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EXECUTIVE SUMMARY

‘Extracare’ has been described as innovative hgusthemes that combine both independent living
with high levels of care. The growth of extracamerécent years is due to an increasing ageing
population; the market demand for retaining indeleerce and choice; and the requirement for
positive and suitable later life care arrangemeats,an alternative to residential care. The
assumptions behind these developments are that pddgle will be enabled to live for longer ‘at

home’ whilst calling on a range of care and suppervices thereby potentially promoting their

health, quality of life and well being and reduciagcial isolation. Extracare in this sense is

portrayed for both fit and frail older people.

By identifying whose needs are met by extracaresimguthis project addresses some of the
knowledge gaps regarding supported living enviramse It looks at the integration and
management of complex care in three settings bgx@mining the quality of life and experience of
older people (ii) seeking views of managers andasaeorkers as to whether complex integrated
social and health care be delivered and (iii) esiptpthe cost effectiveness of extracare compared

to residential and home care.

The study sample included 183 older people age@8§ears who completed a questionnaire
survey: extracare housing< 58: South Wales=41; North Walesn=17); residential care homes
(n= 66: South Walea=36; North Walesi=30) and people receiving care in the commumity §9:
South Walesn=28; North Walesn=31). Ninety-one participants also took part indepth

interviews.

Key Findings

Overall, extracare provides for proportionally fewkail older people than the other care
environments. There are proportionally more physideail older people in the community than in
extracare, and a greater proportion of cognitivielyl older people in residential care than in
extracare. The care services provided within eamadacilities lack both breadth and depth. The
limitations of the facilities are recognized by tresidents, who realise that complex care needs
(especially cognitive care needs) are not likelyo¢ocatered for within the facilities. For those in
residential care, the majority felt that the enmimeent was such that they would be able to stay as
their needs increased, though not necessarilythlegtwanted to stay, and not necessarily that their

increasingly complex needs would be dealt withséattorily.



Whilst the community care managers sought to kegple in their own homes using a mixture of
professional interventions, the extracare managgught to provide sufficient care for residents to
engage in the community. Residential care manaigerssed on providing 24 hour care for the
residents. The implication is that community camd eesidential care managers focus on providing
the older person with care, whereas the extracamagers provide a purpose to the provision of

care. This purpose is to enable older people tiicgzate in the community.

When compared with residential and community cexésacare clearly has a variable capacity for
meeting the needs of older people. Since thosktiesilabelled ‘extracare’ could take the formaof
joint venture between Local Authority social sees@and a housing organisation acting as landlord,
then extracare could clearly provide all of thevemrs offered in the community. However, since
none of the ‘extracare’ facilities had registersddamiciliary care providers the availability oeth
care ‘24’ hours, as advertised in a majority of tnganisations promotional material, is open to
debate. Whereas residential care managers were ceédr about the categories of needs (nursing)
that they were unwilling to admit such candour wasforthcoming from either community care or
extracare managers. However, extracare managees chearly unwilling to admit or continue to
cater for people suffering with cognitive detertaya. Hence, the menu of services provided to
older people in extracare facilities is structwyrakstricted from the outset. Consequently, older
people applying to such a facility need to be wWatld clearly) informed about the nature of the
organisation, the type of care and support availéh-site or off-site) and what this entails, lbefo

making their decision.

We have noted that a few older people who are yntldimoderately cognitively impaired (i.e. not
necessarily in need of nursing care, but possiblyeed of other forms of support) are cared for in
the community or in extracare. However, it appe#liat on the whole, they are systematically
excluded from these living environments througheassient and admissions processes that deem
these settings as inappropriate for those ‘who pusg a risk to themselves or others’.

The analysis of social networks indicated that aodre environments provide the conditions for
increased social interaction and this is partidylaffective for older widows. However, there were
no differences in the levels of loneliness betwienthree living environments. The qualitative data
serve to illustrate the point that although soitdractions are increased in extracare environsnent
the interactions do not necessarily lead to highaligu and emotionally satisfying social
relationships. Social resources appear to be fairperficial in nature, and consist of encounters i
the communal living areas in the facilities rattiean in the private confines of the residents'sflat
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The analysis revealed that, on the whole, the ofmare environment is not predictive of quality of
life (with two exceptions). Care environment preedt financial satisfaction and satisfaction with
personal care services. Older people in residecdia@ homes were least satisfied with control over
financial matters, and extracare residents werg eatisfied with access to personal care services.
In the latter instance, it is clear that some edra residents had not been informed adequately
about the distinction between support servicessqrerl care services and health services and the

limitations of the facilities in providing in-houservices.

Based on the evidence presented in this report akenthe following recommendations to the
Welsh Assembly Government:

1. A change in social ethos is required through puetlocation — communities will need to
accept the notion that there will be more olderpbeavith mild to moderate cognitive
impairment living in the community. Communities de® prepare ways of meeting the
challenge to provide for the welfare and safetglbbf its members.

2. Deinstitutionalization of older people with mild tmoderate cognitive impairment has
resource implications (see discussion chapter).ddfvde on the effectiveness of
interventions should be used to prioritise whiclarges can be used to make the most
positive impact on the lives of older people aneirtlcarers. A long term view needs to be
taken by the Welsh Assembly Government to balameeénitial costs and outlay, against the
future costs of residential care and the impacthenquality of life and well-being of the
older population in Wales.

3. Extracare should be defined clearly by the Welskefitbly Government — there should be a
gold standard so that it is clear to older peoplatwthey can demand/expect from these
facilities either in the public or private sectémurthermore, currently managers have the
right to decline residents based on anticipatedagimed) future care needs and social
grounds (whether or not they think a potential dest will be socially active in the
community). A clear Welsh Assembly Government da&éin should indicate whether this
is acceptable practice for (publicly funded) sup@drenvironments that are purported to
provide for a mixed clientele.

4. During the process of making a decision to move,e&planation should be given to
potential clients regarding what is available de-sand around the clock (clearly
distinguishing between housing support servicessqmal care provision, and heath care),
who organises personal care and health care andtthswdiffers (or not) from what they

could expect to receive living in the community.rtRermore, the upper limits on care

6



provision (i.e. when a resident would be requirechtove out of the facility) should be
clearly specified.

. The Welsh Assembly Government should consider ngakhlanges in the Care Standards
Act 2000 to allow a more flexible approach to thhevision of complex care in extracare
facilities. For example, there should be 24 howwvion for basic first aid, and other forms
of emergency support that may be required by ressddhe demarcation between housing
support function and physical personal care maikibs $ense to those on the receiving end
of services especially when they require immedlzp (e.g. after a fall, or temporary
assistance perhaps with accessing the dining room).

. The unified assessment process needs to be resw@mand challenged especially with
regard to the over-simplified outcome that oldeogde with cognitive impairment ‘pose a
risk to themselves or others’ and thus cannot lvdependently in the community.
Examples of good practice should be provided tooerage care managers’ use of
innovative care packages to help people remainpenident in the community or in
extracare schemes (if they should wish to do so).

. Although the development of a socially connecteshimmnity within the facility may be an
important facet for extracare home managers asttlgedo deliver the a range of facilities
that promote participation, for those residents Wwhwee long-term friends in the community
support to facilitate visits or other forms of commcation between them may be more
important. However, there are some examples of gwadtice that could be adapted from
the extracare model to be used in residential wapgovide meaningful social activities for
residents in these facilities.

Increases in the volume of trained staff (and tpbussumably funding for staffing) in
residential care may have a positive impact onstrese of control that older people have

over their lives.



1
INTRODUCTION

There is increasing policy emphasis on creatingsliacross housing, health and social care.
Subsequently, there is growing interest in innosathousing schemes that combine both
independent living with high levels of care. SeVesated policies within Wales deal explicitly

with the provision of supported living environments

Designed for LifeWWAG 2005) states that,
“Specialist housing where care services are availai site will become a much more
widespread alternative to residential homes evepdople with quite severe needs” (p.21).

TheNSF for Older PeopléWNelsh Assembly Government (WAG) 2006b) recognikas
“Home need not be the same house within which iz lived for years; other housing
options such as sheltered housing, retiremenigafiaor extracare housing can enable older

people to retain their independence” (p.57).

The Strategy for Older People in Wale&/ AG 2003) aims to
“Promote an adequate supply of special forms of ihgua/hich meet thevarying and

changing needs of older people and ensure theyeraainindependent as long as possible”
(p.25)

Fulfilled Lives: Supportive Communiti@d/AG 2007) suggests that
“Extracare is a model of care that fits well in \&&l There are a range of facilities in extra

care that promote participation and well-being5{).

Better Homes for People in Wales - A National Hogsstrategy(National Assembly for Wales
(NAW) 2001) provides the frameworknd vision for housing in Wales and is actionedulgh
complementary programmes, detailed in Steategy Action Planand cascaded througdtocal

Housing Strategy Guidance

In order to go some way in meeting these aimsWeésh Assembly has pledged £41 million for
the provision of extracare housing. T@eiidelines for Developing Extra Care Housing in @&l

(WAG 2006a) state that extracare schemes shouke ‘it#o consideration the likely impairments
that residents will experience with increasing age frailty” (p.11). However, research had not
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clarified whether extracare accommodates the chgngeeds of both fit and frail older people.
There is no evidence as to whether they succegsfdinage the delivery of complex integrated
health and social care. Indediktter Homes for People Walessuggests there may be a need to
develop other forms of supported housing, spedifidar frail older people (NAW 2001, p. 98).

While there have been quite a number of evaluatbraifferent care environments, there have not
been any evaluations that have compared the camedpd by extracare with that provided in the
community or by residential care providers. Theeobye of this report is to provide a partial

response to the need for such a comparison byrigaki the overall structure and function of each

of these environments.

By identifying whose needs are met by extracaresimguthis project addresses some of the
knowledge gaps regarding supported living enviramse It looks at the integration and
management of complex care in three settings bgx@mining the quality of life and experience of
older people (ii) seeking views of managers andasaeorkers as to whether complex integrated
social and health care be delivered and (iii) esiptpthe cost effectiveness of extracare compared
to residential and home care. The research cotsbio our understanding of a ‘person centred’
approach in health and social care, one of thepkdigy objectives in the extracare development
guidelines (WAG 2006a).

There is growing interest in innovative housingesales that combine both independent living with
high levels of care. Although there are a rangemoidels (retirement communities, sheltered
housing) and a variety of provision (size of dwwlli tenure of property, care package afforded to
residents, availability of leisure facilities andhenities), collectively the concept is known as
‘extracare’. Although there is currently no univarslefinition of extracare, there are common
features in what is claimed to be offered by prewsdsuch as independent living, security, social
interaction, and these echo many of the sentimam$ained in théStrategy for Older People in
Wales(WAG 2003).

The drivers to the emphasis and growth of extracevgales include:
* Anincreasingly ageing population
» Government policy objectives (see above)
* The market demand from older people and their safer retaining independence and
choice (Bexton 2006)



* The requirement for positive and suitable latex Gare arrangements, as an alternative to a
care or nursing home

* The lack of alternative provision in mainstream $ing. We know that although peoples’
preferences are for provision of privacy and phaisispace, physical care, access to
domestic services, security and control of lifeeréhis little provision to meet their needs
(Burholt & Windle 2007).

A review of recent literature (Croucher et al. 20@6ncluded with a definition of extracare as
“housing with care for later life”. This rather vwag description means that there is considerable
scope for interpretation within the extracare hogssector as to what this form of housing
comprises. Potentially, the lack of clarity arouhé definition of extracare means that subjective
interpretations could lead to self-styled substash@commodation with inadequate facilities and
poor care management. Tinker et al. (2007) hakeadedged the lack of uniform definition and
support the case for further research to ensuteetiteacare consists of “good housing and good

care, promoting well-being and good quality of liée all its residents” (p. 42).

Despite the lack of universal definition of extrexahousing, the assumptions behind these
developments are that older people will be enabtelive for longer in their own homes whilst
calling on a range of care and support servicesefitirough & Fletcher 2003, Kerslake & Stilwell
2006) thereby potentially promoting their healtld avell being. Extracare in this sense is portrayed
for both fit and frail older people (Bernard et 2004). There are further expectations around the
potential of extracare in reducing social isolateord improving the quality of life (Croucher et al.
2006).

The research on extracare to date has been coaieehtn England and does not combine a bio-
medical and social care mixed method approach.&Reseshows that residents have high levels of
satisfaction in such schemes, with independencesaadrity being highly valued (Croucher et al.
2006). However, the evidence on cost effectiveimessant and contradictory, and no comparisons
have been made of housing with care, home careesidential care. Previous research has also
failed to define and measure the degree of fraibpngst extracare residents. Assessing the degree
of frailty is important, because it has been foundbe independently predictive of disability,
hospitalisation, institutionalisation and death riBaen-Roche et al. 2006). Cognitive decline also
contributes to vulnerability and to the spectrumfraflty in older people and is associated with

adverse outcomes.

10



This pilot project combines bio-medical and socile research using a mixed-method approach in
an attempt to compare the profile of older peoplextracare to those receiving home care and

those in residential care. The aims of this progeetto explore the following questions:

1. Does extracare accommodate the changing needs tbf flioand frail older people,
particularly those with cognitive impairments?

2. Can complex integrated health and social care lngeded in extracare? What are the views
of managers and social workers?

3. What is the quality of life and experience of fitdafrail older people in extracare schemes
compared to those in residential and those reagivame care?

4. Is extracare cost effective compared to residerstrl home care matching residents of
similar frailty?

5. What specific policy and practice implications #rere for Wales?
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2
METHOD

Sample selection
Two study populations were approached to address rédsearch questions outlined in the
introduction. These were (i) Residents / servicersignd (ii) Service providers / care managers /

extracare managers.

A purposive sampling technique was adopted to iffethiree groups of older people: one group of
older people in extracare (60), the second in ezgidl care (60) and the third group of older peopl

who were receiving social care services at homé. (B@e study population of older people was
drawn from locations where extracare and residestiaemes exist, spanning a rural site in North
Wales (Conwy) and an urban location in South W4f@ardiff). Residential care homes and

extracare sheltered housing schemes in both UnAathorities were selected from the Elderly

Accommodation Council (EAC) housing websiketp://www.housingcare.orjy/

Residents/service users

Using the contact information provided on the EAE@baite, managers of the facilities were

contacted and personal visits arranged to explerptirpose of the study. When manager approval
had been obtained, all residents were sent infeomgtacks and consent forms to return (by

Freepost) to the University research team if tHeyse to participate in the project.

Older people receiving care in their own homes werguited to the study through local council

social services and their care services teamsteg§traco-ordinators and older persons care team
managers were identified in each Unitary Authoaity personal visits were arranged to explain the
purpose of the study. Care team managers distdihi information packs and consent forms to
service users via the care workers. Service ustusned consent forms directly to the project team

if they chose to participate in the project.

A stratified sample of 183 older people aged 63/8&rs was recruited to the study and completed
the questionnaire survey. The achieved sample deetprextracare housing< 58: South Wales
n=41; North Walen=17); residential care homes=(66: South Wales=36; North Walesn=30)

and people receiving care in the community $9: South Wales=28; North Wale$=31).
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Participants for the qualitative element of thedgtuwvere randomly selected from those who had
previously participated in the survey. The quakesstudy had a target sample of 60 people across
three care environments (20 each in extracare hgusesidential care and receiving care in the
community). It was intended that the sample woutddovided equally between those living in
North and South Wales. The achieved sample wadegréaan anticipated and comprised 91
participants:n=30 in extracarenE15 North Walesn=15 South Wales)n=31 in residential care
(n=15 North Walesn=16 South Wales), ana=30 receiving care in the community=L5 North
Wales:n=15 South Wales).

Service providers/ care managers/ extracare mareger

A purposive sampling technique was adopted to iffecére managers from whom to collect basic
data about the facilities in the scheme and fir@nciformation. The managers of extracare
facilities, residential homes and home care (idiedtiin relation to the sampling strategy above)
were provided with participant information sheetsl a&onsent forms that were completed and
returned to project staff if they chose to partitg The achieved sample consisted of four exteacar
scheme managers (North Wales2; South Walesm=2), five residential care home managers
(North Walesn=3; South Wales=2) and five community care team managers (Northe®¥ia=3;
South Wales=2).

Non-response

In North Wales two residential homes refused totigpate. In South Wales one housing
association refused to participate. This associatvas responsible for six care homes that were
subsequently excluded from the study. In additmisouth Wales, two BME/Religious residential
care environments refused to participate. Of theettorganisations that declined to participate, two
cited ‘privacy’ of the residents of the reasonsrion participation while the other noted that they
did not want residents ‘burdened’ with taking parta research project. In each instance, service
users hand not been approached because the mamdgens respective facility or managing
association had acted as gatekeepers. Basic canfadnation about residents had not been
divulged to the research team, therefore we coolgrovide information to residents to allow them
to make their own informed decisions about whetioeparticipate. Therefore, there is no data

available for individual non-response of servicesra as access was via gatekeepers.

Sample characteristics
Table 1 shows the demographic characteristics @fsample. The mean age of participants was
80.3 years. Overall, 27% of the sample were mate7&%0 female. A majority of participants were
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widowed, however, marital status is significantlffetent across the three living environments (
20.11, d.f. 5, p<.005). The difference observerharital status across the care environments can be
accounted for by the following: fifty-six percent all married participants lived in the in
community, 62% of all divorced participants lived riesidential care and 41% of all widowed

participants lived in extracare sheltered housing.

There were significant differences in the mean ecetating to the physical health of participants
(F(1/172)=16.5, p<.001). In this respect, thosehwiite worse mean physical health scores were
located in the community, whilst those with the Hagt mean scores (best health) lived in
residential care. There were no significant diffiees in participants’ mean scores between
residential care, extracare and the community fentad health or levels of depression of the

participants.

Table 1 displays some psychological characteristitshe sample. These relate to resilience
(including self esteem, control and competence) lanéliness (including emotional and social
loneliness). Overall, there are no differencesewels of loneliness, self-esteem or competence
between the living environments. However, theredififerences in resilience per se (F(2/180)=3.37
p<.05) and in the resilience sub-scale interpelsooiatrol (F(2/180)=4.42, p<.05), with those in
residential care experiencing the lowest mean $ewkboth characteristics.

Interviews

The main research tools were:

* Individual interviews with older people using austiured questionnaire

* Individual semi-structured in-depth interviews witlier people

* Individual semi-structured in-depth interviews wittanagers in extracare, residential care and

the community

Interviews with older people using a structured gjigmnaire

Interviewers were recruited and trained by the asgeteam. Training included standardisation of
interview techniques (through an in-depth undeditam of the interview schedule and assessed
practice sessions), management of data, confidéntieonsent and safety. Training was provided
for the physical frailty tests (see below), andasultant geriatrician provided training in the afe

the Mini Mental State Examination.
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Face-to-face interviews were conducted with pgréints in their own homes (in private rooms in
residential care home settings), and completionthef questionnaire and physical tests took

approximately 60 minutes.

Table 1. Sample characteristics

Residential Extracare Community Total
(n=66) (n=58) (n=59) (n=183)
% % %
Gender:
Male 23 29 29 27
Female 77 71 71 73
Marital Status: **
Single 17 12 16 15
Married 9 12 30 17
Divorced 25 7 11 15
Widowed 49 68 44 53
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Age

82.3 (8.4) 79.2 (9.8) 79.0 (9.3) 80.3 (9.2)
SF36: Physical Component

Score***
47.9 (9.2) 41.4 (7.9) 39.7 (7.2) 43.1 (8.9)

SF36: Mental Component

Score
53.1 (8.9) 51.0 (8.4) 52.4 (9.9) 52.2 (9.1)

Geriatric Depression Scale
8.6 (10.1) 6.8 (6.5) 8.1(7.9) 7.9 (8.3)

Resilience *
104.3 (17.9) 109.5(16.6)112.1 (16.3) 108.5 (17.2)

Resilience sub-scales:

Self-esteem 43.3(8.4) 44.5(9.3) 46.1 (8.7) 44.8)(8.

Interpersonal control* 26.8 (6.9) 29.2 (4.5) 29.5 (4.4) 28.4 (5.6)

Competence 34.2 (6.1) 35.8 (5.4) 36.7 (6.1) 35.9) (
Loneliness

3.6 (1.0) 3.7 (0.9) 4.0 (1.0) 3.7 (1.0)

Loneliness sub-scales:

Emotional loneliness 1.8 (0.7) 1.9 (0.5) 2.0(0.6) 1.9(0.6)

Social loneliness 1.8 (0.8) 1.8 (0.9) 2.0 (0.9) (0.9)

*p<.05 **p<.005 ***p<.001

Semi-structured in-depth interviews with older degnd with managers

Each interviewer underwent a full day course odepth interview technique specifically using the

semi-structured protocols. Emphasis was placedngagng with the participant and allowing the

participant (either the care manager or older pgrsm tell their story and share their experiences.

Each of the interviewers practiced interviewingngsthe schedule.
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Face-to-face interviews were conducted with oldartipipants in their own homes or in staff
designated private rooms. Where possible, theiewes were conducted alone to ensure that all
opinions expressed by the participant were thein.oach interview lasted approximately one

hour.

Data on Costs of Care Provision

Our intention was to employ both micro-costing agbss costing approaches, involving the
scrutiny of relevant financial documents. The ititemwas to derive cost differentials between the
care settings and compare with other estimatesstiidom within the UK literature. To this end
we anticipated that detailed interviews with carenagers and key staff involved in the extracare
scheme and social services departments were deterthe various service inputs relating to
service provision - staff involvement, materialgugment and buildings utilised — and these would

be translated into costs using published unit datt (Curtis 2009).

Three weeks prior to the care managers’ interviexesh manager was sent a letter requesting
costing information on FTE staffing, equipment amaintenance costs. Managers were advised that
accounts could be submitted and that the reseasrh tvould extract relevant information whilst
ensuring no sensitive or identifying data were usedring the managers’ interviews (if no
information had been supplied), the manager wasdaakain to provide the requested information

or to send to the research team at their earl@stanience.

Very few managersnE14) submitted costing information (extracarel; residential care=5; and
community caren=5) despite receiving several reminders and oftérassistance to collate the
information. Full costing information was receiviedm one extracare scheme and one residential
care home. Partial costing information was receifreth two extracare schemes, one residential
care home, and two care team managers. The kegnedsr not returning data included the
perceived time commitment and the release of piaigntcommercially sensitive data despite

assurances of confidentiality and anonymity.

To supplement the sparse data, additional infoonatvas sought from public records stored at
Companies’ House. However, only one residential énamas individually listed, the others had
returns amalgamated with other businesses undetding company so these data were not used.

Due to the lack of substantive data, minimal costiysis was conducted.

16



Measures

Each older participant completed a questionnairesisting of nine sections including two physical
tests. The questionnaire comprised measures trtphaviously been tested for validity and
reliability including; Health related quality offéi (SF36: Ware et al. 2000); Nutrition (Mini
Nutritional Assessment: Guigaz et al. 1996); Cagni{Mini Mental State Examination (MMSE):
Folstein et al. 1975); Activities of daily living){der Americans and Resources (OARS) Activities
of Daily Living Scale: Fillenbaum 1988); Depresdidood (Geriatric Depression Scale (GDS):
Yesavage et al. 1983); Self reported physical he@DS: Yesavage et al. 1983); Psychological
Resilience (Windle et al. 2008); Lubben Social Nekg Scale (LSNS-18: Lubben & Gironda
2003); Loneliness (De Jong Gierveld & Kamphuis 1)9&%d Satisfaction With Life Scale (SWLS:
Diener et al. 1985). The questionnaire included phgsical measures: timed get up and go test
(Podsiadlo & Richardson 1991); and grip strengtt Eess & Moran 1981)These tests were
strategically placed within the questionnaire tedhrthe interview into three parts of similar léngt
thus reducing the demands on participants. Questioes were pre-tested (piloted) to ensure that
structure and content of the schedule was notcditfior ambiguous, and to estimate interview

duration.

For each of the scales below (with the exceptiothefSF-36) missing values were imputed using
the EM (expectation-maximization) method. This noethconsists of iteration of an E step
(conditional expectation of the ‘missing’ data givihe observed data in the set, and estimates of
parameters) and an M step (computed maximum liketihestimates of the parameters) (Little &
Rubin 1987, Schafer 1997, McLachlan & Krishnan 1997

The SF-36is a 36-item scale that measures eight domairsealth status: physical functioning;
physical role limitations; bodily pain; general hbgerceptions; energy/vitality; social functiogin
emotional role limitations and mental health. A rgeg algorithm was used to convert the raw
scores into eight dimensions listed above (stamzkeddusing a z-score transformation) using British
normative data for appropriate age groups (ONS bumsurvey of Britain (1992): Bowling et al.
1992). The transformed scores were aggregatedwudascores (physical component score (PCS)
and mental component score (MCS)) using weightstdfascore coefficients) (Ware et al. 2000).
Aggregate scores were standardised using a linsaoie transformation to have a mean of 50 and
a standard deviation of 10. Scores on each scé@l8 @hd MCS) ranging from zero (worst possible
health) to 100 (best possible health). It has weported that the domains have internal consistency
(Cronbach’sa > 0.7) and the measure has test-retest reliakifigr a two week interval (91-97%

for each domain at 95% confidence interval) (Bnageal. 1992). Missing values were recoded
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with person-specific mean substitution (where 50%ems are available — or for odd numbers of
items 50% +1 item) as recommended in the SF36 lakd@Ware et al. 2000 s.6:4).

The Mini-Mental State ExaminatioMMSE) is a brief 30-item questionnaire test to screen for
cognitive impairment. The questionnaire includeggfions covering six dimensions: orientation,
registration, attention and calculation, recalhgaage and copying. Scores greater than or equal to
25 points (out of 30) indicate that the person as cognitively impaired. Lower scores indicate
severe £9), moderate (10-20) or mild (21-24) cognitive inmpeent (Folstein et al. 1975). Test-
retest validity at eight weeks has been reporte@i@&s (Conner et al. 1989) and at one week ranging
from 0.90-0.97 [§<.001) (Pangman et al. 2000). Internal consisteiscyeported as acceptable
(Cronbach’sy > 0.8) (Pangman et al. 2000).

The Geriatric Depression Scalshort form (GDS15) is derived from the GDS30 (Yeggr et al.
1983) and can be used to assess depressive symptoohder people. In previous studies the
GDS15 has demonstrated a highel of internal consistency (Cronbach'ss 0.80) and construct
validity (D’ath et al. 1994). Further to this Wateat al. (2006) have reported sensitivity values o
0.805 with specificity values of 0.750.

The Lubben Social Network Sca{eSNS-18) measures perceived social support freemds and
family. The scale consists of an equally weighteoh ©f 18 items used to measure size, closeness
and frequency of contacts with friend and relativethin the participants’ social network. The
scale ranges from 0 to 90, with lower scores irtdigafewer social resources. The LSNS-18
consists of three sub-scales (with ranges fronB0)-that distinguish between relatives, neighbours
(defined as local friends) and friends (not in libeal community) (Lubben & Gironda 2003). The
LSNS-18 has reported internal reliability for tla¢al scale (Cronbacht® = 0.82), and high internal
consistency for each of the subscales: (Famii0.82; friendso= 0.87; and neighbourst=0.80)
(Lubben & Gironda 2003). In this current study mid reliability of the 18 items was strong
(Cronbach’sa = .85). The scale appears to have construct #glidecause low scores have been
correlated with mortality, hospitalization and degsion (Lubben & Gironda 2004).

The de Jong Gierveld Loneliness Scadea 6-item measure that captures participantgreses of
emotional and social loneliness (De Jong Gierveldk&mphuis 1985). Confirmatory factor
analysesas confirmed the specification of these two latestors (De Jong Gierveld & Tilburg
2006). Congruentalidity and the relationship with determinantsr{par statushealth) are optimal
(De Jong Gierveld & Tilburg 2006)Typically, scale reliability is reported as 0.80 @90
(Cronbach’sn) (Konig-Zahn et al. 1994).
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The Satisfaction with Life Scal(SWLS) is a five-item scale that measures lifes&attion. Scores
range from 5-35 with lower scores representingngeltdevel of life satisfaction. The scale has been
reported as reliable (two month test-retest coticriacoefficient of 0.82) and internally consistent
(Cronbach’sa = 0.87) (Diener et al. 1985). In this present gtudternal reliability was also strong
(Cronbach’sa = .81). The measure has construct validity and been shown to correlate with
numerous measures of subjective well-being andsktftssfaction (Diener et al. 1985, Pavot et al.
1991). In the analysis of quality of life domaiaspersonal mean score (over the five items) is used
in place of the overall score, in order to maingaémity with the other measures used in the aralysi
In this analysis onlymean scores can range from 1 — 7 with higherescoepresenting greater

levels of satisfaction.

The Timed Get Up and Go Tes a standardised procedure requiring participémtstart from a
seated position on a chaiParticipants are required to stand, walk thre&eseturn round, walk
back and sit back down. The time is recorded froengoint the participant’s back leaves the rest of
the chair until the point they are seated agairh Whieir back against the chair. Up to two trial
attempts are permitted, followed by three recor@stl attempts (with a one minute break between
each to prevent fatigue). Each trial is recorded] #he mean average performance time for each
participant is used in the analysis. The time staereported reliability (inter-rater and intraer;

and construct validity (correlation with the Bergl&ce Scaler€-0.81), gait speed£-0.61) and
Barthel Index of ADL £=-0.78)) (Podsiadlo & Richardson 1991).

Grip Strengthis measured using a Saehan SH5001 hydraulic dymateo. Participants are
required to sit on the chair provided (or remaiatsé in their own chair if they were unable to
transfer to the chair provided) with their foreaah 90 degrees to their torso. Participants are
instructed to grip the dynamometer in their stratgeiting hand and grip as hard as they can
manage for five seconds (Fess & Moran 1981). Upvtotrial attempts are permitted, followed by
three recorded test attempts (with a one minutakdpetween each to prevent fatigue). Each trial is

recorded, and the mean average performance tineatbr participant is used in the analysis.

Resiliencewas measured using a scale developed by Windle €0#8). The scale comprises of
three sub-scales: self-esteem (adapted from Roge(b@65) Self Esteem Scale) using eight items

that are answered on a five-point scale rangingnfetrongly agree (1) to strongly disagree (5);

! Interviewers each took the same model foldingrdiwaihe interviews. These were 46ch high (basse#t) and did not
have arm rests.
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interpersonal control (adapted from Spheres of @bi&cales, Paulus & Christie 1981) consisting
of five questions rated on a seven-point scale fstnongly agree (1) to strongly disagree (5); and
personal competence (adapted from the Resilienake Sé&/agnild & Young 1993) comprising six
items answered on a seven-point scale from strodigiggree (1) to strongly agree (7). Internal
consistency for scale has been reported as higbnf@ch’'sa = 0.83). In this study internal
consistency of each of the sub-scales was accepisdif-esteem Cronbachis= .82; interpersonal
control Cronbach'ss = .71; competence Cronbaclis= .78). A score representing resilience is

derived from summing sub-scale scores.

Frailty was operationalised using an adapted version afl Feeal.’s (2001) measure of frailty
phenotypes that includes measures of unintentiov@ght loss, weakness, poor endurance
(exhaustion), slowness and low activity. Particisawere coded as frail (score of 1) on each
dimension according to the criteria listed belowd @he frailty score was calculated by summing
the values for each of the domains, with higherrexaepresenting greater levels of frailty.
Participants are deemed positive for the frailtgmitype if they score equal to or more than three
(i.e. at least three criteria are present). Thogh wne or two criteria present are classified as
intermediate or pre-frail. Where we use a binadidator of frailty, this compares those with three
or more criteria present (frail) to all others.

» Unintentional weight lossvas measured using a single item enquiring whetreiparticipant

had unintentionally lost three or more kilogramswveight in the prior year (Fried et al. 2001).

* Weaknesavas measured as lowest 20% (for valid scores énlys excluding those who were
unable to complete the test) for grip strength steydi for gender (in this study scores < 4.4 for
women and < 13.4 for men) (Fried et al. 2001). Eha$o could not do the test were also
classified as frail in this domain.

» Poor endurance (exhaustiowps defined as those who scored in the lowesttitpuifor the
vitality domain of the SF36 (in this study < 25).

» Slownesswas quantified as the slowest 20% (excluding theke did not do the test) in the
timed get up and go test (in this study < 31.3%8ds). Those who could not do the test were
also classified as frail in this domain.

» Low activity was measured using a single item that asked pentits to specify the level of
physical activity in the prior month. Those clagsifas frail in this domain responded either as
‘hardly any’ or as ‘mostly sitting, sometimes a ghealk around the home and light household

activities such as heating up foq@artali et al. 2006).
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Participants were considered to be cognitivelyl ifahey scored less than 25 on the MMSE. Using
a combination of the frailty measures, participamése also classified as not frail, physically ffrai
only, cognitively frail only, or both physically drcognitively frail.

Quiality of life: We originally intended to use the Quality of Life Later Life (QuiLL) assessment
(Evans et al. 2005) to compare the quality of difeesidents between the three settings. However,
the measure has not been tested for use in sugdgmiteg environments and it was felt that certain
guestions (e.g. how frequently (if at all) do yandfit difficult to meet the cost of household )l
would not be appropriate for participants in residd care. Additionally, items subsumed within
QuiLL would replicate subject areas that were cedeby other instruments (e.g. loneliness,
health).

Despite an extensive search of the literature,ouad no validated Life Satisfaction questionnaires
specific to the residential setting that would @atlevidence on specific aspects that were of
particular interest to us. Instead, in this repoet have chosen to use a personal measure of life
satisfaction (SWLS above) (see e.g. Andrews & Witl®76, Larson 1978, Andrews 1986
together with other measures of satisfaction. Wee hzhosen these because we feel they would
provide us with an indication of quality of life hfferent domains not already covered elsewhere
in the report For this reason we included eleven questions weldeof satisfaction concerning (i)
access to social and community groups (Gabriel &IBa 2004, Burholt & Windle 2007), (ii)
access to transport, (iii) access to personal ees\iBurholt & Windle 2007), (iv) access to health
services (Burholt & Windle 2007), (v) support frdrrends, (vi) support from family, (vii) amount
of company, (viii) ability to perform everyday adgties (Gabriel & Bowling 2004), (ix) conditions

of place of living (Gabriel & Bowling 2004), (x) atrol over financial matters (Burholt & Windle
2007) and (xi) level of security (Burholt & Windg007). These were rated on a Likert-type scale

ranging from very dissatisfied (1) to very satidfi®).

Frequencies revealed thet% of cases had missing values on five of the ifeme of which was
‘How satisfied are you with your access to trantporere, 20 responses (11%) were missing.
During quality monitoring early on in the studywas found that some interviewers had presumed
the question to be not applicable and had not agkedjuestion to the participants (e.g. if the
participant was housebound). Therefore all missialgies were recoded as the midpoint ‘neither
satisfied nor dissatisfied’. For all other itemsssing values were imputed using the EM algorithm
(see note above).

2 For those covered elsewhere see: loneliness (Etaais2005), health (Bowling 2001, Gabriel & Bavg 2004),
resilience (Baltes and Baltes 1990), social resmi(Evans et al. 2005).
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Principle axis factoring with direct oblique rotati was employed to examine whether some of
these aspects represented smaller dimensions amdétiner some of these were distinct and stand-
alone measures. Models were tested for 2 — 4 coemisnand the best resolution comprised three
components with an Eigen value of greater thareg {&able 2), and the model overall accounted

for 55.6% of variance.

Table 2. Factor structure of satisfaction, varianceexplained and internal reliability of factors

Factor
1 2 3
Social Environmental  Satisfaction
Satisfaction  Satisfaction with Access
Item to Personal
Services
Support from friends .78
Amount of company .66
Access community groups .65
Support from family .62
Financial controf 45 44
Living conditions 71
Access to transport .64
Security at residence 54
Ability to perform everyday activities .48
Access to health services 43
Access to personal services .61
% Variance explained 3541 10.75 9.48
Internal reliability (Cronbach’s) 0.76 0.67 n.a.

* Only factor loadings>0.4 are included in the table for ease of integiien.

"Treated as a single item in future analysis — igtereliability scores exclude this variable.

» Social satisfaction:comprised ‘support from friends’, ‘amount of compga ‘access to

community groups and support from family’, and thé&ems loaded from .62 - .78. The fifth
item, ‘financial control’, loaded weakly at .45.ténnal reliability was strong (Cronbachis=
.76) and the alpha value remained unchanged Hrional control'were omitted from the factor.
Thus, ‘financial control’ was excluded from the reeee. The personal mean of the four

remaining variables is used as a new variable aaatisfaction’ in which higher mean scores
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represent greater levels of satisfaction. This mmeasaptures the levels of satisfaction with
contact with friends and family, as well as thdigbio access and engage in social activities.

» Environmental satisfactioncomprised ‘living conditions’ and ‘levels of seityrat place of

residence’, ‘access to transport’ and to ‘healtivises’, as well as the *ability to participate in
everyday activities’. A sixth item, ‘financial cont’, loaded weakly (.44). The personal mean
of the five variables is used as a new variablgitenmental satisfaction’ in which higher mean
scores represent greater levels of satisfactions Tieasure captures environmental living
conditions, lack of barriers to obtaining servicasd the person-environment interaction.
Internal reliability for the five items is fairlyapd (Cronbach’s. = .67).

» Satisfaction with financial contra$¢ used as a single item in analyses. Scoresaceyerfrom 1 —

5 with higher scores representing greater levetatsfaction.

» Satisfaction with access to personal servitgsised as a single item in analyses. Scores can

range from 1 — 5 with higher scores representiegtgr levels of satisfaction.

Analysis

Throughout this report analysis of variance (ANOV#)means is used to compares scalar data
between care environments (e.g. level of physiealty between extracare housing, residential care
and community). Pearson chi square tegtsafe used to compare the distribution of categorical

data between care environments. Significance ignasg at the 5% level (i.e. p<.05).

In order to explore and to compare the structucefanction of the care environments, we draw on
gualitative data to look at the general scope anrpgse of extracare, residential care, and
community care, and at how these three types ef manviders recruit users. By looking both at the
general orientation of these three care environspemd at their recruitment practices, we can gain
a clear understanding of how each environmentcéghy located, as well as where they gain their
financing and at who is included and excluded froeing offered care. The purpose is not to
compare the quality of care offered in these emvitents (although comments on what is on offer
may become relevant at certain points), but toifgléine orientation of the providers, to gain an
insight into their objectives in delivering caredaimeir recruitment practices. This will allow s t
discern the nature of the kinds of needs theser@mwients are organised to cater for. These
comparisons furnish us with an idea of the socieations of these three types of care environment
in the context of care provision for older peopiarthermore, we employ thematic content analysis
of qualitative data to triangulate with the quaattite data analysis on frailty (perceptions of
limitation of care in each environment), quality Idé and satisfaction in various domains, and

social interaction and friendship formation in extre. The gender (indicated by F (female) and M
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(male)) and age of the participants are indicatetrackets after verbatim quotes included in the

text.

We use two types of quantitative analysis to erogily examine the quality of life and life
experiences of older people in the three settingsdiation analysis and linear regression.
Mediation analysis is used to examine the impaatasé environment on the social resources of
older widows (see Chapter 5 for an explanation $k&ction of widows for this analysis).
Mediation models assume that variable x (the inN@riable) affects variable y (the outcome
variable). This is an unmediated model and is showhigure 1. The pathway between the two

variables ‘c’ is called the ‘total effect’.

Figure 1. Unmediated model

In a mediation model it is hypothesised that theliateng variable (M) has an intervening effect on
pathway c (see figure 2). In order to test the mgath model certain assumptions must be met: in
separate regression models variable X must pr&diahd M. Furthermore, variable M must predict
Y. If perfect mediation occurs, then X no longdfeets Y after M has been controlled in a
regression model. However, partial mediation ocaunen the relationship between X and Y is

reduced in size (but is different from zera})(c

Figure 2. Mediation model

The equations for the model are:

Y=cX+E1
M =aX+E2
Y =bM +cX + E3

In the mediation model tested in this report, thlatronship between X (widowhood) and M (care
environment) are established using binary logiségression and the relationship between X
(widowhood) and Y (social resources) and M (cargirenment) and Y (social resources) are
established using multiple regression. This reguiré¢ransformation of the co-efficients for thetpat

(a) between X and M to ensure comparability of fioehts in the equation. This is achieved by
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multiplying the coefficient of patla by the standard deviation of X and then dividing the
standard deviation of M. Thus, in this analysis miiediation model is specified in figure 3 and the
equation for comp(a) = a * SD(X)/SD(M’). In thisadysis, we use the Sobel test to ascertain the

significance of the change in c (i.e. of mediation)

Figure 3. Mediation model where 'M' is a dichotomows variable

MM
Comp b

Meeting these steps does not establish conclusiliatymediation has occurred, because there may
be other models that may also fit the data. Theeefwe adopted a triangulation strategy and
examine qualitative data to see if there was egpadl evidence of changes in social resources
after a move to extracare for widows. Thematic enhanalysis of the in-depth interviews of older
widows living in extracare environment$=@0) explored the themes in relation to the dynamic

social networks both prior to and after the movéhtfacilities.

Linear regression was used to examine the prediadbrquality of life in five domains. The
dependent variables are (1) personal satisfacBWILS), (2) social, satisfaction (3) environmental
satisfaction (4) financial satisfaction and (5)igfattion with access to personal services. We
established whether the care environment and/aalsoetworks and/or resilience predict quality of
life. To this end, ‘care environment was transfedninto three dichotomous variables (i.e.
residential care/not residential care, extracategmtracare, community care/not community care).
A total of ten multiple regression models were rkor each of the five outcome variables, two
regression models were tested. In each regreggoider, age and general health (PCS of the SF36)
were entered in block one (i.e. were controlled,fand the care environment and either the social

network measure or the resilience measure in ook
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3

FRAILTY AND COMPLEX CARE:
THE FUNCTION OF THREE CARE ENVIRONMENTS

Introduction

Frailty is a concept that is contested, yet frediyesdopted in the medical model of ageing. It is
often used as a proxy for the severity of ‘ageingan individual, and is linked to, but distincoifn,
chronic diseases (comorbidity) and disability (8a2006). Some believe that frailty has a
biological basis and is a distinct clinical syndeiiang et al. 2009). However, elsewhere frailty
has been defined as “a dynamic state affectingn@inidual who experiences losses in one or more
domains of human functioning (physical, psycholagisocial), which is caused by the influence of
a range of variables and which increases the fisideerse outcomes” (Gobbens et al. 2009, p. 1).
This suggests that a person can be classifiedconttnuum between non frail and frail (Gobbens et
al. 2009).

Grenier (2007) has argued that the classificatioa person as frail is a dividing practice: fraiity
used in the allocation of care with those deemedll*feligible for welfare services, whilst those
who are not defined as frail are barred from sewidn the bio-medical discourse concerned with
the ‘treatment’ of frailty or the allocation of H#aand social care services to ‘the frail’ theash
been a focus on how to operationalise the con®&psingle conceptual and operational definition
of frailty exists, thus the prevalence figures failty among older people are variable: 33% to
88%, depending on definition that is used (Vande&Rikkert 2006). One of the most commonly
used biomedical operationalisations of frailty ®wkmto account unintentional weight loss,
weakness, poor endurance, slowness and low actiigd et al. 2001). More recently Gobbens et
al. (2009) suggested that any measurement or assessf frailty should also taken into account

cognition, sensory functions, mood, coping, so@&tions and social support.

In this report we recognise that that the concéptrailty’ is useful in determining whether each
care environment (community, extracare housingdessial care) provide for older people with a
range of physical and functional deficits. Howeusyr,using a measure of frailty in our analysis we
are not condoning resource allocation based on rabig@tion of physical and functional
characteristics of an individual. We conclude thisapter with a discussion of the functional
capacity of each care environment to provide faonglex care needs. Furthermore, in Chapter 4
we discuss the structure of each of the three eaveonments and illustrate how the use of the
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concept of ‘frailty’ in care management/care alloma excludes some older people from public

spaces.

Results

Table 3 shows the proportion of participants idesdi as frail on each of the frailty indicators.
Results of Pearson chi-square tests show that #rersignificant differences in levels of physical
or functional deficits between the three environtadar speed, endurance, activity, physical frailty
and cognitive frailty. A significantly greater grortion of participants in the community (than
those living in either residential care or in tleemmunity) are identified as impaired with regard to
speed f* 9.44, d.f. 2, p<.01), vitalityyf 15.52, d.f. 2, p<.001), strengtif 6.23, d.f. 2, p<.05), and
overall physical frailty*19.43, d.f. 2, p<.001). Fewer of those peopletivin extracare facilities
(than those living in either residential care og tommunity) are considered frail with regard to
levels of activity §°8.44, d.f. 2, p<.05). A significantly greater progian of older people living in
residential care are cognitively frail comparedtie other two environments?(40.2, d.f. 2,
p<.001).

Table 3. Proportion of participants identified as fail on each indicator and measure of

physical and cognitive frailty

Residential Extracare =~ Community All
Care housing care
% % % %
Weight loss 6 5 9 7
Speed** 60 48 76 61
Strength* 27 26 46 32
Endurance*** 9 12 35 18
Activity* 83 64 83 77
Physical Frailty*** 22 24 56 33
Cognitive frailty*** 86 46 28 55

* p<.05 **p<.005 ***p<.001

Table 4 displays the mean scores for both fraitiyres for each of the three living environment.
Results of ANOVA tests show that there are sigaificdifference between care environments in
the levels of physical frailty (F(2/174) = 9.08;0.001) and cognitive impairment (F(2/170) = 31.5,
p<0.001). The data show that the least physicaliyl slder people are being cared for within
extracare schemebM§€1.6 SD 1.3), closely followed by residential catd£1.8 SD 0.9), with those

who are most physically frail receiving care in tt@mmunity M=2.4 SD 1.1). In the case of
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cognitive frailty, those with the highest level iepnent were supported in residential care
environments1=19.0SD 5.8) with extracareM =24.5SD 4.1) and community caré=25.6 SD

4.2) supporting the least cognitively frail eldefhie mean scores for MMSE indicate that older
people in residential care have mild to moderaignitive impairment (10-20: moderate; 21-24:
mild), whilst the average scores for those oldappe living in the other environments suggest that

they are cognitively intact.

Table 4. Mean scores for MMSE and physical frailtyscores in each environment

Residential  Extracare =~ Community All
Care housing care
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
MMSE*** 19.0 (5.8) 24.5 (4.1) 25.6 (4.2) 22.8 (5.6)
Physical frailty*** 1.8 (0.9) 1.6 (1.3) 2.4 (1.1) 4(1.2)

*** < 001

Table 5 shows the distribution of the residentsssifeed as not frail, physically frail only,
cognitively frail, or both physically and cognitiyefrail. There are significant differences between
the care environments, with residential care mike&yl to contain residents who are cognitively
frail only compared to either of the other two eowments, while those receiving care in the
community are more likely to be physically frailath residents in the other two environment.
Strikingly, extracare housing is more likely the tother environments to house residents who are
not frail (Pearson® = 40.2, d.f. 2, p<.001).

Table 5. Proportion in each care environment accordg to type of frailty

Residential Extracare Care in the All
Care Housing Community
(n=60) (n=56) (n=49) (n=165)
% % % %
Not Frail 13 41 39 30
Physically frail only 2 13 33 15
Cognitively frail only 65 36 8 38
Physically and 20 11 20 17

cognitively frail
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The capacity to provide complex care to frail eldes

In order to assess the level of care given by paseiders, we have taken up Rankin and Regan’s
observation that, from a users point of view, “ctempneeds frequently have both breadth and
depth: there is a range of needs as well as aléngh of need” (2004, pp. 7-8) Our objective was to
identify whether the interviewees made use of geanf services, and to some degree the depth of
services they accessed. Therefore we adopted Ran#liRegan’s (2004) observation and used it to
construct a grid that we then used to map degrieesnoplexity. This grid, and the associated data,

are presented in Figure 4:

Figure 4. Degree of complexity of services used @ach of the care environments

High Depth

Community Care 15| Community Care 1
Extracare 4 | Extracare 1

Residential Care 15| Residential Care 0

Low Breadth High Breadth

Community Care 9| Community Care
Extracare 18] Extracare 4

Residential Care 5] Residential Care

Low Depth

A low breadth of services use is indicated by the of one type of care or support service, that is,
the use of personal care services, or a singlétheate service. High breadth is equated to the use
of two or more such services. Low depth is indiddtg a limited use of this service. For instance,
an older person who is called upon once a day leypensonal carer, and provided with some help
cleaning, showering etc. A high depth is indicdtgdnore extensive use of a service — for instance,

a personal care service is composed of two or malig and involves a number of care tasks.

As we can see, only two of those interviewed inghalitative phase of the study reported receiving
a number of different types of care, and a highrele@f depth of this care (high breadth-high
depth). The only community care user who uses badtigh breadth and depth of services was a
participant who had dementia and was cared foroatenby his wife. This participant regularly

went into hospital to receive some physiotheraggeived regular visits from the Community
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Psychiatric Nurse, and received some personal s&magces. The extracare user who is similarly
classified has a carer who works “a four to eighttsyes” (F, 61), and since this participant is
wheelchair bound, has severe osteoporosis, asttaitd heart problems she also make frequent

visits to the local GP.

In all, fourteen interviewees reported making usev@ or more types of services, but to a limited
extent (high breadth-low depth). But what is mareeiiesting is how residents of residential care
and community care facilities made similar use eviees (high depth-low breadth), while more
than one half (18 of 30) of the extracare residamerviewed made a limited use of one type of
service (low breadth-low depth). Indeed, elevemamdre users reported not using any services that
were additional to those offered as part of theaney agreement, while four receive some help
washing or in the bath, and one participant onbensees some help from the district nurse. This
kind of limited use (low-depth) of care resourcestcasts with the use made by community or
residential care users (high-depth), both of whexeive considerably more help with a range of
tasks, for example with washing or getting out eflb

When participants were asked about how they amatiegp managing their future care needs the
limitations of each care environment (in terms oédulth and depth of service provision) were
recognized by the participants. Below the qualmatdata from in-depth interviews are used to
highlight the perceptions of these limitations tree held by participants in each of the
environments. Special attention is given the pdroep of care and support provision for people

with different levels or types (physical or cogwé) of frailty.

Perceptions of the limits of Community Care

The community care interviewees were, largely, aaf@nthat they planned to remain in their own
home. Nineteen of those interviewed confirmed th&t was their plan, with only five reporting
that they expected to move, and three admittingttiear future domiciliary arrangements depended
on how their care needs developed. However, whieeda®r their view on the amount of care that
was available in the system, only twelve interviesv@xpressed their confidence that the system
was capable of providing them with any care nebdg thay have in the future. This is important
considering that in this study the most physic&i#yl older people are cared for in the community.
A number of participants noted that financing th@iwn future personal care may be problematic.
Some felt that their pension may not stretch to foayheir needs as they grow older (F, 78), while

others were willing to pay for any increases irnrtbare needs:
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“Oh yes | mean if | needed anymore | could payifazouldn’t I, you know. | could say
‘Could you please provide well what somebody ta@powashing or something.” You know

| could ask for something else couldn’t I1?” (F, 80)

Three interviewees reported that they were didgdisvith the amount of care available. One felt a
rearrangement of her allotted care work did noivdelthe promised benefits, one interviewee felt
unable to ask for more care as she could not pay (6f | say | want more care then I'm just told
that I've got to pay for it. | don’t go into it bause | just know | can't afford it” (F, 67)) aret
daughter of one interviewee indicated dissatisbactivith the way the system deals with her

mother’s support needs:

“And they do like to send you round in circles. Athen | was told if | wanted a cushion I'd
have to buy it myself because they didn’t provigenh because mum was living in so-called
rented private accommodation. She wasn’t in coueailed accommodation; she wasn't in a
nursing home. Because my sisters now own the house sort of escapes, she just sort of,

you know.” (daughter of F, 88)

Nevertheless, these dissatisfactions did not itelicanease with the amount of care that was
available in the system, but rather a percepti@t the system had some contradictory features.
There were, however, six interviewees who demotestirawareness that there was a certain
guantum of care available in the community caréesygsand this care may have limits. For three of
these, the pressures on the system were imperee{f&uame things are going to change and | don’t
know what it is because we don’t know normally” @3); “Well |1 don’t know, it depends what
they're going to allow them to do you see we d&mow what's going on. The girls themselves
don’'t even know what's going on, they're talkingla about, like they're closing the [local
hospital] aren’'t they?” (F, 89)) and had an enorsetfect on their life since such change led to
them have “all different carers coming in from di#nt areas, like | don’'t know who's who

anymore” (F, 72).

Perceptions of the limits of extracare provision

When asked about how they anticipated managing fbaire care needs, ten interviewees said
they expected to stay in the extracare facilitye fexpected to move, and eight said the decision
about whether or not to move would depend on hai ttare needs unfolded. Those who planned
to stay provided a number of reasons for this positFirstly, the structure of the facility met the
needs (“just supposing you had to use a wheelclihe doors are wide, the corridors are wide so
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you could use a wheelchair” (F, 84)), secondly taterviewees pointed to the ways in which they

were tied into the facility as tenants (F, 85) wner occupiers:

“We can't afford to move we bought them and if ynave then the company that run it get
3% of the price. And | mean we’d never sell thezoduse they haven'’t sold even the... You

know there’s about two thirds sold so we wouldm@ité any chance of selling them.” (F, 78)

Some interviewees reported they wished to rematause “I like the place” (F, 88), “It’s just that
there’s some good people in here” (F, 62) or “Bsedlm happy here. I've been more happy here

than I've been anywhere” (F, 88).

A further eight interviewees took a more conditioaititude to this question. While they wished to
remain in the extracare facility, they nonethekasscipated moving to another care provider. These
interviewees were aware of the limits of their capas to manage their own care themselves (“if
my wife died before me | wouldn’t, I'm sure | wouldl be able to live here on my own” (M, 88)
“See arthritis is worrying me more than anythingvnoecause I've got it everywhere; in my hips
and everything. But as long as | can get out anlik wabit, it's not so bad, but when you can't
breathe it's difficult, you know” (M, 67)), or threvulnerability to changes in their partners’
capacities (“Only if my wife’s or my medical conidib deteriorated a lot” (M, 70)). In addition,
four interviewees mentioned the onset of demergia aondition for moving people to another

facility:

“Well | watch what happens to other people andtli pecome incapable of coping then what
has happened to people here is obviously it's nptaae where people with Alzheimer’s

disease could stay. And what has happened, theydane into a nursing home.” (F, 88)

“We did have one lady and didn’t realise how, | démnk they realised how ill she was and

she started wandering and so straight away theydatke her to a nursing home.” (F, 88)

One interviewee responded to this question byriglkibout the possibility of dying in the facility.
This interviewee linked a future increase in tlegire needs with palliative care, and considered the
connection between their tenancy and the likelintt@y would die in hospital. As we can see, this
interviewee felt the facility could support incredscare needs, but this support needed to be

balanced with the wishes of the older person’s fiami
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“I think they will but that would be, they caterrfpeople who have had strokes, they have
them back from hospital because this is their hoyoa,ve got to keep paying the rent even
though you are in hospital and they die here ebenm,they try not to if they can help it.
Usually if somebody is that ill they go into hogphiand eventually they will end their lives in
hospital. But that doesn’t mean to say you will faesshed out if | was dying here [the
manager] would see to it that | was kept here thienwould be up to your relatives or your
next of kin or yourself to — well if you were dyingu wouldn’'t care where you are would

you? | shouldn’t think so anyway.” (F, 82)

As noted above, eight residents of extracare felthe future they could remain in the facility
depending on how their needs developed and fivegitiothat they would need to move. It follows
that these interviewees were aware of the scopleeotare available in this type of facility. Indeed
all of those who were asked about the boundariesu@ or the maximum level of care that were
provided by the facility pointed to these limitatg Nine participants felt that the maximum level
of care provided by the facility was rather resétt The majority of these interviewees pointed to

limits resulting in the lack of a license to prowidersonal care or any form of medical care:

“The other day, and other people - | fell overduaichtime | caught my shoe on the carpet and
fell over and they can't - they won't touch yoweyhe not allowed to touch you. What they
held - they held a chair so that - but it was sofe other residents, | mean they've all got

something wrong with them, helping me up. They wo(F, 84)

“Well she was in hospital one day. She come ow éniday, | went up to see them | didn’t
really want to talk reacting and | asked them, rsbeds her tablets all over the weekend and
they just wouldn’'t do it. They said “We don’t knawthing about it” so | had to come over
again and give her her tablets. But they shoule ls@meone here in case someone does
come out on a weekend.” (F, 76)

“RespondentWell there are only the carers but they're nohealowed to put drops in your
eyes.

Interviewer Okay why's that?

RespondentWell | don't know, they're not trained to do igdn't know why. I've been asked
when we had a little lady across the road theeegibtrict nurse couldn’t come for a time so
Helen asked me to do it twice a day. So why | cauit dnd the carers cant' do it, it doesn’t
make sense to me. Why don't they send them onraeduain them up to do the basic things
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that anybody could, as long as you don't toucletlee But there's nothing like that, you've
got to send for the doctor. With me if | get redld, I've got what they call an emergency
pack.” (M, 67)

Others felt “we should be checked on more often8(F) as a protection against falling and that the
facility needed more staff given “the amount of jplecthat are here now that need more help” (F,
age unknown). Thus, the users’ perspective on tAeimum level of care provided by extracare
was that these facilities were limited by theirkaaf registration (under the Care Standards Act
2000) for the on-site provision of personal (or Itit§acare and the absence of staff who could

provide basic personal or health-related care apdat.

A number of interviewees mentioned a general lddutficient staff members to cater for the care

needs of those in the facility:

“But no | think they could cope, but | don’t knowhet they’'d do if more staff left, more staff
that have been really faithful and hard working;daese they keep saying to the management
you know ‘When can we have more staff?’ ‘Oh we’rerking within the right limits’ you

see, it is no and they’re taking the advantagetheg would have them work their normal
hours should we say from two till nine or from sewe the morning till two in the afternoon,
then they say ‘Oh so and so can’t come in, will gouanother shift,” you see? And you feel

that you are letting the patient down if you daamd they’ve got you in the corner.” (F, 75)

Eight of those interviewed described the maximuwell®f care in terms of the actual personal care
work provided. These interviewees emphasised thwices the facility did provide and how they

expected that these services would be sufficienthieir needs:

“RespondentThe maximum level of care as far as | could sekva@'ve got some that are
severely disabled, we've got some people who nexar come out of their apartments. s,
you can have somebody to wake you in the morniagygu washed, get you dressed, make
your meal, bring you down for any of the activitidaat are going on. They will bring you
down to lunch. If you're able to come down for¢hnthen if not, they'll bring your lunch up
to you. They'll help you go to the toilet, basigadverything. (Laughter)

Interviewer: Okay brilliant. And do you think you'll receivel éhe care you'll ever need

here?

RespondentOh yes.” (F, 61)
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“Interviewer:At what stage do you think, what level of ill héaitould somebody not be able
to manage here...?

Respondenti think with a person who couldn’t walk properlykd we have one young
woman and every day somebody has to help her detrtélat or to come out of it or things
like that. | feel so sorry for her because evernvbhe’s in the restaurant it takes her ages to
get up. So a person like that is not capablewahaevith a wheeler, of going and being to be

able to open their front door, are you with me.t By look at that yes.” (F, 85)

“They will tell you that it's not a nursing home agch but | prefer to be here than in hospital
or nursing home because as much as they cantteytwill do for you. You couldn’t expect
them to, there’s not enough staff to be in and ioudand out. When | was poorly | pulled the
cord and they were here, | had wonderful atterdint other people say the same. You can’t
expect them to just drop everything and run. Fetance there are two ladies here with MS
and they need two people with a hoist. Well ifréhare only two girls on and they are with
one of those well you couldn’t expect them to deoprything and come to you because they

would say ‘As soon as we can we will be there.’dAhey are.” (F, 88)

For these interviewees, the extracare facility mtest a great deal of care and was highly valued.
They were aware there that were limits to the tlaa¢ was provided, so that, for example, people
who were ‘bedridden’ and had “got to the place whgou got to be in bed, it's not the facilities
here for it” (F, 98) nor for people suffering frooognitive deterioration. As one participant said,
“Oh when you can't do anything for yourself and ym@n't wash yourself and you can’t see, and
deaf and... isn't it you know? When you lose youufaes that's it isn't it?” (F, 85). Nevertheless,
these participants had a strong sense that thigyfammuld provide a great deal of care until such

complex needs such as cognitive impairment arose.

Perceptions of the limits of Residential Care prowion

Twenty two of the residential care users responttedjuestion about whether they felt the
residential care environment would meet their fateare needs. Of these, fifteen participants
expected to be able to stay in the residential faandity. These older people rationalised thiswie
in a variety of ways including they were doomedeamain (“I am — I'm frightened and worried and
there’s no way out of it I'm here for life and...” ,(B7)), or were happy or wished to remain (“Yes.
Well | hope not [will not have to move]. | hopdl be here till | die.” (F, 95)), or the geographic

location of the care environment meant they weoseclto some members of their family and so
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wanted to remain. One interviewee wanted to movaehafter spending a month in the residential
care facility, and three people said they expetdetiove, two to a nursing home and one planned
to return home after a short stay in the resideotiee facility.

The proportion of the participants who indicatedythvould remain in the residential care facility
indicates a perception that the facility could anomdate complex and palliative care needs. When
asked about the maximum level of care that theleesial care facility could provide, only seven
people said they felt the facility could meet aocr@ase in their care needs. But while seven people
felt the facility could provide the care they negdene of these raised a concern about the amount

of staff time available:

“As far as | know | will. The only thing, in my amon as | always say the staff ... | don’t

think there is enough staff work here.” (M, 77)

This concern was shared by two others who alsdifeltare environment lacked a sufficient

amount of staff time for the demands of the users:

“Interviewer:And is that something that’'s been the entire tina you’'ve been receiving
care or is it just since you've moved here or walsa same where you were?
RespondentNo it was much different. It was much more rethaed friendly over there.
The staff | think had more time over there, thew'tlbave the time here.

Interviewer:ls it the same staff?

Respondentit is the same staff but they haven’t got the timeeause everybody'’s allotted a
certain person, SO many minutes.

Interviewer:Right.

Respondentit’s not their fault I'm not slating their stafiub...

Interviewer:Sure, no. So you feel that you have less — théess time available to you?

Respondent(This isn’t the place for me I'm so lonely.” (F/8

“And | don'’t like it when | have to do it in my tusers, nobody does. But that's about the
only thing, you know, you ask to go to the toil€&h you hang on a bit?” A bit is about three
parts of an hour and I'll ask them, they said “Wgl know we’ve got to do this, we’ve got
to do that.” | said “In my opinion why don’t youmgloy some more staff?” It's as simple as
that.” (M, 77)
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On the other hand, eight people felt the care enuirent provided a sufficient level of care to meet

their needs.

Summary

Overall, extracare environments provide for thestdeail older people (least physically frail, and
least cognitively frail). Older people in the commity are most physically frail, and those in
residential care are most cognitively frail. Theecservices provided within extracare facilitieskla
both breadth and depth. The limitations of thelitaes are recognized by the residents, who realise
that complex care needs (especially cognitive nasgls) are not likely to be catered for within the
facilities. For those in residential care, the migjofelt that the environment was such that they
would be able to stay as their needs increasedgthoot necessarily that they wanted to stay, and

not necessarily that their increasingly complexdseeould be dealt with satisfactorily.
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4

DELIVERING COMPLEX CARE:
THE STRUCTURE OF THREE CARE ENVIRONMENTS

Introduction

The experiences of the residents in each of treetbare environments with regard to the limitation
of the care provision (see Chapter 3) were stradtiny the realities of government policies and the
management of the care homes. The community cangders were constrained by government
policy and the centralisation of management digmmetising the tool of the Unified Assessment.
There were two types of structure behind extra¢acdities. They were constructed as forms of
housing with care, either where an organisatiorraipd the facility as a landlord and the statutory
sector managed the provision of care, or where bloghtenancy and care arrangements were
managed by the organisations who nonetheless diaistth local social and healthcare services.
These two structures provided two different typesxperiences. In the former, care management
in extracare was organised by social services amnglieh, was constrained by government statute.
In the latter case, care management was transféorélde individual, and the extracare facility
struggled to meet its obligations as a providestedltered accommodation. Finally, residential care
managers were in a strong position to manage baradelves and had little interest in liaising with
social services departments. In the following chapte unpack these observations, and draw out

some of the implications for the provision of coeolder people.

Community care

Community care provision is governed by tielS and Community Care A(990) and by the
centralised organisation of the role of commungyecassessors. Following from this, every older
person in Wales “is entitled to an [unified] assesst and they're allowed the information as to the
process, what to expect and the care that thewegd@anager NW9). This means that each older
person has “the right then to be assessed andthaweare that is deemed responsible” (Manager
NW9), that is, a right to have an assessment choig, and a right to receive the care judged
necessary as a result of that assessment. Sooradleseare obliged to provide an assessment and
the care deemed necessary only as a result oasesssment — which can be made only for those

older people who provide their consent.

Overall, community care was organised in such a asm{o maximise the delivery of care to older

people in their own homes:
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“... Our direction of travel is about enabling aallout maintaining people independent in
their own homes as much as we can. Obviously we hhve the Occupational Therapy
Service which | don’'t manage but we work very clpseith them. We've organised [area]

into four localities. So we have locality teamglan each of those locality teams we have
social workers, we have occupational therapistsva@dink very closely with our in-house

home care. Also we have product providers thatimkeMery closely with. So if there are any
aids, adaptations needing to be done with the lsam&ker and the OT would work close

together. And in two localities they are co-lochtth health. So they have district nurses
also, actually located with them, which has prowede really beneficial. So that's what

we’re going to be looking at long term. That edmtality will be co-located. So it means

that there is a lot of joint working with healthistalict nurses, social workers, working

together which is really good.” (Manager NW8)

What this means is that users enter into a sydtamig designed to maintain “people independent
in their own home” (Manager NW8). But the way thigve this remained up for discussion:

“The ‘through many eyes concept’, have you hearduaibthrough many eyes? Using
another WAG bit of legislation, well it's not le¢gsion it was consulted on and it may
become Section 7 mandatory or not, it's still ie th-tray. It's about joined up working and
many people supporting people in the communityeeithrough personal care for chiropody
services, OT support services, befriending senaresso on. The theory is the more people
who look after someone who'’s lonely and old, inirtleevn place the better other than one
person visiting once every three months.” (Man&)&t7)

There are obvious strengths and weaknesses tagpi®ach. Within the general structure of this
approach stands an older person who forms a redtip with each of the various teams and their
representatives, within their own home. Howevee, ditder person is linking with various health

and social care teams to varying degrees over timeépased on a variety of rationales.

The assessment

From the point of view of the community care mamagassessment refers to a process defined
under theNHS and Community Care Ad990) that defines both the process of assesamjthe
definitions of care need. According to this Actcledocal authority has a duty to carry out a needs
assessment for anybody who “may be in need” ofcwhmunity care services” (Section 47). In
addition, theNHS and Community Care Ad990) provides an authorised person with the pawer

39



inspect any premises “in which community care s®wiare or are proposed to be provided by a
local authority” (1990, Section 48). The Unifieds&ssment process in Wales was introduced under
the premise that:

“A common understanding of needs and risk assedsiaet the ability to identify and assess
the impact of those factors, which promote indepecd for individuals, is essential.” (WAG
2002, pp. 6-7)

Accordingly, the Unified Assessment is a proces# i8 supposed “to identify, describe and
evaluate people's needs, circumstances, riskslepandence and other aspects of daily life” (WAG
2002, p. 15). It does this by identifying four lésg¢hat define a person’s eligibility for care —
critical, substantial, moderate or low (WAG 200Bpwever, the initial assessment (prior to the
Unified Assessment) can be carried out by a caltreeworker who decides whether there is a care

need that ought to be examined:

“Manager: [...] So they will contact our customer care teatmo will ask the seven key
guestions of unified assessment.

Interviewer:Right.

Manager: To establish base line. Sometimes they can mditeem, what their actual
problem is, transport or something. Nothing reldteus at all. Or water coming through the
ceiling — get all sorts of telephone calls. Sowik re-direct them to the right person. But if
their needs are care, then they will be referreduth to the locality teams and then they will
be allocated a social worker or an occupationatagist who will then go out and do an
assessment. So we use the unified assessment ddaetiore and in that we have the
eligibility criteria, so related to their accesscare. And if they come out as substantial and

critical of them, we will look at what care we garovide.” (Manager NW8)

For the care managers interviewed, the assesspresesswas of little concern. The more
interesting aspect had to do with the outcome efadsessment. Where the older person is assessed
as having low or moderate needs, then the caregeanaust make a decision about the care needs
of the client. It was at this point that the caranager would have to produce an assessment of care
needs, and a decision about whether these neelti$ofcdne provision” of care services (NHS and

Community Care Act 1990). The care managers irgamd discussed how they would:
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“[...] look at care homes as a last resort. We &g/ much for keeping people in the
community. So it's like a menu of services, but tweto, if at all possible, keep people in
their own homes. There are urgent situations wieranay have to admit somebody, you
know, if the carer has suddenly had to go into hakpr whatever. But that would only be
on a temporary basis. There are situations wheoplp’s needs are so high that they cannot
be managed in the community — so in those situstiddut it would be a longer journey, if
you like, a pathway.” (Manager NW8).

For the community care manager the main issue appede to ascertain whether they can offer
the older person the services they require to nenmathe community. Failing that, the community

care manager would look at the most appropriateept@nt for the older person at the time of the
assessment, whether they should go to hospital fione, or whether they should be placed in some

form of sheltered accommodation (with residentalkecconsidered as a ‘last resort’).

Residential care
Managers perceived that the function of residertsak facilities were to look after some of the

older residents individual needs, whilst providangupportive function:

“What we should be doing in residential care re@lserving their meals to them so they
don’t have to worry about that, doing their washfog them so they don’t have to worry
about that. But the rest of the time should bé& wen. It should really be like a private hotel
where you would go and pay for those services.tidwble is more and more it's not getting
like that.” (Manager NW6)

Whilst residential care may be structured to reiegsidents of the burden of dealing with their
personal care needs, this raises the issue of nehigtents are expected to use their time to achieve
This type of facility was supposed to provide useith ‘time’ that ‘should be their own’ (Manager
NW®6). This particular manager elaborates on théabkoonstruction of the residential care home to

locate it within a system that aims to keep oldawge at home:

“Because people are staying at home longer bedhesae being pushed to stay at home
longer, no bad thing. Then all of a sudden theytaio it anymore, we’re now getting them
in after they are 90 and their mobility has virtyajone. They haven’t eaten properly, they

haven't drunk property so consequently you've ggirablem then with getting food into
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them, getting the liquids into them. It then stdygxoming a residential home.” (Manager
NW6)

This positioning of residential care of an activevider of care for older people rather than a
passive provider of support was shared by all efrésidential care managers. Thus, residential care
was not about servicing the needs of a fit and feotlider population to enable them to live an
active life, but was about:

“just enabling them to fulfil what independenceytie got left and to give them the support

they may need whether it be physical, emotionahtally everything.” (Manager NW5)

In order to support the ‘remnants’ of the older spers independence, residential care was
presented as ‘total care’ or ‘24 hour’ care.

“Manager: Right, where would | start? Residential care iseshpeople come to stay,
hopefully they decide to come to stay when theaoptif staying at home is not an option
anymore. They need actual physical care.

Interviewer:So would you say that this was different from ea&iracare, where they...?
RespondentYes, it's where a package can’'t be obtained foh@drs a day. Where people
get that they couldn’t be left at home in a safeilmment for the time in between carers
coming in.

Interviewer:So you would provide more?

RespondentiWe provide the 24 hours don’'t we. The full 24 t®ouThere’s somebody there
all the time.” (Manager NW4)

The overall orientation of residential care wasyéfore, either to service the personal care nekeds
older users to enable them to have time of theim,aw to deal with support needs associated with
severe deterioration to enable users “to fulfil Windependence they've got left” (Manager NW5).
But these managers did not detail what the userg werpected to do with this time, or their

remaining independence.

Residential care was constructed for older peopth advanced care needs, but still remained
separate from nursing home care provision, keepargonal care needs distinct from health care
needs. Thus, for instance, one residential facilias built to deal with the needs of older people

from “all four categories. Which is general nugsigeneral residential, residential mental health
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and nursing mental health” (Manager SW4) and designth housing units that were separate care
facilities. Each unit was staffed with carers appiate to the care needs of the residents and the
units were constructed and decorated to be phjsidaintical:

“What it is... | mean, in this home if somebody @srin and they’re on general residential,
should they deteriorate or their needs become pargressed then obviously they haven't
got to move out of the home. They can just movantather house so their needs can be cared
for. Rather than them moving on to another hon&o it's better for them; it's not so
traumatic. And if you look, every house is exatklg same — decorated the same. So it's not
traumatic when they do have to move. And becawsdahave rotation of staff as well, it's
not like they're having to get used to new stafhey more or less know the staff as well. So

it makes it all easier for them.” (Manager SW4)

Here again, the facility was designed to caterclumplex care needs around the clock. A second
residential care manager talked of using an apprtizat was designed to deal with the needs of
people suffering from cognitive deterioration. Tdlgective of this ‘person centred approach’ was

to deal with the individual in terms of the perdbey had been in the past, rather than the person

with an impaired cognitive capability:

“Person centred approach is really literally gettin know the resident before they were ill
rather than us looking at a person that’'s unwek ¥y and find out everything about their
past, what their personality was like, what typevofk they used to do, what they like, what
they dislike, colours whatever, everything liteyadbout them in that way. We are looking at
that personality rather than looking at someone wbw they've got memory loss so that's
what we try to bring back in to their life is thermality from before rather than... Because
they are forgetful we need to stimulate the brdintlee time to keep it going active.”
(Manager SW5)

Thus residential care providers worked to manage&leets’ physical or cognitive deterioration.
They do this either by changing the physical emuinent in order to reduce the trauma associated
with relocating for increasing care needs, or bplang a psychological toolkit to reduce the

trauma associated with cognitive deterioration.
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Admissions

The process of admitting an older person to a easial scheme was quite similar to that used in
extracare (see below). Care managers would visiaghplicant prior to admitting them, and carry
out an initial assessment. If the applicant wakedunded by the state, then the residential scheme

would discuss with community care managers abautetvel of care they judged appropriate:

“Yes. | mean, normally if somebody is — beforeytlteme in they've already been assessed
by the social worker and whatever. So they tellnich category of care they think they
need. And then we would go out and say ‘Yes’ or’ ‘B®to whether we agree with it or not.”
(Manager SW4)

Echoing this procedure was a second scheme. Howéeeextracare manager added that once they
had agreed with the community care managed ondtereeds of the older person, the extracare

manager would conduct an additional battery of sssents:

“Managerl: Then when they come in then we've got an inteesessment procedure here. |
mean we've got, the books that we've got the g@wd planning books, we do physical
assessment, we do the mental assessment, we detidny assessment, we do the...
Manager2: ... mobility assessment we have the mental healthhaee nutrition risk

assessment. What else do we have... harmony assista.” (Manager SW5)

During this process, the residential care manageonversation with the community care manager
seeks to identify the care needs of the older perand to make a determination. Conversely,

private applications involved a simpler process:

“If a client is privately funded, again | have teaide then you know what category of care
they come into. And again, it's a price isn’'t i®o you know | tell them what our rates are
and go and assess them and it just depends asmanlich care they require.” (Manager
NW4)

Hence a private application did not involve comntyigiare managers and the unified assessment
process, but merely the residential care managdingpaheir own assessment and quoting the

individual or their family a rate for the appropgaare package.
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Two residential care managers discussed their lingrless to admit older people with a certain

range of care needs:

“But you do get those that sit right in the middfeu know they’re not high dependency but
they're not basic residential. And because thegatin the middle and you're just getting
basic residential funding for them - when they'ntually needing more than Mrs X who’s
getting up in the morning, getting herself washed dressed, bringing herself down for
breakfast and even asking the cleaners for a dsstehe can pot around her room. And yet
this lady needs a little bit of help going to tlw® lor you know she can’'t walk so she has to
come down in a wheelchair but you're still gettihg same money. But because she doesn’t
need hoisting and everything doing for her by usg, @an’'t get the higher rate either.”
(Manager NW5)

As this interviewee points out, the difference ategories amounts to around £100 per week and
felt there needed to be a ‘middle band’. On theeothand, two residential facility managers
expressed an unwillingness to accept an applicéton an older person who was borderline ‘very

dependent elderly’ (VDE) or potentially in neednofrsing care:

“Manager: | don't really try to accept anybody who is bordesl between VDE and nursing,
because that means that in a couple of months tieémcondition isn’t really getting better.
Interviewer:So they would have to move?

Manager:So they would have to move.” (Manager NW4)

This particular manager linked a structural unwgiess on the part of community care managers
to label an older person as VDE because this wddire the community care manager to refer
the assessment to a panel, which had significgmerpsark implications. This was despite the fact
that “When they actually get them to panel and labkhe holistic person, they decide ‘Well
actually no.” So often there’s a very thin line woeén ‘very dependent elderly’ and nursing”
(Manager ID4).

Finally, a number of the residential care manageysained that they would not admit an older

person who required nursing care:

“... if | felt that somebody was needing constamtignitoring by a registered nurse, I'd say
that no they weren’t suitable for here. So thatildtart off.” (Manager NW4)
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But not only were those who were assessed by thidemtial care managers as requiring the
services of a registered nurse deemed unsuitali@l$o people who could reasonably be expected

to require constant nursing care in the near futreee equally likely to be rejected:

“Manager: By myself, so | have to go out and meet them drat with them and see what
their expectations are and whether | can fulfinther not. Also thinking ahead because you
go out and meet somebody you'll like “Yes, yes h ak that now but | don’t think I'll be
able to in six months time.” Which means they'oéng to have to move on again.
Interviewer:Do you mean if they get...yes if they get worse.

Manager:If they get worse. And you can usually tell froneir case notes and their history if
they're going to get worse or not. So the lagtghjou want to do is get somebody moving in
and you're like “Yes, yes everything's settled.” nd\then in three months you're saying
“Right now you're settled go and look for somewhelsee because we can'’t look after you
anymore.” Which is unfair.” (Manager NW5)

Overall, then, residential care would admit usdbkeeithough the statutory sector, or through
private referrals. But these facilities were unwvdl to admit certain categories of older people.
Those whose needs were more severe than basicnpkrsre, but less severe than those who
needed constant monitoring or constant nursing, caréhose who were anticipated to require a

move to a nursing home in the near future werdedimed unsuitable candidates for admission.

Extracare
Generally speaking, extracare sheltered housirgrexdfa combination of accommodation, support

workers and on- or off-site care co-ordination that

“... enables older people to stay more indepentienause there is access to care on site in
emergency situations along with well trained caedf $hat can deliver pre-agreed care plans
of care and support. It allows older people to cam@ contact with other people on a social
side where not necessarily, quite often necessahin they've been in the community that's
been a big void for a lot of people.” (Manager NW3)

In effect, extracare was a form of accommodatiowliich care was provided as part of the tenancy
agreement, and where the form of care provided either limited to ‘emergency situations’ or
extended to ‘pre-arranged care plans’ that wereviged from the local authority or agencies
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outside of the facility. Moreover, as the abovemtewee alludes to, the provision of housing with

care was seen as enabling older users to deveadopstitial networks.

Extracare facilities seemed to focus on providiagecas a scaffold for a more socially active older
population. This meant that, on the one hand, eatea managers were interested in the care
provision that provided the scaffold, and thisumtresulted in a sense of independence and social

engagement. Indeed, a willingness to engage watltdimmunity was a condition of entry:

“It's one of the eligibility criteria is that it icompulsory that you have the meal in the
restaurant. And we do try to encourage it, becagseén it increases their social activity and
also their health. You know nutrition side of And | have to say pretty much yes. If people
don’t tend to use it it's because they're going.olihey've got hospital appointments. We

don’t have any tenant here who doesn’t ever us@Manager NW2)

Given this assumed willingness to engage in thensonity, it is hardly surprising that many

residents are quite socially active (see also @ndyt

“But there are a lot of independent tenants wheetatull and active life outside the scheme
and you know they feed in as well as taking stuff and that gets - that's a very positive
sense that you pick up of people. You know it'sydidcause they've been able to come into
this environment that they have reconnected witkslioutside in the community, because you
know whether it's their health has improved or rtteginfidence has improved, you know

they're networking with friends and family backiine community.” (Manager NW3)

It is this link between the social engagement aar@ to facilitate interaction, that is the foundati
of extracare. It is central to ensuring that thalitees promotes a more socially active and engage
population of older people. Nevertheless, this gtisonot for everyone and one extracare manager

spoke of the people who are unwilling to engage:

“[...] It is open but it's hard to like evaluatelisuppose, it is hard to do that. But people as
well in the community out there, because it is roaommunity, not everybody wants to live
here, there are some people, very few people whi dant to live here. And some people
can be quite awkward and make it difficult for athmeople. But the majority; the vast
majority of people really like to be here and theymade friendships amongst themselves.”
(Manager SW2)
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For such people, extracare can be “a little bit, tperhaps claustrophobic”, such people “feel
watched and they feel I'm [facility manager] thetaior, you know and that's sad” (Manager SW2).
For this interviewee the very aspects of extraddéwa some people liked made others feel

‘claustrophobic’:

“They want to have a bungalow or a separate dwgelimd not to be... for people to see their
every move because that can happen here. You canduatain twitchers and things, you

know some people don't mind that, they see it ag sigpportive really” (Manager SW2)

What is also interesting is how this ethos gendrtasks for managers who found they had a role in

bolstering a sense of community and solidarity:

“But just sort of the motivation sometimes you néadhelp with. And they get very frustrated
because we have perhaps the most critical clientpgand for example we've got a shop here
today, a card company has come in, and they're quidern cards. Now rather than just look
and walk away they'll, you know, ‘These are rubpifley haven't got a verse in, what have
you got them here for?” And the tenants’ commitea# find that very difficult because
they've really tried to find a whole variety ofrtlgs that will suit everybody. So you know that
will have repercussions and they will struggle wittat and it does affect their mood.”

(Manager SW3)

In this case, the tenants’ committee found theirkwendermined by other extracare residents.
Subsequently, the manager had to rebuild the cammrstsense of confidence and purpose that was

required in carrying out their community work.

In order to allow this kind of social activity arehgagement to flourish, extracare facilities are
supposed to provide a suitable care sub-structdogever, the precise way in which care was
managed in these facilities was structured by #h&ionships between the social services and the
organisations involved in the management and operaif the facilities. Two of the managers
interviewed worked in facilities that were operagesdjoint ventures between a county council and a
housing association, where the care workers werplagmes of the county council, and were
managed by a care managers located on the exttaréhe care arrangements within one facility
were based on the local authority contracting e grovision to a voluntary sector registered care
provider. The fourth manager worked in a facilitatt was discussing the possibility of becoming a
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domiciliary care provider (under the Care Standatd$s 2000). This facility relied on social
services to carry out needs assessments and atrengare package (either from the local authority
or other contracted providers) for residents.

Ultimately, the interviews that were carried outlwmanagers in four different extracare facilities
illuminate the different ways of mixing housing Wwitare. While one ‘housed’ a care manager from
the local authority to manage the care, the othalied on either subcontracted care provision or
provision direct from social services. The onelfgcihat wished to provide on-site personal care t
residents required registration as a domiciliamggaovider. Subsequently, the request to apply for
registration as domiciliary care provider was desti by the Board of Directors. If the request had
been granted, in order to for the facility to remas an extracare facility (rather than a resiaénti
care facility) it would have to ensure that theatets/residents retained a choice over who provided
their personal care (i.e. they could obtain canenfin-house or external domiciliary care providers)
(CSIW 2003).

The variations in the delivery of care and suppbetiveen those facilities were clearly reflected in
the views of users. Nine extracare users pointadtivat the care delivered in their extracare
environment was limited by the lack of a registest@tus (i.e. they were neither residential care
homes nor domiciliary care providers). This haspneably been a topic of particular interest for
five of the participants who were residents in fhellity that was negotiating domiciliary care
registration. This had resulted in confusion ovéatware was provided and what services or care

the tenants were paying for:

“All of a sudden, it was extracare, | forget whhaey named # but they've now got up
‘retirement apartments’. But we’ve got a query aagron and | haven’t got a letter here, and
it says it's ‘care facilities’. But not the extbecause the extra everyone has to pay more for.
The staff have to be trained. And at present Wighfact that we’re not getting any interest on
our money that's - you pay every month and themedmey put by. And the situation as it is
we can't afford the extracare for everybody. Beeawhen you're filled up and its normal
times perhaps it’s different. But at present wad fee can’t afford to pay for people that need
extra care. They'll have to pay for themselves|wsuch time as we can really afford it.

Because staff have to go for training - that mearsay you know.”.(F, 81)

% This provider called the extracare provision na&fteltered housing.
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The resident above clearly believed that some asgezare provision had changed (which it had
not). There was clearly a problem with public relas and clarity over the proposetianges,
because the perception that something had changédregard to the level of personal care
available was echoed by another interviewee. Skeritbed feeling “conned” at having moved into
the scheme having “bought it as very sheltered ihguslt's now advertised as sheltered housing”
(F, 78).

In this (and the other extracare facilities), theses clear demarcation between personal care and
support services. The Care Standards Act (200@)nexjpersonal care to be delivered either within
a residential care home (registered to provide ¢het), or by a domiciliary care provider that can
be external to the extracare environment or withialthough in the latter instance the resident

must also be given the choice to obtain personal fram elsewhere). Thus,

“The Care Standards Act states, in s.121(9) that*stablishment is not a care home for the
purpose of this Act unless the care which it presidncludesassistance with bodily
functions where such assistance igequired”. It should be noted that the Act does not

require such assistance to be available all the,tonly when “required” (CSIW 2003).

Furthermore, a guide to the meaning of ‘bodily fimms’ has been derived from case law
(Cockburn v Chief Adjudication Officer (CSIW 2003))

“the House of Lords held that under the social sgclegislation the term refers to the

ordinary action of any organ or set of organs eflitbdy This will include assistance with

carrying out such actions as movement, eatingkihgy urinating and defecating, seeing
and hearing. As movement is a bodily function (teéevant organ being the limbs),

activities such as physical assistance with geitingnd out of a bath and dressing will also
be included in the definition.” (CSIW 2003)

Despite the continuity in (external) domiciliaryregprovision in the extracare facility referred to
above, residents described the lack of persomal @aailable within the facility. They described
succinctly the difference between personal careices and the support services (not concerned

with ‘bodily functions’) provided by the extracaseheme:

“Well you get care in that they will look after yduut they...they're not allowed to grab hold
of you and try and get you up themselves becauwserttay not be doing the right thing for a
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start. But | meant to say of the five we’ve gatlyotwo are trained sufficiently to be able to
get hold of somebody.” (M, 70)

“But | had to go and have lessons and get a dipltaméirst aid. They don’t have anything
like that, nothing. And if you have a fall they'fliot pick you up, theyll ring for the
ambulance. Even if | just fall there and you neethsone to pick you up, hold your hand,
they don't do it.” (F, 75)

It seems from the residents’ accounts that the tiwayegulations were applied about personal care
relating to ‘bodily function’ operated in differentays across extracare sites. Whilst in some
instances the residents complained about the gestramount of personal care that was available to
the users (i.e. personal care was available frofysitef domiciliary care providers), in other
instances there was evidence of flexibility. Thies,instance, ten people reported receiving a bath
as part of their extracare residential sefjitait two others did not receive such help (“In past
we've had people have got stuck in the bath artdhbaif they can't be got out they have to get th
ambulance people to come and get them out” (F, 84hpther participant explained, that residents
were able to cope with the lack of help to takeathlbecause they were “able just about to do that

[shower themselves]” (F, age unknown).

A majority of the extracare facilities in this sjud/ere reliant on personal care service provision
from local authority or other external domiciliacgre agencies. As far as we are aware, none of the
facilities was registered to provide domiciliaryresservices to their clients. However, prior to
moving to extracare facilities, residents are otisaured of 24-hour flexible care. Examples of the

literature promoting extracare in Wales state
“Support to maintain independence including 24 hezare should you need it”
“Once you have met the eligibility criteria andagiations policy for the scheme, the on-site

24 hour care team will arrange a package of cack sarpport, tailored to meet your

individual social and physical needs”

* This either suggests that support staff are flexdmd provide ‘assistance with bodily functiortst s contrary to
statutory regulations, or perhaps represents theipants’ confusion over the sources and diffeembetween
residential support services and personal care.

® Although these quotes are from brochures advegtisktracare facilities in Wales, they are not ssasly from
extracare homes in the study. However, referercepédcific extracare facilities have not been idellito retain the
anonymity of the organisations from which the prdéiomal material has been obtained.
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“A number of flexible on-site services to meet wais and changing needs”

“You will have the security of flexible personalrhe care according to your needs with an

emphasis on independence”

It seems that some older people are not adequatelyarned that the ‘arrangement’ of on-site care
does not mean that the care is provided from tbiitfa nor is it available around the clock. Some

promotional material does mention limits on theeganovision, for example:

“It must be stressed that extracare is not intertdeble a substitute for a residential care
setting. Whilst high levels of support and care banprovided, it may be possible that if
your care needs became so great that you needadu24residential or nursing care then
other alternative options would be discussed with gnd your family/ carers, such as care

in the care home rooms at the scheme”

“Home for life — a Scheme aims to provide a home for life withecand a range of

supporting facilities which are all easily accebsilHowever, a home for life may not
always be possible, for example if someone becamnesk to themselves or others, but it is
the aim.”

However, a majority of the publicity brochures &xtracare sheltered housing schemes in Wales do
not explicitly mention that older people will hatemove to a different type of care if their lewél
physical or cognitive impairment exceeds the levbist the facility is prepared to cater for.
Contrary to our findings, some of the advertisermesreate the illusion that the facility would
support an older person with both the breadth apdhdof assistance that they may require in the

future:

“Assistance, care and support will be on hand 24shawday for when you need it. When
you don't need it you will have the space, privacg dignity to live your own life fully

independentlyThe choice will always be yours (emphasis in original)

Extracare facilities spend a lot of effort in thenthrcation of housing support and personal care.
However, this does not appear to impact positivelythe well-being on residents. Namely, the
boundary between the kinds of tasks that an indalidould receive help with and the tasks they

wish to receive help with, very much depends séviardors. These are the provision of in-house
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personal care and abilities of the staff, the fidiy of housing support staff, rigidity of the &a

Standards legislation, and the willingness and a@paf the residents to manage themselves.

Assessment and admission processes

The question of assessment and admission to esardaailities raised a number of conflicting
interests. On the one hand, care managers wergyeshga the process of assessing potential
residents. However, the assessment of extracaragaemay conflict with the assessment made
by community care managers. That there may be #iictas of less interest than the implications

of this conflict.

Of the five extracare scheme managers interviewatl one received applications both from
community care providers and through private refsrrSome of the private referrals were routed
through a contact centre that assesses potergidergs in terms of the level of care and support
they require, and their willingness to “embrace ¢hi®os of the scheme” and to “take full use of the
services within the scheme” (M3). For other carenaggers, the admission process was structured
around the local authority care managers’ use efuhified assessment. There was no standard
assessment process across the facilities. Onéyamkried out its own care assessment before the
community care assessment was carried out, whitghan extracare manager carried out an
assessment after the unified assessment. In afétwitdy, the initial assessment was carried opyt b
the scheme manager working in tandem with the coniiyjmeare manager. The final and fourth
extracare manager described how a decision on agmisvzas made by a panel that comprised the
extracare, community care and housing associatipresentatives, but which drew on a community
care unified assessment. In general, the purposmrofing out the unified assessment is (i) to
ascertain whether the applicant qualifies as t@ltior ‘substantial need’, and (ii) to determite t
level of care required by the older person, whetbasextracare facilities’ own assessment may
involve making the decision on the (a) older peis@mare needs, (b) their willingness to engage
with the scheme, and (c) to establish what thergb@geson wants from the scheme. Thus, those
facilities that were more independent of the loaathority would apply their own criteria to
admissions. In contrast, those that were opera@gdirat ventures between community care and an
extracare landlord depended on the community cameager’s unified assessment. On top of this,

there was a certain pressure arising from waiistg:|

“We've got a list and we look at that list and Mlecate the places accordingly then, whoever
has the most need. We'll look at the care plares,stitial worker has gone out, done the
assessment, sent the assessment back to the padain there between what they're saying
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they need and a care manager, she’ll work out libgking at it, how many hours are needed

for everything. And that's reviewed on a regulai®shen.” (Manager SW2)

In effect, those extracare facilities that are pavhed and managed by social services, or are sub-
contracted to social services, admit users basddeosame pressures borne by social services - the

outcomes of the unified assessment, waiting l&std, outcomes of the ongoing case reviews.

Summary

Whilst the community care managers sought to kegple in their own homes using a mixture of

professional interventions, the extracare managgught to provide sufficient care for residents to
engage in the community. Residential care manaigerssed on providing 24 hour care for the

residents. The implication is that community camd eesidential care managers focus on providing
the older person with care, whereas the extracamagers provide a purpose to the provision of

care. This purpose is to enable older people tiicgzate in the community.

While community care was focused on re-enablingpfeeto live in their own homes after a crisis

or stay in hospital, extracare was focused on ptmg@ sense of community among older people,
while residential care merely looked after the rseefdolder people and allowed them to have time
or some quantum of independence. In a sense, ntisildeare providers could take up some of the

approaches found in extracare in order to helprgddeple find a purpose or activity for their time.

While extracare providers had clearly invested gynén promoting a communal spirit, residential

care providers had invested energy in managingrehdcing the trauma associated with eventual
decline. On the other hand, community care progidegre focused on enabling people to live in
their own homes, but did not provide a justificatifmr care provision to enable ageing in place,

other than this is what (they assumed) people want.

When compared with residential and community cexésacare clearly has a variable capacity for
meeting the needs of older people. Since thosktieilabelled ‘extracare’ could take the formaof
joint venture between Local Authority social sees@and a housing organisation acting as landlord,
then extracare could clearly provide all of thevemrs offered in the community. However, since
none of the ‘extracare’ facilities had registersddamiciliary care providers the availability oeth
care ‘24’ hours, as advertised in a majority of trganisations promotional material, is open to
debate. Whereas residential care managers were ceédr about the categories of needs (nursing)

that they were unwilling to admit such candour wasforthcoming from either community care or

54



extracare managers. However, extracare managees chearly unwilling to admit or continue to
cater for people suffering with cognitive detertaya. Hence, the menu of services provided to
older people in extracare facilities is structwyrakstricted from the outset. Consequently, older
people applying to such a facility need to be waftid clearly) informed about the nature of the
organisation, the type of care and support availéh-site or off-site) and what this entails, lbefo

making their decision.
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5
SOCIAL NETWORKS
Introduction
Extracare has the potential to reduce social islaand improve quality of life by increasing
opportunities for social interaction (Croucher bt2006). This may be particularly important for

older people if they experience shrinkage of teeaial network.

The majority of older people living alone are widen(Peeters et al. 2001, De Jong Gierveld et al.
2001) and it has been suggested that living alofiedbecome more pronounced in the future (De

Jong Gierveld et al. 2001). Rising divorce ratesalso likely to increase the numbers living alone.

Although children are often an important sourcehefp in later life (Wittenberg et al. 1998),
research has shown that relationships with friendg be more important for well-being in old age
than relationships with family members (Larson let1886, Crohan & Antonucci 1989, Dykstra
1990, Pinquart & Sorensen 2000). In the UK, fretehd to be of similar age in the early years of
retirement, but loss through disability and deatteterates with age and replacement friends are on
average 15 years younger (Jerrome & Wenger 199@nds are important for self-esteem in old
age and help combat against loneliness (Holméh &082, Jerrome & Wenger 1999), but the loss
of friends with advancing age is inevitable (Jereo& Wenger 1999, McCamish-Svensson et al.
1999Db).

Friendships and social interaction may become qadaily salient after the loss of a spouse. A
majority of studies examining widowhood in latefielfocus on the emotional and psychological
aspects of loss (e.g. Costello and Kendrick 200t&¥ et al. 2000, Hagedoorn et al. 2006). Older
widows considered social activity and effective waycombat psychological distress associated
with the loss of a spouse (Utz et al. 2002). Howewertain structural disadvantages (such as
economic disadvantage) can impact on an older psrability to participate fully (Gordon et al.

2000), and thus may impact on the capacity to aaperjuately with their loss. As noted above,
other research suggests that increased physicairmgnt of older people and their peers, coupled
with death and the attrition of members from soaietworks, leads to decreases in social
interaction (Hill et al 2007). Subsequently, whadder people lack the capacity or resource to form
new contacts their level of social resources deeré®cCamish-Svensson et al. 1999a). We may
therefore assume that the promise of increasedlsiteraction offered by extracare sheltered
housing may be patrticularly appealing to older widavho have experienced decline in their social

networks in the community.
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In a review of the literature, Croucher et al. @P0@ound that several studies reported the
development of new and larger social networks foithg the move to congregate living facilities in
the USA (Potts 1997, Sherwood et al. 1997, StdlR98, Erickson et al. 2000). However other
research suggests that the social environment lthi$eaential impact on the social resources of
discrete groups of older people. For example, istilia Kupke (2000) found that couples were
more likely to remain independent of social netvgorkthin congregate facilities and maintain their
own social independence. In the USA Perkinson amck&mann (1996) found that more intimate
relationships were maintained with people outsiflthe facilities rather than developed within the
facility. We do not know if these findings are appble in the UK, where the norms governing
social interaction and formation of friendships nhffer. Given that extracare sheltered housing
complexes are a relatively new development in tiettere is not a body of evidence that explores
these phenomena. The aim of this chapter is to exathe relationships between social resources,
marital status and living environment, to see waetsupported living environments do provide

increased social interaction for older people.

Results

Using the LSNS 18 sub-scales we found that thexesgnificant differences in the mean level of

family, friend and neighbour resources betweerthihee care environments (see Table 6). The level
of family (F(2/182)=7.13, p<.01) and friend (F(22)87.21, p<.001) resources were significantly

lower in residential care than in the other twoisanments. The levels of neighbours (defined as
local friends) was significantly higher in extragasheltered housing than in the other two
environments (F(2/182)= 15.5, p<.005). We can dsatentative conclusion from these data that
extracare increases local contacts, but does nvet i impact on the level quantity or frequency of
interaction with family and distant friends (becauke levels are the same as in the community).

However, further examination of the data is reqlib@support this supposition.

Figure 5 shows that the overall mean scores foiakoesources are highest in extracavie=43.4
SD14.2), slightly lower for those living in the commity (M=38.3SD 14.1) and lowest for those in
residential careM=32.6 SD 16.5). An ANOVA with social networks as the depemdeariable
reveals that the care environment has a signifiedfect on social networks (F(2.182)=7.94,
p<.001). Post hoc test showed that those livingesidential care have significantly poorer social
networks than those living in extracare (p<.0019wdver, we know from the literature that social

resources are also related to factors other thamrdasidential setting. Using parametric and non-
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parametric tests we looked for associations betvgeeral resources and age, gender, mental and

physical health and marital status.

Table 6. Mean scores for LSNS18 subscales: familyiends and neighbours as social
resources by care environment

Residential Extracare =~ Community All
Care
Social Resources Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Family** 13.4 (6.9) 16.9 (6.7) 16.7 (7.1) 15.5Xy
Friends*** 6.8 (7.2) 12.2.(8.6) 11.7 (7.4) 10.148
Neighbours* 11.5 (6.5) 14.4 (5.9) 10.0 (6.7) 1B6%)

*p<.05 **p<.005 **p<.001

We found that age, gender, mental and physicattheadre not significantly associated with social
resources, however, marital status was (F(3/178B;3<.05). Mean social resource scores show
that those that had never married and those thet digorced or separated had the lowest social
resources scores. Those that were married and thasevere widowed had higher, and very
similar levels of social resources. The high lesesocial resources for widowed care recipients is

counterintuitive and contrary to the evidence galhereported for community population samples.

Splitting the file by marital status and comparsugial resources between care environments using
ANOVA we saw that the differences in mean sociadotgce scores in the different care
environments were not significantly different fdrose people who have never married, nor for
those that were currently married or living witpartner (Table 7). However, there were significant
differences in mean social resource scores foretltbat were widowed and those that were
divorced. In both instances, those living in exaracfacilities had greater levels of social resesirc

than those living elsewhere.

The regression models (as specified in analysisoseon mediation) indicated that widowhood

was associated with living in extracare, and thalowhood was associated with social resources
(Figure 6). The final multiple regression model whothat extracare was a predictor of social
resources, and significantly changed the effectvisfowhood on social resources (Sobel test =
p<.05).
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Figure 5. Social resources in three living environents
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Table 7. Mean scores for LSNS18 for those who wenever married, married,
divorced/separated and widowed by care environment

Residential Care Extracare n Community  ANOVA test

Social Resources Mean (SD) Mean (SD) Mean (SD)

Score for:
Never Married 29.3 (26.0) 32.0(13.4) 33.6(12.6) F(2(26)=0.12, p>.05)
Married 37.5(13.7) 41.1 (17.0) 42.1(12.6) (F(3H®25, p>.05)
Divorced/separated 27.2 (14.8) 47.5 (9.9) 373)(7. (F(2/25)=4.35, p<.05)
Widowed 35.9 (13.4) 46.0 (13.6) 37.0(16.3 (F(2#%B37, p<.01)

*p<.05 **p<.005 **p<.001
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Figure 6. Mediation model for the effect of extracee sheltered housing on the social resources
of older widows

Extracare
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'=-3.728
SE(Y =2.316

Sobel test = =2.5 SE — 2.38 p<.05

Turning now to qualitative findings, thematic camtenalysis of the in-depth interviews of older
widows living in extracare environment$=@0) explored the themes in relation to the dynamic

social networks both prior to and after the movethe facilities. Although two participants
mentioned the death of their spouse during theerunews, they did not state that the move to
extracare was related to a desire for more soaatact after the bereavement. However, older
widows did frequently talk about the shrinkage triteon of their social networks before moving to
extracare and related this either to the deathiefnds (=5) or reduced mobility of themselves

(n=3), friends (=3) or family membersn&4). For example,

“l used to rely on my sisters a lot. I've got twsiars, three sisters, let me think, three sisters
I've got. But | used to rely on them more so thatua friends, because my friends have

died. At this age you lose friends don't you?”§E)

“We still have friends that | have left, we stilkite to each other. Unfortunately they can’t
drive any longer so they’re held up you know. Ridip see them once or twice a year.

Those are what | call friends.” (F, 83)
Although some widows talked about social networkitain, four others had previously been

family oriented and prior to moving had made feigrids in the community whilst others may have

described themselves as ‘loners’ before relocdtied). For example,
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“I never went out much, but of course | had twddren you see and there was nine years
between them, so when | got old enough to, wheffitsteone was old enough that we could

have gone out, my husband and I, well we couldo’bgcause you can’t go out and leave
your children.” (F, 98)

“Interviewer:Are you happy with the level of social interactitvat you have?
RespondentYes it's enough for me any rate, yes. Maybe someat, they like company
all the time, which | don't. I like a bit of compan like going down to lunch. It's an hour
and a half, hour, hour and a half down there wknehhave a chat at the table; that to me is
alright. But I'm not one for sitting around in gpsugossiping then shall | say, you know
what | mean, because they do.” (F, 83)

One of the most important themes that emerged fleendata was in relation to the emotional
aspect of the new social relationships formed itragare environments. Although the widowed
participants talked about an increase in socialtamin there was a distinction made between
friendships and ‘acquaintances’. The language byesome people to make this distinction was

quite explicit, for example:

“Well | suppose they'very social network hadgrown, they probably have grown. It's
a...the word to explain it. But it's through assdica | suppose with that, particularly with

the meetings and that, you know. You're in clogetact with most people like.” (M, 88)

Although the distinction between acquaintances faiethds was explicit in some interviews, in

others the language used was implicit. In this sdoguote, one can distinguish the difference in
meaning between friendships and friendly. ‘Friehdigems to imply a sense of cohesion but
limited access to personal space, whereas visdaagh other's home is a normative expectation

within intimate friendships.

“Oh we’re all friendly. | mean we’re all friendlyl, mean well we're all like a big happy
family really, but we don’t run in and out of eaather flats a lot.” (F, 98)

Even when one other participant refers to the exdil of a particular extracare facility as a
‘family’, the language used suggests that it isftequency of social contact within the environment
compared to infrequent contact with relatives, eattman the quality or depth of the relationships

that has made an impact on her life.
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“It's just like a little village, more like a famjl For instance when we go down to lunch,
it's “Hello” “Hello, how are you today?” that soof thing [from the carerk And if anyone
is in hospital we send cards and we are alwaysngdiow they are because really speaking

we sometimes see more of the people here than wédistant relatives.” (F, 88)

Although some people did refer to meaningful frigim@s that had been made within extracare,
these references were infrequent. This helps axplay we find that although extracare mediates
the effect of widowhood on social resources, it hasimpact on the levels of loneliness. As
indicated in Table 1 there were no significantefdéinces in the levels of loneliness of participants
in each of the three settings. The last two qualtasirate that on the whole, when friendshipseaver

referred to these were in reference to relatiorssthpt were maintained with others living outside
of the facility:

“Last Christmas | had about 120 Christmas cardscaDrse having said that that’s church
and Mothers Union and Women'’s Institute that | ugedo to as well... and I've got a lot of

old friends I've kept up over the years.” (F, 88)

“That special couple next door, living next dooroiwe another for 50 years, you know, so,
no they come out to see me and bring stuff ouhefgarden for me, that sort of thing you

know. They are close; close friends they were.'83),

Summary

The analysis of social networks indicated that aodre environments provide the conditions for
increased social interaction and this is partidylaffective for older widows. However, in the
earlier description of the sample characteristicgyas noted that there were no difference in the
levels of loneliness between the three living emwinents. The qualitative data serve to illustrate
the point that although social interactions argdased in extracare environments the interactions
do not necessarily lead to high quality and emaiiignsatisfying social relationships. Social
resources appear to be fairly superficial in natargl consist of encounters in the communal living

areas in the facilities rather than in the privadafines of the residents’ flats.
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QUALITY6OF LIFE
Introduction
Quality of life (QOL) is a multi-faceted conceptathreflects the impact of macro to micro level
influences on the well-being of an older persorusitany measurement of QOL needs to take into
account a whole range of issues or subject ar@asrhly impact on an older person’s life. Although
QOL is multidimensional, there is often a tendefmyresearchers to assume that QOL refers to
health related quality of life indicators (e.g. G et al. 2002, Haywood et al. 2005). This is not
the position that is adopted in this chapter. Qualf life is entirely subjective, and is personal
the individual concerned. Furthermore, the objecsituation (e.g. good quality housing) does not
necessarily directly correlate with quality of Ife.g. high satisfaction with housing) (see e.geiBt
& Schneider 1971, Campbell et al. 1976, Herzog &&e 1981, Palmore et al. 1984, Stoller &
Stoller 2003).

Despite the vision that extracare housing imprdkiesquality of life of residents, we have found no
empirical evidence comparing this aspect of oldeopte’s lives across different living
environments (for an attempt to measure QOL foeofgkople living in extracare sheltered housing

see the Evolve project Rhttp://www.pssru.ac.uk/pdf/p072.pdfConsequently, we do not know

whether extracare environments have a positiveathegor neutral impact on the quality of life of
residents. Regardless of the lack of empirical @vog, the rhetoric used to describe extracare
facilities frequently asserts that the facilitiegher do, or will have a positive impact on the lijya

of life of residents. For example, on-line advemments for Wales’ extracare facilities frequently
refer to ‘improvements in quality of life’ for ref@nts such as the following:

“The schemes emphasize *tommitment to enhancing the quality of life foaifrolder

people and preserving their independence.”

“*** aims to deliver a whole lifestyle for older p@le, with an emphasis on quality of life

and positive opportunity.”

Despite the assurance that QOL will be enhancedt tre very least be central to the mission of
the supported living environment, very little isdan about the quality of life of older people in
extracare compared with other settings. This @ragets out to address this gap in our knowledge

by examining five domains of satisfaction or qualif life. These are: (1) personal satisfaction

& ++x gre substited for the name of the extracarmiliy.
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(SWLS), (2) social satisfaction, (3) environmensaitisfaction (4) satisfaction with control of
finances and (5) satisfaction with access to peisservices. The goal was to establish whether
there are any significant differences in expredseels of satisfaction between care settings.

Results

A summary of mean scores for each of the five domaf satisfaction of quality of life are reported
in Table 8. The care setting care environment lasignificant direct impact upon personal, social,
environmental satisfaction, or satisfaction witltess to personal services. However, care setting
did have a significant impact on satisfaction wittancial control (F(2/179)=8.3, p<.001), 1. Those
in residential care M=4.20, SD=1.09) reported significantly lower financial sédistion than
extracare residentd/E4.74,SD=.52;p=.001) or community dwellerd=4.64,SD=.55; p<.01).

Table 8. Mean scores for satisfaction in domains gfersonal, social, environmental, financial
and access to personal services by care setting

Residential Extracare Community

Satisfaction n M (SD) n M (SD) n M (SD)
Personal 65 5.0(1.4) 58 51(1.1) 58 4.8(1.6)
Social 66 4.0(0.8) 58 4.2(0.8) 59 4.0(1.0)
Environmental 65 3.9(0.7) 58 4.0(0.7) 59 3.9(0.7)

Financial Control*** 64 4.2 (1.1) 58 4.7(0.5) 58 4.6(0.6)
Access to Personal 64 4.3 (0.9) 53 39(1.00 56 4.3(0.9

Services

**k < 001

Personal satisfaction

In the first regression model where personal saiigin was the outcome variable and social
resources the predictor variable, both blocks efrttodel were significant (Block £(3,160)=4.20,
p<.01; Block 2:F(6,160)=7.83p<.001). However, the variables in the model onlgoamted for
approximately 3% of variance. Nonetheless, as shawirable 9 (showing the second model with
both blocks of variables), the findings demonstidteat physical health (PCS) and social resources
(LSNS) were a significant predictor of personalisfattion. Care environment did not have an

impact on personal satisfaction.
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Table 9. Regression models for personal satisfacti@ontrolling for gender, age and physical
health for models including (i) social networks andtare environment and (ii) resilience and
care environment.

B 95% ClI Sig.
(Lower bound,

Variables upper bound)

Social networks:

Gender 0.11 (-0.48, 0.51)

Age -0.11 (-0.04, 0.01)

Physical health 0.03 (0.00, 0.06)

Social resources 0.02 (0.00, 0.03) *
Residential care -0.10 (-0.68, 0.49) *
Extracare 0.06 (-0.48, 0.59)
(Constant) 3.84 (2.70, 5.98) *

Resilience:

Gender 0.08 (-0.36, 0.52)

Age -0.01 (-0.04, 0.01)

Physical health 0.02 (-0.00, 0.04)
Resilience 0.04 (0.03, 0.05) *xk
Residential care 0.16 (-.037, 0.69)
Extracare 0.28 (-0.20, 0.75)
(Constant) 0.73 (-1.47, 2.93)

*p<.05 **p<.01 **p<.001

In the second model with personal satisfactiorhasoutcome variable, resilience was tested for its
predictive value. In this model, only block two hadsignificant impact on the fit of the model
(F(6,160)=8.14, p<.001), and accounted for 21% ofavere. Only resilience was a predictor of
personal satisfaction. Care environment did notehasignificant impact on personal satisfaction
which suggests that for this particular sample tie of satisfaction is predicted by individual

characteristics rather than an environmental ggttin

Social satisfaction

In the regressions models where social satisfastias the dependent variable and social resources
and care environment were included as independamable, only block two had a significant
impact on the fit of the model to the dat&a§,160)=9.07, p<.001) and accounted for 23% of
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variance. In contrast to the regression modelsp@sonal satisfaction, general health was not a
predictor of social satisfaction. However, sociatworks did predict social satisfaction (Table 10).
Care environment did not predict social satisfactio

Table 10. Regression models for social satisfacti@ontrolling for gender, age and physical
health for models including (i) social networks andtare environment and (ii) resilience and
care environment.

B 95% ClI Sig.
(Lower bound,

Variables upper bound)

Social networks:

Gender -0.05 (-0.32, 0.21)

Age -0.01 (-0.02, 0.01)

Physical health 0.01 (-0.00, 0.03)

Social resources 0.03 (0.02, 0.04) Fork
Residential care 0.07 (-0.25, 0.38)
Extracare 0.06 (-0.23, 0.35)
(Constant) 3.21 (2.06, 4.37)

Resilience:

Gender 0.10 (-0.18, 0.38)

Age -0.01 (-0.03, 0.00)

Physical health 0.01 (-0.01, 0.02)
Resilience 0.02 (0.01, 0.02) Fxk
Residential care 0.06 (-0.28, 0.40)
Extracare 0.28 (-0.02, 0.59)
(Constant) 2.58 (1.17, 3.98) ok

*p<.05 **p<.01 **p<.001

When the resilience measures were tested for ghredtictive value, block two had a significant
impact on the modelH(6,160)=4.76, p<.001), and accounted for 12% ofavae. However, only
one significant predictor emerged: resilience. Gareironment was not a significant predictor of

social satisfaction.

Environmental satisfaction
When environmental satisfaction was the dependantie and social resources the possible
predictors, both blocks entered in the first mdud a significant impact (Block E(3, 160)=4.20,
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p<.01; Block 2:F(6/160)=3.05, p<.01) and accounted for 6% and 7%aoifance respectively. In
block 1, age and health predicted environmentasfaation, and indicated that those who were
younger and in better health had higher levels rofirenmental satisfaction. In block two (in
addition to age and health), gender (being female(, greater levels of social resources predicted
higher environmental satisfaction. As describedCimapter 5 during their qualitative interviews
some older people noted the attrition of their aboetworks because of the (i) death of friends or
(i) poor mobility that impacted on the ability tesit. It seems therefore, that as the relatiorship
between older people and their distant friends mmecdess frequent, that the accessibility and
security of the local environment (all aspectsmfinmental satisfaction) become more important

in maintaining local social connections.

Table 11. Regression models for environmental satection controlling for gender, age and
physical health for models including (i) social netorks and care environment and (ii)
resilience and care environment.

B 95% ClI Sig.
(Lower bound,

Variables upper bound)

Social networks:

Gender -0.24 (-0.47, -0.01) *
Age -0.01 (-0.02, -0.00) *
Physical health 0.02 (0.01, 0.03) *
Social resources 0.01 (0.00, 0.01) *
Residential care -0.01 (-0.28, 0.26)
Extracare 0.04 (-0.21, 0.28)
(Constant) 4.30 (3.31, 5.30) Fork
Resilience:

Gender -0.21 (-0.42, -0.00) *
Age -0.01 (-0.02, -0.00) *
Physical health 0.01 (0.00, 0.03) *
Resilience 0.02 (0.01, 0.02) Fxk
Residential care 0.09 (-0.16, 0.35)
Extracare 0.13 (-0.10, 0.36)
(Constant) 3.03 (1.98, 4.07) Fork

*p<.05 **p<.01 **p<.001
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When the resilience measures were entered as [gogsddictor variables in regression models,
both blocks were significant (Block F(3,160)=4.20, p<.01; Block 2+(6,160)=7.83, p<.001),
where block 2 accounted for 20% of variance AltHoggnder was not significant in block 1, it
gained significance with the addition of resilierase care environments in block 2. Thus, in block
2, gender, age, health and resilience predictedre@maental satisfaction: greater levels of
resilience, being female, younger and in bettetthesserved to predict environmental satisfaction

(Table 11). However, care environment did not preeinvironmental satisfaction.

Financial satisfaction

With financial satisfaction as the dependent vaeiand social resources and care environment the
possible predictors, only block 2 had a significampact on the modeF(6/160)=3.73, p<.01) and
accounted for 9% of variance. Table 12 indicates slocial resources and being in residential care
(that is, not in extracare or in the community)diceed the degree of financial satisfaction. Greate
social resources are related to higher levels wénitial satisfaction, whereas residential care
participants reported significantly lower financgatisfaction than those living in the community or

extracare sheltered housing.

When the resilience measure and care environmerd a@ered as possible predictor variables,
block two was significant,F(6,160)=3.47, p<.01), accounting for 9% of varianceline with the
previous model (including social resources and easgronment), the care environment remained a
significant predictor of financial satisfaction @la 12). Furthermore, resilience predicted finaincia
satisfaction. In other words, we may assume thanftial satisfaction is predicted by social
(resources), environmental (i.e. care environmant) individual (resilience) characteristics: those
with fewer social resources, lower levels of resiie and those in residential care are more likely

to experience lower life satisfaction in this domai
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Table 12. Regression models for financial satisfaon controlling for gender, age and physical
health for models including (i) social networks andtare environment and (ii) resilience and
care environment.

B 95% ClI Sig.
(Lower bound,

Variables upper bound)

Social networks:

Gender 0.13 (-0.13, 0.40)

Age 0.00 (-0.01, 0.01)

Physical health 0.01 (-0.01, 0.03)

Social resources 0.01 (0.00, 0.02) *
Residential care -0.38 (-0.70, -0.07) *
Extracare 0.02 (-0.27, 0.30)
(Constant) 3.54 (2.40, 4.69) ok

Resilience:

Gender 0.19 (-0.07, 0.45)

Age 0.00 (-0.01, 0.01)

Physical health 0.01 (-0.01, 0.02)
Resilience 0.01 (0.00, 0.01) *
Residential care -0.37 (-0.69, -0.05) *
Extracare 0.11 (-0.18, 0.39)
(Constant) 3.15 (1.84, 4.47) Frk

*p<.05 **p<.01 **p<.001

Satisfaction with access to personal services

When satisfaction with access to personal serwaesthe dependent variable and social resources
and care environment the possible predictors irelgeession model, only the second block had a
significant impact F(6, 151)=2.35, p<.05) and accounted for 5% of vexéa Only living in an
extracare environment was a predictor of lowersgattion with access to services. This indicates

that the access to personal services providedttagxe residents is not optimal.
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Table 13. Regression models for satisfaction withcaess to personal services controlling for
gender, age and physical health for models includg(i) social networks and care environment
and (ii) resilience and care environment.

B 95% ClI Sig.
(Lower bound,

Variables upper bound)

Social networks:

Gender 0.14 (-.020, 0.48)

Age -0.00 (-0.02, 0.02)

Physical health -0.02 (-0.04, 0.00)

Social resources 0.01 (0.00, 0.02)
Residential care 0.24 (-0.16, 0.64)
Extracare -0.38 (-0.74, -0.01) *
(Constant) 4.62 (3.13, 6.11) ok

Resilience:

Gender 0.20 (-0.14, 0.54)

Age -0.00 (-0.02, 0.02)

Physical health -0.02 (-0.04, 0.00)
Resilience 0.00 (-0.01, 0.01)
Residential care 0.20 (-0.21, 0.60)
Extracare -0.30 (-0.67, 0.06)
(Constant) 4.88 (3.16, 6.59) Foxk

*p<.05 **p<.01 **p<.001

Nether of the blocks in the regression models &spnal characterisics with the resilience measure
and care environment made a significant differelcéne model, with the predictor variables only
accounting for 3% of variance. However, poor phgisieealth predicted greater satisfaction with

access to personal services.

These quantitative data were triangulated with t@ncontent analysis of the qualitative data from
in-depth interviews. Participants were asked éytlvere happy with the amount of care available
to them in their care environment. Alongside guatitie findings, this allows us to establish a

greater understanding of the dissatisfaction ek extracare facilities.

Twenty-one_community care usesaid they were happy with the amount of care alllto them

in their care environment, with only four peopleading that they were dissatisfied and one
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declining to answer the question about their |®fedatisfaction. Those voicing their dissatisfactio
were displeased with the services they receivedyplpose they could do more, but they don’'t have
the time you see. They don't clean the way youtvardo it. They don’t do the things the way
you want them. That’s me, you know. I'm not thadsy, but you like a nice place” (F, 78)) or are
displeased by having to wait for the carers tovar(fbecause they do so much running around to so
many different people and it takes them a long tismeome in to see me” (F, 81)) or waiting for the
council to install promised alterations (F, 82).

The participants that were residing_in _extracalifees were similarly asked whether they were

satisfied with the level of care that was availaioléghem in the care facility. Sixteen interviewees
said they were satisfied with the level of card thas available to them. These responses were not
of an enthusiastic sort, for example “I mean | taait my finger on anything which is missing” (M,

88) or, as demonstrated in the following quotatrather balanced but positive:

“Yes, yes | would say it's adequate because thesagladies are just hygienists or looking
after your cleanliness and your everyday wantsthimgjs like that. So on the whole | think
it's adequate really. | know that | have forgotteriake my insulin a couple of times at night
so now it's on the form “Please remind Mrs [X] to ker insulin.” Because | said “In the
morning everything is rotation.” So therefore lldw that. You know this morning I've
taken my tablets and I've taken... Because I'vetgese blister packs with my tablets in and

| take them all day at different times. So alltthanapped out for me.” (F, 78)

In effect, these interviewees accept the limitagion the extracare facility. Even if the available
care insufficient (“[care] isn’t enough for me inymircumstances but | suppose it’s... those are the
rules” (F, age unknown) they are content to comypth these rules (see Chapter 4 for a description
of the legislation prescribing personal care/suppare). Indeed, one person observed how those
who required more care were “in touch with the abservices. Now I think they [social services]
send people out to help them but they pay for litmean the individual pays for it” (F, 88).
Therefore, the rules that applied in the extradacdity were formulated around an identification
and negotiation of care needs between the individod social services. None of the in-depth
interviews mentioned domiciliary care provisionrfréhe extracare facility itself.

Three interviewees felt they did not need cardattime of the interview, and so the question did

not apply to them. Two interviewees talked abow limited amount of health care that was
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available which suggests that they had not beeficiwuitly informed about the type of care that
was available within the facility:

“I think the majority of people thought there woldd more actual medical care than there is.
See so there’s a play on words really. | don’t wnoeally, you have sheltered
accommodation, you have very sheltered accommoadatell what does that mean? You
know it's a play on words isn’t it?” (M, 70)

This view was echoed by another interviewee whaoeshthe view that the level of care available
was acceptable only because she did not require oaoe at present “But | don’t know if I'd be so
satisfied if | was ill and had to pay out all tmeney” (F, 78). Whereas those who were satisfied
with the available care were either receiving aroan of care that was adequate to their needs, or
were content to accept their role in procuring &indncing their own care, some participants were
unhappy with the future burdens that would be plage them to secure their own care and had
assumed (or been lead to believe) that this woelduailable within the extracare facility.

Summary

The analysis revealed that, on the whole, the ofmare environment is not predictive of quality of
life (with two exceptions). Care environment preedt financial satisfaction and satisfaction with
personal care services. Older people in residecdia@ homes were least satisfied with control over
financial matters, and extracare residents werg eatisfied with access to personal care services.
In the latter instance, it is clear that some edra residents had not been informed adequately
about the distinction between support servicessqrerl care services and health services and the

limitations of the facilities in providing in-houservices.
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7
COST-EFFECTIVENESS
As noted in the methods section financial documerse received from four of the participating
organisations (3 extracare and 1 residential), leragponses with some relevant information from
two organisations (1 extracare and 1 residengatyacts from interview transcripts from two other
organisations (1 extracare and 1 residential) &edrésults from a customer satisfaction survey,

with no financial information, provided by the homere services.

The email responses provided some useful detallsasufrom complete information regarding

costs of service provision and, given that theyenseom a single organisation in each sector, it is
not appropriate to present any of the responseaw any conclusions from these sources. The
extracts from the interview transcripts were otnest but lacking in precision and detail — and as
there was only one from extracare and one fromrélelential sector, it was not possible to use

these either.

Of the financial documents provided, one was themete financial statements and accounts from
the housing association, which made it impossibleeparate specific service components relating
to extracare and other services provided. The samlelem applied to the documents supplied
relating to residential care and therefore it waispossible to extract relevant data to ascertastsc

of provision.

Of the two extracare settings that provided relév@ormation, there was a conflict in one between
the accounts presented and the accompanying erf@iiation in relation to cost per person/week.
This left one set of accounts for analysis. Fromitifformation it was possible to estimate cost per
resident week, which was slightly less than thétreged by the English evaluation (Baumker et al,
2008). However, given that this was the only daarse deemed to be of use, it was felt that this
was not necessarily representative of the sectarvaisole, or that we should report such findings.
Therefore, it has not been possible to ascertanctsts for extracare within the study, nor make
any reasonable comparison with costs from othex sattings.
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8
DISCUSSION

A number of different housing and care models thavide access to health and social care
services exist in the UK. Models that involve thelocation of older people to supported
environments, include, residential care, sheltdredsing and extracare sheltered housing. These
three types of facilities have been developed diwee in response to calls for reforms in the
provision of care environments. However, the notioat older people have to relocate to receive
social or health care in an institutional settirgs Hraditionally been viewed as a less positive

outcome than receiving care within the older pessown home.

Currently, only 3.2% of the population aged 75-84 45.6% of the population aged 85+ years in
Wales live in residential care (Banks et al. 200®) effects of relocation into residential cargeeha
been the subject of study since at least 1945 anabandance of the literature about residential
care has focused on the negative aspects of instilisation (e.g. Goffman 1961, Townsend
1962). Peter Townsend’s study of residential cantifled The Last Refugas published in 1962
and the key research question was ‘Are long-stayitinions for old people necessary in our

society, and if so, what form should they take?sTduestion has enduring importance today.

Studies have revealed how loss of control overethh@ronment, decreases in decision making and
loss of privacy can lead to a fall in self esteehmwnsend coined the phrase ‘structured
dependency’ to put forward the thesis that the déeecy of older people in the twentieth century
was socially manufactured (Townsend 1981). He edl#lhis dependency to social structures such
as the imposition, and acceptance, of earlieremtnt; the legitimization of low income through
pensions; the denial of rights to self-determinatim institutions; and the construction of
community services for recipients assumed to bdgmenantly passive. He said of residential care
“The majority of residents in Homes are placed icategory of enforced dependence. The routine
of residential Homes, made necessary by small sstaffd economical administration, and
committed to an ideology of ‘care and attentiorthext than the encouragement of self-help and
self-management, seems to deprive many residenke afpportunity if not the incentive to occupy
themselves and even of the means of communicatiiminsend 1981, p. 20).

Fifty-four years after Townsend’s study, in 2008tady in North Wales asked older people living
in the community which aspects of a supported gvamvironment would be important to them.

Eighty-six percent of respondents reported thatgey and physical space were very important and
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87 % rated control of life as very important. Howevfewer than one-tenth (9%) of the sample
thought that residential care would meet their n@moients for privacy or control over life (Burholt
& Windle 2007). This present study also shows taticipants in residential care had the lowest
levels of interpersonal control, and lowest lewasatisfaction with control over financial matters
suggesting that there are elements of residerdia that do not meet residents’ expectations for

control.

Furthermore, this study has demonstrated thatessal care caters for the most cognitively frail
older people in society (i.e. of those that do negjuire nursing care). Thus we could conclude that
two generations on from Townsend’s study, the ragttiaters predominantly for those people that
are excluded from other public spaces. We havednibiat a few older people who are mildly to
moderately cognitively impaired (i.e. not necedgan need of nursing care, but possibly in need of
other forms of support) are cared for in the comityuor in extracare. However, it appears, that on
the whole, they are systematically excluded froeséhliving environments through assessment and
admissions processes that deem these settinga@wapriate for those ‘who may pose a risk to

themselves or others’.

Sheltered housing was developed in a backlash stgéie lack of dignity and privacy associated
with residential care. This followed the publicatiof Peter Townsend’s bookhe Last Refuge,
which was outspoken in its criticism of residenttalre homes for older people. Townsend saw
sheltered housing as a positive alternative todeggial care, an environment that older people
would choose to move to (rather than being movedetby others) where they could lead dignified
lives whilst obtaining the support they requiredl.the 1970s the sheltered housing policy agenda
was given another boost. It became apparent theddition to residential care being undesirable, it
was also very expensive and was being used by @edp did not need the care provided within it
(Thompson & West 1984). Therefore, the governnemouraged local authorities and housing

associations to develop sheltered housing.

Essentially sheltered housing is grouped accomnumdairoviding residents not only with their
own homes (with their own front doors) but alsohasbme communal facilities, such as a laundry,
or a common room. Groups of accommodation may kel shass than twenty units, or large with
over 100 units. The houses or apartments are yse@llipped with an alarm system that may be
linked to a warden who can respond to emergencidscall out appropriate services if required.
Currently only 5% of people aged 65 and over in th€ live in sheltered housing (Burholt &

Windle 2007). Since the development of sheltereashing facilities, important issues have arisen
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that impact on the desirability of these types opmorted living environments: these include

location, size and stigma (Burholt & Windle 2007).

In 2002 when we examined the importance of physiaat in a supported living environment, we
found thateighty-two percent of participants rated this damas high in importance. Overall, over

half of the total sample (51%) thought that shellenousing would meet their needs for physical
care. People who preferred this housing optiontkelt having a warden ‘on call’ or knowing that

someone was nearby was very important. They fattithsheltered housing they would be able to
access services but retain their independence @BughWindle 2007). This suggests that many
older people do not understand the limitationshd type of facility: namely, that sheltered hogsin

is unable to house and care for very frail oldesgbe. The inability to discern between different
living environments is not surprising given thagr has been a consistent failure within policy to
define the objectives of residential care or shettdhousing (Burholt & Windle 2007). Despite the
lack of clarity about provision of care in the diig residential environments, the next innovation

in supported living, extracare, focused on this.

As noted in the introduction to the report, extracaheltered housing (also referred to as very
sheltered housing) broadly differs from models bélgered housing in three main ways: the
provision of a meal or meals; the provision of &ddial health and social support services; and a
barrier-free environment. When compared with redidé care, extracare sheltered housing is
supposed to offer a larger living space, extraalgple income for tenants, a vibrant community
and flexible packages of care. The interest in the of housing in Wales is reflected by the
ongoing commitments made by the Welsh Assembly Gwornent through a pledge of £41 million
for the provision of extra care housing. The Guited for Developing Extracare Housing in Wales
state “The design of an extra care scheme shokidiméo consideration the likely impairments that
residents will experience with increasing age aralty” and list visual impairment, hearing
impairment, mobility impairment and cognitive impaent as factors that should be taken into
consideration (WAG 2006a, p. 11).

Having examined the provision of long-term care angdported living environments in the UK, in
1999 the Royal Commission on Long Term Care (RCLTG)ed “on this analysis, the current
system is failing” (RCLTC 1999, s.4.46). Over orexade later, unfortunately, the same could be
said regarding the provision of care to ‘fit andilfrolder people in extracare sheltered housing in
Wales. As extracare facilities are new to Walespuld be argued that the populations who have

elected (recently) to move to these environmengs likely to be younger and healthier than
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populations ageing in place. However, our analgsiassessment and admissions process suggest
that whilst there are elements within these propesithat allow care managers to accommodate
physically frail older people in the community, yhalso heighten care managers’ perception of
‘risk’ with regard to cognitively frail elders, utbhately rendering those with cognitive impairment
reliant on residential care. Although extracaremisant to provide flexible, 24-hour care, the
evidence suggests that it is only able to sup@tost fit older people (i.e. cognitively fittdrain
those living in residential care, and physicallyefi than those receiving care in the community).
Furthermore, it could be argued that the advertes@mfor extracare employ subtle trickery in the
use of language that does not distinguish explicidtween ‘support’ and ‘care’ (not adequately
defining either). Landlords are using ‘smoke androng’ to convince potential tenants/owners of
the benefits of such environments. These benefsat apparent to many of the inhabitants once
they are in residence, as shown by their lack t&fsation regarding access to personal care

services.

On a more positive note, our research did showekttbicare facilities can reduce social isolation
of widows by increasing the opportunity for sodrgeraction. However, the facilities do not have
an impact on loneliness. In essence, friendship&ldp over time, and as noted in the USA
(Perkinson & Rockermann 1996) those who talk alfnends refer to those people with whom
relationships have been developed outside of thiitias. As the demographic data showed in
Chapter 2, levels of loneliness are similar acraghree living environments, suggesting that
although social resources are increased in exgdaatilities, this has little impact on this emaoib

aspect of friendships in older people lives.

There are of course some implications that coulddtzavn from the evidence on the (lack of)
development of meaningful friendships in extracsieltered housing. We have shown that many
facilities concentrate on the provision of sociai\aties for residents. Although the developmeht o
a socially connected community within the facilibay be an important for care home managers as
they try to deliver a range of activities that paim participation, for those residents who have
long-term friends in the community, the provisiohti@nsport or other types support to facilitate

Vvisits or communication may be more important.

In 1990, theNHS and Community Care A@990) became the most significant piece of letjata

concerning the personal care and welfare of oldepfe (Phillips et al. 2006). In 1993, the reforms
outlined in the Act sought to change the mechanisfrianding residential care so that there were
not ‘perverse incentives’ to institutionalise olgeople (DoH 1989). Community care budgets were
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transferred to local authorities who were then oesfble for funding care management either in
institutional residential care home settings othie older person’s home in the community (Peace
2003). The purpose of community care was to “enpbtiple affected by ageingdisability to live

as independently as possible” (DoH 1990). The wbdteer ‘Caring for People’ had previously set
the objective to “encourage tkergeting of home based services on those peopbtsevheedor
them is greatest” (DoH 1989). Thus, crucial to telivery of home base care was ‘care
management’ and in this respect, care managerslalem ‘package of care’ or care home
placements which based around principles of boidibdity (functional) and financial criteria
(Challis & Henwood 1994).

Our results showed that the participants who werad in the community were more physically
frail than older people in the other two supportedng environments. This suggests that
community care teams are achieving their self-@efiabjectives of ‘maintaining the independence
of some older people in their own homes’ (see p.tA®ugh the delivery packages of care to case
loads of physically frail older people. Overalliete were more married participants living in the
community than in the other environments suggeshagmany of the community dwellers utilised
a combination of both formal and informal care. leer, our findings show that there are very few
cognitively frail older people supported in the coonity. We should add a proviso here and
provide information on our sample limitations. Asted in Chapter 2, the community sample was
obtained through community care managers and ta@ams)ot a random probability sample drawn
from the population of older care recipients in @g&llt may be that the community social workers
acted as gatekeepers and restricted potential sacieghe study for those with cognitive
impairment. Perhaps managers or care-workers assuim&t older people with cognitive
impairment would not wish to participate in thedstuand failed to pass on details of the study to
these potential participants. It is also possihbt blder people with cognitive impairment decided
not to participate in the study after being prodidéth participant information forms (however, as

this did not apply to those living in residentiake this seems a less plausible explanation).

Assuming that our results concerning the differendevels of cognitive frailty are robust (and the
sample is unbiased), we could speculate that contyncare managers and extracare managers are
excluding older people with cognitive impairmenbrfr the option to be cared for in the
community/extracare. Essentially this practice edek older people with mild to moderate
cognitive impairment from public spaces (i.e. ie #tommunity or extracare) and this has serious
implications for the future provision of long tercare for older people in Wales. Furthermore, it

suggests that little has changed since researatiucted in Wales in 1993 which concluded that
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care management was underdeveloped and that tlasrbtihe evidence of skill sharing and support

in the management of older people with dementi@ate (Burholt et al. 1997).

The population of the UK is ageing. Over the Igsty2ars the percentage of the population aged 65
and over increased from 15% in 1983 to 16 per te@008, an increase of 1.5 million people in
this age group. This trend is projected to contiané by 2033, 23 per cent of the population will be
aged 65 and over (ONS 2009). The prevalence of digais around 5% in the population age 65
years of more. However, it is present in approxetyaB0% of the population aged over 90 years
(Hofman et al. 1991). The fastest population insedaas been in the number of people aged 85 and
over. Since 1983 when there were just over 600@ple aged 85+ in the UK, the numbers have
more than doubled reaching 1.3 million in 2008.2833 the number of people aged 85 and over is
projected to more than double again to reach 3I8Homi and to account for 5% of the total
population (ONS 2009). This demographic transitzom the impact on the age structure of the
population, with an exponential increase in numhgrgpeople with dementia living in Wales,
requires a national paradigm shift away from thediced or custodial models of care that are

currently adopted for those with cognitive impainmhe

The importance of this issue — the need to retliaow and where older people with cognitive
impairment are cared for - cannot be stressed éndbdge can draw a parallel between the sort of
realignment of social responsibility that is regdirand the radical shift in the accommodation and
care provision that has occurred for people witeliectual disabilities over the last 30 years. As
Felce (2005) has noted the reform meant that “adwith intellectual disabilities living
independently of their families, [moved] from predoantly large, remote institutions to
community-based housing” (p. 10). Although thisradpain provision of services was prompted by
poor standards of care in existing institutionavses, we could similarly argue that older people
with cognitive impairment should not be removedniréhe public sphere into institutions but
should be accommodated in society based on th&cipte of inclusion, and an emphasis on

community integration” (Felce 2005, p. 10)

Evidence suggests that with appropriate suppodergbeople with mild to cognitive impairment
can live a fulfilling life within the community (&hin this instance one can extrapolate that this
would also apply to extracare environments) (O’lakk Croucher 2005). However, the shift away
from institutionalisation of people with mild to merate cognitive impairment will have resources
implications. The sort of interventions that mayrbgquired to support community/extracare living
may include way finding techniques adopted on tweall level (in individuals home) as well as
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more widely in urban and rural planning (Passinalet1998, Passini 1999, 2000, Mitchell et al.
2004), staff or carer training (Brodaty et al. 20G#lin et al. 2003), cognitive stimulation theyap
(Spector et al. 2003, Orrell et al. 2005, Knap@le006), occupational therapy (Graff & Melick
2000, Melick & Graff 2000, Graff et al. 2003, 200@806b, Steultjens et al. 2004), and/or assistive
technology (Monahan & Wall 2007, Orpwood et al. Z0Rowe et al. 2008, Veldkamp et al. 2008).

Although we can predict that changing the structamd function of care services to extend the
options for cognitively frail older people beyoresidential care provision, we have not been able
examine the cost-effectiveness of current extraeakgronmentsThe lack of evidence about the

potential, the costs and benefits and, consequehtycost-effectiveness of extracare housing was
also highlighted in one of the reports emanatimgnfrthe evaluation of extracare in England

(Baumker et al. 2008). Their research arrived &grdiative conclusion that costs associated with
living in extracare housing were higher than wheopgde received services in their previous homes.
An average cost per person per week of £380 arefmebthe transition to extracare housing,

compared with £470 after moving to extracare faegi with an average cost per resident of £360
to the public sector. Informal care costs fell, wéstimated costs to the carer of £80 per week
before the person they cared for moved to extracangpared with £25 per week after the move.
The researchers estimated that, from a societabpetive, the total costs per resident per week
would be £430 before the move and £490 after theemblowever, these additional costs were
associated with improved social care outcomes amgtavements in quality of life, neither of

which seem to be outcomes that are replicated ile®Va

The findings from the English evaluation suggestiedt the additional costs associated with
extracare were offset by the important benefitsésidents and their informal carers. In orderaor
cost-effectiveness study to be conducted, the @sisoutcomes for people moving into extracare
would need to be compared with those for peopleiverg alternative services, which is what was
intended in this study. Ideally, information woulded to be collected at the point of assessment,
when the decision is made about the most apprepsatvice for the individual. This was not
possible within the confines of this study butaeguired before a definitive judgement can be made

regarding the relative cost-effectiveness of exrac

This study (as with all social and health reseasatlowed participants the choice to participate or
decline to take part in the research. We initilfigught that managers were unwilling to divulge
financial information about the services and, giteeir right to decline to participate, we did not
press the matter after three requests for infoomatiowever, having highlighted the demarcation
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between personal care provision, housing suppavigion and health care services — each of
which could be sourced from different agenciesis fterhaps not surprising that managers (usually
responsible for a single aspect of care or housugport) were unable to provide the information

required for cost-benefit analysis.

This pilot study has relied on a comparison of daaveen three care environments. We have
assumed that this is a valid comparison becauskeawe used minimum age (60 years) and receipt
of a care package as the common inclusion criteriall participants. This method has provided us
with some extremely useful information about theeleof frailty of participants in each care
environment, their quality of life and social resms. Furthermore, we have been able to explore
the delivery of complex care packages in each enment through interviews with older people
and managers. However, we need to bear in mindhbatesidents in extracare and residential care
settings may have had somewhat different lifestgtesharacteristics than those people who remain
supported in the community, and it may be theseacheristics that played a part in their move to a
supported living environment. In order to truly miiéy the impact of extracare housing on older
people’s lives a research study adopting a befodeadter design is required. This could measure
the impact of extracare housing (or residentiaéxar the lives of older people. We intend to use
the findings presented in this report to form thasib of a further application for funding (perhaps

ESRC) to explore this in a more extensive study.
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9
CONCLUSIONS

In this chapter we revisit the research questiomseg at the outset of this study and provide a
round-up of the results. Furthermore we make soaeemmendations for the Welsh Assembly

Government based on these findings.

* Does extracare accommodate the changing needs tbf flioand frail older people,

particularly those with cognitive impairments?

Our findings suggest that extracare does not acamate the changing needs of both fit and frail
older people. Furthermore, it is clear that oldeogde with cognitive impairment are frequently
excluded from these environments. There seems t@ lmisconception that all people with
cognitive impairment require ‘nursing’ care or tieahterventions. This is not the case, and older
people with early stages of mild to moderate cagmiimpairment (which need not result in decline
for many years) can be support in the communityinoextracare facilities. We argue that it is
morally and ethically unacceptable to exclude ngilcthgnitively impaired people from community
living on the basis that they constitute a riskotbers or themselves, especially when this risk
comprises ‘annoying neighbours’ and/or ‘wanderirggther of which can be managed with

additional resources and a compassionate socias.eth

Recommendations:

1. A change in social ethos is required through puetlocation — communities will need to
accept the notion that there will be more olderpgbeavith mild to moderate cognitive
impairment living in the community. Communities de® prepare ways of meeting the
challenge to provide for the welfare and safetglbbf its members.

2. Deinstitutionalization of older people with mild tmoderate cognitive impairment has
resource implications (see discussion chapter).ddfvde on the effectiveness of
interventions should be used to prioritise whiclarges can be used to make the most
positive impact on the lives of older people aneirtlcarers. A long term view needs to be
taken by the Welsh Assembly Government to balameeénitial costs and outlay, against the
future costs of residential care and the impacthenquality of life and well-being of the

older population in Wales.
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» Can complex integrated health and social care leeded in extracare? What are the views

of managers and social workers?

Our findings suggest that complex health and squaakages are not being delivered in extracare.
On the whole, the care that was provided was lavadith-low depth, that is few services provided
(one or two) on a limited basis (not frequently)eValso found that those living in extracare
environments were least satisfied with the acoegsetsonal care services. Limited access to (off-
site) personal care, and demarcation in the typesigport provided by housing support services,
personal services and health services have an tropabe expressed satisfaction with care. On the
whole, older people seem to be less concerned aldauprovides the care, than the notion that it is
there when they need it. The interpretation ofdtierences between housing support services and
personal service results in situations where gbé@ple are not provided help at the point of need,
for example to access public areas of the commiiuiad) facility (e.g. help is not provided to push
a wheelchair to the dining room), or assistancer atfall, unless this is offered by fellow resitten
This situation is exacerbated by the languageithased to describe extracare facilities that could
be considered disingenuous and in a majority okdthements it cleverly disguises any limitation
in care provision from within the facilities. Undénese conditions it seems very unlikely that

extracare will be able to provide adequately fahldd and frail older people.

Recommendations:

3. Extracare should be defined clearly by the Welskefitbly Government — there should be a
gold standard so that it is clear to older peoplatwthey can demand/expect from these
facilities either in the public or private sectéurthermore, currently managers have the
right to decline residents based on anticipatedagimed) future care needs and social
grounds (whether or not they think a potential dest will be socially active in the
community). A clear Welsh Assembly Government da&éin should indicate whether this
is acceptable practice for (publicly funded) sup@adrenvironments that are purported to
provide for a mixed clientele.

4. During the process of making a decision to move,e&planation should be given to
potential clients regarding what is available dae-sand around the clock (clearly
distinguishing between housing support servicessqmal care provision, and heath care),
who organises personal care and health care andtthswdiffers (or not) from what they
could expect to receive living in the community.rtRermore, the upper limits on care
provision (i.e. when a resident would be requirechtove out of the facility) should be

clearly specified.
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5. The Welsh Assembly Government should consider ngakhlmanges in the Care Standards
Act 2000 to allow a more flexible approach to thhevsion of complex care in extracare
facilities. For example, there should be 24 howwvion for basic first aid, and other forms
of emergency support that may be required by ressddhe demarcation between housing
support function and physical personal care malkts $ense to those on the receiving end
of services especially when they require immediap (e.g. after a fall, or temporary
assistance perhaps with accessing the dining room).

6. The unified assessment process needs to be rese@mand challenged especially with
regard to the over-simplified outcome that oldeogde with cognitive impairment ‘pose a
risk to themselves or others’ and thus cannot lwdependently in the community.
Examples of good practice should be provided tooerage care managers’ use of
innovative care packages to help people remainpenident in the community or in

extracare schemes (if they should wish to do so).

* What is the quality of life and experience of fitdafrail older people in extracare schemes

compared to residential and home care?

We examined three distinct areas to understandxperiences of older people in each of the living
environments: quality of life, resilience and sbdigeraction. Our analysis indicated that the
quality of life for extracare residents is no betten the quality of life for older people livimg the
community or in residential care. In fact, when amasiders one particular domain (access to
personal care services) we found that qualityfef dif residents in extracare was worse than those

living elsewhere.

We found (as in previous studies), that older pediping in residential care had lower levels of
interpersonal control, and lower satisfaction witntrol over financial matters. However, rather
than ‘overcare’ being an issue that leads to detete outcomes (see e.g. Ransen 1978), it seems
that the lack of control may be down to the insudint staff resources in residential facilities.
Where people could retain some aspects of indepeedand dignity (for example being helped to
get to the toilet), understaffing led residentsféel unsupported and unable to control certain

elements of their lives.

We found that social interaction was higher forsendiving in extracare facility. Although the
analysis presented here demonstrates that extrimalides can reduce social isolation of widows

by increasing the opportunity for social interaotidhe facilities do not have an impact on
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loneliness. In essence, friendships develop owes,tand those who talked about friends referred to

those people with whom relationships have beenldped outside of the facilities.

Recommendations:

7. Although the development of a socially connecteshmanity within the facility may be an
important facet for extracare home managers asttlgdo deliver the a range of facilities
that promote participation, for those residents Wwhwe long-term friends in the community
support to facilitate visits or other forms of commcation between them may be more
important. However, there are some examples of gwadtice that could be adapted from
the extracare model to be used in residential wapgovide meaningful social activities for
residents in these facilities.

8. Increases in the volume of trained staff (and thbussumably funding for staffing) in
residential care may have a positive impact onstrese of control that older people have
over their lives.

» |s extracare cost effective compared to resideatia home care matching residents of similar
frailty?

Unfortunately we were unable to answer this quastibis suggested that for a cost-effectiveness
study to be conducted, the information would havbd acquired from a range of sources for each
facility, which would vary according to the suppodre arrangements that were arranged locally.
This was beyond the scope of the present reseacaube the research resources that we had
funded were sufficient for one interview with onemager only in each facility. This may have
been increased up to four-fold were we to pursuernwiews and data collection from all
care/housing/support providers.

In our concluding statement we would like to offame food for thought. If we were asked to
summarise our findings for the benefit of an olgerson considering a move to extracare, they
would read something like this:

“Extracare will provide you with a low-level of aaif you need it. You will usually obtain
this in the same way that you would in the commu(tihough a unified assessment and a
care package delivered by the local authority greyed provider). Don’t expect personal
care to be available on-site 24 hours a day. Dexftect the care package to be flexible

enough to support you if you get early signs of detia or other memory problems. In
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these instances you are likely to be either deemdy to extracare, or if you are already

resident in a facility, you may be asked to move on

The bottom line is that extracare facilities willogide you with a ‘social club,” so if you
like your privacy or solitude they may not be shiéafor you. The facilities promote social
participation and help you meet other residentsl (@ften offer outings), but this will not
necessarily lead to the formation of new friendstop reduce loneliness. Extracare housing
will provide you with more control over your lifédan you may get if you are in a residential
care setting, but it is unlikely to improve youratdjty of life. In fact it may have a negative

impact on your satisfaction with access to services

This description bears little resemblance to thicpaohetoric of the Welsh Assembly Government
or the descriptions of extracare provision distidouby the providers of extracare. The vision for
housing in Wales addressiée varying and changing needs of older people ensuniggpendence
for as long as possibl€or extracare sheltered housing to provide thetanbe behind thisision,
there is an urgent need for the Welsh Assembly Gorent to put in place measures to guide or

regulate the delivery of this type of provision.
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