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ABSTRACT

Design and digital technologies to support a serisself

and human relationships for people living with detieeare

both urgently needed. We present an enquiry insigdefor

dementia facilitated by a public art commissiondaradult
mental health unit in a hospital in the UK. Theenatctive

art piece was informed by the notion of personhaod
dementia that foregrounds the person's social baimd
interpersonal relationships as sites where satiamtained
and constructed. How clients, clients' family mensband

staff used the piece is reported and insights edléd the

“Culture Lab
School of Computing Science
Newcastle University
Newcastle Upon Tyne, NE1 7RU, UK

This paper describes an interactive art piece €laié) that
was commissioned for a hospital in the UK spedialinn
the assessment and treatment of older adults weitlers
dementia. The development dfles of |enabled us to
engage with staff in the unit and gain an in depth
understanding of the care environment and the mestof
hospital life. This revealed certain complexitiesia set of
particular design challenges. Furthermore the aecep
served as a window on dementia and the institutieif.
We detail the design dfales of land the design rationale,
which has been informed by the concept of persod fip®)]

notions of home, intimacy, possessions and self ardn the philosophy of dementia care. The piece was
presented. The art piece served as window on bothmotivated by the desire to create a valuable resofor

dementia and the institution leading to a numbensifjhts
and implications for design.
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INTRODUCTION
Dementia and the context of life for people livimgth

dementia has become an increasingly important tapic

HCI and Design over recent years [cf., 25]. Densehts a
profound effect globally and on each individuairiy with
the condition. Globally, there are estimated to 36
million people with dementia and this is expectedise to
115.4 million by 2050. In fact, about one-quartédradi

hospital patients aged 65 and older are people Withn

Alzheimer’'s disease and other dementias [2]. Deghis, it
is the focus of little research in the field of H@iith efforts
primarily being directed towards supporting ageimglace
[cf., 23]. Likewise, research that foregrounds toke of
design in dementia is still under-explored [14].

clients and staff that centered on a notion of hand
offered connections to a number of themes whichewer
suggested by staff through workshops.

Through interviews with staff, we were able to gamisights
into nuanced complexities of their practice whegaging
with people with dementia and from these propose a
number of implications for design. We also unpackeg
dynamics occurring around clients’ interactions hwihe
piece. These related to intimacy, home, sense lbfase
possessions. Our account is not intended as anadial of
an art piece and its design. Rather, we descrilethe art
piece can serve as a lens onto this care enviranamehthe
people within it in the spirit of Gaver et al.’s ayer
Companion [12]. As a tool of enquiry it revealeduable
spaces for design in dementia that have wider gaptns
for interaction design.

This paper centers on understanding users in ttreras
context of severe dementia within a hospital sgitie
ighlight dynamics and challenges in the hospitstirsg
that were revealed through the use of the art piebéch
help us to understand severe dementia and stafftcli
exchanges more holistically. We reveal nuancedrantti-
textured aspects of what it means to have severeia
and the themes of personhood, intimacy, senselbasd
home are shown to enable a rich understanding isf th
context and how this can help us to design in this
environment. We highlight spaces for design to make
positive difference and show how understandingausan
inform sensitive empathic design. We suggest that a



designer should step back from constraints empingsike
institutional environment or cognitive impairmennda
instead focus on enabling the full person.

THE PUBLIC ART COMMISSION

The art piec&ales of Icame into being through a public art
commission for a specific care and treatment unhi¢h
we will refer to as Francis Place) in a new annéxao
hospital in the UK. Francis Place is a secure fmitup to
16 clients with psychiatric disorders (predomingarstvere
dementia) and mainly accommodates male clients.uhiite
specializes in the assessment and treatment o tiesits,
who are usually transferred from care homes folhgwi
extreme changes in their presentation or displdyant-
social behavior. A client’s stay in the unit randggically
from 2-4 weeks depending on diagnosis and treatplant

Francis Place was a newly constructed

Exchanging Existing Practice

The workshops and subsequent visits to the unibledaus

to spend time with staff fulfilling different roleéscluding
occupational therapists, qualified nurses and &uyilstaff.
We were able to show staff previous projects thadl h
involved a sustained and meaningful engagement with
people with dementia in the research process [Bd]that
typified our person-centered design practice [23, 3B].
This prior experience allowed us to engage in ratd
creative conversations with staff about what thepigce
could be. Our commission was the last to be deeeldpr
the site; therefore, we were able to see the qitemres of
art in situ in the unit. These included wall basedIptures,
each with tactile qualities. A variety of mater&id color
has been used and the pieces were made by a nuhber
different artists. In each case the forms were rabtt

facility, However, staff explained that these pieces werelyar

predominantly white and unornamented, with a wide acknowledged, touched or interacted with by thents.

corridor that meandered through the whole unit adoa
series of courtyards. There were a number of spacio
dayrooms, individual bedrooms for clients, a dinnegm,
and a few much smaller rooms.

Workshops with Staff

We ran two workshops with staff from the hospitghe
informal brief for the art commission indicated tthgeces
should reflect the care conditions and contexthef tnit.
On our part we wanted to use the opportunity tddoban
our previous projects with people living with dertiarf31]
and create an interactive art piece that enhareetves of
clients and staff within the unit.

The All About Me Books

From the workshops we learnt about staff practibe,
kinds of activities that clients’ engage in at FaianPlace,
general context of clients’ experiences within tht and
gained insights into clients’ behaviors (without yan
identification of specific clients). Staff membevgork with
clients included: support of their moods, engagernreacts
of reminiscence by using photographs of objectsrtonote
recognition and conversation. They work to de-edeal
feelings of distress through the use of gentle Haolding,
walking together and calm conversation about thitigg
were meaningful to clients. This last point wasigred by
the use ofAll About Me books, which staff members
produce for each client. These A4 paper books Idetai
client’s life story, likes and dislikes and inclugersonal
photographs. Family members supply much of thigesdn
and photographs are scanned and printed for thk bgo
staff. The simple premise of thall About Me books
underplays their value in the unit. The books offenily
members a way to contribute to the wellbeing ang cd
their relative both in the supply of informationdaim the
use of the book during visits. Moreover, the boeksble
staff to get to know a client and see him or hea asulti-
faceted person; someone who has had a life's wofth
experiences and achievements; an individual.

THE ART PIECE

Influences & Insights from Previous Projects

As noted the Francis Place art piece was informgdab
previous project in which we had engaged with &illi a
woman living with dementia, and John, her husband,
through a co-creative and design-led enquiry [3¥ithin
this enquiry the notion ofPersonhood had central
importance to us. Arising from the philosophy ofrdmtia
care, the concept ¢fersonhood15, 16] counteracts many
of the damaging effects that traditional accounts o
dementia have on common assumptions of self amdiige
for someone living with dementia. Early accountssent
the view that “individuals with dementia experienee
steady erosion of selfhood to the point at whichpeoson
remains” [17], or in the extreme that dementia eauthe
“death of self” [9]. In contrasPersonhoodregards self as
something not solely constructed internally, butated,
nurtured and sustained by an individual's relatiops with
other people. For Kitwood “personhood is a standimg
status that is bestowed upon one human being,HBrtin
the context of relationship and social being” [1A% such,
Personhoodprovides a valuable extension to the notion of
self. Drawing from this perspective we can understihat,

in order to support personhood in dementia, we heeste
the person as far more than the sum of his or bgnitive
ability. We need to support the ‘social being’ of a
individual, which relates to his or her relatiorshito
things, events and experiences which strengthen
connections to the many facets of who the persoiVis
therefore need to nurture and support an individual
relationships with other people as this is wheeegrson’s
self is most sustained. Hughes et al. [13] sugtfest the
people closest to an individual with dementia beeom
guardians of their personhood.

Through our engagement with Gillian and John in the
Personhood project we were able to gain a rich
understanding of what life was like for them, hoantentia
had changed their lives and enact the notion cqerood



Figurel. From left to right: Thewall cabinet containing themed globes, the television cabinet with the Nature globe and Nature film
playing, detail of Holiday globe with its specific color (top) and detail of the room locating the art piece (bottom).

within the design process to make pieces that \beté
social and relational. We were able to see hoifaats and
digital technologies could play valuable roles ttoem. We
saw how they used the artifacts we made (including
digital locket holding Gillian’s photographs, a &
jewelry box through which they could record memsrie
different jewelry objects) as tools for self refiea, for
reminiscence, for comfort, reassurance and as tadep of
aspects of identity to be passed on to their olildht is key

the wall cabinet and placed onto the televisioniregtba
film begins to play. Radio frequency identification RFID
tags in the base of each globe connect with an RE#der
positioned under the top surface of the televisiahinet,
which triggers the correct film to play. Each bdepfilm is
between ten and fifteen minutes long and relateshéo
theme of that globe. Films were made from a contlina
of footage that we took ourselves on location, dget shot
of domestic and popular culture artifacts from #nehives

to mention that this engagement deeply informed ourof a local museum dating from the 1930s to preskayt

approach at Francis Place.

Elements of the Art Piece

Tales of Icomprises two pieces of furniture: a wall cabinet
and a television cabinet (see Figure 1). The sedlpasing
of the wall cabinet has colorful vinyl graphics itmsurface
and a thick, transparent acrylic door that lockse Thterior
of the cabinet is made from walnut inlayed withimes
various colors and houses a series of globes. Blate is
made from clear cast resin of optical quality taluee
discoloration over time and each encases objeatséate
to a different themeHoliday, Football, Nature, Local,
Objects and Making Beneath each globe is a wooden
drawer containing tactile materials that relate tte
particular theme (for example velvets, feathers apiky
textured objects accompany tNatureglobe). The base of
each has a resin inlay of a specific color thatezponds to
the recess in which it sits (see Figure 1). Inaiésthetics
and materials the television cabinet echoes thécabinet
and has a colorful vinyl graphic of a doily withcentral
circular recess that a globe fits into. The scrisefronted
with a thick sheet of clear acrylic and the cabihas a
prominent volume control dial to the top right hawfdthe
screen. Hidden behind a sliding door is an on/afftdn and
a USB port.

The television cabinet houses a computer, a scraen,
RFID reader and a USB hub. Once a globe is seldmet

footage from a local creative film archive and fogs from
the archives of the particular football club of Hrea. Films
loop if a globe remains in place on top of the \igien
cabinet and a new film begins once a different glibd
placed on the cabinet. Different films have diffare
qualities and tempos. For example, theliday film has a
lively cadence with much color, tidaturefilm has a much
calmer, slower feel to it and thHeootball film has a more
reportage nature using old television coverage afches,
which have commentary running over the top of ttaéomg
with audio tracks of crowds from matches runningrothe
top of film footage from the stadium over the years
images of different players from the team.

Finally there are in addition a large number of USB
memory sticks that accompany the piece. Each memory
stick is associated with a client, onto which sth place
any personally meaningful images and film clips @igol

by a client’s relatives and friends. Once a cliemiemory
stick is plugged into the television a slideshow tbfs
content plays. The software of the cabinet is petouplay
files in alphabetical and alphanumerical order;desstay

on screen for ten seconds before moving onto the& ne
image and the full sequence loops once it reathend.

Design Rationale
Through the workshops we developed ideas that were
grounded in both daily life in the unit and stafagtice. We



were motivated by several dynamics. Firstly, &leAbout
Me books, which were clearly a valuable resourced dse

helped to provide curtains, a lamp, comfortablershend a
sofa. In doing these things we were able to stashtpe the

many purposes and supported creative interactiotn wi room into something that offered an intimate sp#eehis

clients. Secondly, as a newly built unit Franciadel did not
offer many vibrant spaces or any stimuli that ardliwould
recognize from the outside world. The unit, althowiean
and bright, looked and felt like a medical insiitat Other
than a client's bedroom there were few spaces filat
private or cozy, which motivated us to create a &dike
space.

A Home-Like Space
A couple of rooms within the unit had signage dibsog

way the art piece became connected to the room thend
room reflected a home-like spac€ales of |offered a
tailored experience with a variety of film contetitat
spanned very general subject matter, as well aal loc
identity and very personal things.

We hoped that we had provided an informal spacerevhe
families could behave in more natural ways thanrést of
the unit afforded. It was also important to us that
provided the means through the art piece for family

spaces aguiet rooms butwe learned that they were rarely members to be able to make connections with tleddtive

used and had yet to be given a purpose. We de\clihyge

through the use of the films and various artifaotsthe

art piece for one of these rooms with the aim ofhbo piece and so aid more positive visits.

enlivening the space and creating a welcoming biwafe
space — akin to a living room — that family membmight
sit in with their relative to watch th&ales of I films
together, and talk about the different stimuli ttze films
presented. Likewise, staff would be able to usepates
here for reminiscence activities, to de-escalat@ezme’s
anxious behavior and to build on current practite,
enhance an individual's sense of wellbeing,
discussion of things that were meaningful to thentland

the use of stimuli that a client found visually and

aesthetically pleasing.

The Role of Aesthetics and Beauty

By placing the cabinet just outside the quiet rosenhoped
that clients would naturally see it during the mdrmurs
they spend walking in the corridors, be attractedt,tand
want to interact with its contents. To this endwestshop
window and a cabinet of curiosities inspired theigie with
a view to engaging interest and fostering a seihsg
something ‘good’ was inside. We were aware thantd
had little interest in the abstract sculptures timatde up
other art pieces in the unit. As such our use tfrcoariety
of materials and detailed colorful scenes that veapgured
in resin globes were all intended to catch the apd
provoke curiosity and fascination. The detail irsidach
globe was intended to hold someone’s attentionistedest
on closer examination as he or she drew closet. toMe
used walnut with an expressive grain and the wimgphics
and resin inlays were added with precision. It wgzortant
to us that the piece was well made, interestingtsaditiful
as we wanted to convey to clients that they weheedhand
deserved beautiful things.

documented phenomenon, but particularly well aldi@ad
in Killick and Craig’'s work [14],
occupational therapy, who emphasize the valueesftiity
and beautiful artifacts for people with dementia.

The value of Recognition and Familiarity

through

The value of beauty an
aesthetics in attracting people to artifacts is all-w

in the field of

Themes
The themes of the globes arose through conversatitin
staff in the unit, who made specific requests mdptto
content that would hold relevance for their clieréach
globe encases a scene or a series of small objeots.
exampleNature holds butterflies that are local to the area
and Football encases images of well-known footballers
from the local team over past decades. The globa® w
made to be light and easily held or cradled in hiaed.
Tangible interaction with the globes by clients wes
important design consideration and we hoped thay th
would be touched and explored. To add to this drawe
beneath each globe held a mixture of tactile materio
allow a multi-sensory experience when watchingfiimes.
Through the films we aimed to draw on the locahtitg of
the area, which we hoped would resonate on a palrson
level for many of the clients as almost all haddlvin the
t area all of their lives. This allowed us to involklese detall

of the local character, culture and industry of ribgion.

Another of our goals was to build on the practi€aising
All About Me booksind create a way that personal imagery
and video from a client’s life could be made intesteort
film that could be played for them on the televiszabinet.
Staff had already invested time scanning in phetplys
brought in by clients’ relatives for the books; skeémages
could now also be used as part of a personal fomaf
client and be supplemented by short film clips fed by
relatives. The dynamics of the display of filmsnitags and
cut effects) were discussed with staff in the wming
gdemos in situ as the piece developed. We hopedtthae
films would enable a truly personal experience foe
client, that they would supplement the varied febeAll
About Mebooks and would give family members a greater
opportunity to contribute to the care of their tieda and
communicate with them during visits. However, & foint
in time of our evaluation the ‘All about me’ mematicks
had not been deployed (due to staff changes omtlitls

The television cabinet referenced 1950-60s furajtur

something that would blenownby clients from their youth
and that suggestesitting and watching. The piece was

intended to be suggestive of a home environmeiat séaff

FINDINGS & IMPLICATIONS
As part of a service evaluation for the art pieoe
conducted semi-structured interviews with membéstaff



in the unit, including 2 ward managers, 1 occupetio
therapist, 1 auxiliary and 7 qualified staff nurdeserviews
were conducted on the day of installation, and onths 1

for relaxing clients and easing conversation. Exirag on
this, one ward manager (Amy) explained:

“The other thing we're exploring is, you know thature one? If

and 3, lasted on average 30 minutes and were audie've got somebody that we want to do relaxaticth,wie want

recorded, transcribed and analyzed in-depth byoviehg
Braun and Clarke’'s thematic analysis approach V8¢
asked staff about their experiences and obsenstain
using the piece with clients and adopted the mustal
approach that we could in this context: one thateddno
additional burden for clients. Clients in the urhiave
extremely challenging and complex behaviors andsthéf

to engage with them, it's to put them on. It's tebience it
creates with the music and the pictures. If yogiténg there and
you've got long, silent periods, there is somethfag them to
focus on and it doesn’t make them feel uncomfeetabl

Beyond providing a calming and relaxing atmosphére,
Tales of | provided activities that had different
characteristics to the more functional activitiéare in a

group, who have a very person-centred form of carenhospital environment (e.g. taking medication, beirsghed

working one-to-one with clients were perfectly piosied
to act as client advocates to give us feedback tiver
prolonged period of use that formed our evaluation.

General Engagement with the Piece

The log data for 143 days of deployment indicatat th
globes were placed on the cabinet to trigger aoviate 308
occasions. On 57 days no interaction was loggegeder,
these non-interaction days are evenly distributest time
(see Figure 2).
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Figure 2. Number of video eventstriggered per day.

On average, videos were triggered 5 times per dedél
valug, with a maximum of 27 interactions on one day
alone. The~ootball and theHoliday globes were used most
commonly (73 times eachpbjects(54 times);Nature (35
times);Local (28 times); and Sewing (23 times).

Our interviews with members of staff revealed thiae
piece has been appropriated for different purposes:
individual reminiscence practices; to calm, relarda
engage clients who were exhibiting challenging bas;
to assess a client's memory span and life histang to
assess and improve the communication skills ohées
learning to work with dementia clients. The roontdrae
several different spaces within the hospital emvinent.

Space for Relaxation for both Clients and Staff

The room had been used to calm clients down, whei t
behavior escalated or when they felt anxious otaseyi,
and was also found to be relaxing space, wheré cvafd

sit with a client quietly. Here, clients could béstdacted
from experiencing distress and become more sattlétkir
presentation. Interestingly, the room was also ueezhlm
down members of staff. For example after a seramsault
by a client.Naturewas described as being particularly good

or fed). It allowed clients to take part in a peraidy
meaningful activity, something that they could fedheir
attention on. Clients were generally very restbass tended
to wander around the corridors for long periodstiofe
each day. They also had only a short attentionna@chory
span making it difficult for them to concentratetorfocus
their attention. Getting the client to sit downtlire room, to
engage with the piece and watch one of the filmendf
only for a short period of time, was described tgffsas
remarkable. Amy described an event relating taemtl
“And actually their dad [the client] actually sabif ten minutes
which was really good because normally he woulckwalind and
round. He would sit for his meal because his mes in front of
him but then he’d get up and he’d continuously waikd he used
to get into a lot of altercations with people..)(.She [the nurse]
put it on for him and he sat there. It was [thedtioall one again.
But he sat there and he sat for ten minutes.”

A space for Intimacy

Issues of intimacy arose from people’s engagemeitts
the art piece and the room in which it was locate@dlso
brought the client's desire for interactions and
conversations with other people to the forefromtg ahe
need to have an appropriate space to be intimat@r@vate
with somebody within the formal setting of a hoapit

Inter-Personal Communication

Staff described how interactions with the art piecabled
and stimulated conversations about things that wengral
to the film, but also about a wider scope of topfcthis
quote describes:

Clare: “...for a particular patient say it's footbathey might play
football or you can talk about when they were yaungaying, if
they had children or...So it does bring things outnd then they
would talk about like the old football boots...”

This functioning of the piece was as expected amditns
that it was facilitating the kinds of conversatidhat it was
designed to support. Interestingly the piece alssated
situations whereby the client was the expert abaut
particular topic shown in the films.

Amy: “[the piece] is also there for educational pases. You'd be
amazed, some of the staff don't even know whatthalbbjects
are. (...) prompting them “Well, what's that?” givesome
leverage to the client and to instigate conversatio

Staff described this dynamic as exceedingly unusutthe
unit and that an occurrence whereby a member df sta



learned something from a client was extremely rditds
dynamic is bolstered further through descriptiornoiv the
art piece functioned when staff, who had not graygnin
the area or country used the piece with clients.

Amy: “Our ethnic minority staff. You know the djgdobe] for
industry? One of the auxiliaries, (...) he was faatgd to find out
why ships were painted half red under the wated ane of our
clients was able to tell him.”

This dynamic was one that the ward manager pribedta
the piece. She described how as a result she egssir
staff to use the piece to ask the client questatrmut things
that they genuinely don’t know about, rather thaerety
asking about the known aspects of the film in doreto
engage the client.

Amy: “That's something else; you've got to get stid and staff
to say (...) If you don't know where it is, ask. Hatient will
remember and if they don’t you can say ‘Well, mayieecan go
and find out’...Why can’t you go and find out?”

Moreover staff expressed how such interactions thighart
pieces had enabled a more balanced communicatitin wi
clients than is often possible; staff commented tine
interactions weregroper conversations, even if only for a
short time”, “encourage[d] two-way conversationand
were “more equal”. Engagement with the piece was
perceived asdn activity where no one’s in control of it”.
Normally, the professional relationship betweerff séad
clients does not allow for a reciprocal exchangeeftonal
information. Clampitt [8] describes inter-personal

communication as a dance, where partners have t

coordinate their movements in order to both undedst
where they are going. Within the dance he suggists
there are rules and skills, but there are alsoitfiéties
whereby dancers can interject their own styles ithte
movement. If we consider this analogy within Frarelace
it seems that there are a number of common ‘dartbes’
typically occur, where staff predominantly take tlead.
What staff were describing around the use of thecepi
suggests that a few more dance styles and tempediezn
enabled in the unit, that the client has been @btake the
lead or to change the movement and that this has be
enjoyable for the client and staff.

Paula: “They [the clients] actually, they're toegping and some
of them have been dancing. The thing is the dtaif as well you
know and it's getting to the point where it's a monatural
setting.”

As noted earlier we drew heavily on local referenead
culture for the creation of the films and staff ciésed how
these aspects often acted as very strong memggets for
clients. Staff were encouraged to build an actatber than
a passive engagement with the piece. If contettienfilm
was unknown they were motivated to find out abdd t
meanings either from a client or from a differentice.

Staff described how the piece has often stimulateshts
who usually didn't talk very much to instigate @ part of
a conversation and how this could then lead omeoctient
continuing this conversation with other clients whee or
she left the room and went back into the main unit.

Anna: “Even with patients who normally wouldn’t ¢hyeu know?
It would just be like constant observation and jusindering
around in their own world — we got them in here dneh we were
able to discuss something.”

The desire staff had to findiays into a client becomes
acute when he or she has limited ability to artitail
something. We were told about a client who onlydusee
term to describe whatever she wanted to say. Wgnkiith
her became about trying to pick up on nuances of he
behavior, gestures and intonations to try to utdatswhat
she wanted to communicate. This would clearly fatst
her at times, as she would repeatedly say the ferm
increasing efforts to communicate. Equally, stafbuid
want to understand her and help her and in soruatiins
this would become extremely difficult for them. fbta
described how they were able to Usdes of Iwith her to
connect with her in new ways, for example throug h
gestures towards certain aspects of different filors
through words that she would say stimulated byfithres.

Need for Self-Disclosure, Intimacy & Relationships to Others
This, and other examples outlined earlier, dematestr
clients’ need to communicate and self-disclosermgtion
to others [19]. In unfolding their inner life bystiosing
Qersonal or private information, the client comnuatés
something about her or himself (e.g. personal é&pees,
meanings attached to events, fact's about thed).liThe
sharing of information with others can increase ualt
knowledge and understanding and allows people teethe
meet each other's needs [28]. As such, self-discéos
supports the development of closeness with otheams,
increase interpersonal liking and trust, and offers
opportunities for sympathetic and supportive respsn
[19]. Thus, communication in this context should paly
be understood as the interpersonal exchange afiation
on a content level (e.g. a person’s memories dinfgs,
but incorporates what Watzlawik et al. [32] termexd
‘relational level’ of communication, whereby the
relationship between the people is defined throtigh
exchange itself (e.g. as a caring relationship).

The desire to communicate with others and to feedecto
them, describes the very fundamental human need of
belonging [4, p.497] suggesting that “human beingge a
pervasive drive to form and maintain at least aimmim
quantity of lasting, positive, and significant irgersonal
relationships”. Thus, to fully satisfy this needdividuals
have to have frequent interactions with other peaeghich

The ward manager saw this as a dynamic that hadhould be perceived as providing an interpersoraidb

developed because of the piece that created ititegeand
new opportunities for connection between staff alehts
and also between staff and the unit itself.

marked by stability, continuation and affective cems
(e.g. that one cares about one another).



In this regard, intimacy is a valuable aspect téripersonal

experiences, to self-disclose personal informatitm

relationships as it enables the experience of warmt facilitate mutual understanding and acceptancerd®roto

closeness, commonality and caring [28].
establishing a clear and specific definition of doacept is
rather difficult. Moss and Schwebel [22] identififide key

components describing intimacy as a mutual exchang

between people, that is characterized by the receip
expression of affect (e.g. feelings of compassiatidation
of a person’s worth, providence of assistance)nitimms
(e.g. information about beliefs, values or experém),
physical closeness and commitment. This human feed
intimacy, for touch, hugs and kisses and the ddsirkeel

connected to others does not diminish with age., Yet

aspects of closeness, intimacy or even sexualéyoften
overlooked in discussions about the well-being lodnts
with dementia in hospital or care settings [11,. F3ople
with dementia have the same psychosocial needshas o
individuals: “They need stimulation and companiopsh
they need to feel secure, to feel they are unicqukevalued
individuals, and to feel a sense of self-esteem]. [3
According to Kuhn [18, p.165], enabling them to ‘intain
their social skills and sense of self in closetrefships is
essential to enhancing their quality of life”.

The Relationship to Staff

However, build a confiding relationship as a base for an &g

engagement with one another [cf., 33].

Relationship to Family and Friends — Creating a Visit

Clients usually perceive the transition from thieame to

the hospital as a ‘reality shock’ [1], and alsoithelatives
can experience emotional distress about their loved
being institutionalized [29]. Involving family arfdends in
the care of the person with dementia, and faditigata
sense of purpose beyond the ‘visit’, can be of gbeaefit
to both parties [10]. Family engagements in care ar
generally valued for “empowering the client andtpoting
against feelings of helplessness, improving compkaand
supporting early hospital discharge” [1, pp.150{19hey
can best fulfill the more intimate and affectiveeds of
clients, but they often feel disempowered to chnie in a
hospital setting, and at times do not know how rigage
with a person living with severe demenflales of Ihad so
far only been used a few times by family membeus$ was
found to settle the client and to help them intirgi their
relative Amy described:

“We had a relative (...) use it. They were concerabdut their
mother. They were struggling when they were vigitso this was

Having more natural and equal conversations betweemmore of an aid for them than anything else, and tvthe staff

members of staff and clients, in which both partisxliose

were doing was taking them through and leaving thvdth the

and exchange pieces of information about themselveskey [to the globes], going back for them later.”

facilitates the building of a relationship. Againghe

As such, the room and the engagement with the prene

backdrop of the fundamental human need to belong tgrovide family and friends with an avenue into ilwemnent

others [4], clients may benefit from the opportynib
develop a relationship with the nurse [33]. Thegoahave
the need for closeness in a relationship. Buck[@ng.33]
describes, “the insecurity and loneliness of a dding
illness can make the interpersonal relationship riest
important aspect of care”. This suggests identgfyimew
ways for members of staff to support residents Hairt
desire for closeness and social engagement witrofh8].

In the past, the role of the nurse was charactrine a
professional detachment from clients, meaning tttat
nurse could appreciate the client's situation buasw
emotionally detached and distant to them. Thisnitédn
was driven by the idea of a desexualizing of theseu
client-relationship, where the nurse stays in adnaver
any interaction with the client [cf., 33].

With the redefinition of nursing care as ‘The Newrbing’
[26], the emphasis of care was extended to inchath the
caring for and caring about clients, which includes
emotional involvement and commitment to the patiémt
this context, closeness or intimacy between nunseclent
does not mean having an intimate relationship whgh
characterized by a deep emotional and personalhatiant

to the client, which could be an example of over-

involvement increasing the vulnerability of the smir
Instead, intimacy in nursing can simply mean tonsipégme
with clients, to demonstrate appreciation of

their

and care for their relative, without invading theriispace
and care practices of members of staff [cf.,1,29].

The Room and the Art Piece

As staff talked about the room and the art pieeeais clear
that they had become one and the same thing witign
unit. The room was described repeatedly by diffestaff
as ‘cozy” and thentimate setting of the room and what this
enabled were reflected upon by the ward managtarins
of privacy and dignity. She described how importantas
to give clients and family members privacy duringite.
Intimate gestures such as holding hands and haviddles
are needed by both clients and relatives, and dtdftheir
best to give people the space to be intimate.

“We encourage people to visit in the bed areasyel as the day
areas, but we encourage especially couples to iuisithe bed
areas, because people like privacy and they likeetantimate in
the sense of holding hands, having cuddles, petkiseocheek”
Tales of lhad now provided an additional space in the unit
for couples to be alone. One point worth notingehisrthat
because the room is accessible to everyone aratated
along the meandering corridor people can walk ihteot
knowing what kinds of conversations are alreadypeapg
inside, which may feel intrusive. So whilst the modas
successfully enabled people to feel that it is aycgpace
where intimacy can be displayed it highlights thalenges
to the design of such spaces within this extrenmtect and
shared environment.



Sense of Self

The triggering of memories and past experiencesdesb
implications for care in terms of the sense of ggif
someone with dementia. The role of familiarity, pessions
and home were all key factors in the re-conneatiith self

that occurred in interactions with the piece.

Value of the Act of Remembering

As described, clients were reconnected to past miemo
through their interactions with the piece. A keweple of
this is worth sharing as it demonstrates how ingrdrthe

chord. As Belk [5, p.152] describes: “we exist noly as
individuals, but also as collectivities.”

Ways insuch as the football club for this client are gsn
that staff used to develop a richer understandifhga o
client’s life history. The value of narratives atedling your
life story are things that staff frequently mengdnWe tell
our life stories to disclose who we are to othbrg,also to
reflect on a personal sense of self and to undetssa|f
more. In Francis Place the enabling of clientselb their
life stories is regarded as good care for this aeas

act of remembering something can sometimes be tQ=yrthermore as part of the assessment process s@ff

someone and how powerful this can be.

Amy: “This gentleman, (...) he watched the footbatie,0
stimulated when he remembered that when he wagylisrdad
had gone to [a famous footballer's] house. His det been a
friend of [the famous footballerJand he’d sat ors kinee. Now, he
remembered that, not in the full format of whatr&membered at
the time. This was before breakfast, about 8 clklin the
morning. At 3 o’clock in the afternoon he wasl séilking about
sitting on [the famous footballer's] knee. ThatsmMaed, it was
there and he was going round engaging with peot#éing
them.”

This was an exceptional occurrence for this pasdicdient
who would typically walk around the unit for houeach
day, only stopping to eat meals. Staff were ablgabhim
to sit for ten minutes to watch the football filnvhich in

itself was remarkable. And as the quotes describe h

connected with a past personal experience poweréuid
moreover this memory stayed with him for hours.ffSta
described how this had given them something to watk
for this client. They used football related imageagnd
conversation as well as the globe and the fooffiail to
connect with the client and build on the sense eltheing
that he experienced from watching the film.

Furthermore the powerful connection that the clibad
with the film about his football club suggests thapects of
his identity were bound up with being an avid fadtian.
Belk [5] states that people define themselves tiinotineir
possessions by which he is referring to more thtfaets.
Personal skills, how someone relates to other pe@ihces
and groups all factor in this way. Such ‘possessi@elk
asserts contribute and reflect a person’s ideatity as such
are an important component of their sense of self.

As such we can posit that in the case of this tlibe
football film offered him a connection to a piedehamself
kept within signifiers of his football club. Thelrfi itself
contained a piece of him and he was a part ofits ense
of rich connection is a form of ownership. Throuttis
example we can see how even for people who wijl Bta
an environment such as Francis Place only fleatiitgis
possible to offer connections to things that ressnaith
self on a deep level. This example was not an tedla
occurrence and staff described other similar adsoun
Again, as previously noted, a connection to thitigs are
local and from the local community where an indiatlis
from enable relatively general referents to strikerich

searching to connect a client’'s current presentatio
events from their pasts in order to gain an undadihg of
why they are behaving as they are.

Amy: “On the organic side we link it to the lifestory and what
we do is we're trying to find out can we link sorhere in the
person’s past the presentation we’re seeing now.”

Amy: “You know is what they're displaying to us tryg from
there or around there and can we work with it.”

Gaining knowledge about an individual's life stomas
described by the ward manager as a way for stdfévier
to be appropriate for a client, which she descriestaff
conforming to a client rather than the reverse oaog:

“You know and if you keep people’s identity (...) yarking with
them so even though we have our standard environtmenwe
are conforming to them they’re not conforming td' us

Transitory Space and Possessions

Francis Place, as already noted, is an assessmmeht a
treatment unit. Thus, clients are there for a nadlt short
period of time. Like most hospitals it is a traosjt space.
This makes it challenging for staff to get to knalients
and to engage them in personal care when the eispbas
often on functional aspects of assessment and aitjne.

Designs that help change a client's perception h#d t
environment from a ‘place-less’ space to somethirge
recognizably relaxing and homely aids the persaak
that staff are able to give. The new build congtounc of
Francis Place meant that, as an environment, thasdittle
or nothing that was old. There were subsequentlpther
referents of anything ‘old’ for the clients to redao or have
memories triggered by. Many of the films and olgdite
the old coins and badges in one of the globes geavia
resource for nostalgia. Davis [1979, p.31 as dites] notes
the relevance of such longing to the self:

“nostalgia (like long-term memory, like reminiscenclike
daydreaming) is deeply implicated in our sense bb we are,
what we are about (...). In short, nostalgia is (...)yeadily
accessible psychological lens (...) for the neverirenavork of
constructing, maintaining, and reconstructing odeitities.”

You could posit that in the relatively unadornedswn
environment of the unit there were few objects ttild
tell a story and therefore few objects that could
fundamentally connect clients to things outsidehef unit;
to their own lives or to different times from theiasts. Belk
[5] and McCracken [21] relate environments in which



people are denied their personal objects or objdwis
connect them more generally to things that are megéul

in their lives to a dehumanizing of the person.héligh
within the unit it clearly was not staff practice t
dehumanize clients the severity of the clients’ defia
meant that they would often unintentionally damage
break any personal possessions. As such each wal@rid
commonly own only a few personal artifacts. Therefo
Belk’s perspective that a lack of personal possessieads
to a “traumatic lessening of the individual's sen$eself”
[5, p.142] is very relevant in the context of amyieonment
where people with severe dementia live without the
evidence of many of their life experiences refeeshc

noted ‘home’ can engender calm, enable intimacywéen
individuals and support a sense of self througbramection

to things that are known and have a deep meanihg. T
ward manager also described how the room couldae
form of security and reassurance for clients.

“It's like, some people when you're driving dowretktreet, and
you start seeing sign posts that you know, you rbeconore
familiar “Well, I'm getting closer to home now, this now my
home.” You go down your drive, in your house. &8 on the
organic side, they miss them triggers. It couldhms they're in a
room full of colors or maybe an object, or it ed@nan individual.
Wherever that individual is, they’re there with afnethat could be
their security blanket. They're their signpost.”

through artifacts around them. To regard this more The environment of the hospital can feel very al&

generally we could argue that environments in which

things that denote a sense of home for someonaatdike

residents are treated as the same and have the sarfe0gnizable and reassuring triggers within theseawn

clothing, the same rooms and the same artifag<asm of
standardization that Belk relates to an eliminatioh
unigueness and again to a lessening of a senselfof s
Furthermore such standardization often relates to a
institutional identity being the dominant voice such
situations.

The contexts ohomeandneighborhoodare argued by Belk
to counteract such lack of personal sense of self:
“As with more personal possessions, home and beidgiood

have been hypothesized to contribute to sensdfdbsbe degree
that a person feels control over theff, p.143].

places. For someone with severe dementia who hasya
short memory span ways of regularly triggering and
retriggering a sense of reassurance and a connedttia
personal sense of home has extremely high value.

CONCLUSION

ThroughTales of lwe were able to explore the environment
of a hospital unit to draw out implications for @gs in
dementia. The piece became a window on dementidhand
institution itself. The ways that the piece was dusend
experienced by clients, staff and relatives rewkateny
rich insights.

This hypothesis resonates with the work of many Home was shown to be an intensely important concept

anthropologists such as Miller [21, p.1] who stateat:

“We live today in a world of ever more stuff (...) \iéad to
assume that this has two results: that we are rsaperficial, and
that we are more materialistic, our relationshipsthings coming
at the expense of our relationships to people (. many ways ,
the opposite is true; that possessions often remeaafiound and
usually the closer our relationships are with oligecthe closer
our relationships are with people.”

Tales of loffered a different space in the unit; somewhere

where objectslo feature and objects that reference different
aspects of the past at that and staff still hachglto
decorate the room further:

Sara: “what | would plan to do is put some pictugesd things on
the wall and put some cushions and things in here.”

Jess: “we still need to get the furniture and théngut in here, to
make it look a bit more homely. And a few softifinimgs.”

Possessions can be instrumental to maintainingheegt of
self for individuals [5]. Through possessions weate and

Home-like spaces can function as a retreat, a sfmce
relaxation and a natural setting to help de-eseaaliety
and challenging behaviors. Home is something famili
that is recognizable and that a client can relatdJnlike
the hospital environment referents that speak ofnéno
reflect the person, aspects of their identity afel History
with all its achievements and experiences. By coting
with a client’s past staff were able to ‘meet thitr@re’.

Possessions, in their widest sense, for instantfads,
places, groups or local culture can hold parts pkeson;
they can define and extend a person's sense of self
Therefore preserving parts of the person’s selfmadhat
possessions play a crucial role in dementia. Tagdefor

the support of self we need to value the clieniggitdy and
acknowledge the potential of possessions and afthea

When a person reconnects with aspects of self ahat
triggered by these things staff are able to sem tivre as

preserve our own sense of who we are; acts that ir? full person. Supporting these re-connections etf s

themselves contribute towards a healthy identitpr F
people who have severe dementia possessions cleanty

a powerful potential in this respect. Through pss&ms an
individual can reconnect to past identities, tollskonce
possessed and to the knowledge that he or shedws b
loved and has commanded respect.

Along with possessions, the role of home equalhnca be
underestimated in a care or hospital context. Ashaee

enables staff to findvays into a client. Design needs to
promote more reciprocal conversations in whichntiecan
contribute their knowledge and share their expenisth
staff. Through self-disclosure of personal inforimat a
client opens the space for staff to give an empatgponse
and value the person for who they are. This alfdl$uthe
fundamental human need to connect to others anketo
emotionally close to them. Our findings show tletre was
an urgent need for privacy and intimacy in the fiasp



setting. This is often neglected in design for ¢hegntexts.
In short design should empower the person with déiae

To this end a designer should step back from caimser  18.

that emphasize the institutional environment ornitbge
impairment and instead focus on enabling the person
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