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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 caregiver

in technology enriched supported accommodation (TESA). A total of 243 tenants 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 bett®&8i years

(mean 79). Fifty five point two percent (55.2%) of tenants were living 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 relativeskelfisends making up the other
descriptors of next of kin. Two percent (2%) 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, diseas#sthe circulatory, respiratory and nervous system
were identified within the 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 identify the quality of the
SYGANRYYSYG F2NJ LIS2LX S tAGAYy3d 6AGK RSYSYUGAl d
an average of 90.34%, ranging from 62.89%0% which indicated that theEGA schemes

were as homelike as possible and had the ability to support the tenants to maintain their
independence, aligned to the ethos of perscentred care. The data suggests that tenants

had good opportunity for social interaction within the Schemal docal community. On

average the TESA facilities were designed to support wandering but not to encourage it. The

Schemes highlighted the importance of stimuli to support independent navigation of the
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home space for example to get to bathroom. In somee8ws stimulation in the
environment and safety were amongst lower scoring items. 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 randgetechnologies and devices operational
within TESA.It could be suggested 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 opeeal different policies around the free movement

of tenants, as some environments were locked while in othinsants held the key to the
front door. In all but one sitetenants received an immediate response from staff when
they requested help from stathrough an intercom. Routine and emergency methods of
contacting staff were the sameMobile 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 facilitis 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 wathinterest in
working for a dementiarelated research projectwere recruited trained and conduced
research interviews with the tenants living in TESA collaboration with the project
research team. The peer researchers also supported the analysis of the data from the
interviews Collaborative relations between both informal and formal caregivers in
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 whgreb

12



tenants could thrive and flourish and maintain meaningful relationships with 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 reassance and feelings

of security. Mobile phones emerged as a popular device to enable ten@nkeep in touch

with their families.

Art based focus groups were conducted in eight TESA facilities using materials like felt, clay
and paint to create collagand 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 consideru expression of their
experiences withat 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 tenantm@jor theme was the shift dfC from a

care provicer modality to a care manager, one which appeared to be influenced 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 impadh@rdecision
making during transition however, they were valued once the PLWD resided in the TESA
facilities. The findings provide an understanding of the caregiving responsibilities and how

the transition alleviated the pressure of caregiving.

13



Twenty ore semi structured interviews were conducted with formal caregivers of TESA.
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
asiAA0A@S GSOKy2f23e | yR ¥ S Shhe\fifidihgsiinkitaied thae 2 dzQ NX
person centred practice was embodied in the ethos of the TESA facilitesant€xhoice,
autonomy and independence were central to the care provided by formagozers. Job
satisfaction was high amongst the participants, and it was evident 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 explag the attitudes of both formal and
informal caregivers confirmed that technology was viewed as a wayccgased quality of
care, enhanced security and enabled independerigeth types of cagivers held relatively
similar views around the benefits #échnology,however their views on issues such as
privacy and consent vied. Safety was considered more important than right to privacy by
family caregiverslt would be interesting to explore if this is because of ttening formal

caregivers received arournmkrsoncentredpracticewithin the housing schemes.

This aimf TESA i® provide less physically intrusive support by care staff, whilst enabling

risk management governance and promoting the concept of peogiaining a sense of

their own home. The findings suggest that TESA do in fact promote independence, dignity

and support through person centred care deliverfthe environment was found to be
supportive of the persoit® Sy 1 NS R Ol NB Y 2 R $the highestWarthg iR@.Y S & G A
Technology supported the formal caregiver to provide high quality, person centred care.
Although technology was not a core feature for the tenants or informal caregivers, it was

reported to provide reassurance and feelingssafety for both populations.In line with

14



previous research, the technologies used within the schemes varied greatly across the nine
facilities. These findings are relevant to policy makers, commissioners and providers of
services tohighlight the engagment of all stakeholders in the provision of care for PLWD
and their families early from diagnosis in order to facilitate persentred care (PCC)
practices in community settingsA range of recommendations in terms of practice, policy

and research arerpsented as a result of these findings.
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Chapter lintroduction

Background

When living at home is no longer\aable 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 foopgate
accommodatiornenabling people tagyrow older with support and dignitgnd not always in
traditional institutional style care facilitiesThis is particularly true fopeople 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 demeuntigests that a
significant needor alternative accommodation to home will emergeé&upported 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 monitorng
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 de regard to

dementia specific environmental design princip{Bgerce, Cahill, Grey, & Dyer, 2015)
In the context of Northern Ireland, the¢ SIA 2y € { GNF §S3& WLYLINRGAY

N2 NI K S NJ/ (Depsdniert gfRHRalth &ial Services and Public Safety, 20&hd

Bystems, Not structureShanging Health and Social CdBengoa, Stout, Scott, McAlinden,
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& 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 850,000 people in the United Kingdom living
with dementia adequate service provision is vitally intpat (Alzheimer's Society, 2014)
Supported housing care models that provide technology a®ra feature of the facility
bring an added dimension to theare provision with 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 eimhed supported housing schemes LWDhave been
available for more thaffifteen years. The care model within the housing schemes seeks to
promote independence, dignity and supportThe model isoften a collaborative care
initiative, made up of differet partnerships, often between the healthcare trust, housing
associations and housing executiidowever, little is known about these models of care to
inform practice and enhance future developmen®ften there isheterogeneityin design,
technical speifications and environmental featuresThis interwoven ecosystem has at its
core the need to deliver persecentred 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 thetenants,

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 gest, standng

for: Technology Enriched Supported AccommodatiDementia Research InitiativeTESA

(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

Aimand Objectives

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

technology enriched housing schemes, their family and paid employees at thedscilit

Objectives:
1
1

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 &rifHwsl€dge, skill,and
understanding towards working in a technology enriched supported housing
model

To capture the attitudes of informal and formal caregivers towards

techndogy
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1 To create a picture of technology enriched supported housing schemes in
terms of the tenant profile, lived environment and technology provision

1 To evaluate the impact of technology on clinical decision making and care
pathways of tenants

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

1 To deliver best practice learning on findings from research in useful clinical

format to transfer knowledge quickly into services RitWD

Research Design

Technology enriched suppatl housing is awsidered a complexcosystem of housing,
where technology and care are core to the nature of the provisiorhe study adopts a
gualitative approach to get an ddepth understanding of all the stakeholders engaged in
each scheme. A rangeof 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 frm eachof the nine participating housing schemsgalong with

an environmental and technology auditTable 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 inclusive medium telicit andshare experiences and perspectivdsnally, all caregivers
were invited to complete a survey to gather attitudes towards technologiyhe data

collection timeline is set out in Appendix Ihe triangulation of evidence across methods
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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 studyetmblethe analysis of a range of factors
that might support persoftentrednesssuch asvalues of respect, detletermination,
autonomy, understandingand empowerment. The framework provides a lenfirbugh

which to view the data as it is systematically analyfe@ugh thematic analysis.

Tablel. The Inclusion criteria for participation in TEH3R

Tenants at each facility | Informal Carers Formal Carers

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

Living and settleéh 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 giveconsent
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 communitg research
team consisted of a chief investigatqProfessor Suzanne Martir)Ister) three co
investigators(Professor Assumpta Ryad]ster, Professor Brendan McCormadRMU and
Mr Eamon Quinn;EWA) a fulltime researcherbased at Ulster(Ms Janeet Ronden
Sulbarharand a part time researcher basedEWA(Mrs Jean Dal.ynn) A steering group
was set up and consulted with on three different occasions throughout the projeaiels

as ad hoc contact by phone and emaithe groupincluded two individuals living with
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dementia, a family caregiver, individuals working in the voluntary sector providing support
for PLWD a director of a technology company, as well as representatioes the Northern
Ireland Housing Executive, Supporting People, Housing Associations and the Arust.
overview of the steering committee meetings are set out in AppendiAddlitionally, there

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

The Report

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

acronyms.

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

The caregivers= both family and staff caregivers

PCCpersoncentred care

PLWD-= person living with dementia/hile the use of abbreviations to describ&lividuals
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 will 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 living and residential settings

Chapter 3:Ethicalissues

Chaper 4: Technologyenrichedsupportedhousing in Northern Ireland

Chapter 5interviews withtenants

Chapter 6:Creatively engaging with tenants

Chapter 7:Familycaregiving

Chapter 8:Formal caregiving

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 caregivers, it is important to identdpd rview the 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, caregiving, persesentred practice, housing, supged 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 symptoms 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 impactdepandence and

quality of life. Each presentation of dementia 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 depressstness, irritability, agitation,

anxiety and disinhibition can also manifest in a number of ways (Lyketsas 20 H2)
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As the demographic is changing and older people are living longer, the prevalence of
dementia is increasingOver 50 million peopé worldwide are reported to be living with
dementia, and estimates predict that this figure could be at 150 million by Z0&frld
Health Organization, 20)8 Currently, in the United Kingdom (UK) there are 850,BQWD
(Alzheimer's Society, 2014)ith an estimated cost to theconomy of £26 billion a year, a
figure that is predicted to double in the next 30 yediBepartment 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 gh-income 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
yvearo! £ 1 KSAYSNDA& The2chrie® EhalEnges formgpvdrnments is to develop
health and social ¢a services to 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 hame, hospital or care homéepartment of 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 irformal caregivers are unable to manage their growing care néassigston et al.,
2017) However, research has shown tHRWD who 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, oftepoase or friend,
generally femalewho assume the overall caring responsibility for a person experiencing
daily difficulties due to a debilitating condition, physical, cognitive or emotional, including
dementiad ! £ T KSAYSNRa {20ASGéods wnmpT . SNI233 3
Carers Trust ActioHelp Advice, 2015)Informal caregiving will generally have a relational
dimension, and whilst often the elder spouse is the designated main ,catieer 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 José, 2018) Many studies have reported the negative impact of caregiving,
particularly on those who care for PLWAIDo may experience clirt depression or anxiety

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

Mainly, the caregiving model has been explained using the framework of siopssg

puli
w»

Y 2 & ¢6KSNBoe WikKS 2yasSi FyR LINRPINBaaAzzy 2

&

GNBaafdZg F2N 620K { KShulLd Shéntogd(l 2008005 QihkrS O NX

Qx

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 no longpossible, 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
accommodationfo 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 for an olde
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 maintaining inddgece 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 sspnale,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 independent livingPepartment of Health2015)
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{ dzLIL2 NIISR K2dzaAy3d Aa RSTAYSR a4 WlHye K2dzaAaAy:
care, support or supervision to help people live as independently as possible in the
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 evenGillsjo, SchwartBarcott, & von Post, 2011fostering 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
secure maintaining identity, independence, choice and nurturing memdfiégaard et al.,

2016) Additionally, comfort, asenseof g & ¢St & GKS FoAf Al
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 enhzce 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
stakeholderqPatricia, Rn& Med, 2006)Personcentred care (PCC) approaches have been
recognised and accepted as the best way to provide quality care. In the Wigpitroach

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

Welsh Government, 2017) PCC has permeated the leragm care (LTC) sector and has
0502YS G(GKS OSY(dNIf GS ydatithe anprovehedribfiowtod®Bes & | y 3 S ¢
the transformation of the faciies from medically driven institutions to individualised
sdidAy3a gKSNBE OFNB A& LINPOARSR | OO0O2NRAYy3I (2

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

The theoy of PCC in dementia first dedmd 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 & Harré, 1992}hile this term has become familiar in the field

of dementia carejt has been challenging to agree on its components and meanings. For
example, Brooker,(2004)used the VIPS framework to describe PCC as a concept comprising
four elements: L, valuing all people regardless of@and cognitive ability;d recognising

people as individuals; €understanding the world from the perspective BEWDand their
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carers; and S¢ a positive social environment conducive to acceptable wellbeing.
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 Sadas> ¢ Emapgtoach & prRc8cE ksjallishedlthiiough the
formation and fostering ohealthful relationships between all care providers, service users
and others significant to them in their lives. It is underpinned by values of respect for
persons,individual right to seldetermination, mutual respect and understanding. It is
enabled by cultures of empowerment that foster continuous approaches to pecti
development(McCormack & McCance, 201720). From this viewpoint McCormack and
McCance (2010, 2017)have operationabed the #&ctors that might enable persen
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 (McCorm&dWdcCance, 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 edence of the aplication of PCC approaches in leng
term care settings, hospital wards and care hor(iestherstonhaugh, Tarzia, Bauer, Nay, &
Beattie, 2014; Williams, Hadjistavropoulos, Ghandehari, Yao, & Lix, 20dBpvidence has

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 in
residents and changes in their own attitudes by adopting an empathetic approath th
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 dementia care in order to realise the potential of the contribution

of directcare staf in personcentred practice who feel disempowered ameho receive
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limited training, recognition or remuneratiofScales, Bailey, Middleton, & Schneider, 2017)
Similarly, other studies have highlighted the need to provide stalffTi@ settings and extra

care housing facilities with persarentred care training in order to enhance their acquired
knowledge of the aproach through their daily work experience and to support them in
dealing with challenging behaviouréEvans, Fear, Means, & Vallelly, 2007; Hunter,

Hadjistavropoulos, & Kaasalainen, 2016)

Technology enriched supped 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 the care environmdfdstinez

Alcala 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 therapeutic intervention@uckley, 2006) Pervasive telecare technologies

include a range of sensors to deteatotion, 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 chips and GPS locators can
locate a person if theget 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 of life to support reminiscence through
pictures, nusic and Apps, and as memory aidisnovative devices are continually emerging
into the marketplace and as research prototypes which means technology to suppd/D

is a very fluid environment.

The advantages of using technology to enrich canel support include increasing the
PLWMma FNBSR2Y | y(Rhitd & NoStgdthenR S¢4ir&€e up caregivers time
for meaningful interaction and other dutigiRobinson et al., 2007pea@ of mind for the
caregiver(Alwin, Persson, & Krevs, 2013; Mao, Chang, Yao, Chen, & Huang, 2@hsl)
reduce unnecessary physical intrusiorgan, 2003) The challenges associated with such
an environment include technology replacimgre as opposk to complementing care
provison (Landau, 209), 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 ofsuch 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, WernerShoval, & Heinik, 2010and 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 United 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 impact assistive techagy can haven the care oPLWD(Fleming &
Sum, 2014) Forty-one papers met the inclusion criteria in theviewwhich concludedhat

the evidence for the effective use of assistive technology to improve the safetysecurity

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 assessment, early introdactad technology,
personalised technology approaeh and more robust evidenceTopo (2009) reported in

her literature revew, that many of the sixtysix studies included were undertaken in
residential care or hospital settings 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 include thevide variability of aims, technology desjgmutcome meastes and

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

findings, including functional efficacy, duty of care versus autonomy, freedom andritpnse
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safety/ risks, shstitution of care, dignity/ stigpas, staff burden, persecentred care and
privacy. A major conflict emerged between the interests of the institution and the interest
of the resident. Additionally, a lack of hdepth analysis was evident, no agreement on the
ethical application of tdunology was reached and the residedp&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, & lkawa, 2013)ittle evidence indiates the
changing technologySlj dzZA NEYSy Ga Fa | LISNR2yQa RSYSydAl
technologies would not be as suitable for those at a more advanced stage of dementia or
for those living within a residential or nursing horf@lsson, Engstrom, Skovdahl, & Lampic,
2012) A key role in the provision of technology enriched care is enablgVaDto live in

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

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.

35



A Systematic Review of Electronic Assistive Technology $ithported 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 individuals with dementia
are includel within the studies exploring technology interventiofi3aly Lynn et al., 2017)

Four major databases (Embaskledline, 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
residential adj3 care OR support$ &diving 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$ OR fall adj3 detector$ OR @ds adj3 monitor$ 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 using ti@lowing 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 in terms of the technical intervention.Six categories of technical
interventions were defined: Telecare; light therapy; robotic companion; -alhg and

leisure; simulated presence; and orientation.
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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, assessingesific telecare 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 fostaff care givers and promote independencé 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 false alarms 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 bothhancirg and invading privacyCost

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 &g on light
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 recommendtligiierapy due to 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 comp&ns 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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accepted the robotic companion. This arear@earch 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 variety 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 needed to use this intervention in long term care settifgsally, five studies
were retrieved in the orientation and activities of daily living intervention category.
Primarily these technology studslooked at the usability of different devices such as 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 araumerous 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 foe tisse of technology intervention in care settings

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 tenans (Moyle et al., 2016and staff(Niemeijer et al., 2014)false alarms
(Capezuti, Brush, Lane, Rabinowitz, & Secic, 20083t (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 priva@yayama et al., 2013)One of the main
challenges for supported living environments found within this reyiswthe selection of
suitable technology interventionsThere was a sigitant lack of compelling evidence to
indicate the technology intervention that was most affee. However, it is imperative that
technology solutions are individual, have customisable features and can complement

personce ntred care.

Summary

This chapter presentsvo things, firstly an overviewf the literature in the topic area of
living wih dementia, supported living, persesentred 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
preseted. The findings highlight a lackf 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 technalgy 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 lmgronments

for people with dementiaDementia vol 0(0), pp. 5. DOI:10.1177/1471301217733649

Chapter 3 Ethical Issues

Introduction

Adhering to ethical protocols and governance was certralll 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@rocessused to obtain ethical approval and governandéthen
makes the caséor the importance of ethically engaging wiBL.WDn research and focuses
specifically on technologlgased research. Finally, the ethical approach for obtaining

consent in this project was oliied.
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Obtaining ethical approval and governance

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

ethical approval and research governance is set out in Figure

Ethics Application
Reviewer 1:
= 1% June 2015, permission
Ulster University granted to proceed to the Ulster University
appropriate School Research . .
Research Filter Committee; minor Filter Committee,
amendments to invitation letters .
Governapce Peer SN 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,
Resegrch Gateway for Submission to gs;::::t:g EJORECNl
overnance
. wp ORECNI on 17 Jul
Permission within the Y granted

2015

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

was granted on the %f October and the final wagranted on the 1850f December 2015.
Through the lifetime of the project, three substantial amendments were submitted to
ORECNI and subsequently sent to the Trusts for governanthe first substantial
amendment was for changes to the scheme and paidf stéormation 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 gobmit the informal and formal
caregiver survey on attitudes towards technolodgternal ethical reviews were undertaken

on a regular basis throughout the projectThe classification, storage and retention of
project data was aligned to best practicédister University guidelinesA risk register was
developed and managed aligned to Department of Health Social Services and Public Safety
(DHSSPS) guidance, to both monitor and manage risk (DH®®RE This was reviewed

and updated at monthly locahanagement meetings. The lead for the risk register was the
chief investigatowho at one point identified the time delays in obtaining ethical approval

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

Engaging Peopleving with Dementia in the Research

Within the United Kingdom, there are clear guidelines of ethical governance in place to
support researchers and research participants. Indeed, Patient and Public Involvement in
research is generally accepted as essdrdind a core preequisite to most of the major
research funding agencidtittlechild et al.2014) The process of ethical engagement of

participants in research may appear more challenging whernptréicipants are perceived
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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 (2008)ates that a person is assumed to have the
competence to consent unless it is proven that they do nidtis legal framework provides 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 decisdiney are
making; next the person must remember the information; the individual should consider all
aspects of the information received; and finally disclose their decidiotthe study byPerry

& Beyer,(2012)where they explored the views of participants telecare service2LWD
GdzZNESR 3INBIG OldziaAzy oKSYy 2dzZRIAYyI G 6KFG LI
informedO2y aSy (¢ @

The best way to understand the experiencebWDis to engage directly with thergCahill

et al.,2012) This requires researchers to develop a frameworknaximiseinclusion and
participation within the chosen research methods and with a focus on the diverse 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 researcls Biv&/Da voice, an avenue

to be listened to, to feel valued and to be recognif&turphy, Jordan, Hunter, Cooney, &
Casey, 2014Hellstrgm, Nolan, Nordenfelgnd 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 to do this. Several studies have used methods to maximize the ability of
participantswith dementia to meaningfully engage in research interviewr example,
Nygard (2006) suggests building aelationship 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, particuldy if the participant is experiencing distress or fatigue, and develop
guestioning strategies to ensure the participant is not put under any s{i¢gbbardet al,.

2006)
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It is therefore importantto consider the implications of introducing technologies to be
SOFftdzr iSR gAGKAY (GKS&S NBaSIkNOK FNIYSé2N] a
and to enable meaningful inclusion.Building relationships with participants before
interviews is a sategy used in research witRLWDwhich 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 participantsto encourage this aspect of building relationship@amily and informal carers

could participateindependent of whether a relative tenant was participating. This ensures

inclusivity of participation opportunity independent of each other.

Several ethical considerations have emerged within the literature when considebw)
technology provision and research, and the various stakeholders that can be invdved.
RSINBS 2F O2YLX SEAGE &adz2NNRdzyRa | ikIStNENG Y Q&
external forces that might impact the decision making process such as a positive response
bias, lack of clear understanding of the technology, and careg®ensmitment to engage

in research even though thBELWDmay 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&WDsecurity and independence can also have a
profound impact on privacyCahill, 2003; Niemjer et al., 2010) The ethicalconcepts of
beneficence, autonomynonmakficence and justice can undoubtedly collide frahe
perceptive of various 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 assistive
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 andngpathy towards others. Perry 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
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ethical issues associated widtssistive technology and telecare including the importance of
privacy, consent, social isolation, assessment and review, motivation for telecare, and risk

and safety.

It is essential that the methods used within the research design support the mdahing
inclusion of PLWD It is necessary to underpin wayd connectingand creating an
understanding within the ethicdtamework. Appropriatecommunication is fundamental to
robust ethical governance to ensuf_WDunderstand and consent to taking part the
research, they continue to consent to thenvolvement in research, and for the person to
participate fully in the data collectionHughesand Baldwin (2006) suggest that when
considering ethical issues in relation to dementia care, rather than choose between a
theoretical approacht may be moreappropriate to take a principlased approach.The
principlesthat should inform ethical practice in this subject area stem from the 4 principles

of medical ethicgBjorneby, 2004)

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

them.

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

*Non-maleficence: We should try to avoid doing people harm.

* Justice: People should be treated fairly and equally.

Research Consent for Persaisng with Dementia
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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 rekedivThis was aligned to best
practice in this research arg#liggins, 2013) After consultation with experts in this field

(Prof Brendan McCormack and Jan Dewitwg) approaches for consentere adopted and

are set ouf both underpinned byl  WLINR OSa a OasydasSrigpad byyeRiagK 2 R €
(2008)to support engagement.Theprocess consent method acknowlezigthat with any
approach to consent withthis population it must be anon-going, fluid process that
continues to checkn with the participantas necessary.It should be noted that process
O2yaSyid A& Iy ILILNEI OK ¢SNBE PYWEMNNhEoiparatesy Q A a
an understanding of how this person gives permission in their daily Tiechnically, both
approaches used within this project were process consefpproach Awas where the

tenant provides consent for themselvesid was only consideig in conjunction with the
scheme manager after consultation with family membetswasaligned to the approach
commonly used for the individual to consent.onsent was viewed as valid at that point in
time (when consent form was signed) and thereforeba consent was continually sought
alongside observing for visual clues of withdrawal from the interviedpproach B, the
process consent adopted within the projecreated a paper trail of the consent given by

the scheme manager and the next of kifhe tenant would not have been required to
complete a consent form but verbal assent would have been taken in advance of the

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
LINE2SOGs GKS S@St 2F Ay@2f @dSYSyd FTNRY (K¢
recruitment of all participants. During this conversatignthe approaches for consenting
tenantinvolvenent were outlined. Following this, the second researcher phoned the

scheme manager to give further detail on recruitment and answer any quest®tisieline

was set for the manager to identify participants and decide what type of consent approach
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would be the most appropriate.Managers were asked to inforfALWDabout the project
andto determine if they were interested in finding out moreManageswere also asked to
consult with the family/next of kin as they considered the most appropriate typ®o$ent.
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 set out in REAgiihen

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 expla@d 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
staff. The staff member also signs the form to illustrate at that stage the individual was

happy to be involved.

Approach A: Informed Consent

Manager identifies
tenants most suitable i.e.
=4 good communication skills
& would enjoy
engagement

Informal discussions with
tenant and caregivers to
assess interestin
involvement

Initial consultation with

manager by O

Formal consent- staff
member goes thraugh Formal consent- tepant
information sheet with EEY signs consent form & staff B

tenant to explain member sign$ underneath
involvement

On researchers” arrival

staff member introduces

Bl team and asks if person is
happy to do interview

Consent is monitored
The person’s willingness thraughout interview by

to engagement in the s |00King for signs of body
interview language, disengagement
and distress

Figure2. Approach A informed consent
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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 grouthe dates were pre
arranged with the manager. The manager holds the consent forms until the oksgar
comes to the site.On the day of the interview, a member of staff goes to #I8WDin
advance 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 meéh the participant

and introduces the researchers reminding the person about the project and asks them 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 throughout the interview by
watching body language and looking for any signs of disengagemedistress. All

interview participants consented using this first appach and a total of sixtgne

participants consented in this way to participate in the focus groups.

Approach B Process Consent

Approach B set out in Figuis a formal process consent approach adopted within the
project. It created a paper trailchecking first if the participant meets the criteria for the
approach and then the consent given by the scheme manager and the conguipeesonal

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

advance of the interview and monitored throughout.

Approach B: Process consent

TESA — provides Information an
process consent approsch with
leaflets to includs:
Guidanco erablng panicipation
Process consert form

Informathon sheets 5 sermes 2)
narinriad

INVLabON 10 3CT 1) per
DecQration form 1) ser

initat consuttation with
manager by C1 Manager identifies
Tenants most sutabio e, Manager confirms tenant
who are not apprapeate B
& would enjoy for consent approach one

engagement

Manager campletes the

process consent forms
[Part 1) after engaging
with ténant and
supports decision to
identify 1) personal
consultes or
2jnominated consultee

Either Pessonal or
Nominated consultee
return the Sgned
Invitation to Act and
Dedaration forms to

staff completes Part 2
basis for mental
capacity and Part 3
Initial consent of the
pracess consent form

On researchar’s arrival
staff member introduces
team and asks if parson is

hapgy to do Intervicw




Figure3. Approach B process consent

I WLISNE2Y It O2y&dzd (i SELwDs\cansidetel ibldk CafiaSifhe§ A N& (i
I ROAES I o02dzi (GKS LISNE2Y Q& 64 afddeeinlayiese FSSE A

personal relationship to the potential participant, e.g. spouse, partadult (son/daughter)
other relative, close friend or pastarer. Through 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 dedlation form. The potential personal consultee was asked to
respond to the invitation directlyreturning a signed copy of th@#avitation to act as a
personal consulte@and the declaration form. Potential personal consulteekad the
opportunity to ask gestions about the study on the phone, byrail 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
consultees 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.

I Wy 2YAYFGSRQ O2yadzZ G Sker wheén alpdrdoi@iicohdulieR is acd G K S

able to take up the responsibilityThey can be someone acting in a professional role (e.g.

Y

GP or a member of the care team). STF2NB | LILRAYUGAY3T | Wy2YAyY

researchers will consult with the scheme mamger and ask him/her to recommend

individuals who would take up this roldt is likely that the manager would recommend a
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key worker because they are known to the potential participant and are aware of their
feelings and wishesFor good practice, wensured that when a key worker cannot assume
GKAa NBalLRyaroArAtAadesr GKS LISNarz2Yy FOGAy3a Fa |
to that of an advocate, in which he/she meets the prospective participant, carers, family
members and friends in ordeo gather relevant information 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, th
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 research team to the
participant reminding the person about the project and asks them if gweystill happy to

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

and are as&d if agreeableto recordthe interview ¢ KS NB &SI NOKSNJ Y2y Ad2N
consent throughout the interview by watching bothnguage and looking for any signs of
disengagement of distress he researcher carefully documents the indications that consent
is ongoing in Part 4 of the process consent foldo scheme manager felt that Approach B
was required for the tenants that Wwnteered 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 participation. 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 exaope
particular housing scheme seemed to have a more paternalistic approach towards their
GSYlrydaQ Ay@2ft @S Yhe yeseardhyean wel adidsl @ to Nde khe term

dementia and it was requested that a formal caregiver was to be present during the
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interview. In advance of submitting the documentation to get ethical approval the

1 £ T KSAYSNRA { 2 OA Beluge ofgdrndinolayyg ghd wefwérs &lvised/thatiit is
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 during therumev this was not out of
sequence with the other interviewsin 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 consent forms. rthermore 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 outlined above.

Summary

Ethical issues often emerge in research and a thoughtful and vigilant approach is required
when engagind®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 wayd 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
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consentto their involvement in research, and in order for the persoméoticipate fully in
the data collection.The current process is robust and autonomgduswever, the time

required tosecure ethical approval psimany 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 (HSCTgiam afréhe

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 throughQhpporting People Programre

a government initiative created to provide a range of housiaryices for vulnerable adults

In most caseghe primary funder for the facility was the HSCT with an approximate split of
funding sixty percenfirust and forty per cent th&upporting Peopl®rogramme. Care in

the facilities is provided by a mix ¢iSCT staff and/or voluntary sector organisations;
management is facilitated by housing associationd’he dwellings in this type of
accommodation consist of a range of housing options including, small units for up to 12
people with private ersuite bedroons and communal living and kitchen areas, bigger units

of the same type for up to 60 people and sedintained bungalows or apartments (25 or 30

! See website
https://touch.nihe.gov.uk/index/corporate/supporting_people_programme.htm
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per facility) within adefined/bounded complex that also offers communal recreational
spaces and gardensPLWDare 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 of technology within the schem#ese facilities are regulated by the
Regulationand Quality Improvement Authority (RG)A This is an independent body
established in 2005 to regulate and inspect the quality and availability of health and social
care services in this province of the UK. Managers of these facilities are required by th
RQIAand in accordance with relevant legislation and DHSSPS standards, to deliver person
centred care (DHSSPSNI, 2011b)There are no specific measures for how person

centredness is 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 Peoplevho were members of our steering committee An nvitation to
participate wassent out tothe managernf each housing schem. The manager received an
information sheet and consent fori@®ppendix7 and8).

1 One responded to the invitation that they were not supportiPgWD

1 1lfacilitiesexpressed an interest iparticipatingin the project.

1 SiteJwas excludd after a site visit confirmed this was a residential facility with

single ensuite bedrooms and not supported housiip data was included.

2 See websitdttps://www.rgia.org.uk
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1 Ste Kwas not able to commit to participation in the project because of the time
constraints on staff at the time.

i 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 fetftyee records were collected. The datasv
entered by one of the researchers into SPSS 24 for 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

al the facilities. Overall, they were operating 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 35nd one of the two

largest facilities had a capacity of 61 places. Some of the mesized facilities and the
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largest facility were operating at between 83% to 89% of their capacity. Both small facilities

and two mediumsized facilities were at fullapacity.

Table3. Number 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)
South Eastern 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% mald@se 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 709 (32%). In kb
categories the proportion of females was higher than maje22% in the 7679 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 numbdemiales reflect

those of the general population in the 65 and older 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 drStatistics Agency. Northern
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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 over group in the general
population with a proportion of 30%. Only 14.4% of our sample weaeried 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 proportion of those who were single
was similar to that of the 65s or over in the genemdpulation ¢ 10% and 9.2%,
respectively. The proportion of those divorced/separated in our sample more than doubled

that of the general population, 14.4% compared to 6%.

Ireland Neighbourhood Information Service, NINIS. (2014). Older people. Retrieved from:
http://www.ninis2.nisra.gov.l/public/census2011analysis/olderpeople/index.aspx.
Accessed on 13th November 2017
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Table5. Marital status of tenants

Marital status

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

partnership

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 nissingN=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%), compared to those 65 or over in the general population
(13%). Nearlywice 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 establishments (11.1% 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.
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Table6. Accommodation prior entering tHacility

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

Private house (rented) 19 (7.8)

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

Nearest Relative
A large majority of individuals had a close relative as their next of Kmadult 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.
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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)
Otherrelative 29 (12.4)
Daughter 35 (15.0)

Adult child (not specified) 91 (39.1)

Total 233 (100)

Data nissingN=10

Dementia Diagnosis
CKS YlI22NRGe 2F NBO2NRa Ay (KS TEOXNHMENOSE an

shown in Table. In allthe eleven categories of diagnosis obtaindoe prevalence was
higherinfemada GKIFy YIfS&8s SEOSLII F2NJ dlot @&k 2t NBH
four cases wre males. In total 72% of females had a diagnosis, compared to 28.1% of
males. Thisap between 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
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for females has been reported at 59.2% and at 48.8% for m@iedthews & Dening,

2002¥.

Table9. Diagnosis oflementia

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)
Presenile/Senile 1(0.5) 6 (2.9) 7 (3.3)
Dementia

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)

“ 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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Other Dementia 6 (2.9) 11 (5.2) 17 (8.1)
Including Mixed Type

Dementia

Vascular Dementia 10 (4.8) 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 cemorbidities 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 four comorbiditie 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 tlose with falls (0.5%). Other serious conditions including,
heart/cardiovascular disease, diseases of the circulatory, respiratory and nervous systems

were more common.

Seventy per cent of individuals had not been hospitalised in the last twelve mohtss
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 GP once, 14%draded twice
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and nearly 12% had seen their GPs three tim@he most common cognitive symptom
NBELZ2NISR gla wiz2aa 2F YSY2NEQ Oyyom:0od ¢ g2
GKFY pmr: 2F GKS alYLX S 6SNBE WRA a@shawsStyat G A 2y
out of the seven symptoms listed on the extraction form, the least reported symptom was

WRATFTFAOdZ GASE dzy RSNRBRUGIFYRAY3I &aLR{1Sy fly3da 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)

Difficulties understanding spokdanguage 36 (18.0)

Data nissingN=42

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

people who have dementia and live in TESFhe purpose of gathering this data was to
obtain quantified data on the tenant profile before moving to engage this sample in the
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.
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The overall health profl of tenants indicated that emorbidities were very common but
70% of tenants had not required a hospital visit in the last ydayss 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 apersot© SY G NBR aaSaavYSyd G22fItiFddiibtdag YS A
an observ#onal 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 TodEA)(Fleming, 2011yvasused to evaluate the facilitiesThis

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 wieby theenvironment should:

1. Be safe and secure

2. Be small

3. Be simple with good visual access

4. Haveunnecessary stimulation reduced

5. Have helpful stimuli highlighted
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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 @y adndlBavelayya2s0S NESIRLI SMAiK
option and some provide for extra points in certain circumstances, for example, sefiegy
feature is unobtrusive Each principle is considered be a subscale with a score expressed
as a percentage of the available score to ensure that alissalbes have equal weighThe
total score is the mean of the stdzale scoregFleming, 2010) The higher the percentage,

the more adequate the facilitis to 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
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.
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The majority of the facilities, as shownkigure4, had scores of over 50% in this principle,
with the highest score being34%and average 8.41% The lowest score of 2277%
corresponds to independent accommodation offeliacbne of the sites (i.e. bungalows) in
which every single tenant is responsible for their own safety measures, therefore staff

O2YLJ) SGAYy3 GKS | dZRAG WP G SRLIMREdGhed® ScA&K S | yvag

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 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 |

50.00

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

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
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79.9%. The lowest score B6.8%4% (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
94.74 94.74

100.00
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 |

Figureb. 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 1G08raging 55.68%dicating that the

facilities are encowaging and achieving, in most cases, the reduction of unwanted
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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 aybstruction. 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% correspond#o a 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
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Encourage links with the community

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 ature 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
93.7%%. These results demonstrate that the facilities are homelike environniesit®ffer
tenants opportunities to maintain their abilities for as long as possible and to live

independently for longer in the communitfFigurel0).

EAT Domestic (%)
100.00100.00100.00100.00 100.00

100.00 93.75 93.75
90.00 81.25 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)
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The schemes were often larger than recommended wiugh lead to more confusion for
the tenants However, this item had missing data from four schem&be data indicated
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 environmentslhe highest scoring item wade
domesti€at 90.34% on average, rangimetween58.9346-100%, 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 security
Average: 50.41% Lowest score represents independel
bungalows where each tenant was

responsible for their own safety

measures
3. Be small Range: 09400% 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 was

incomplete (4 schemes)

4. Be simple with gooc Range: 36.849%00% Reducing confusion and visual acce
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visual access Average79.90%

5. Haveunnecessary Range: 094.00%

stimulation reduced Average: 55.68%

6. Have helpful stimuli Range: 09400%
highlighted Average: 79.80%

7. Provide for plannec Range: 33.339%00%

wandering Average: 78.79%

All scored the same

Average: 66.67%

8. Be familiar

9. Provide opportunities Range: 09400%
for a range of socia Average: 78.03%
interactions from private

to communal

10. Encourage links witt Range: 094.00%

the community Average: 81.82%

11. Be domestic in nature Range: 62.59%400%
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was a high score in most sites.
Lowest score reflects group living

I O02YY2RI A2y ¥F2
o0raSRQ RSaAdyod
Did a fair job of reducinthe
stimulation

Majority of sites reducing unwanted
stimulation

Two sites 0% due to incomplete dat:
Lowest score reflects group living

I O02YY2RI GA2Yy F2
o0FraSRQ RSaAdyod
Thedata indicated the schemes did :
good job highlighting important
stimuli.

5 sites achieved 100%

Data missing for one site

The data indicated schemes were
designed to facilitatevandering but
not encourage it

Low score indicates where tenants
live independently

Moderately familiar surroundings ani
personalised tenants environment
Indicates that tenants have good
opportunities for social interaction

and a choice of private spaces

Suggestsenants have great
opportunities to engage in
community,

This high score reflects the home lik



providing Average: 90.34% environments foundvithin TESA.
opportunities for
engagement in the
ordinary tasks of daily

living.

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 senaads digital tools for
example, calendars could all supportPLWDin a care setting(Daly Lynn et al., 2017he

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 schemes and the complexity of terms for nerperts used in this field, it was decided
to divide the audit into twaparts. The firstpart was a template (Form,Appendix10) for
completion by a designated person (scheme manageseoror member of staff) in each
scheme to complete in their own time and email it back to the research tearfollowup
phone call was then nte to the designated person to discuss the outcome of audit form A

and complee part B (Appendixdl) over the phone Audit form A contained 29 questions
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option to exmnd on the answer given and three opended questions, two of which asked
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 audisly 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 ajjweeout of the four
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schemes that responded to Audit B stated that their technology systems were bespoke for

their scheme.

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)

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)

Technology is used within
Site C to ensure the
safety of tenants which
minimises staff intrusion
and maximises privacy
and independence (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 (Tablel?2). This is an interesting observation in itself as the available
technology would have changed significantly within those twelve ye@GTV wassed 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 speciéd that
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tenants are able to use the intercom to see who is at their front dobrterestingly in

NBtldA2Y

confusing for tenan@ ®

02

idKS

Ahgré IS NUDEBYiGt us@divarg oftén becauselitSsR W

Tablel2. An Overview of Technologies within TESA Schemes

Name Technology| Year CCTV | CCTVin CCVT Intercom | Staff alerts
audit Opened | entrance| scheme | entrance to in
tenants flat | Tenants
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 0 e B e S R
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.heelectroniccode into keypadvasused 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
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scheme, instead, at one dfi¢m staff and familiesvere fingerprint enabledand at the other
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 to go in and out using a
key or key fob to their own front door. Family members and siédb hadthe option of
ringingthe intercom at the front of each property for acces8dditionally, in one scheme
tenants had their own keyother category)to enter and exit the schemeSite 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

Family

Tenants

Staff

m Keycard mOther mFingerprint enabled | Electronic code into keypad

Figurel2 Assistie technology used by staff, tenants and families to enter and exit the
schemes
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Additionally, data &re collected on the sensors at various doors within the schemes: the
YFEAY NBOSLIIA2Y R22NE (KS R22NA ,aslusttad/int y i Qa
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 throudh the main reception

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

O B N W M OO N @

Yes N/A

Figurel3. Sensor technology on doors within the scheme

Pervasive Technologies within the Scheme
Pervasive technologies used somewhevithin the scheme whether 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 scleme 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’ I 5
‘Water temperature’ I 5
'‘Motion sensor' I 4
'Close-circuit TV' I 4
'‘Cooker monitor (turn-off device)' I 4
'Pressure sensor: chair' I 4
'Flood alarm’ IS 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. Technology devices 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 availabilityf avearable

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
Device
Alarm pendent “H "H “H "H "H
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Alarm bracelet "H

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

TESA schemeds’he most frequently reported device used by tenants was a mobile phone.
A music player, a TV and a computer weahee electric devices most frequently made
availableto 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 3l2016)

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 Sl S
‘Memory aid' IS

'‘Audio/Audio-visual prompts’ I
'‘Companion robots or electronic toy NS
'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 for Assistance
Schemes first outlined the method tenants used to get help in an emergency and then

specified if this was different from routinely requesting assise. The methods of
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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
three usa a combination of two types of alarms, the pull cord and either the wearable
device or fixed button.h yS & OK S YV#all fixéd IbiitténR arélavailable but are not
used very frequently because of the issue of lack of capacity; the tenant will not kmotw ho
use it or will become confused with it (fall detector or monitor is used ingt€ad 6 {AR G S L 0 ¢
but one scheme reported that the tenarfisiethod of requesting help was the same inside
their flat or bungalow as it was in the rest of the schenkwever, no further detail of this
difference was suppliedFinally, staff primarily received alerts through mobile phones and
pagers (Tablé2). At two sites alerts also came through to a monitoring station within the
scheme. No alerts or alarms came thugh via a tablet or web applicationThe tenants
received an immediate response from staff in all but one housing schégtaff were able

to speak to the tenant from their phone to the tenafitdercom. For examplethey would
sayoMr Xare you oke if the tenantwas able to respondif not staffwould go and assist the
tenant without dela2 ¢ { ATHeSmaj@ity ©f site used the same method of contacting
staff requesting noremergency assistand@ addition to approaching the main office or

speaking with staff or family when they see thetn.y’ S & A (i Fheréiis ho(diference

(0p))

0SOlIdzaS GKS (SOKyz2f23@ Aa dzaSR la | (INBSISy il
D. LYGSNBadAy It &The tetindlofy wouldbeRisdd N@reSiR thedevenings to
inform staff of tenantsmovement at night; and on the stairg during the dayit is not really

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

through to the handetQ
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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 system@ablel4). 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 Bdoes notknow if it is hardwired. Two different types of information
management systems wereported: health andsocial care information systemparis (One
scheme) and EPIC cgfgectronic Pharmacist Intervention Clinical Sysiétwo schemes).
Additionally, the computer software programs were reported as: Pathlogic (1), Tunstall (2),
Smart tehnology (1) and Telecare (Ihree sites state that they access and keep the data
from the sensors and technology.Two sites report they access this data through a
monitoring system and the third site does not speciBtaff report that thedata is poduced

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

monitor sleepwake pattern. Two schemes also reported the dakeing useful as an
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the data to investigate accidents for examptesponse times of staffThree facilities have
the ability for staff to change and adjust\dees accordingo the 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 five to ten minutelelay to allow the person to go to the toileQ

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 audit further detail is given around the management of dae.
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 tltaimot be accessedAny other onfidential
data is reported to be stored in a locked officBwo out of the four schemes reported being

able to access the data in a readable format and to compile 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 their family. Site E encourage staff to discuss the technology frequemitly
tenants to increase awarenesall tenants were asked for consent to use technology (Table
15). As part of the tenancy agreement in Site t6e tenant consents to the use of
technology within their living environmentSite E does not require famypito 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 fdz&Aver

these are primarily pervasive and not interactivehis is in keeping with thindings of the
literature review(Daly Lynn et al., 20L7Prawing comparisonsn the impact of technology
is dfficult however, asno two packages are the sam@&espoke systems were reported in
three out of four of the schemes completing Audit Bevices need to be personalised and
individualsed in order to provide persortentred care andyet the diverse techntmgies

illustrate the varied needs and requirementd PLWD Additionally, this persoitentred
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approach was evident in the provision of technologies to tenants according to their needs.

However, a gap in learning is clear duethe heterogeneity of technologies within the

housing schemes.

Overview of TESA ioithernIreland

The section aims to draw together the quantitative data gathered through the demographic

information, environmental audit and the technology audit tovey 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 the age range was

between 51 and 97 years (mean y@arg. Sixtysix poirt 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 Overview of TESA in Northern Ireland

Name Year Occupancy EAT Score| CCT\se 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 principlesexperiencedwithin the
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schemes. Additionally, the items in the tool indicated good opportunities for social
interaction, the environments support wandering and goodiglsaccess was found within
TESA. Areas that scored lower were safety provision, unnecessary stimulation in the
environment and the higher numbers within the schemé&he technology audit indicated
varied technologies operating within the facilitiesvith little integration of interactive
devices The personcentred ethos was indicated through the individual and customised
approach to technology provisionTenants in all but one scheme received an immediate
response from staff when they contacted thenther routinely or in an emergencyMobile
phone use was common amongst the tenant&inally, the data sent from the technology

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

Summary
From this audit it is cleathat 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 shouldinclude;
9 clarity on process conselfdr technology usestarting prior to tenancyand reviewed
during the course of the tenancy agreement
1 an audit should becompleted to ensure all sites are adhering to the General Data
Protection Regulation (GDPR) anithg what technical and organisational safeguards
are in place to protect tenan® R G |
1 quidelines on the types of hardware/software and information generated to inform
future development. Little transfer of knowledge from one site to another was

evidert 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 care, informing decision makimgk managemenand how this information

sits with notes and recals. Beyond the alarms and alerts with associated services
responses opportunity exists to model these services against 4bechnology enriched
facilities to map difference in care experienc€urrently this would appear to be dwc

and location/staff pecific. 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 whiistral policies
exist to sypport 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 & Wilkinson, 2017) The best way to understand the
experiences oPLWDis to engage directly with themA literature review outlined everal
studiesthat successfully engaged witLWDin researchto givea voice, a avenue to be
listened to, feel valued and to be recogniz@durphy et al., 2014) Many studies have used
inclusive methods to maximisehe opportunity for participants with demena to
meaningfully engage in research intervie@¢dibbard 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 ndinthis study sought 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 withpersonal experience 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

methodologcal approach and 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 thgersonal understandirgpf 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&d 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&SIHNOKSNRa NRBfS ¢4 & PdeRresdatcie’S Ivdre DdRer 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
tenantinterview and is expined in more detail withirchapter ten. An interview topic
guide was preparedinformed by the persostentred 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
spoke over the phone with the staff member and met this person on the day to be

introduced to the interviewees.

91



Recruitment

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

out in detail inchapterthree. A total of twentytwo participants consentedsing Approach

A. At the beginning of each interviewhe process of informing the tenanabout the
purposeof the interviewwas repeated and they were asked to give verbal consent in front
of the researcher and peer researchégne scheme specified that a member of staff had to

be present during the tenant interviews.

Tablel7. TenantParticipant 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

92



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 alwut the interview andin 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 tenant to consemo take 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
researcher took the lead in the interview and asked questions based on the topic Juide.
interviews were relaxed and the peer researcher aimed to build a rapport with the tenant.

The aim was for the peer researcher to move the interview avdy2 ¥ 6 SAy 3 |y Wi
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 pos#tiaspects of the interview 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 interviews were transbed 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 transcipts
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were coded by reading andreading the material by one author to identify themesinga
Braunand Clarke (2006)thematic approach{Figure ¥). These themes were then explored
through the persorcentred 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 wagshThe 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 themesealoped by

the research team wereghen 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 peer researchers attended a validation of the data session and a further twim-one
one meetings were held with additional peer researchefSrst, peer researchers were
given transcripts of the interviews to readPrimarily, they were given theown interviews

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 #rmaerged from
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 ten&n 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)paere also major 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 thepuld neither adchor remove any

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

95



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 scheniée 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 oftwenty 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&AIndividial would 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&imally 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 Prerequisites
wFlourishing persons wAutonomy
wlndependence wCommunication

wPersonalised environment
wRoots in the community
wTransition

Person Centred Care Environment
Process wTechnology

wStaff Engagement wStaff caregiving
wPersonal preference wFamily caregiving

wPrivacy wPhysical environment
Tenants relationships

Figurel9. Applying a persowgentred lens to the Thematic Analysis

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

as: beliefs and values, competence, commitment, interpersonal skills and knowledge of self,
(McCormack& McCance, 2017). The data vere examined for evidence of tlse
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

Themes Subthemes
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Autonomy - Being self sufficient
- Freedom and choice to do what you like, when you like
- Having a voice and being heard

Communication - Sense of community
- Communication witrall 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 Yoy hvekdurt budzek dhd thaftyae of hiSgRoutA § @
& 2 dzZQNB 2 yYowcardedihe 2ml otwhen you dikBerise
Additionally, participants enjoyed doing things at their leisure when it suited thim

example household tasks.
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Well, just the same as | did when | had, when 1 lived in my bungalow bédfstegetting up
and getting myself ready and getting myeakfast 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 3 Sdgive ddiandlinyhe kitchen or things like ti2Emma

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 eat.
Wh23 AT @2dz 6yl G2 32 2dzi ZAcie2dz 32 2dzi |
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
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.

YW R2y Qi OIFINB 6KIUOGLSOENREYRE 1 F8 N2 RYAYIOL
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R2y Qi tA1S Al | yRKE KK@P8A R2LAMAGSNERR 3 yAN(2
WeKSNBEQAa 2yS K2 OFYS Ay SRWOS I WRIKKSIF ak Al lIOKRES
2S gSNB 461 OKAYy3 ¢KS {SONBiG® 2SS alARI Wl Sex

0 K I, Iotl @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

(hame of newschem®R I R 2y S a4 &S®&nf &2 6S 6 SNBC

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

the heart of this environment.
W couple of staff and a couple of the tenants who all sit rautable with tea and juice or
something, a wee snack that the staff would makeyplS QR &aA G FyR GFft1 |6
GKAY3a YR Fal K2®Demss QNBE aSadGftAy3a A
Effective ommunication between staff and tenants wasessential Additionally, good
relationship with doctors, key workers and healthcare professionals were all very
important.
WO@S 320G G2 1y26 akEx GKFEGQa Yeé 188 62N SN I
would come in and tell me somethitjennifer
It was very important tdhave the choice to engage with others or ndtor some they have

friends outside the scheme whom they prefer to communicate with

101



Whave friends and people that | am very friendly with and | could ring them and they would
come to see @ Relen
Forothers, they prefer to keep themselves to themselves and maintain a sense of privacy.
B2 22dz (y29 0UKAAZ L ¢ 2 dzRRA yWnikeep hihgs toimysé@fe2 Re |
Aoife

Personalised environment
Tenant€environments were filledwithpé& 2 y I € A0SYa &dzOK |4 LIK2G24

own furniture. Families were reported to support the move into the scheme and help
decorate flats and rooms Additionally, support was obtained through paid professionals
such as painters.
Wovemy f | (X { KI \¥@devedrcama ifto ity IStH liked it but there were things

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

Celine

A number of tenants noted the importance of gardens and flowers iir gr@vironment.

WFT L KFERyYyQG F 3IFNRSY LQft KIFEI@S | LG LXFyd
FYR 2dzad {1 SSLAY3I YR IRYANRY3I (GKSYBDQf 221 AY

Bridget

A number of adjustments were made to the environngto make it more accessible.
One participant spoke of items such as a yellow mat to hold plates so theptdip off,
warm water instead of hot water in taps, changtiles to separatehe floor from the wall,
anddifferent coloured walls in differ® rooms.

Wmean | have the tape around there (orange tape placed around the door frame) basically

0S0OlIdzaS GKS R22NJ {1SSLJA Y2Q0Ay3a O6Ay KSNJ FASER
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