations of the disease and how sometimes the
GSylyiaQ ySSRa AYyONBlIaSRXI GKSNBF2NBxX 2y 200!
while still supporting the teants, as explained here:

Ldzi X FAFAYS a2YSGAYSa a2yYyS 2F 0KS GSylyida yf
FyYyR 3S4G GKS o6FfFryOS NRAIKIP X8 . dzi 6 KSy i

encouraging them to support them to do as much lasytcan for themselves. It is more
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about supporting rather than doing for, supporting with, or prompting with, or assisting,

rather than just doing it for them(FGE1)

Being able to move about or go out was recognised by many of the FCs as an albilitggh
necessary to maintain for as long as possible, however, it was also important to consider the

potential risks in doing so and assess all situations accordingly, as explained by this staff:

Some of the tenants just go out shopping, they go to chutey do everything that they

g2dZ RQAS R2YyS Ay GKSANI 2y K2YST o0dzi GKS& QNI
CKFOQa |y AYLRNIIYG FaasSaavYSyd oSOl dzasS &2dz F
supported housing, so we want them toj@y life and not to be feeling enclos¢ecC1)

In general, it was recognised that timeajority of tenants were at differenstagesin their

dementiaas evidenced by a variation and often a decline in their skills levidlsvever,

there were examples isome of the facilities where tenants were able to develop new skills

which were not only enjoyable, but also enriching and rewarding. For example, this FC

talked about one lady who became a facilitator of her own class in the facility:

X ¢S KI @/San®afted tagpihgRnto and encouraging her to do some of the different

arts, music, the different activities in relation to that, she actually now has become so
empowered and so interested that she herself runs a mindful colouring class for other
tenanti ® YR aKSQa GKNAGAYy3a o6SOFdzasS Ad Gl 1 Sa

AKSQa aAKFNAYy3I KSN) alAffa gAGK 20KFBAR) LIS2LX S |

Theme 2: Staffing model
The majority of FCs felt that they played a key role in establishing linkages and relationships

with the tenants and family members, which in turn benefitted everyone in different ways.

For example, FCs found themselves in the privileged position to ajagxchange key



information about the tenants with family members and/or amongst themselves. These
exchanges were important both, in terms of ensuring FCs that they were providing good

guality care and that tenants and families felt supported, as expthinghis excerpt:

Families are very appreciative of the care and support they [the tenants] get in here. They
NEBFffé R2 [LILINBOAIGS AGE IyRT @&2dz 1y26x 65
WX 8 YR (KSys (KS Tithéphareivéyaopdn MdwellDi&aNGirseResl G S F
G223 Sy3aFr3aS gAGK 20KSNJ aSNBAOSaed FENOS ySGS
Some FCs mentioned how the flexibility offered by the supported accommodation model to
include the input of familiemithe care of the tenants, appeared to give them, not only the
opportunity to establish relationships with families, but also to have more control over their

work and free some of their time to focus their attention on other tenants with higher

needs. Spafically, one staff member talked about families getting involved in hamds

care on anad hocbasis at lunch time helping their relatives with their food, which then

allowed them to help those on their own who also needed more support at meal times:

| find this approach [supported accommodation] better because the families come in and if
their relatives are having lunch, they sit with them and talk with them while they're having
their lunch ... Or, um, we have a couple of residents where you havedtthia, and if the
relatives come in at lunch time they'll salyook, we'll do that And then, that leaves you
free to work with someone else. So, it's not just staff that are involved in that patient's

welfare or needs, it's their families as welb iSs very inclusive, so it iS(EGH2)

In contrast with the staff empowerment mentioned above, others felt that their work was

at times overly tasloriented or that they had to spend too much time on domestic chores
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or similar tasks that prevented &m from engaging in more individualised care, as this

example illustrates:

2 S

G2 R2 | €20 2F RAFTFSNByYyG (GKAy3Ia X |

A
&\
(0p))

i
OKSOl1az wX8 ¢S KIS G2 R2 g G§SNI ( Sindel)oNI § dzNB
have to go into every room and run every hot tap and record that ... just to make sure
GKS@UNBE wiKS (SylyGae y2i LdziidAy3da 2y (KS K2
stuff kind of ... it consumes you, so that you don't have tinjasbspend with them, or have

a chat or do something nice for therfFGG1)

The above quote may be related to staffing levels which appeared to be variable in the
different facilities. It emerged that in those facilities with low numbers of tenants (betw

12 and 25 people) staff felt that the staffing levels were adequate and they were able to
provide holistic care:

You know, I've worked in nursing homes, I've seen that, you know, the staffing level here is
brilliant because we need the staffing leveK I G ¢S Q@S 320 G2 R2 gKI

S RARY QO KI@S (GKS F2dzNJ 2NJ FAQGS adGl¥FF 2y |

N

e

(KS® 0SS Gl 1Sy 2dziz e2dfGFyY26x GKSE@QNB adAftf 7
This was emphasised by some of the senior staffrunteved in the smaller facilities who

were vocal in expressing how lucky they felt for having appropriate staff ratios that could

allow them to implement a perseonentred care approach, as noted in this quote:

X ¢6KAfAald KSNB Al Qaidis varg grodlfand @raideR s, cdirdoddeloticard, ¥ NI
it enables us to spend a lot of time with the tenants, and they appreciate it, in other care

SYGANRYYSYyi(ia G(KIG A@gri y2i( Ftsrea GKS OF &8



Indeed, in bigger facilities (of between 30 and 60 tesarstaff felt that the high ratio
staff/tenant diminished the opportunities to be able to provide the holistic care they
promoted:

LGQa 2dzaidz a2YSiAYSaz &2dz ¢g2dAd R tA1ST AT &2«
sometimes, you know, if theled &2 YS2yS 2FF aA0l] e2dz OFyQi 1
g2dZ R 61yl G2 0SOI dza SF@2dzQR KI @S Y2NB 62NJ] 2
Overall, FCs felt that they were well equipped for the job. They mentioned the induction
sessions and training as invaluable to entetiweir skills and to help them understand the

nature and principles of the persezentred approach in supported accommodation, which

for many, differed from previous work experiences in the care sector, as stated by this
participant:

¢2 YS G GKS AGFNIzZ e2dz (y26> GKS GNIXAyAy3
Y2RSt L KIFI@SyQi KFER SELISNASYOSR 06S¥2NBo Lo
have their own flats here, whereas in the private sector is not desitpadvay. Um, and,

you know, the training, needed, | did need the training just to be in that zone where you
KFEgS G2 o6S FANRG &l ¥S3dzZ NRAy3a GKS (Sylydao

more experience for me to see how it woKkEAL)

Most FCs felt they had a fairly good understanding of dementia issues, but most
importantly, they felt competent in their understanding of the person at various levels and
being attuned to their feelings and needs, including the social, emotional and psyidablog
This participant illustrated this by saying:

It [dementia] can just be so debilitating to a person, you know, and they just lose their senses

GKFG GKS@QNB AYLERNIIFIYG YR GKFG GKS@QNB |y
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comfort and a bitof love, you know, and make them feel valued and wanted because they

can be so confusedFCB2)

Other FCs gave examples of how collegiality and mentoring enriched their practice when

they were confronting difficult situations which required the ability $ee beyond the
LISNBE2Y Q8 oO0SKI GA2d2NE & SELXIAYSR KSNB o0é K
particular tenant:

L KAyl GKS adGFFF ¢2N)] 0SSttt (23a3SHGKSNIndy RS

GKAAZ LI NIA OGS NBI @K INBEGYREBAYYIT 6 R dt R &L aSheyt 86 S
assvya I oAl F3AAGFEGSR (2RI & {KS &aleéa akKSQa
something® YR (KS asSgaaeN) 58z R & 6B YaWYQE & R yRY

that that was what would trigger her agitation(FGF3)

Theme 3: Using assistive technology
In general, FCs appeared to favour the environmental enhancement of the facilities with

assistive technologies. For many, technology was essential to their job. Univehsally,

found the telephone system with activation of multiple alarms and sensors vital to their job

as they could swiftly be guided to the appropriate course of action in response to the
specific alerts received through the system. This is illustratadiyarticipant:

2 KSy A0 O02YSa (2 X aleész GKS GStSLIK2yS X AT i
OKNRdzZAK 2dzNJ LIK2YyS wX8 2SS (1y2¢g GKIFIG GKS&@QNB

have to be in the room to know, you know. | feel moreaste in my job (FE&-3)

Assistive technology appeared to have the dual role of providing safety, security or
LINRPGSOGAZ2Y F2N) 6KS GSylyida FyR G2 YIFI1S C/ a

pointed out in this quote.
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Unanimously, staff repoed that the different types of assistive technologies in the various
facilities could be used to prevent falls or the walking around or wandering, therefore,
offering protection to both, the tenant and the FCs, as explained by one participant:

Tomeit[t GSOKy2f23e8Qa Fff LINRPGSOGAZ2YT AlG LINERGG
GKFG ¢S KI@Ss (GKS LINRGSOGAZ2Y (KIFG 6S (1y26>
82dz IS4G a2vyS2yS (KIG ¢2dd R ¢l yd G2 O2erS 2dzi

door alarms will let you know that. So, yeah, it protects us and it protects. tliE@A1)

In this sense, assistive technology had the advantage of beingploiousive, which was

perceived by FCs as beneficial to the tenants as they did not havedheg that they were

being constantly observed or monitored:

X GKS aaAraloAgsS GSOKy2t23ASa adzZlJl2 NI GKS adal
also gives that, um, neabtrusive cover for tenants that they are safe within the

environment tkey live in.(FGA3)

The support offered by assistive technologies on the reduction of risk and the protection of
tenants from harm to themselves or others was a topic profusely discussed by the majority
of participants. For example, assistive technoleggbled FCs to monitor the execution of
simple tasks like making cups of tea or cooking snacks, so that accidents could be prevented
while still allowing the person to do things for themselves when they wanted. This

participant summed this up:

X U K SsNaBadygirt one of the flats, you know, she still maybe like to get up and try and

YIF1S KSN) 26y 6SS Odz2lJa 2F GSIF IyR R2 $SS (KA

F22RY €2dz (Y263 GKSewn@Se Kée RAdzZNIKES NIQYgeb &t & §
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FYyR L Aaz2tldS ddKIFIG StSOGNARO:T a2 akKS OFyQu o
technology, like, you knawFCA2)

The large majority of participants suggested that assistive technology was beneficial to
support tenants live indegndently as it helped them with dap-day tasks that they could

do for themselves at their own pace without the constant presence of someone who may
otherwise be doing them for them. This participant illustrated this with the example of a

person feelingonfident to use the toilet by him/herself:

. 2dz 1y262 SOSYy GKSANI LzZAK odzid2ya Ay ol (KNP 2
they know to press that so | think it gives them confidence as well to live independently as
much as they can, thaktS& OF'y 32 AY |yR dzAS (GKS G2AfSi ¢
0S UKSNB Ittt UGUKS GAYS wX8X AUQ& 062dzi GKSY
following them. (FCF2)

Some FCs referred to the speed of communication and the rapid respoms#ential risks

or adverse incidents that were also possible with the use if assistive technologies. For

many, as suggested in this example, the benefits of assistive technology outweighed its

disadvantages:

| think the advantages outweigh the disahages very much so. | don't think the
O2YYdzyAOF A2y g2dAd R 6S GKS &alryYyS AF¥ 6S RARYU
(FCG3)

In general, two concerns emerged regarding the use of assistive technologies. One, it was
important that technologies ere not used in a restrictive way and that they were non

AYUNHzZADGS YR AYLI SYSYGSR | O0O2NRAYy3 G2 (KS L
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We have to be careful that all parties involved: the residents, professionals and ourselves are
implementingthose [technologies] for the benefit of the client and practices cannot be in

Fye gl & NBAGNAOGAODSO CKSNBEQa SYLKIaArAa 2y (K
to-day and to enhance whatever they have. So, we would carefully consideoré tef put

any assistive technology in placg=CH1)

And second, that assistive technologies did not replace the human contact that staff and
tenant should enjoy in the caring relationship. In this sense, technologies were viewed as an
asset that coulcenableFCs to engage in personalised activities with the tenapteleasng

them from the constraints of tas@riented routines. As this staff described it, everyone can

2dzali 3ISG 2y WEAQGAYy3I tAFSQY

So, if there is a couple of residents in bed it meams,rsthe afternoon because there is a
O2dzLXX S tA1S tAS R2gy Ay GKS FTFOISNyz22y | FG4SNJ
room with them or sit outside, we can be in the close area with other residents doing
something but we know if they gepuoff that bed the bed sensor will go off and we can go

AO0NI AAKG Fgle G2 GKSYO® {2 A0 KSflLA SOSNERO2
which is a good thing, everybody's getting the same attention and just livingHi&=2)

Theme 4: Feelingkthli W& 2 dzQNB R2Ay3 | 3J22R 2200Q
C2NJ YIye 2F GKS LINIAOALIYGA GKS asSyasS 27 v

g2N] GKIFG 1SLWNG GKSY Y20AQFKGSR yR 3F @S (KSY
of various things. For some of the FGgas having an understanding of the person beyond

their illness and dimg nice things for them, as explained by this participant:

| always think, it must be so strange to have something on your mind or to feel something

but not be able to say howyou feeINJ ¢ KI §U& o020 KSNAYy3I &2dzZ a2 «

thing a day, | think if you can walk out that door and thiftd, | made that person laugh’,
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or'l helped them ...6r'l changed their mood ..0r something, definitely you satisfy yourself

in the job. (FGG3)

Other participants referred to the satisfaction they felt when tenants showed their
FLIINBOAIF GA2Y F2N) 6KS WftAGGtS GKAy3IaQ GKSeé R,
helping then choose what to wear. For others, it was important to provide comfort, such as

the one gained from a good night sleep:

{SSAy3 GKIFKG y202Reé Aa dzyaSaidftSRo L Ffgl é&a
everybody organised and you gotthemintobgdia &€ 2 dz RARY Qi KI @S LIS2 LI
@2dzQR R2YyS | 322R 2203 &2dzQ@S 320 LIS2LX S oSt

Fff YyAIKGOD ¢ KIEAQYH 3TF22R alGAa¥FlrOlArAzy

A few participantsderived job satisfaction from the belief that they eve improving the
quality of life of both, families and tenants through the provision of adequate support that
was going to keep the person experiencing dementia living independently for longer and
even perhaps preventing him/her from a premature entryoinbursing care. As this

participant explained:

L 2dzad t2@0S GKA&A 2200 L GKAY1l AGQa 2dzad
2T adzJi2 NI o LGQa yAOS (2 aSS GKSY tAGAy3 (F
andzNEAY3I K2YS 2N FyedKAy3a tA1S OKIFdd (FGLGQa a

C3).

Discussion
This study of TESA for PLWD has offered insights on the experieft@swairking in these

facilities, ranging from small dwellings for up to 12 pkeowith shared communal areas to

mediumsized facilities providing setbntained independent accommodation for 30 to 60
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people. The findings identified four main themes of dementia care in these facilities:
WILIINRY2GAy3 OK2AO0S | yRf OXzi PR NEDS FENAZFFAY 3G S
OKFG dae2dzQNB R2AYy3 | J22R 220£ dQ  -¢eWtiBB S G KS
care contained in the PCPF proposed by McCormack and McCance (2017). The attributes

most prominently represented infi KS&S FAYRAy3Ia |NB (K2asS | &

SYGANRYYSYOBYT NBIRS NBNR2YOS adaSa yR W2dziO2YSaodQ

These findings suggest that the practice of persentred care is prevalent in these
facilities. The emphasis on the promotion of choice, indef@ce and autonomy reflects

how the concept of personhood central to PCEalfat and Harré1992, Kitwood 1997,

Rogers2017) is embedded in the ethos of the facilities and demonstrates a culture veered
towards the adoption of perseuoentred processes, #i is, the provision of holistic care and

the authentic engagement of the PLWD whose beliefs and values and wishes and desires
should be always recognised (McCormack and McCance 2@rdwnie and Nancarrow,
(2013) considered theeffects of PCC on residents and staff in agace facilities where
traditional nursing models have been dismantlaéplaced bypurposebuilt, smaliscale,
home-like settings and the decisiemaking on care delivery has shifted to the residents.

They found psychosocial benefits to both residents and staff.

FCsreported huge variant in howLWDpresented andheterogeneity of needswhich
impacted on the strategies to support independence and maintenance or maximisation of
skills. Specifically, many of the staff referred to safety issues and potential risks which
needed to be monitored and assessed to strike the right balance ltwaafety and

AYRSLISYRSYOS IyYyR FFT@2AR GKS RAfSYYlLA LIaSR o
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Y dzOK (Mdlciy] & Bouma, 20180). The key issue of independence for PLWD in
supported housing schemes has been highlighted by other authors (Evahs2007), and
consonant with their findingsthis work revealed hat with the appropriate support from

FCs, tenants in these facilities are given choice and autonomy in their lives to make
decisions about simple things like what to wear or what to eat, or what to do or not to do,

and by doing so are treated with dignéyd respect.

This care delivery focused on engagement, authenticity, shared decrsa@ng and holistic
care is supported by the appropriate conditions of the care environment. While it was
evident that in the smaller facilities of up to 25 tenarR€s were able to focus more on
aspects of care most commonly associated with PCC practices and felt competent and
empowered, those working in bigger facilities mentioned the problems they face when their
time is consumed by tasiriented duties which presnt them to practice a more
individualised humanistic approach to cafrownie & Nancarrow, 2013; Rasin & Kautz,
2007; Sjogren, Lindkvist, Sandman, Zingmark, & Edvardsson, ZH<’)s a very important
finding in our study given that the facilities have the added environmental enhancement
which has been associated with srasdlle, homelike environments proven to be successful
in implementing PCC that has been highly underpinneccidiure change model$Li &
Porock, 2014; Verbeek, van Rossum, Zwakhalen, Kempen, & Hamers, 2B08) felt

competent and conélent with the assistive technology available in the facilities.

There was also evidence that assistive technology supported various aspects of-person
centred practicefurthermore, it also appeared that the technologiatso provided amxtra

Wa I FISYi1eS (6@ T & didergdd that @é Fay sacrifice autonomy for the safety of



the tenantsbased on perceived risk. Thigfers from other studies in this area (Landeiu
al., 2010), and confirms other findings reporting reduce risk for tenants and reassurance to

staff who feel more relaxed in their roles (Meilaatdal.,, 2017).

Bhical issuegemerged in relation tahe extent to which tenants provided informed consent

for the use of the technologies, specifically those used to monitor and alert staff. While
managers emphasised the adoption of any assistive technology involving all parties (i.e.
WNE & A R S yidnal®and theNdaragess fhemselves) according to needpatehtial to

enhance the quality of life of the tenants, it was not clear to what extent and at what stage

of the dementia, the tenanwas engaged in the decision making to use the technology. Was

the PLWD cognitivelgapable ofproviding informed consent By no meanss there an

implication that assistive technology has been used unethically, however, there appears to

be a gapin relation to advanced care planningnsuringi K+ & G KS {(ieBoés afidi & Q LIN
desires are considereth advance oftheir capacity to make decisions has diminished

(Livingstoret al., 2017).

¢CKS FSStAy3a GKIFIG wasadzQhBe iR styd@mappingt@ Rperts2 2 6 Q
of highlevels of job satisfaction demstrated by the participants. This @igned to the

findings of otherresearch tha confirmed the positive effects on staff job satisfaction with

the provision ofpersoncentred care(McCormacket al, 2010, Brownie and Nancarrow

2013). While some FCgmressed some concerns about the staffing levels, mainly in larger
facilities (of between 30 to 60 tenants), there appeared to be a balanced ratio staff/tenant

in smaliscale facilities which contributed to increased opportunities to provide quality care

and time to the tenants, whictconcurs withresearch undertaken elsewhere (Rasin and
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Kautz 2007). FCs in this study felt that they could have a positive impact on the life of
t[25 Ay (GUKSaS FTIrOAfAGASAE o0& R2ANHG ddiedanit S

enormous job satisfaction from the appreciation the tenants showed.

The new knowledge derived from this study in the use of pexsamtred practices confirms
some of the evidence that the supported housing model could assist FEWADs & Means,
2006) Through the accounts of the FCs it has been shown that this model, not only is being
delivered using a persecentred care approach as operationalised by McCormack and
McCance (2017) in their PCPF, but atsatains the added value of the environmental
improvement, another feature identified by other authors as essential to pecsorired

care practice (Brownie and Nancarro013). This is important for policy makers and
service commissioners and for thetdve role of the voluntary sector and formal carers and
other professionals involved in the delivery of care for PLWD. It appears that careful
consideration should be given to find appropriate ways to disseminate good practice and
the replication of thosenodels of care, in particular the smaltale, homelike environments

conducive to better outcomes for both the PLWD and the FCs.

Summary

Within a qualitative study 21 serstructured interviews were conducted with FCs and data
analysed following a theatic approach. Four main themes were identified that were
associated with some of the attributes of the Perddentred Practice Framework:
promoting choice and autonomy, staffing model, using assistive technology and feeling that

W 2dzQNBE R2AQY 3 [ Sy3dRNHeentreR adicks INEhesy settings was the
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promotion of choice, autonomy and independence. The dichotomy between safety and
independence was evident, curtailing the opportunities to exploit the environmental
improvement with embeddedassistive technologies. FCs reported considerable job
satisfaction working in these settings. The srsallle, homelike facilities seem to have a
more the positive effect on job satisfaction. These findings are relevant to policy makers,
commissionerand service providers as they highlight the facilitators of persemtred care

in community dwellings for PLWD and the role of FCs in promoting this approach.

23C



Chapter Quantitative study on thattitudes ofFormal and Informal
caregivers towards tdhnology

Introduction

Within the literature various ethical dilemmaemerged around the use of technology in
healthcare(Daly Lynn et al., 2017; Niemeijer et al., 2018fsues such as safety verses risk,
freedom, consent, substitution oface and privacy altill need further reflection. This
component of the study aimed to explore the opinions of bdtrmal and informal
caregivers around the use of technology within the healthcare setiBtgff caregivers work

in conjunction with devices on a regular mand little is known about the impact this has
on their caring role Additionally, family and friend caregivers trust that their loved ones are
receiving appropriate care within a technology enriched setting @nig important to
explore how they feelabout this. A survey was considered the most appropriate tool to

capture the opinions and experiences of technology use through the eyes of caregivers.

Aims and Objectives
Aim

T2 SELX 2NB OFNBIAGSNDa FFddAadGdzRSa G261 NRa GKS

Objectives

1 To explore the attitudes towards technology use with the housing scheme
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technologies role in healthcare.

Methodology

A survey to explore the use of electronic asges technology in supported living
environments was developed for this projectThe items weregenerated through a
systematic literature reviewDaly Lynn et al., 201&nd interviews with family caregivers
(N=25) and paid caregivers (N=2Ihe survey includedine Likert type data items and
openended questions(ten within family caregivers version/ elevewithin the paid
caregivers versionjlelivered as a selidministered survey through an online platform
(Survey Monkey) and hard copy distributed within the housing scherhe Likert type data
items ranged from strongly disagree, disagree, neutral, agree, strongly abieattempts
were made to combine the responses into a scale in order to create a $Boane &
Boone, 2012) Statements werdalance accordingly so N= 3 items were positive, N=4 items
were negative and N= 2 wereither positive or egative. The Likert statements were the
same in both familyand staff caregiver questionnaires to enable a comparison of their
perceptions towards the use of technologyDemographic questions and opemded
guestions were set out athe beginning of the surveys (Append® and 21). Finally, an
explanation of the term technology was outlined at the beginning of the questionnaire to

ensure each participant was aware of the meaning within the current project.

23z



Recruitment

Recruitmentwas undertaken through the housing schemeBarticipants could complete
either an online or hardcopy surveyhe links to the online survey were sent to the scheme
manager to be distributed to both staff and family and friend caregiverbe hardcopy
surveys were left in the eight housing schemes that participated in the art focus groups.
Completing the survey indicated that consent was given to particip#ti.surveys were
completed anonymously and therefore it was not possible tohdriaw once it was

submitted.

Data Collection

Hardcopies of both the staff and family and friend surveys were left within the scheme
during the sixweek timeframe of the focus groupsA large white box was placed next to
the hardcopies enabling the corgped surveys to be place inside anonymously.
Additionally, an online version of the survey was available through survey monkey and the
links were sent to the scheme manager to distribute furth&he survey data was collected

between February and Septdrar 2017.

Data Analysis

All the completed surveys were uploaded onto survey monkelhrough this online
platform, the responses from staff caregigeand family and friend caregivers were
populated separately. The system enabled figures to be createdm the demographic

data. The responses to the opeended questions were described descriptivehinally, the
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data from the Likert statementsvere compiled according to the type of caregiver and

presented in Figure format through the computer prograrcé.

Findings

A total of 20 family and friend caregivers completed the survey, of which 80% (N=16) were
female. The surveys were completed by family and friend caregivers from six different
schemes:Site D(N=6),Site B(N=1), & | (N=3), 8¢ HN=7), Ste E (N=1),Site G(N=2).
Respondents reported caregiving on average for 5.2 yelinge age range of respondents is
represented in Figur88. The largest proportion of respondents were between 45 and 65

years of age (N= 15).

Age Range

10% 109%
506 m25-34
m35-44
45 - 54
m65-74

Figure38. Age range family and friend caregivers

A total of N=31 staff caregivers completed the survey, of which 19.35% (N=6) were male.

The surveys were completed by staff caregivers from four different scheBiesD(N=9),
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Site B(N=5), 8 E(N=7),Site G(N=10). Respondents reported caregiving on average for 7
years. The age range of respondents is represented in FigareThe staff caregivers had a
larger proportion of respondents within a younger demographic than the faemd friend
caregivers. Overall 61% (N=19) were under 44 years of agetotal of 67.74% (N=2Df

staff reported completing training on the use of technology systems and devices, hqwever
32.26% (N=10) had not completed any trainiigaining was regrted to be undertaken as

part of staff induction, and with technology provider©ne respondent completed their
ECDL driving licence and another stated that they were not able to remember much of the

training from five years ago.

Age Range

m25-34
m35-44
m45-54
55 - 64

Figure39. Age range staff caregivers

A total of 90% (N=18) of people felt there were advantages to the use of technology to
support their relative or friend. Respondents reported technology provilé sebure

Sy OA NEByeosBeffath 0SS | ¢ IRMNEHD freedom dit was viewed as a tool to
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assistance if they fdll @larms and sensors that prompt staff to wandering, leavimg
apartmentandgeil A y 3 dzLJ RdzZNA Yy 3 (K@ SWE I KE MabBaBohed AP A A R
dzaS ¢l a +taz2z Iy | RAIYSISLA SA yi 20 28Mllatfedindg!yF | O2AyT GAl ¢
88.89% (N=16) felt there were no disadvantages to the use of technology to support their
relative or friend. Some of the disadvantages reported included the ability for the tenant to
remember to use the technology available to them, for exampleS y | nffaiy &ot Héve
understanding why or how to use it e.g wearable pendant, intercom system feglynman

go wrong. Needs to be closely monitofeth y S NB & LR YRSy i Tbtimich § SOK Yy ;
dza BYR | y 2 (i Kie Mhra WatcheS, Rot Sure with dementia you remember or are

able to press button depending on how severe demenflaDsly six respondents (31.58%)

reported that technology influenced their decision to support their loved tmenove into

the scheme.¢ KS NBI &2y a |HkedaisywaykhgyQibedaiRtBeRavaliable aids such

as sensors beside the bed to indicate fratient is out of bedhe technologyWA & dza S ¥ dz

al ¥ S 3dzmaRghtyitav@s more up to dae | YRS WRSINBS 2F . GAIAL I
Primarily, respondestNB L2 NIi SR (KS &aO0OKSYS |jdad &8 A 0&shaiFy Ob 8
& S O dzNE = the@aiieiivasyhdeBed regardless of what technology was available | y R K I 1

they were not aware of the technology until after the move.

A total of 80% (N=24) of staff caregivers felt that technology impacted their caring role.

{01 FF TSt 0 wakk | RI YRANSI K8 YWRWEGND A R adl 8F G2 |
important. LG &6+ & | f &# woald belir&lRy hardtb Gare Without the use of

0 S OK y.2 Te2hHdadoGy supports staff caring role by providing alerts from the service

users, cctv, ensurg the security of the building and computers for email and staff training.
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I RRA U At€ciinblégy Bag a big impact as we can speak to tenants in rooms etc without
0SAYy3 GKSANI 6KAOK | &aahiada Téesiatkcardgivdrshpyialy & dzNJB
indicated there was an advantage to using technology within their role as only two
respondents felt there was no advantagéddvantages for technology according to staff

AyOf &ZREBRNWNY I Y2 NB A Y RS8R SGE 8¢ KnohiRsomedr@ dzNA | & ¢
needs hel@ = Sy WomyhGnRatio® | y R LR O &8I S&iAcl il2eh:ble
GKSYIXN@S WikKS 0Said a&adzJLk NR baiavaididiivihat & Sappei® Yy S SR
in places without being thef2d®ne respondent reported thalt helps with promoting

safety and independence of tenants and communication between tenants and) gtaff

| RRAGAZ2Y T f@&X (dbickkataess2td anforBagidn o fi KNP a3 K S Y| A f
O 2 Y LJdzii S NXguick yidans bfaelivering’media and interantio those not able to be

social in the communify dOnly 41.94% (N=13) felt thereere disadvantages to using
technology to support their role, while N=18 (58.06%) felt there were no disadvantages.
{2YS 2F (GKS RAAIRGIyYy(Gl 3Sa NBLRZ NiaKke Bwapfooma G+ FF
basic effective techniques and approaddes A y O NBhallBn§es xo@erkiiky dwith
G§SOKYy 2t 23820 ORaROR{ Wal ¥ BlackliakeSs inithaY1St {0 AX&SNG SY
GKSNBE Al R yditsiof the2bilflidg al® void to receiving @lEherefore,

A0FTF R2y UG 1y24 RRRA (KRISERIErRdo\®|WTelof afarthy @n be
distractinQ dstaff were concerned that technologyan lead to service users becoming

Aaz2fl 4G4SR | y Bifficltddr individluals tO teryiembes how'to usQ i

A total of 55% (N=11) family and friend respondents felt tenants should have access to
internet, 25% (N=5felt tenantsshould not and N4 20% didn't know.Comments included

that the tenants are not fully aware of the dangers around them and | think the internet



would be dangerous for theth | y RA 200K YU y® 2t RSNJ I 3S. It dzZLja |
also considered an asset to suppartS y I (y20 a1 S5 LI Ay O 2ayidifamidiés hadlA G K F |
installed internet in their relatives flat alreadylnterestingly,77.42% (N=24) of staff felt

tenants should have access to internet, 3.23% (Nrelt) tenants should not and N=6

(19.35%) didn'tkow. . SY STAGA G2 GKS dzaS 2 Fnokgotiday SG Ay
ONB I i A @S betg sble ltoCakydeDetc to contact relatives they can't see @ftert y R
Wnline games for dementa @apacity to benefit from the internet was called into questi

YR GKS LJ2aaAioAa fviliesble? T2 yitfyidsfitiode resiisdgnt fel

& 0 N2 y 3Jlfbdievé ténlanis shBuld be able to acdesisthey want, it is their home at the

end of the da@2 ®

Additionally, family and friend respondents mped staff should have access to internet

(N=17/ 85%), while 68.97% of staff felt they should have access to intefinetfamily and
FNASYRA ©OASgs (GKIG adFFTF aK2dzZ R KI O®edlfodOS & a
0KS NBaARSWRI i o BT G320 QHITF W T Srabile staff to kagedzf R W
access to creative contacts to develop the needs of the servic&usdrhglRtendhts who

are unable to use technolo@y®he internet could be used for shopping, to view photos, for
FOGAGAGE ARSFa FyR G2 f 221 Addiighally,yiRedrfens&t G2 O
adzLJL}2 Nia G KS  #&doking fFainiNg2oh SEC[iakceSBing3tiiff nbt, sending emails
within northern trust network When asked about the impact of the technology visually on

the scheme environment, 55.56% (N=10) of family and friend caregmeresvisudly aware

while 63.33% (N=19) of staff were visually aware of technology within the sch&omme

NBalLRyRSy(da NELBANI2SR 4SS SNMWET Y RY OF f & pulvdzi G 2 v 2
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cords, fingerprint pads, bed sens@Qr dz& A O LJ X8 $ byERersio@ wallsifiager print

entry and exit telephone contact to wall buz2eb

Family and fried caregivers and staff caregivers were asked if they agree or disagree with
nine statements about technology.Primarily, both caregivers felt technology enables
tenants to be more independent in their own living environments (FigiBe A total of

35% d family and friend caregivers were undecided compared to 12.9% of undecided staff
caregivers.Only5%of family and friend caregivers disagreed with this statement, while no
staff members disagreed with this statemenRespondents primarily disagreedtiwithe
statement that tenants had less human contact with staff because of technology (BiQure

Six staff caregivers and three family members either agreed or strongly agreed that tenants
had less face to face contact, while five staff and three faamily friend caregivers neither
agreed or disagreedThe statement that technology enhances the quality of care provided
within the scheme was largelgither strongly agreed or agreed with from both sets of
caregivers (Figuré0). Only 12.9% of staff wenendecided about this statement, while 20%

of family and friend caregivers were undecided and 5% disagreed with this statement.

Overwhelmingly, family and friend caregivers disagreed that technology redluegsivacy

of tenants (Figure40). Five staffcaregivers either strongly agreed or agreed with this
statement and seven were undecidedlhis statement indicated a difference in thinking
about privacy and technology for both types of caregivehsterestingly, 80% family and
friend caregivers repoed that safety was more important than the tenants right to privacy,

while only 61.29% of staff agreed or strongly disagreed with this statement.



Technology enables the tenant to be more
independent in their own living environment.

A tenant living in the scheme has less human (face-to-
face) contact with staff because of technology.

45.00%
48.39%
38.71%40.00% 25.00% 32.26%
20.00% 25 00%
12.90% 5.00% 15.00% 16.13% 15.00%
0.00% 0.00%  0.00% 9.68% 9.68%
= w- ufl HN
Strongly Agree Neither agree or Disagree Strongly disagree . .
disagree Strongly Agree Agree Neither agree or Disagree Strongly disagree
disagree
"Staff ® Family & friends Staft @ Family 8 friends
Technology enhances the quality of care provided in the Technology reduces the tenants privacy.
scheme. 20.00%
60.00%
41.94% _—
20.00% 22.58% 2258%
5.00% 12. 90% — o 6% 15.00% 15.00%
0.00%> 0.00% 900 6a% o l l
— - : [ m" N |
Strongly Agree Nﬂ'::ra;f:e or Disagree Strongly disagree Strangly Agree Agree Neither agree or Disagree Strongly disagree

BStaff MFamily & friends

disagree

Bseaff M Family & friends

Figure40. Outcome of Likert Statements Part 1

Caregivers were askedténants should give consent for the use of technology in their care
(Figure4l). A larger percentage of staff caregivers agreed with this statement than family
and friend caregiversTwenty five percent of family and friend caregivers either disagreed
or strongly disagreed as opposed to 12.9% of staff caregiv&dglitionally, 30% of family

and friend caregivers were undecided about this statement.
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The tenant’s safety is more important than their right to privacy.

60.00%
38.71%
22 58950 0% 22.58%
10.00% 9.68%10.00% adh
0.00%
H EHE =
Strongly Agree Neither agree or disagree Disagree strongly disagree

Wstaff ® Family & friends

Each tenantshould consent to the use of technology.

51.61%
130.00% 30.00%
25.81%
20.00%
15.00%
9.63% 6.45% 6.45%, 00%
| ==
Strongly Agree Ne\ther agree or Disagree Strongly disagree

Wstaff M Family & friends

I trust the use of technology in the care of people living with Safety and security of the tenantis not increased through the use of

dementia. technology.
48.39% 45.00%
41.94
29.03%
15.00% 16.13%1500% 12,909 D0 g 19.35% 2° 00%
5.00% .00%
. . . 0.009 6.45% 0% 9 sa% m 00%
| |
Strongly Agree Neither agree or Disagree Strongly disagree -
disagree Strongly Agree Neither agree or disagree Disagree Strongly disagree

mStaff M Family & friends Bstaff B Family & friends

The use of technology has no benefit in supporting the tenant.

58.06%
45 00%
22 5!% 25.00%
15.00% 15 00%
6.45%
e 2l mil
00%
— - -
Strongly Agree Agree Neither agree or Disagree Strongly disagree
dis: g e

WSeaff @ Family & friends

Figure4l. Outcome of Likert Statements Part 2

Both types ofcaregivers had trust in the use of technology for terf@rdare (Figureél).

Only 10% of family and friend caregivers and 12.9% of staff caregivers disagreed or strongly
disagreed with this statement. Caregivers disagreed or strongly disagreed with the
statement that safety and security of the tenant is not increased through the use of
technology. Five family and friend caregivers aidstaff caregivers agreed with this
statement to some degreelnterestingly, 16.13% of staff caregivers were undecideoua

this statement. Largely, caregivers disagreed with the statement that technology has no
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benefit supporting the tenant.Twenty five of the30 staff and14 of the family and friend

caregivers either disagreed or strongly disagreed with this statement.

On completion of the survey someespondents added additional comments.Staff

20aSNDFGA2ya AyOf dzZRSR GKI G GKS dzarSlgvdkfofy Saa 2
RS Y Sy &aknilyand friend caregivers made several interesting observatigitiiough
(SOKy2f238 614 GASHSR L a | yOEBRS FRAY NI ORNE

Additionally, one respondent state®L g 2dz R KIF @S O2YLX SGS G NXza i
staff at X scheme, | feel the needs of the patient/ tenant are a priority, howeeescheme

that is not so well run might find that technology is abuet

Summary

Overall, technology used to support care was congdéo be an advantage by caregivers
insofar as itincreasel the quality of care, enhancesecurity and enabl& independence.

The use of mobile phones increased communication within the fandilihough caregivers

held relatively similar views around the benefits of technology, their views on issues such as
privacy and consent varySafety was considered more portant than right to privacy by
family caregiverslt would be interesting to explore if this is because of the persentred

ethos within the housing schemes.
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Chapter 10 Patient and Public Involvement

Introduction

Patient and public involvement in research is generally accepted as good pi@sielL VE,
2009) Additionally, it is increasinglpecoming a requirement of key research funders
(Littlechild et al., 2014) Groups or individuals relevant to the research become active
partners within the project as opposed to participantlder people have been €o
researchersat various stages of academic projeqsudge, Wolfe, & McKevitt, 20Q7)
However, the real challenges are toeaningfully foster partnerships that enhance the
quality and applicaltty of research as opposed to tokenighVarburton, Bartlett, Carroll, &
Kendig, 2009) Peer researchers played a key role in the TERRAprojects they worked in
partnership with the research team to explore the experiences of tenant living within TESA.
Their role within the project was to undertake the cteeone inteviews with tenants living
with dementia. Older people with personal experience of dementia were recruited and this

section outlines their experience within the project.

PPI within TESBRI Project

PPI took many different shapes and forms within the T8ct. The opportunity for the
project was identified by the lead researchiar conversation with service providers. The
lead researchewas aware of the existence of TESA services since 2002, with additional
commissions emerging, yet no exploratiohtbe original services This demonstrates the

motivation for the projectcoming directly from servicesA conscious decision was made to
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have a consortium with a strong voice of older people directly on the project tegms led

to the invitation andsubsequent integration of EWA as fully costed member of the project
team. In addition one of the researchers empfed within the project wascommunity
basedin EWA. The very nature of this voluntary organisation was to support older people
and encouragethe shared learning between the service users, employees and researcher
benefited the project and the organisationAdditionally, the composition ofthe TESA
steering grouponce again kept PPI at the core of the projedtithin the steering group was
anemployeeof Dementia NI} y SYLJ 28SS 2F { Ko individudsiingr S NI &
with dementia anl afamily caregiver Within the research methodshe integration of peer
researchers to support inclusion of people with demerkept PPIcentral This required
sensitive and thoughtful development, implementation and review. This chapter explores

this.

Aims and objectives

Aim

To evaluate the experiences of older people as peer researchers in the TESA project

Objectives
1 To design, deliver anelvaluate a peer researcher training prognae
9 To explore the experiences of peer researchers undertakingtoome interviews

with tenants living with dementia.
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Methodology

Older people were recruited as peer researchers to engage RitWDn the TESArpject.
Engage with Age were well placed in the voluntary sector with older people and had
previous experience of emsearch with older people, thereforerecruitment was
undertaken through this organisation with external suppord training programrme was
development within the project and is a major outcome as a reffipendix22). The
training progranme was developed in line with current literature and was validated by the
experienced project teamFigure42 sets out the various points of engagement with peer

researchers throughout the project.

Training

Debrief of session Feedback Form

'/

Interviews

Debriefof session Outcomes workshop

Final meeting W

Validate Data Analysis Evaluation of experience

Figure42. The Peer Researcher Engagement Approach
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Ethical Issues

Ethical approval was granted to engage peer researchers directly torfabeto-face
interviews with tenants. Following this, in the design and development process a range of
ethical issues were considered in partnership with peer researcher. First, it was agreed that
a standardised training protocol was in place with agistent approach to the preparation

for, support during and debrief post interview for the peer researche®afeguarding the
research participant and the peer researcher were both paramdonéthically ug this
methodology. Peer researchers were bountb maintain the confidentiality of the
interviewee. The role of the academic researcher (who sat in during all interviews) was to
safeguard via observation, supporting when required and notetakifigey ensured that
process consent was being adhereddo the PLWD During the interview debrief, the lead
researcher always checked for any issues raised during the interview that may have

triggered an emotional responger the peer researcher

Recruitment and Training

EWA with the support ofAge NJled onthe recruitment of peer researcherdDevelopment
2TFTAOSNE S & S yoroReNdntactstagdNbizidlimEdia Rig@®) were all used as
recruitment methods. Interested individuals contacted the researcher and suitable
candidates were asketb meet to discuss the roleDuring the meeting, the TESA project
and the role of the peer researcherasoutlined. The older person and the researcher then

discussed if the person wanted to be involved in the project as a peer researcher.
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Figure43. Twitter was one method of recruitment

A two-day training programme was developed and thvas compulsory for all peer
researchers. A total of N= 7 peer researchers participated in the project, five female and
two male (Figuretd). A post training evaluation questionnaire was completed by all peer
researchers (Appendi®3). Three peer researchers were under 65 years, three were
between 65 and75 yearsand under and one individual did not specifyPrevious life
experienceincluded academia, community development, teacher, finance, pastoral visitor,
electrician and adult educatiorf-our of the seven indiguals had cared for family members
with dementia in the past and all had some personal experiencdeaientia. All peer
researchers felt prepared for their role after the training/hen asked what they would like

to get out of this experience, answers included giving a voicPL@/D job satisfaction,
developing skills, having an impact, betterment as a person and a sénlgeng something

worthwhile.
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Figured44. Peer researchers in TESA project

Data collection

All trained peer researchers completed at least one tenant interview for the projeeer

researchers were invited to complete a few interviews within a scheme over the course of a
morning/day. Therefore, the numbers of interviews conducted ranged from one to six
RSLISYRAY3I 2y GKS LISS NJIthdBuinBer ofjotkr8eMdper sche@®é A f | 0 A
Peer researchers were not paid but travel expensese coveredand lunchwasprovidedif

the interviews were undertakemluring this time. Where possible, the peer researchers

were collected and dropped home in order to have time with theearcher to check in

beforehand and debrief after the intervieduring this travel time.

Each interview began in the same mannéirst a staff member would confirm the tenant
was still happy to take part in the intervievif yes, both the researchend peer researcher
were introduced to the participant in the location for the interview (primathg tenant@

flat). The researcher then introduced the project, herself and the peer researcier.
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opportunity was given to the tenant to consent to tagipart again and consent to the use

of a voice recorder.¢ KS NB &SI NOKSNR& NRtS 2F al ¥FS3dz N
researche® role of directing the interview wasstablished Once the voice recorder was

switched on, the peer researcher took theal in the interview and asked questions based

on the topic guide. After interviews were completed the peer researcher was asked to

complete a debrief form (Appendd).

A total of22 interviews were completed and resulted in N=22 debrief forms returicethe
project. This enabled us to capture the peer researchers experience of undertaking the

interviews. An overview of the peer researcher responses are outlined below.

1 How do you feel after the interview?
Peer researchers reported the interviews aANBW f f E d HRREAN WY & PitR Y
more challengin@ by S LIS SNJ NB & S I NOdesuNalyNBigdatsdi IQyenuidelg St A y =
feel that we gleaned such a huge amount of information from the inteQidhhe peer
researchers enjoyed hearing thdonest, valuable interesting and positive account of a lived
experienc@ ®KS LINPOS&aa ¢+ a NBflFIiLoODSdzbB NESEI LSS HP
i.e. someone in later lil@Somei A YS & A ( 6 keskblisha Echreiotwiih otHer
ini S NI A &d SudSuniRbuilding this connection enabled the peer researcher to have a
Y 2 Noduttivdd O2 y @ SStné iéras/témded to focus on specific issues which
made it more difficult for the peer researcher to glean information from othereasp of
0 KA & LIS NHeR ¢iaDgerhdps Ih& dot got direct answers to the information on how

she felt about the adequacy of her support inside and outside her current envirddment



t SSNJ NBE &SI NOK S NdputTnbre of thel traiSiggnto/pBa&ieS R YWR | f £ 26

F2N) 0KS LI NYRQBLIAYI Of2 I KIROSAYS (G2 | yasgSND

1 Did you find anything particularly interesting or striking during the interview?
Peer researchers made several observations about the tenants they were intergiekon
example, they noted participants werdd S NBE K I LIJLJ® ahd/MRwasOpkessansyy (i Q
surprised at the choices they h&vdrhey made observations about the lives RIEWD
Yhteresting was the coping methods of the tenant in terms of using notey dteQ ® ¢ KS
peer researchers were surprised at the different stages tenants were at on their dementia
journey, Wi KS AYUSNIBASGSS 41 & Y2mdaly thdaddamgdackifr y L &
awareness of technology when it was in clear view was highlighted as stMking/ i SNB a G A y
that although there was clear evidence of technology in the flat, the person did not seem to
KIS 1y2¢6t SRIS 27T Making 2 bdnnéciowKht téhiants drdl $hekingh (1 ® Q
them feel comfortable during the interview was very important to peer research&fbe
interviewee was very comfortable in her setting and | think she enjoyed the opportunity to
chat. She was very open about her situation andiobsly happy in this environment.
found her easy to interview perhaps because of the informal nature of the s@<ion
Additionally, finding a personal connection to the interviewee supported the relationship,
WAYRAY3I | Ay Odlows fir& madSingeatiiqcdnvdrshtibrSand2hélps S y

build a relationship for the short time we vi3itb
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A range of strategies that peer researchers found helpful during the intervisere

highlighted in their debrief formsThese are list below:

1 Keeping it simple

1 Repeating questions again in a different way

1 Give time to respond

1 Prompts to explore responses

91 Silence /noAmmediate response are ok

1 Making a connection with interviewee

1 Eye contact, be affirming and interested

1 Seating was important

1 Interview timing (early in the morning and straight after lunch not good times)

1 Using visuatues'After questions about technology, | drew attention to the alarm on
the wall, however the perspQa YSY2NE 2F gKIF G AG A& dzas

GNAIISNBR 608 GKAAQ

1 What do you think you gained from this experience?
Overall, peer researchers viewed this experience as very posltiteresting insights into a
relatively unknown world was a fundaSy G I £ 3+ Aayf insigitQoK thel care, W
assistance, and flexibility offered by the Housing Sckefegreater understand oPLWD

A ¥ 4 A -

gla NBTFEtSOGSR Ay dppr&iatiSrEdfdBeNferSon @il theiyhBmalkikgd W
I RRA U A ahyinsight thakin te home there is not a one size fits @hant!Q ®eer
researchers felt they relaxed into their roleak their time and it worked best when they

Ye¢t the whole process flow more naturally rather than trying to manage respdn@es
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1 What do you thinkwas important to prepare you for this role?
The training was reported as key to preparing the peer researchers for their interview role.
In future, more training on building @m the tenantsresponses was recommende&Phis is
where the training waseeded to help keep the flow of responses and support for the
GSylryiQa NBaLlRyaSa | ywmrekoils work ahg ife ekperiérice vea¥ NB &
also helpful, particularly personal experience caring fBiL8VD The topic guide was helpful
and a qutk update in advance of the interview by the research@mne peer researcher
recommSY RSR HBSH®FEBSI QW2TF (GKS K2dzZAAy3a SYyOBANRBYYSY
starting the intervie\@ @ G 61 & | £ &2 NPethapy ¥ SeydREr&flectias igai W
Ff2y3 YR dzaS 2dzNJ NBFf SOGA DS viold Bezhglgiul. G2 6 d:
DSGGAY3I Y2NB AyaAaAdakKid Aya2 GKS GSylydaQa 0O2Y
member would help the peer researchers prepare for their r@eA y lbéirfgféexible When

thetenant does notturnoutasexpeced gl & I f 42 O2yaARSNBR @SNE

Evaluation of Peer Researcher Experience

Five peer researchers returned completed evaluation fo(gpendix 3). They reported

Sy 2 2 gekoyirgcting to the Al ISR SELISNA Sy &GSy 381 A 8 R ENIR ISR L1
Yeeling of valu@ K | Ay 3 | NEEtS Ay | LIA G @&nivg2an DI f dz
understanding of issues concerns and contentment of people living with de@éime of

GKS | NBlFa GKS LISSN NBSSSH ANWOK SINEO A (A>|vaSdRllierASR S G0 K
to have contributed a bit mof@ I tryify to‘Buage the level of person being interviewed to

set tone for the intervie@ @dditionally, exploring dfierent ways of asking questions and
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recognising the need to listen were skills that could be built upBeer researchers felt it
would be helpful in the future to have more information about the tenant in advance of the
interview and they would like merinformation from the project and contact with the other
peer researchers through the processAll of the peer researchers felt the experience
brought value to them and were happy to have learnt new skillfe training was good
preparation for the rolealthough it was acknowledged there was a certain amount of
WS Ny AY 3. Bhg madiekrferviews @exeriencethe more confident and skilled the
peer researchers feltPeer researchers felt supported during the interviews and having the
researchermpresent for the interviews gave one peer researcher more confidemdéthe
peer researchers recognised the meaningful role they had within the -DR3And stated
that they would be interested in volunteering again. This is a significant capacityniguildi

outcome from the project.

Summary

The role of peer researchers in the TH3R project has been outlined in this sectidnwas

the ambition that peer researchers would work closely with the participants aiming to
enhance the authenticity, qualitand applicability of the findings.The motivation to
explore this methodological approach originatddough international research literature.
Overal] the experiences were reported to be positive and all participants expressed an
interest in buildingon their role as peer researchersDeveloping a relationship and a
connection with the interviewee was very important to the role of the peer researcher.
Within the debrief, the peer researchers identified strategies that will inform a training

progranme for other researcher teams interested in using this method in future studies.
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Chapter 1IDiscussiomand conclusion

Introduction

Thischapterpresents the findings in terms of the objectives set out at the beginning of the
project. The mainresults from this study indicatéhat personcentred carewas indeed
reflected in the TESA schemes froime perspectives oéll the stakeholders.The findings
from the environmental audit tool and the technology audit suggest hdike
individualised andcustom environments for tenants to reside. The tchnology
implementedwas a strong featursvithin the datg with results indicainhg that staff rely on
technology to provide good quality careowever it wasnot a deciding factor on transition
from an irformal care® perspective A synthesis of the main findings from the face to face

interviews are presented in Figud®.
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Person

Transition Technology Centred Car

PLWD B (PLWD h (PLWD h
wlliness or 'event' resulted in wSense of security wAutonomy
transition wNot wanting to disturb staff wSense of self
wShared decision making | wUnaware of technology I wWorking collaboratively
wPositive transition wAwareness of fire alarm wHomely and personalised
wGrief windividuals that use mobile wSupport and care
\_ phones, iPads and computer ) wActivities
G )
Informal Caregivers h (Informal Caregivers 0
wA crisis point led to transition wLimited use of AT for pre TESA /Informal Caregivers h
wRisk and need for safety community caregiving wSatisfaction with care
wincreasing needs || wNot aware of AT to support care wPersonalised for individual need
wNegative feelings in TESA || wFosters independence, choice &
wReassurance wProvide safety decision making
wPhysical environment \wNo internet J wimproved QoL
wScheme ethos
%
/Formal Caregivers R -~ - ~
wEssential for role Formal Caregivers
wSafety and reduces risk wChoice and Autonomy
I u)Suppor[s independence L 0)\N0rking collaboratively
wEnhances communication wStaff/ tenant ratio
wAssistive not restrictive wFeeling good about support
wNot replace human contact L they provide )

Figure45. The main findings from the face to face interviews

Technology Enriched Support@dcommodation in NI
The technology enriched supported housing RILWD evaluated in this research would

appear to be unigue to Northern Ireland in both design and volume. In a broad sense this
accommodation model, bringing together housing, health arftero nornrgovernment
organisations, is now long established with the first site established in 2002ilst each

TESA is unique in the organisational structures and funding streams scaffolding the service,
there are some broad practices and principles thadre evident across them all.For
example, placing thePLWDas the tenant, moving away frorthe notion of a passive
recipient being cared for. In addition to this, the family and informal caregivers are

encouraged to remain actively engaged in the difeéheir relative. This can include picking
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up the shopping and supporting their loved one with the house woaitkwas clear that

person centredness was well rehearsed and could be mapped within each scheme.

With the exception of one of the sites, (ete the Trust had been involved in the design and

delivery ofthree ¢ 9 { | QA0 Al g2dzdZ R &aSSY GKIFG y2 &KIFN
involved in supporting the design and delivery of new developments. And whilst there is a
reasonable amount of inforation available on environmental design tWDthere isnot

clear practice guidelines on the design and implementation of pervasive technology to
inform health and social care. It would seem that the opportunity exists to explore these
information sysems in light of the General Data Protection Regulations, consent to use
LISNIDI A0S (SOKyz2f23e Ay GKS (SylyGaQ K2YS Iy

health and social care decisions.

TESA were functioning at 91% of capadépants werepredominantly woman (72%), and

although largely reported cmorbidities it is interesting to notethat 70%had not being
hospitalised in the last yearTherefore, one can either assume that health was generally

good and/or that the quality of care is suming effective selFmanagementf conditions.
Interestingly, only 2% of tenants did not have a next of kinconsideringthe nature of

YAINF GA2Y YR Y2@SYSy il 2tfis pdskibietiisipSréentagg/ willi 2 R &
increase over time.Caregiving from alistancewas made possible through technologies

such as Skype and online shopping, as well as hiring domestic support.

The purpose of supported living environments is to help people live as independently as

possible. The findings ofK S SY@ANRY YSy Gttt | dzZRAG (G22f AYRA
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environments that fostered the independence of the tenanfersoncentredness was set

out and underpinned the built environment from the onsdn line with the literature, the
facilities wee built with regards to specific environmental design princigle®rce et al.,
2015) Forexample, good visual access and clear signposting to important features in their
environment were highlighted Safety and security scored low on the EATe features of
supported living such as the freedom to leave the facilities (in some sites natndlijhe
control tenants have over their environmentvhich are positives in terms of lived
experienceresulted ina low score on this itemThe size of the facilities scored poorly and
this was also reflected in the formal caregiver interviews, whertbensmaler facilities staff
reported more job satisfaction.Therefore, small schemes would benefit tenants as it
thought to reduce confusion, enable a more individualised approach and also benefit staff
giving higher job satisfactiofiRasin and Kaut2007, Brownie and Nancarrg®013, Sjogren

et al, 2017) In theinterviews withtenants the location of the scheme within a familiar
community was really importantndicating this is &riticalfeature of the built environment

for future planning.

Electronic health solutions and technology have the potential to enhance care provision in
care environmentgMartinezAlcala et al., 2016)In line with Gibsoret alQ €014) review,

the technology provision across the TESA was fragmented and often bespoke, design
meaning that no wo facilities operated in the same wayAll but one site provided
immediate feedback to the tenant when they requested support through an intercom
system. Technology such as sensors and wearable devices were provided according to the
needsof the tenant indicating an individual and customisablapproach which isa key

feature of persorcentred according to the literature (Daly Lynn, 201@nhly two sites used



the data from the technologies to input into care plan3.herefore, the results would
suggesthat a clear plan to integrate the use of technology into caregiving for the future is

required(Sugihara et al., 2013)

Transition
One of the objectives of this research was to explore transition into TEBfants

reported moving into the scheme after experiencing a fall, having not been well or after a

stay in hospital.a 2 @S Ay (G2 | OF N Sy dA NP yOSguéntwitha | NB
previous researci{Nolan and Dellaseg&2000) Tenants spoke about it being a shared

decision with their caregivers, both to create a better living environment personally and to
reduce pressure ottheir loved ones caring roleMany participants spoke positively about

their transition into the housing scheme, although they often grieved the home they left.
Additionally, tenants felt it was important to have a correct fitlany spole about other

longterm care environments that did not meet their needs and how the TESA environment

is a place they would like to live for life.

LYF2NXIE OFNBIADGSNE 6SNBE O2yOSNYSR 6AGK (KSA
they were underaking daily activities in advance to transitioning into TEBAlancing the

need for independence and the desire to keep their loved one safe became difficylt and
therefore, the decision to transition intd ESAame about. Additionally, increased suppor

needs, both emotional and psychological needs, added to the need to change the living
arrangements. Informal caregivers had a range of negative feelings around the transition.

The change in the informal caregiving role emerged as a natural transitidnwas in

keeping with! NJO K 6(2983cenaeptualisation of caregiving into roles of either providers
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or managers as the dementia progresseshfety was an essential element in the choice of

housing schemend it was a finding reiterated in the literatu@ h Qa I t £ S&r, 3 [/ NB
2005) Technologies within the schemes did not appear to impact on the deesaking

during transition, however, they were valued as part of the lived experience for the PLWD

within the TESA facilitiesIn line with the literature establishing a¥ ¥ S S the h8uihG

scheme, appreciating the ethos and staff attitudeere also important(Rijnaard et al.,

2016). Formal caregivers did not report on the transition into the housing scheme.

Technology
Tenants and informal caregivers got a senseemurity fom the use of assistive technology

in the care environmentThis sense of security was a feature of previous rese@iengot
Cattin & Nygard, 2006)Many tenants were not awaref the technology although many
were aware of the fire alarming testing every weekdditionally, some tenants did speak
about pendant alarms, pull cords, buzzers, and intercom systdndividuals reported the

use of iPads, computers and mobile phone®ne participant had created a plan to use
technology in her future care.Technology did not emerge as a theme of concern or
interest, merely an awareness for some (not all) that they lived in a facility with technology.
Priorities for tenants centredraund relationships, activities and quality care provision from

staff.

In advance of moving into TESA small number of informal caregivers dsassistive
technologies, such as, bed sensors, pendant alarms, CCTV cameras or GPS trackers to care
for their loved ones.Technology was not reported by informal caregivers as influencing the

decision to support the move into the facilitieddowever, it is now viewed as a valuable



as®t to keep loved ones safe in the schemeéMany formal caregivers reported
technology was essential to their jolit helped them to be responsive and aware of who
needs their support. These findings were reiterated within the survey data and within
previous researcliChan et al., 2002)Once again, this element of safety, reduction of risk
and protection from harm was highlighted as a core element of technology Tsehnology

was thought to support independent living armgtovide norobtrusive support. It was
considered a way to enhancke G Sy I yiQa FFToAf AG& G2 FomalYYdzyAC
caregivers reported that it was important technology is used as assistive not restrictive and
does not replace human contactThe survey data captured key challendes staff that
included the highvolume of calls, false alarms, and its failure to work in certain parts of the
building Only 11.11%pf staff felt there was a disadvantage to using technology such as
tenants not remembering how to use it and that it could go wrofidnese fears were vg

much consistent with previous resear@diemeijer etal., 2014)

Primarily, the majority of caregivers trusted the use of technology and viewed it as an
advantage. A divergence in thinking emerged around privacy and consent for the two
caregiver groups.Safety was considered more important than rigbt privacy by family
caregivers Safety was a key factar the decision of family caregivers to support their loved
ones transition into TESAAdditionally, a greater percentage of staff caregivers tihiants
should give consent for the use of techogy in their care More research is needed to
percolate over these human rights issues d@ndexplore the different perspectives il

stakeholders
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PersorCentred Care

In the UK, persowentred care is integral to care provision and this is refleetetin policy

and strategy. Personcentred care has been recognised as the besy twaprovide quality

care and evidence of gtattributes has filtered through ftis research. Each of the
stakeholder interviews reflected upon the constructs of the persentred practice
framework (McCormack and McCanc017). These findings are supported by other
research such as Brownie and Nancarrow (20113).date, 10 evidence has been found in

the supported accommodation model enriched with assistive technologyetore, this
research offers novel insight into the persoentred approach within TESAOverall,
informal caregivers had high satisfaction with care in the housing scheRasicularly, the
personcentred elements such as supporting independence, choice, decision making and
improving quality of life. Some participants reported that increasing staff numbers and
activities available to tenants would enhance car&.theme trat emerged in the formal
caregiver interviews was choice and autonomy as a key element in their approach to care.
Interestingly, staff felt they played a key role in the collaborative relationships between all
three stakeholdersthis is somethinghe tenants alsoreflected on. Staffto-tenant ratios

were also highlighted because of their importance in provided one to one personalised care.
¢KS aSyasS 2F WR2Ay3 | 3I22R 220 Exp8ighcepll SR K
satisfaction. In line with previous researci{Rasin and Kaut2007),the importance of
getting the correct balance of staff to tenants was essential to enable staff to provide

guality care and time to tenants.

The tenants indicated thatvhile living in supported living they can bedependent and
flourish as individualsThis is a significant indicator of the outcomes expected from person
centred care (McCormack and McCance€017) The persorcentred care received
resonates throughout the stories told by the individuals living within the housing schemes.
Autonomy, choice, and control to live the life of your choia®orking collaboratively with

both formal and informal caregiversmeerged as key components for quality of life.
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Additionally, the homely environment, ability to personalise their living space and social

activities were all very important.

Methodology

TESA project was largescale and scopeThe data collection waextensive and presented

in its entirety in Tabl@28 below The sites were geographically dispersed across Northern

Ireland with many stakeholders involved in the models of care. Working with the most

vulnerable of populationsit was challengingand stmulating to authentically support

engagement withPLWDand secure ethical approval to do sdhe effort to &hiewe ethical

approvalcannot be overstated Sgnificant marhourswere requiredto develop the volume

of material required for independent rewe

In addition the time required from initial

ethics application at Ulstddniversitythrough to final HSC Trust approval took so long that it

placed other aspects of this workt risk d non-completion The team worked extremely

hard to make up time omctivity. The effort and patiencehowever, were well worth the

outcomes in thatpeople were keen to get involved in the projedt is interesting to note

that moving to formal signed consentith participants was observedto create an

uneasness.

Tabk 28. Overall Data Collection

Name Technology| Tenants Focus Informal Formal IC Survey
Demographic Envi_ronmental audit Interviews | groups Interviews | Interviews FC Survey

Site A A A N=2 N=9 N=2 N=3

Site B A N=3 N=10 N=3 N=2 N=1 N=5

Site C N=3 N=10 N=4 N=3

Site D A N=3 N=10 N=3 N=2 =6 N=9

Site E A&B N=2 N=4 N=3 N=2 =1 =

Site F A&B N=3 N=8 N=4 N=3 =7

Site G A&B N=2 N=7 N=3 N=3 = N=10
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Site H N=2 N=2
N=2
Site | N=2 N=6 N=1 N=1 N=3
Overall N=22 N=64 N=25 N=2 N=20 N=31

TESA is not an empirical study, rather an attempt to gather meaningful data on the lived
experience of PLWDin a space and place which has been thoughtfully designed
(environment, technology, care model, fundingpned in orientation to the specific and
unique needs ofPLWD The methods were primarily qualitative, with some audit
(demographics, environment and technology), to give foundational information and a sense
of who is currently being served by these facilities. Some of qualitative methods were
traditional in designfor example the faceto-face interviews supported by topic guides.
When used with the informal carers, this facilitated retrospective perdpestto come
through particularly around transitionThese methods alsgave insight into theeaktime
sense of what life was like at that point in time from their perspective as a carer, this also
applied to the facdo-face work with the formal carersin our design we had planned to
broaden the data gathering methods beyond faoeface by offering focus groups with staff

(at mutually convenient times) and indeed introduce methods we considered novel to
support breath and opportunity within our dataathering. Some of these approaches work

and others we had to review and set aside.

Providing an opportunityfor PLWDto engage in the research was considered essential
within the project. Guidance was taken from the literature to ensure best praotres used
to create a truly inclusive research methodologyThree methodological steps were

integrated into the project, 1) adapting a peer researcher approach to engaging with
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tenants, 2) incorporating strategies into the one to one interviews to maxinise
contribution of tenants, and 3) using creative methods as an additional way of capturing
perspectives ofPLWDwithout the focus on words.A core finding from Daly Lynn et al
(2017) was that PLWD are routinely excluded from research, however, thecpnighlights

that with careful considaation PLWD can successfully and meaningfully participate in

research.

Strengths and Weaknesses of the Study

There is no doubt there are both strengths and limitations within this stullystrengthof

this study was the recruitment and engagement of a large sample size of POW®.
combinations of facgo-face interviews and art based focus groups enabled us to draw rich
perspectives from individuals at different stages of their dementia journ&g. additional
strength is the use of peer researcher to undertake the intergievith PLWD and to
support the analysis of the result¢$nvolvement of the public (PPI) in researcleusrently a
requirement of most research funders and this principle ne&asqually apply to the
participation ofPLWDIn research. Methodological developments need to be advanced for
engaging®’LWDin research, as it remains the case that too often their right to participate is
judged on rational/logical criteriaather thanthose that enable the lifeworld of the person
to be valued as legitimate evidence in and of itséturtherwork needs to be done in this

area.
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A limitation was therecruitment within a single region of the United Kingdom, within which
there is an integated health and social care systemSubsequently,hie experiences of
stakeholdersmay not be replicated in other areas. In additiayur limited time with
participantsto gather data could be considered a weakness, therefatopting a more
immersive nethodology for example ethnography may prove insightful. Furthermore
whilst the PCPF was adopted as the overarching framework for this project, that in itself
may have bound our thinkingStaff at both senior management level and care staff were all
extremely supportive and encouraging of our worklowever, capacitpf staff availability

for faceto faceinterviews was challenging . There were regular issues relating to
availability to meet, often related to sick leave, low staff levels and a repdrigid level of
pressure on time for direct tenant care as an understandable priority. For one TESA, staffing
was so critical they withdrew from the project. For a secditSAthere were significant
delays in data gathering with senior managers on extehtkave. The researchteam
realised it would be impossible to set up tls&aff focus groups in a way that would be
manageable within the time frameNonetheless, new insights have been gained and this is
the first comprehensive study exploring these nbwechnology enriched supported

housing.

Recommendations
1 Advancedcare planningpost diagnosisof dementiashouldinclude information and

discussioron thesetypesof accommodationso people canhaveexplicitconsentin

placeandtriggersidentified to supporttransitionfrom hometo thesefacilities.
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T

Sharedlearning acrossthese facilities should be promoted to inform the ongoing
operational delivery of care particularly on topics like GDPRand embeddingdata

within notesandrecordsandevidencirg how pervasivetechnologiesnform care.

An audit shouldbe completedto ensureall sitesare adheringto the GeneralData
ProtectionRegulation(GDPRputlining what technicaland organisationakafeguards

arein placeto protect Sy I dité. & Q

A move away from bespoketechnologiesand systemsmight be a positive progression

enhancinghe opportunity to standardiseand understandimplementationwithin services.

T

Expertiseand knowledge of designing,developingand delivering TESAschemes

couldbe migratedinto practiceguidelines.

Economianodellingon the TESAand testing againstmore traditional carewould be

useful.

Debateandguidanceon the ethicaluseof technologiesor PLWDwould be helpful.

All researchwith afocuson PLWDshouldhavetheir voicewithin it.

EthicalgovenanceandHSCTrustresearchgovernancen Northernlirelandshouldbe
more streamlined when multi-site researchrequires more than one HSCTrust

approval. Thesingleentry portal hasnot delivereda singlepoint of governance.
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Conclusion
The aim of thigesearch wago evaluate the currentived experiencdor people living with

dementia in technology enriched supported accommodatiomMorthern Ireland as well as
exploringthe impact on family caregiveend paid staff to inform future careThe present
study is the first of its kind to explore the impact of technology within supported living
settings. The discussion set out to address the aims and objectives within the project.
Additionally, the methodlogical approach and strengths and weaknesses of the study are
set out The research indicates that these facilities do in fact promote independence,
dignity and support through person centred care delivefgchnology supported the formal
caregiver toprovide high quality, perseoentred careand provided reassurance and
feelings of safety for botkenants and their next of kinin line with previous research, the
technologies used within the schemes varied greatly across the nine faciiliggng D15,

it was estimated that of the 20,00BLWDin Northern Irelandonly 64.8% had a diagnosis
(Marie Curie Cancer Care, 2015)The eradication of dementia isot a realistic goal
therefore emphasis on the care provided PLWDand their families and cares requires

thoughtful planning, implementation and review.



Chapter 1Dissemination summary

This chapter presents in list format the dissemination outputs, in process and planned.

Academic outputs

1.

Daly, JRondonSulbaran, J. Martin. S (2015) Technology in dementiaccat®at do
we know from the research literature.Invited speaker at Integrated Care in

Dementia, Ulster University"sof November 2015.

Martin, S. and Daly, J (201BXploring the resealcinto smart home environments:
A review of the literature and highlighting opportunities for future work In
Telemedicine & eHealth 2015: Wearables and the caring home, Lond8n223 of

November 2015)

Martin, S, and Daly Lynn, J (2017) Partnerstgpking underpinning innovation.

RESNA, New Orleans, June3p8 2017.

DalyLynn, J, RondeBulbaran, J, Quinn, E, Ryan, AA, McCormadék, Martin,
S(2017), 'A systematic review of electronic assistive technology within supporting
living environments dr people with dementid Dementiga vol 0(0), pp. ®5.

DOI:10.1177/1471301217733649

Daly Lynn, J and Martin, S. (2017) Engaging people with dementia in research: Peer

26¢


http://dx.doi.org/10.1177/1471301217733649

researcher experiences Win aging research. International Conference in
Occupational Therapy, Cape town, South Africa (June 20hi3. poster can be

found in Appendix &

6. RondonSulbaran, J, Dalynn, J, Quinn, E, Ryan, AA, McCormag&kiVrtin,
S(2019) Making the transitiorto technology enriched supported accommodation
(TESA): the experience of families caring for a relative with demeatiamitted to
Ageing and Society. ReturnedpublisherOctober2018 following receipt of

reviewers comments and amendments.

7. RondonSulbaran, J., Dalizynn, J., Quinn, E., Ryan, AA., McCorma&KylBrtin,
S.(2019) The transition to technologgnriched supported accommodation (TESA)
for people living with dementia: the experience of formal car&sbmitted to
Ageing and Society. ®Rened to publisher November 2018 following receipt of

reviewers comments and amendments.

8. DalyLynn, J Quinn, E., Ryan, AA., McCormac&,8artin, S(2019) The moral
maze. Can we ethically engage people with dementia in technology research and
servces? Submitted tdournal of AssistiveTechnologies. In receipt of reviewers
comments pending amendments.
Proposed papers:
1. Peer researcherdirst draft nearing completion

2. Overview paperProposed for development on completion of repor



Dissemination itocal community

Dissemination in the local community was undertaken throughmersion into community
events. As one researcher was employment at EWA regular engagement about the project
was filtered through staff meetings, board meetings and older peopferums.
Additionally, attendance at local events and creating strong links with voluntary
2NBFYyA&dl GA2ya &adzOK | & Sacietysteyiginkried thelawaregeRs of f T K S|
the TESARI project at a local levelThe Integrated Care in Dementia event at Ulster
University in 2015 brought together a host of stakeholders in dementia care from across the
province to exchange knowledgexperience and learningThe programme for this event

can be found in Appendix72 The researchers were immersedthwn the facilitiesfor the
lifecycle of the project and shared learning was a core strength of the creatiseyroups.
Activity coordinators supported and learnt from these groups and reported the future
benefits of the skill buildingExhibitions othe art work took place at Ulster University and

at two separately librarys over the summer months of 20I8uring the exhibitions talks
were held and community groups, the artists/ tenants and members of the public were in
attendance. A final eventis envisaged to hold one last exhibition before returning the

artwork to the schemes for display.

Resources
As an output from this project areative arts bookletvas developed (Appendik3). The

purpose of this booklet was to share the learning frone 42 art based focus groups
undertaken within the project and to aid the continued use of art based activities in the
facilities. A second output was the development of @y researcher training pack

(Appendix22). Extensive work was put intthe creationof this training to ensure peer
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researchers had the skills tmllect the data and engage with PLWThis is now a resource

that can be built upon and used for future projects.
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Appendix

Appendixl Data Collection Timeline

The major focus in the first year of the project was obtaining ethical apprdvas required
extensive work to draw up the project protocol, complete approval forms and create
supplementary project materialThe conpleted ethical documentation first went for peer
review within Ulster University, then onto the school of Health Sciences ethics filter
committee and then referred onto the ORENI committeAfter making the appropriate
amendments at each stage the projdutally obtained ORENI approval in August 2015.
was then required to obtain governance with each trust we were working within due to
engaging with Trust employees (paid staffhis process was completed in December 2015
and data collection begun imediately. The Gantt charbelow sets out the timeline for
data collection within the project.

January February March April May June July August September October November  December

Data extraction

—_—
Year One
2015 Tenams e

informal caregivers

Formal caregivers

Environmental Audit

Scheme

Year Two

2016 Interviews
Tenants

Interviews
SRR L L

Data extraction

Interviews

Technology audit
Data extraction Case studles

Year Three oD o Peer
2017 resaarcher

nnnnnn

Family & friends
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Appendix2

Steering committee meetings

A steering group was set up and consulted with on three different occasions throughout the
project as wellas ad hoc contact by phone and emallhe group included two individuals
living with dementia, a family caregiver, individuals working in the voluntary sector
providing support for people living with dementia, a director of a technology company, as
well as representatives from the Northern Ireland Housing Executive, Supporting People,
Housing Associations and the Trudthree steering committee meetings were undertaken

at the beginning of the project to create strong links with the numerous sectorsviedol

and to guide the project approach.

Details of Steering Committee Meetings

Date April 2015 October 2015 October 2016
Meeting Overview of project Ethical approval delays Preliminary findings
Focus Discussed methodology Literature review Survey development

Peer researcher training
Assistive technology

Although no further formal meetings were scheduled as the data collection got underway
committee members were contacted to consult on any issue that arose. Furthermore, as
the project devebped they were asked to review and feedback on documents such as the
attitudes towards technology surveyAdditionally, there was an international team of three

academics who were consulted during the project.
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Appendix3 Project Leaflet

" Whatwe hope

to achieve:

Have a picture of what it is like to live
with dementia in technology supported
housing from the point of view of the
person with dementia.

D
Appreciate the views of
family members and friends supporting
their loved ones living in a technology
C enriched housing scheme.
Understand what it is like to
work in paid employment in technology

enriched supported
housing schemes.

\

Combine all of the findings
in order to develop best practice and
influence policy in the design and
evaluation of such facilities.

&

3

o’/

&

A\ 4
¢ Engage
A with Age Cricaity

Professor
Suzanne Martin Margy Washbrook
Director

Chief Investigator Engage With Age

Ulster University
Professor
Brendan McCormack

Queen Margaret
University

Janeet Rondon Sulbaran

Researcher
Ulster University

For more information contact:

Janeet Rondén-Sulbaran

Ulster University

Tel: 028 9036 8244

j.-rondon-sulbaran@uister.ac.uk
Promotional Leaflet

Engage With Age | Version 1: 29/05/2015

Tel: 028 9073 5696

jean.daly@engagewithage.org.uk

HSC Public Health The
w/J Agency ATLEANTIE

Research and Development Philanthropies

Jean Daly

This research has been funded by
HSC R&D Division, Public Health Agency
(Northern Ireland) and The Atlantic Philanthropies.
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TESA-DRI

Technology Enriched Supported Accommodation

A Study into the Lived
Experience of Older
People with Dementia
and Their Carers

Our Aim

To explore perspectives of
people with dementia living in
technology enriched housing

schemes, as well as their

family and scheme staff.

a
\>/

&
vl



What is it like to live
in this type accommodation

as a person with dementia?

/ Doyousupporta =~ N
relative living in one of
these schemes?

~ Are youworkingin \
technology enriched
supported housing?

Dementia is increasingly common among
older people. As dementia develops over
time, people may forget how to do everyday

things such as:

Cooking

Bathing

Staying
Safe

@D

Technology enriched supported
housing schemes provide an
alternative accommodation for

people with dementia.

a

&

(W

What is Supported Housing?

This is an alternative housing solution
that is available when living at home is
no longer an option.

It brings together the best
housing design with
individualised care, and often

incorporates different types
of technology to help people
live more independently.

The purpose of this research is to try to
help us understand the good things
about this type of scheme, what can be
improved and what we need to change.

Slele
.

We are interested in talking to people
with dementia and their carers to hear
their views and experiences of living in
these schemes. We want to understand
what life is really like for them. We also
want to hear what care workers think
about these types of schemes.

What has been your
experience of technology
enriched housing schemes?

When we have this information we want
to share it with all those people who are
interested in using, developing and
monitoring these facilities, so that good
practice can be established.

liadd
o

Appendix4 Information sheet for participant living with dementia
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

Title of the Study: Technology Enriched Supported Accommodation - A
Study into the Lived Experience of Older People with Dementia and Their
Carers (TESA-DRI)

Information Sheet for Participant with Dementia?l

We would like to invite you to take part in a research study involving people with

dementia.

This participant information sheet will explain all you need to know about the study.
You need to read this or ask someone you trust to read with you. If there is anything

you are not clear about, we will be happy to explain it to you if you contact us.

It 1s important that you take your time reading this information and understand it

before you make a decision. We will give you plenty of time to make up your mind.

Thank you for reading this information!

Who we are

We are Jean Daly and Janeet Rondén-Sulbaran, researchers working with the Ulster
University and Engage with Age. Our supervisor is Prof Suzanne Martin, a professor
of occupational therapy at Ulster University. Suzanne is an expert in using and
developing electronic assistive technology to help and support people with specific

requirements within health and social care settings.

" The terminology ‘person with dementia'/ participant with dementia’ has been adopted following consultation with the Alzheimer's Society, Ml and
Jan Dewing an author who has developed a method of process consent to include people who lack capacity (2002) and who has expertise in
person-centred nursing practice and research with older people with dementia (2007).
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

This project has been funded by the Health and Social Care, Research & Development
Division of the Public Health Agency from Northern Ireland and also by the Atlantic

Philanthropies, an international grant awarding body.

What we are doing

At the moment we are working on a research study that aims to find out about the
experience of older people with dementia who live in technology enriched supported
accommodation. We would like to interview people living in this type of
accommodation and ask them about their life. We would like to ask you what has
changed and what is not different since you came to live into the supported scheme.

We would like to know what you find helpful and what not.

Also, we would like you to tell us about the assistive technology in supported
accommodation for people with dementia. We are interested in your views on this
topic and the difference that you think this could make on the life of a person with

dementia.

We would also like to publish and present the findings of our study after we interview

all the people who have agreed to take part.

Why have I been approached?

You have been invited to take part in this research because of your expertise as a

person with dementia living in technology enriched supported accommeodation.
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

Do I have to take part?

No, participation in the study is voluntary. It is up to you to decide whether or not to

take part. If you decide to participate, you will be given this information sheet to keep.

You can ask your key worker or other member of staff in the scheme to contact the
researchers by phone (Janeet: 028 90368244 or Jean: 028 90735696) or by e-mail:

jean.daly@engagewithage.org.uk and j.rondon-sulbaran@ulster.co.uk.

If you do this, one of them will come over to meet you and have a chat with you about
the study. Janeet or Jean will ask you to take part in an interview and/or a focus group
at your convenience. They will also ask if you agree for them to look at some
information about your condition that the scheme manager has on records. If you
decide to participate you can arrange a date for any of the activities with the
researchers when they come to meet you. They will also be in touch with you through

the staff in the scheme to remind you about the dates of the interviews and focus

groups.

What happens if I change my mind?

You are free to change your mind at any time even if you have first decided to take
part. You just have to let us know if you have changed your mind and decided not to
participate. You do not have to tell us why. Your rights and the services you receive

from the scheme will not be affected.

How do I take part?

Your key worker at the supported housing scheme will know about the research and

will check with you after you receive this information, if you are willing to participate.
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

If you are interested in taking part, you can ask your key worker to let Jean or Janeet
know on the phone or by e-mail (all details provided above). One of them will arrange a
date to come in to the scheme to meet you, have a chat and arrange one interview or

one focus group or both, whichever you want.

They will also ask you to sign the consent form included with this information pack.
We would like you to contact us within two weeks of receipt of this letter to let us know

your decision.
What will I have to do if I decide to take part?

If you decide to take part in the study you will be interviewed either individually or in
a small group of six people doing a creative activity. Or you can do both interviews, if
you want. The interviews will be undertaken by one researcher jointly with a peer

researcher.

If you take part in the individual interview the researcher(s) will visit you in your
home. We will be asking you questions about your experience living with dementia in
the supported accommodation scheme and how you have adapted to living in a
technology enriched environment. The researcher will be interested in knowing how
you feel about your current living arrangements and what you feel is good or bad about
it. They will also like to find out about your relationship with your formal carers and

the kind of support provided.

At the end of the interview the researcher will use a questionnaire to gather
information about the impact that some symptoms related to your illness is having on

your life at the moment.

If you take part in a group interview with other five people the researchers and an
artist or performer of creative arts with experience working with people with dementia
will be facilitating this session. The focus group will be held at the scheme on a date
m JI;ul;:ccHealth . Engage ,
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

suitable to everyone. You will be asked to use a creative artistic form (e. g. painting,
collage, music, dance, poetry, etc.) that you find comfortable or pleasurable to describe
your experience living with dementia in technology enriched supported

accommodation.

Your art product will help us understand your thoughts and feelings about your
experience. We hope that this could be an enjoyable experience for you and that you

feel free to express yourself.

You will be informed of the date of the focus group three weeks in advance of the

interview and reminded again one week before the session.

How long will my part in the study last?

The individual interview will last approximately one hour — maximum one hour and
fifteen minutes. The focus group will last approximately one hour and thirty minutes —

maximum two hours.

Will my taking part be kept confidential?

All information that you give us will be kept confidential at all times. However, we
have the duty to protect research participants from harm to themselves or others. So,
if you disclose any information that we consider may be harmful to you or any other

person, we will have to tell someone else (e.g. the scheme manager or your doctor).

We need to tell you that the interviews and focus groups will be either digitally
recorded or videoed, so that we can capture exactly what we say or do during the
interviews. It is OK to refuse this during the one-to-one interview; however, you have
to be aware that the researcher will be taking notes during the conversation. We will

always ask your permission to use any images of you.

Public Health -
En e
mjhgency - gage ATLANTIC

=" with

Research and Development Philanth rop ics 5

28¢



Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

All responses to our questions and information obtained from you will be anonymised.
We will use an identity code on any files or a pseudonym on any quotations to protect
your identity. No personal details or information that may identify you will be

recorded anywhere.

Only members of the research team (Jean, Janeet or Prof Suzanne Martin) will have
access to the information you provide or the list that connects your identity code or

pseudonym to your name.

All files will be kept in a locked cabinet in the offices of the research team. Your
anonymity and confidentiality will be safeguarded at all times during this study.

What are the benefits of taking part?

It is hoped that by participating in the study you will be sharing your experiences of
living in technology enhanced supported accommodation. We hope that we can
understand better the impact that living in this environment has on your life and the

life of your carers (informal or formal).

What we find out from these interviews will help health and social care services
providers to improve future services for people with dementia. The study will result in
a care model for carers who support people with dementia living in accommodation with

assistive technology.

It is unlikely that personally you will benefit from taking part in this research, but your

views are very important to us.
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Information_Sheet_PwD
Ulster Version 4: 27/08/2015

University

What are the possible disadvantages and risks of taking part?

We have to make you aware of the fact that you will be discussing your lived experience
with dementia during interviews. It is likely that the discussion will touch on sensitive
issues and private matters. You may feel uncomfortable or upset by this. If this happens
you should let the researcher know immediately. You will be free to ask for breaks or to
withdraw from any of the interviews you are participating in (e.g. individual or focus
group). Your key worker or a trusted person can be present during the interviews to

support you. They can be asked for help, if you feel upset.

After the interview you may like to talk to someone about any issues prompted by the

session. We can arrange that for you.

What happens at the end of the study?

All interviews will be transcribed word for word to accurately preserve what you have
said. All the information will be anonymised using codes and then analysed. The results

will be presented in reports, academic papers and presentations at conferences.

If we need to use any of your images we have on videos, we will ask for your permission.
Your anonymity will be safeguarded and your image will not be used without your

permission.

What happens if I change my mind during the study?

You can withdraw from the study at any time without giving any reason. That will not
affect your human rights or the services you receive. If this happens after you have given
an interview, all the information will be destroyed and not included in the study in the

study without your permission.
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