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Abstract

The aim of this evaluation was to carry out an evaluation of the Just Checking activity monitoring system, which sipports
people with dementia in their own homes. The study was carried out with Warwickshire County Council's soclal services,
and a number of their service users. The system was installed in the homes of six people with dementia, and used by their
lamily carers and care prolessionals, whose experiences were gathered in semi-structured interviews. In total 15 peaple

took part in interviews, Ticluding two of the people with demeniia.

The system gave lamily carers and professionals a better insight into the activities of the person with dementia, and how
they were managing in their own homes. The majority of users were surprised at the consistency of the daily pattern ol
activity of the person with dementia and, as a result, their view of the capabilities of the person changed. The data from
the system reassured family carers and proved a useful assessment tool for prolessionals on which to plan care.

Lontrary to expedlations, the monitoring system gave people with demeniia more control of their lives by providing a

meairs by which they could communicate thelr capabilities in thelr home environmeni
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sitintesc) by @ visiior, i the pernon gebs (hemssies up
oF wtether 3 hosmecane call 15 evsential bo start the clay
It can also be used for roubleshooting, For cxamiple
ru_qg{'ﬂ}._:qj'ﬂ. milghie €hierm thaat Mrs X s ‘iten WAnNCETing
at night’. The systern can help estabish how aften this
1% happening and whither there 5 3 patiorm thal Can
b rrArREgECE WHEH pITrmips o rEminoeTs

Farmily carers [E0e CORMIMLIGLS WOmy SO0uUL e
A persod with demented & menaging on thieir oven
SO Iy [0 visit Svery oay [0 reassure thermsehes
thar all &5 well, squeszing i a visit for just a few
riinL s o the sy to O frorm work, It can b=
apued (hal this [ype ol conIaCT has Tl SOCKN villus
fo the person with dementia and can be stressiul o
i corer, The activity manifonng SYRIET TS 0
prewede dally reassurance for carers and wall help
them o plan prodoctive SOCial whils

The trial

Warwickshine County Council Social Servares apneed
to pilkat the system with Staff wiho are responsibes ol
e care of people with dementia. The authonry
irited the South Warvackshine branch of the
Alrhesimer's Sockety, and the South Warwickshire
Carers’ Support Serace to be-mahved in the irial

1. Aim

The cremrall aom of rhe friad was D CETyY Ol an
eviluation of the system. The objectives of the tnal
are fsted Delow
& To recofd and evaluate the cpiriences ol usmg
Fhe Systerm by v groups of ussrs
& professional Stafl [Social workers, COmmunity
pevClaims rurses)
& informal carerslamly membeTs
# To identify user experiences which demonsirale [he
sysiem had walos to
® informal Carsrs
& the promotion of independence, and support
for 18 wish [0 remain 0 U8 comimaanify
& the assessment of necd. cae planming and
reew
& ik assEssmEnt proceses
& o identify tangphile oultomes which help meet
the preventative agenda (preventng or delmng
admission (o resichential of nursing cang or hosEata)

2. Method

ACTrity monitoring is a new EechnoloEy, and (his siudy

Figure 1 An Example of a chart from the Just Checking activity monitenng system
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Figure 2 The Just Checking activity monitoring system

Wira thes st structuned frial of this, The methodology
needed 10 allow for open expression of ideas and
experiences of users. |t was important not 10 mess
Cliees abowr the wee of, o differences that the nsw
technology brings. To give an analogy. mobide phone
COmpanies did not anticipate the interest by younger
people in the text facility. The SMS [short messsage
SETVICE] WS originally a means of commurscation for
Engineers Working on (he telecommanicatons
infrastruciure. Because rhe rechnology was new, the
Spproach was [0 record the views and expeniences of
USETS in Semi-Siruciuned internviows. and analyse the
comments for common themes,

Three of Warswickshire's Olcer Persors Community
Care Service tesms identified, in the normal course
of their work, clients for whom there would bea o
sound reason for trialling the wsystem, In sach case
there wias SOme CONCErn aboul [he service user
Ther mclusion crilens wene:

# the person m whose hame the system was

installed had sympioms (or o formal diagnosis)
ol demenitia

# the person with dementia lived slone. o spemt

significant periods of [hme alone &g, when a caner
gocs oul b0 work

B nfosmal CanerLTamuly members wene supportive

ol enableng the person to confinue D ve in the
COMMMLNItY

& here wirs the polenivd for the serace user and/iorn

carer bo dernee poditve benefits from e use of
the equipment as part of their care packags

® the person would benefif from an ongoing period
ol assessment of needs or risks, and the
equipment could contribule o this

& there were no contra-indications about the use
of the equipment eg. increased paranc

Extiusion criteria
¥ families whosse members were Withour aCcess 1o
the inferned/a compites

2.1Consent and ethics
A decision wias faken by the care manager, in
corguriction with the famiky, abaut whether the
person with dementia had the capacity 1o consent o
the system being mstalled in thew home, A simplified
explanation of the system was provided verbally
and i wnting. Warwickshire County Council stalft
followed the authority's existing protocols in deciding
i the person had capacity to consent and, If not, in
using the four ethical principles of non-maleficence.
beneficence, respect for autonomy and justice
(Beauchamp & Childress, 2001) to guids them in
making 4 decision that is in the person's bt inferes:
Two European projécts, Technology. Ethics and
Dementia (TED: Bpmety of al. 1999) and ASTRID
Marshall, 2000) produced a puide far professmnals
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in the use of assstne echnology for people with
dementia, and the four basic ethical principles ane
re-iterated in these gusdes, The staff abvo needed
o be satrshied that the installatson of the Just
Checking system had @ potential benefit for the
person with dernentla, and an assessment checklist
weas completed, Approval [0 proceed with the
referral was misde by the expersenced team leader.
The system was installed in the homes of a tota
of six people with dementia {and a pilol user an
elderly man who did not have dementia), for 12
weeks, One person with dementia was able (o gve
consent, and 10 tatk about her experience of hiving
the system in her home. In the other five cases the
system was discussed with the person with demenia,
and each gave a verbal agreement for the system 0o
be insmalied. However, the decision to go ahead
wars made jointly by the social worker and familys
following best interest principles, because it was felt
that the person with dermentia would not remember
Encugh about the sysiem to consent. Only those
carses whene all parties Were in agreement went
ahead, There were four additional referrals where
family members wene unsare whether (o proceed,
and thiese were not pursued. AL the end of the 12
weeks, lamily carers and professionals who had used
the sysiem swere interviewed,

2.2 Interviews

Each care professional and family carer who made
use of the sysiem was inteniewed, face [o face,
using a semi-structured format. The person with
dermeniia was also imated [0 take part in s
interview If the famdly carer thought it would be
appropriate, and would not cause the person diSiTess.

Irterviews were conducted with,
@ Iive professional stalf (four cae managers and
one CFh)

& seven famnily carers of people with demeniia

# one family caner of & person who did nat have
dementia [the gl

& one person wilh demenia (earky stagel. phus one
person with dementia who was present in an
interviewy with her family carer, but did not make
much corgrbmation

Interiews were audio-faped, transcribed and
examined for recurring Comments and phrases
that coutd be gmuped to form theme headings

3. Results
Four main themes emenged:
® a better insight

& reassurance
& heiping people with dementia (o stay ab home
§ nruskeness

3.1 A better insight
Every user commenied on the fact fhat the System
gave themn a better insight into day and night actiaty
of the person with dementia The information
reassures famdly carers and heips care professionals
with care planning. The majonty of users wens
surprised at the consistency of the dasly (and nightly)
pattern of activity of the person with dementia, Most
family carers commented that (he person was mone
actve than they had apprecated, IF there were
concerns #hout actity, family carers could see
hgy oiften somiething was happening. gauge how
important it was, and act accordingly. Twa family
caners had been concemned about their relitive going
ot on their own. In one case the system showed this
nappened very infrequently In the second, the person
with dementia went oul (o the local shops) and
refurned every moming at 4 regular hme.
Professional stafl found thé information useful in
planning care packages. OF the four cases that were
referred Dy @ care manager the following adapranons
were consequently made to care plans.
® Two made changes (0 the care package as @ result
of the information, one reduced the number of
daily homecare visits from two to one and changed
the fasks froem meal preparanon [wikch wiss not
needed) to encoutaging the service user (o Shiwver
and change her ciothes (which she was not doing).
the other incrersed daily hometare visis from
three to four, 1o smsure that the main door, which
was being left open af night. was closed. This
possibly could have been mckind @ different way.
& Tyo were fesisured (hat cutrent arangements
o the person with dementia (neither of whom
recEned homecans] were adequate, In one of
thess cates same further support for the canes
WS Ofganised

3.2 Reassurance

Every one of the Family carers referred o the

reassurance that the monitoning data provsded. Peace

of mind” wis a phrase wsed by most canes. In all cases

the person with dermentia had 4 mode comsistent

paiterm of actsty than the family caners had expected.

Concermns about what happened at night were allayex
Visits by home care staff. or activities such

as a weeekly trip out to & lincheon club could be

kentified, and famidies found | Meassuning [0 ses
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that all was going (o plan In one Case the system
shined that home care stall were nof visiting at
weskends and action was taken (o cormect this
Prifessional stafl wene also reassured that the

person appeared fo be managing well, often beter
than expecied, and that this had relieved some of

the waorry for family carers
3.3 Helping people with dementia to stay at

Three of the family carers thought that the system
worild belp (o keep someone at home, Dne family
carer has a brother who Tives in New Zealand, who
also nony logs on each day [0 wew the chart for
their mother, The carer feels that the system has
helped (o "share the load” with her brother, that it
grves him more po falk about when he phongs her,
and this supparts her in her onerous caring role
Furthermone, if and when her mother's mental
health defenorates (0.8 point that means she can
no longer remain af home, the system will show
this objectively and sfie and her brother will be
able (0 make a decision jointly about ‘this.

Three out of four of the care mangers thought
that the system coufd help a person with dementia
£0 sty of home, and that If would have 3 role in
deciding if and when a person would need o moss
b0 residential care.

3.4 Intrusiveness/acceptability

Twio of the installablons Wwere in' the homes of peoples
who Could answer questions about the system, Dne
weas the pilot, an efderly man who did not haee
dementia. The second was a woman in the eary
stages of dementia. Both users said mhat they did
nof find the sysiem intrisie,

In three cases the sysiem whﬁhrmhﬂdm
cut of view. Family carers reparied that they
thought that the person with dementia was not
really awvare of the system. In two cases, it was
difficult to hide the system controller. Cne serice
user mitlally switched off the system several times
fwhich she was Comanced was a lamp); this system
WS eventually moved cut of sight and was n
longer tampened with, The second was distressed
by the sistem, which was faken oul after o
weehs,

Family canérs ook the view that I was better if the
Systemn was ‘out of sight out of mind’, and that thesr
refative’s lack of msight might make it difficult for
them to understand and accept the System

Care managers comipared possible infrusiveness
witth fhe infrussveness of other devices or increased
care packages.

4, Discussion

&.1 Value to the family carers

The frial prosded strong esdence that family caners
Fowngd the sysiem of valiee They found the infonmaton
that it provides resssuning and supportive in thedr canng
ke, In @l cises, the person with dementia had a mone
consistent paiiem of acipdby and they wene mone achive
than expected by the Ramily carers,

These findings could indicate that carers
sOMmefimes Wiy unnecessalily, Because they have
witnessed a deterioration in the mental health of
thedr relathee, they may fear (hat things are worse
than they aciually are. Anecdotes from nesghbours
[‘she & ahwizys ot at night’) may be exapperated
peause people fesl that something should be done
The behavour of the person with dementia may be
quite different when a family carer &5 at the houss
they may be passive, allovang others (o do things
for them for fear of getting it wrong olley, 2005).
With the monitoring sysfem, caners can see that the
PeTsOn 15 mone aciive when they are nol there, and
they are reassured by the patrerns they see, The
system gives 3 fuller, objecte piciure of actiity and
this b imporiant for the farmdy carer's. peace of mind.

Supporting carers is a key factor in keeping older
peopde at home and independent for longer. Local
authoniies yndertaking Carer assessments have (o
consider if the caring role &5 sustainable, The load
on a carer is physical and emofional {Mountain,
20073), The phissical Workload can be rehiewid by
deploying home care visits, befriending services, day
centre visits efc. This study suggests thal monitoring
systems, which gree the carer mose information,
may help [0 reduce the emoticonal load (they are
managing. | gon't need 10 Wiy,

Whille it &5 essential that family carers are not
overicaded, there is evdence from (e mierviews that
the Family carers who are Willing o fake substantial
responsiility for thewr relative are recepdive to fooks
that enabie them o do this, In crganising Social Cane
we need to make the most of Family support Fif s
being offered, and prosede caners with the tools thal
can help them m thesr caning mle

4.2 Promotion of independence and
remaining in the community

Information from the system gave a greater insight (o
carers and professionals about the dadly acthities of a
person with dementia, and changed thelr wiews about
that pefson’s capabilities.

In one case, the person wath dementia was unable
o recodnise her daughter, wh visits her several
times a weok, Mevertheless, she was mantaining a
very well-defined day and night time paitern, got
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heersedf up and went 1o bed, and prepansd meals
regularly, regardicss of when home case visis wene
miade. According o her daughter, thus person has
Mways made it clear that she wants o remain in her
o Nome, Although she now has severe memary
probiems, the data from the systern shows thal she
is mainEning patierns of dady mng. which may be
deeply ingrained and, for the time beng, she & ale
b0 sy i her own home,

The prial demonsorated that thes ype of telecars
systern has a role in allowing people 1o remain
independent and mare in control of their cwm lves
WiLNORL [O0 many ntrusive visits frony health and
social care. This s a key aim in the povernment’s
drive to reform community seraces (OH, 2006).
Furthermore, this type of system has a role in
SUPPOTENG & PErSON'S Wish [0 remam in the
community. Most peopie want 0 Stay n thew ©
cwm home for as long as posasile. For someone with
dementia, their home & familiar and full of things that
hedp 1o remind and orientate them, Most major rrks
in the home can be Managed, SOME USING a5sistve
technology (such @5 a cooker cut-off device of the gas
1 left anj. This monitonng sysiem provides a 24-hour
picture of how the person 1 managing. and alkows
family caners and professsonals (o be assuned on a
dhaily basks that the person an rermdin ag home,

&,3 Assessment of need, care planning and

review

For the six selected users, the sysiem proved (o be
i visluable toof for assessment. it provided objective
information that aliowed professional staff Do make
more evidence-based decrsions about care needs. In
particular, it influenced deécisions (o both reduce and
Increass Nome Care visits,

The extra information prowded by the system -
Creates an opportunity (o meet needs with a wider
range of responses. Importantly, it offers the
patential of reduceng the refiance on home care.

i which there is a shortage of staff

4.4 Risk assessment process

The monitoring systern demaonstrated that it has a role
i1 K assessment. In the trial the system was installed
berause there was a particular concern, relsted [o'a
percened msk in particutar gomg out of night-time
actraty. The systern shows how often something s
happening. and provides an obyective measurement
an which (o sssess risk: It may indcate that a further
assistive technology dewce would be helphul, &g a
device 5 available that plays a message. reconded by

i familiar vosce, 10 remind @ person [o retum (o bed,
i the dood s opened in the night hédrs

4.5 Preventing or delaying admission to
residential care
The magority of family carers and professionals whio
bk part i the (rial thought Dhat he system would
have a role in postponing residential care. Famibiar
surroundings help o ofentate people with memoey
; Furthermone, the system will shonw
objectively when a higher degree of care 5 needed,
if patterns of behaiour change. The data can be
compared with acthity patterns from some months
beforchand

4.6 A new perspective

The trial presaded o very different perspective of the
person with dementia, and consegquently altered the
veews of the Family caners and care professionals
about the person and how well they were managing
in heir cnam home. Patterns of dally ving wene
generally better and miore consistent than expected
This chaliénges some of our assumplions about
dementia and its disabiing effect on daily (kng. It
suggests the poasibility that some activities of daily
fiving ane deeply INErained and may remain intact swen
when shof-berm memory 5. severely compromisd
The new perspective Enabiled darers (o 'back off”,

and care packages to be amended 10 suit the person
with dementia, sffectively grang them maore condrol,
enabling [her Lo contings lhing as they wish without
tixa much interference, and making the care more
‘person-centred” (Kitwood, 1997],

The study also makes Us re-samine current
work-practice. For<sample, il 5 Common praciice o
proaide support for people with demenitii in the form
of several home care vweits & day. But with ciearer
information about how a person s managing at home,
we could consider a more diverse range of seraces for
people with dementia, and homis care visits might be
iEVrSve: DR LUTVNETESSary in some CAses

Ifi conchusion, the authol proposes that. L from
besng contralling (Welsh ef of, 2003), this monitoring
system enables the person with dementia, The
syilem piovides a means for a person with dermentia
to ‘communicate’ what they are dong fof themaslies
ifl thesir normal home setting and 10 have more
contral of ther lves
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