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ABSTRACT

Background: Quality of life (QoL) is an important outcome for people with dementia living in care homes
but usually needs to be rated by a proxy. We do not know if relative or paid carer proxy reports differ. We
conducted the first systematic review and meta-analysis of data investigating whether and how these proxy
reports of QoL differ.

Methods: We searched four databases: Medline, Embase, PsychInfo, and CINAHL in October 2015 with the
terms: dementia, QoL, proxy, and care home. Included studies either compared proxy QoL ratings or investig-
ated the factors associated with them. We meta-analyzed data comparing staff and family proxy rated QoL.

Results: We included 17/105 papers identified. We found no difference between global proxy ratings of QoL
(n = 1,290; pooled effect size 0.06 (95% CI = −0.08 to 0.19)). Studies investigating factors associated with
ratings (n = 3,537) found family and staff ratings correlated with the resident’s physical and mental health.
Staff who were more distressed rated resident QoL lower. Relatives rated it lower when the resident had lived
in the care home for longer, when they observed more restraint, or contributed more to fees.

Conclusions: Relatives and staff proxy QoL ratings share a clear relationship to resident health and overall
ratings were similar. Rater-specific factors were, however, also associated with scores. Understanding why
different raters consider the QoL of the same person differently is an important consideration when evaluating
the meaning of proxy rated QoL. Proxy raters’ backgrounds may affect their rating of QoL.
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Introduction

The number of people living with dementia
worldwide is estimated at 47.5 million and
is projected to increase to 75.6 million by
2030 (World Health Organization and Alzheimer’s
Disease International, 2012). The World Health
Organisation (1995) defines quality of life (QoL)
as “an individual’s perception of their position
in life in the context of the culture and value
systems in which they live and in relation to
their goals, standards and concerns.” There is
no cure for the dementias, so enabling people
to live well with dementia is critical. Accurate
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measurements of QoL are a way of assessing
whether this is happening and provide a means
to evaluate the success of interventions designed
to improve healthcare and help people live well
with dementia. QoL is also a vital outcome for
dementia research because older people often
have multiple morbidities and, as a consequence,
measuring individual targeted symptoms may mask
a deterioration in other facets of health and not
reflect the overall QoL of someone with dementia.
Furthermore, in dementia, there may be no simple
association between health-related QoL and an
easily measurable clinical variable (Banerjee et al.,
2009). It is, therefore, important to include QoL as
an independent outcome for people with dementia
and to consider our assessment of it.

QoL measurement is subjective and is ideally
reported by the individual concerned. How-
ever, dementia impacts an individual’s ability to
understand abstract concepts, remember their
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feelings over the last hours, days or weeks and
articulate their answers. Consequently, QoL data
often needs to be obtained via a proxy: A person
that knows the person with dementia well and is
able to provide information. This information is
considered valid based on their knowledge of the
person, and current observations, about how the
person is likely to be feeling in and experiencing
their current situation. However, in community
settings, research has found consistent differences
between self-reported and proxy-reported QoL in
this context, with self-reported QoL rated higher
than proxy-reported QoL (Coucill et al., 2001;
Novella et al., 2001; Selai et al., 2001; Logsdon
et al., 2002; Ready et al., 2004). This suggests
that proxies differ systematically from the person
with dementia in how they evaluate their life
quality.

In response to public concern about the QoL
of people with dementia living in care homes,
there have been substantial recent investments into
research to improve it (NIHR, 2012; NIHR, 2015).
In care home studies, proxy-reported QoL becomes
more important as residents are more likely to have
severe dementia than in the community (Beerens
et al., 2014) and so be less likely to be able to
self-report their life quality (Hoe et al., 2006). For
the findings from this research and subsequent
policy and interventions to be meaningful, it is
essential that QoL measurements of residents with
dementia are valid. It may be, however, that the
evaluated success of an intervention in improving
QoL depends on the perspective gathered (Goyder,
et al., 2012) and that family relatives and care
staff perceive intervention effects differently (Clare
et al., 2013).

To inform the debate about how the QoL of care
home residents with dementia can be most validly
captured in research studies, we have systematically
reviewed and meta-analyzed the evidence for how
personal and professional proxies rate the overall
QoL of care home residents with dementia, for the
first time. We explore whether there are systematic
differences in how relatives and paid staff of care
home residents with dementia proxy rate QoL, by
comparing the mean total score between groups,
exploring the correlation between individual ratings
and comparing the factors associated with QoL
ratings between these groups.

Methods

Search strategy
The review was registered on the Interna-
tional Prospective Register of Systematic Reviews
(PROSPERO) on the 18th February 2015.

Searches were conducted in October 2015 in Med-
line, Embase, PsychInfo, and CINAHL databases;
using the search terms: dementia AND QoL AND
proxy AND care home. The variants on terms
used were as follows: for the disease ((dementia$
OR alzheimer$); the participant perspective ((proxy
OR observer$ or informant$ OR carer$ OR caregiver$
OR care OR staff OR professional) adjacent to
(rater$ OR rated OR rating$ OR report$ OR
perspective$)); the place of residence (((residential
adjacent to (care$ OR service$ OR facilit$ OR
home$)) OR (care adjacent to (home$ OR service$
OR facilit$ OR home$)) OR (nursing adjacent
to (care$ OR service$ OR facilit$ OR home$))
OR institution$ OR “group dwelling$” OR “long
term care”); and the outcome of interest (((quality
adjacent to life) OR well-being) within seven
words of (measure$ OR scale$ OR survey$ OR
questionnaire$ OR outcome$)). We hand-searched
the references of all included papers and contacted
authors of included papers to ask about other
related literature. Where information from papers
was missing, we contacted the authors to ask for
the information.

Inclusion criteria
We included studies in any language reporting
quantitative ratings of QoL of people with dementia
living in care homes and either (1) comparing two
different proxy perspectives for the same individual
or (2) describing the factors associated with proxy
rated QoL.

Data extraction and validity rating
SR extracted data and SR, OH, and AS independ-
ently rated quality using operationalized checklists
for quantitative papers previously developed by our
group (Mukadam et al., 2011) from standardized
assessment tools (Boyle, 1998) to assess quality.
This included the following questions:

1. Was the population defined by a clear inclusion and
exclusion criteria?

2. Were the data collection methods standardized?
3. Were the measures used for QoL valid, and

reliable, and used in an appropriate way?
4. Was there sufficient power to conduct the analysis,

judged by a sample size of greater than 30 where a
power analysis had not been conducted?

We then met to discuss any discrepancies. We
prioritized higher quality papers, defined as those
meeting all the above criteria.

Analysis
We used Stats direct version 3 to Meta-analyze
data from studies that reported family carer and
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Figure 1. PRISMA 2009 flow diagram.

staff proxy QoL scores. We used the means and
standard deviations of scores to calculate the
pooled effect size and confidence intervals using
the DerSimonian Laird method based on a random
effects model.

Results

Search results (see Figure 1 for prisma
diagram)
We identified 105 unique publications in the
electronic database search, of which 16 met
eligibility criteria. One additional paper was
included from the references list of included papers,
resulting in 17 included papers that reported 16
studies: five took place in the UK, six in other
European counties, three in the USA, and one in
each of Taiwan, Japan, and Australia. The majority
of papers collected information using the Quality
of Life-Alzheimer’s Disease (QOL-AD) (n = 16),
with five studies using the Alzheimer’s Disease
Related Quality of Life (ADRQL); other measures
used (each in one paper) were: QoL in Late-
Stage Dementia (QUALID); Dementia Quality of
Life (DQOL); QUALIDEM; and a single item

questionnaire. Five studies measured staff and
family carer perspectives; ten studies only asked
staff; and one only asked family carers to proxy-rate
life quality.

Methodological quality
There were 16 higher quality papers. One paper did
not clearly define how they screened for residents
with dementia in the sample (Graske et al., 2012) so
was rated as lower quality and mentioned in brief at
the end. Higher quality study results are presented
below.

Studies comparing staff and family carer proxy
QOL scores (n = 4)

Four studies (Beer et al., 2010; Moyle et al.,
2012; Crespo and De Quiros, 2013; Clare et al.,
2014) (total n = 1,290) collected data from both
staff and relative perspectives. Data are described
in Table 1. The total scores for staff and family
proxy reports did not differ significantly in our
meta-analysis (Figure 2; pooled effect size 0.06
(95% CI = −0.08 to 0.19)) nor in the individual
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Table 1. Data used in meta-analysis

correlation

qol care staff staff staff relative relative relative bet ween

paper location measure home n n mean sd n mean sd ratings
.........................................................................................................................................................................................................................................................................................................................

Beer et al.
(2010)

Australia QoL-AD 39 324 32.1 7.4 292 32.4 8.2 Not given

Beer et al.
(2010)

Australia ADRQL 39 347 72.8 16.3 298 74.9 14.7 r = 0.479
p < 0.001

Clare et al.
(2014)

United
Kingdom

QUALID 12 105 21.96 6.21 73 21.66 6.71 r = 0.412
p = 0.000

Crespo and
De Quiros
(2013)

Spain QOL-AD 11 197 30.95 7.21 184 29.31 7.57 ICC = 0.298
CI =
0.126–0.468

Moyle et al.
(2012)

Australia QOL-AD 4 57 2.34 0.5 58 2.35 0.57 Not given

Figure 2. Forest plot.

study analyses. One study collected data using two
proxy report measures with the same participants
(Beer et al., 2010); the QOL-AD are included in
Figure 2; results using the other measure were very
similar. Where correlations between ratings were
given (n = 3), these are also described in Table 1.
In two studies, individual scores were significantly
correlated (Beer et al., 2010; Clare et al., 2014);
while Crespo and De Quiros (2013) repor-
ted poor agreement between individual ratings
(ICC < 0.4).

Correlates of quality of life

Factors associated with a staff and relative rated
QoL are summarized in Table 2 (n = 3,537).

Resident’s Physical Health

Lower staff and relative rated QoL was associated
with: lower resident weight (Beer et al., 2010);
the presence of pain (Beer et al., 2010; Cordner
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Table 2. Correlates of quality of life as rated by staff and relatives

bet ter

staff and bet ter

sample s r relative staff relative bet ter staff relative relative

study measures description n n qol statistic statist ic staff qol statistic qol statistic
...........................................................................................................................................................................................................................................................................................................................................................................................................................................................

Beer et al.
(2010)

QoL-AD 39 Australian
RHs

324 292 + MMSE
− NPI
− staff
distress
− falls

β = −3.19
(−5.91, −0.47)
β = −5.36
(−7.21, −3.52)
β = −3.76
(−5.71, −1.82)
β = −5.15
(−7.61, −2.70)

β = −4.47
(−7.74, −1.20)
β = −3.72
(−6.07, −1.37)
β = −3.99
(−5.39, −0.61)
β = −4.21
(−7.30, −1.11)

− hospital
presentations

β = −5.75
(−9.47, −2.03)

− case
conference
− GP
reviews
+ resident
weight
+ age
+ pain

B = −5.96
(10.27,
−1.64)
B = −3.04
(−5.73,
−0.36)
B = 3.82
(0.03, 7.61)
B = 2.67
(0.34, 5.01)
B = 4.58
(1.69, 7.46)

ADRQL 347 298 + MMSE
− NPI
− staff
distress
− falls
perimeter
secure

β = −6.90
(−12.06, −1.74)
β = −16.56
(−19.74, −13.38)
β = −10.54
(−14.17, −6.91)
β = −5.56
(−10.59, −0.53)
β = −7.03
(−11.20, −2.85)

β = −5.37
(−10.33, −0.41)
β = −7.18
(−10.60, −3.76)
β = −4.64
(−8.18, −1.10)
β = −4.95
(−9.62, −0.29)
β = −7.99
(−11.59, −4.39)

+ resident
weight
+ Case
conferencing
− hospital
presentations

β = 3.57
(1.10, 6.31)
β = −5.96
(−10.27,1.64)
β = −9.26
(−16.41,
−2.12)

None –

Beerens
et al.
(2014)

QoL-AD 256 LTCs in 8
EU countries

791 – – – – − depressive
symptoms
− pressure
ulcers

SE = 0.048,
p < 0.001
SE = 1.232,
p = 0.01

– –
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Table 2. Continued.

bet ter

staff and bet ter

sample S r relative staff relative bet ter staff relative relative

study measures description n n qol statistic statist ic staff qol statistic qol statistic
...........................................................................................................................................................................................................................................................................................................................................................................................................................................................

Clare et al.
(2014)

QUALID 12 LTCs in UK 105 73 − psychotropic
medication

r = 0.198,
p = 0.43

r = 0.252,
p = 0.32

− benzo-
diazepine
medication
+ greater re-
sponsiveness
− difficulties
in self-care
+ better
behavior

r = 0.315,
p = 0.001
r = −0.331,
p = 0.005
r = 0.256,
p = 0.008
r = 0.362,
p < 0.001

None -

Cordner et al.
(2010)

ADRQL 3 NHs in USA 119 – – – - Female sex
+ age
− education
− behavior

problems
+ identified

pain
+ cognitive

function

t = −2.36,
p = 0.02
r = 0.28,
p = 0.002
r = −0.21,
p =0.03
t = −2.50,
p = 0.01
t = −3.14,
p = 0.002
r = 0.53,
p < 0.001

– –

Crespo et al.
(2012;
Crespo and
De Quiros,
2013)

QoL-AD 11 NHs in
Spain

197 184 + ADL
+ cognitive

functioning
− incontinence
− use of

nappies
− feeding

tubes
− probes
− physical

restraint

r = 0.511,
p < 0.001
r = 0.258,
p < 0.004
r = −0.450,
p < 0.001
r = -0.313,
p < 0.001
r = −0.285,
p < 0.001
r = −0.187,
p = 0.009
r = −0.306,
p < 0.001

r = 0.378,
p < 0.001
r = 0.255,
p < 0.009
r = −0.304,
p < 0.001
r = −0.200,
p =0.008
r = −0.286,
p < 0.001
r = −0.131,
p = 0.083
r = −0.240,
p = 0.002

+ staff
satisfaction

permanent
shifts versus
rotating shifts

private homes
versus public
homes

r = 0.144,
p = 0.046
r = 0.297,
p < 0.001

+ talks with
family

−family
contribution
to NH fees

− time resident
lived in NH

r = 0.298,
p < 0.001
r = −0.330,
p < 0.001
r = −2.09,
p = 0.005
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Table 2. Continued.

bet ter

staff and bet ter

sample S r relative staff relative bet ter staff relative relative

study measures description n n qol statistic statist ic staff qol statistic qol statistic
...........................................................................................................................................................................................................................................................................................................................................................................................................................................................

Graske et al.
(2014)

ADRQL 5 NHs in
Germany

88 – – – – − dementia
severity

+ nurses
satisfaction
with life

− challenging
behaviors

− burnout of
nurses

− days worked
prior to
ratings

β = 11.66
(3.97, 19.36)
β = 1.37
(0.679, 2.05)
β = 5.29
(0.33, 10.19)
β = −10.54
(17.01, −4.06)
β = 1.28
(0.10, 2.46)

– –

QUALIDEM 88 – – – – − challenging
behaviors

+ burden for
nurses

+ satisfaction
with life

β = 11.48
(5.10, 17.86)
β = 17.06
(5.71, 28.40)
β = 1.42
(0.53, 2.31)

– –

Hoe et al.
(2006)

QoL-AD 24 RCS in UK 224 – – + ADL
− cognitive

impairment
− challenging

behavior
− depression
− anxiety
− unmet needs

r = 0.33,
p < 0.001
r = −0.22,
p < 0.001
r = −0.40,
p < 0.001
r = −0.36,
p < 0.001
r = −0.33,
p < 0.001
r = −0.39,
p < 0.001

– –
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Table 2. Continued.

bet ter

staff and bet ter

sample S r relative staff relative bet ter staff relative relative

study measures description n n qol statistic statistic staff qol statistic qol statistic
...........................................................................................................................................................................................................................................................................................................................................................................................................................................................

Huang et al.
(2015)

QoL-AD 48 NHs in
Taiwan

– 48 – – – – – − depression
+ high

mutuality

β = −0.52
(0.83,
−0.21)
β = 0.22
(0.11, 0.33)

Moyle et al.
(2012)

QoL-AD 4 LTC in
Japan

58 58 None – – + ADL F = 7.872,
p < 0.000

None –

Nakanishi et al.
(2011)

QoL-AD 4 LTCs in
Japan

116 – – – – + ADL
+ MMSE
− dementia

severity
− NPI
No apathy

r = 027,
p < 0.01
r = 0.18,
p < 0.05
r = −0.23,
p < 0.01
r = −0.31,
p < 0.01
r = −0.30,
p < 0.01

– –

Sloane et al.
(2005)

QoL-AD 45 LTCs in
USA

410 – – – – + cognitive
function

+ ADL
− agitation
− depression

19.8%,
p < 0.001
21.4%,
p < 0.001
2.8%,
p < 0.01
2.0%,
p < 0.01

– –

ADRQL – – – – + cognitive
function

+ ADL
− agitation
− depression

18.4%,
p < 0.001
16.4%,
p < 0.001
10.2%,
p < 0.001
8.5%,
p < 0.001

– –
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Table 2. Continued

bet ter

staff and bet ter

sample S r relative staff relative bet ter staff relative relative

study measures description n n qol statistic statistic staff qol statistic qol statistic
...........................................................................................................................................................................................................................................................................................................................................................................................................................................................

Spector (2006) QoL-AD 9 CHs in UK 76 – – – – + Staff Hope R = −0.072,
p – 0.03

– –

Winzelberg
et al. (2005)

QOL-AD 38 RHs in USA 143 – – – – + cognitive
function

+ ADL
− behavioral

symptoms
− work stress
+ person

centered sub
scale

SE = −5.72,
p <0.05
SE = −1.18,
p < 0.001
SE = −0.44,
p < 0.05
r = 0.117,
p < 0.05
r = 0.188,
p < 0.05

– –

Zimmerman
et al. (2005)

ADRQL 45 RHs in UK 302 – – – – − stable
resident-staff
assignment

+ observed &
reported
communica-
tion

+ flexible
admission

+ problem
behavior
policies

+ family
involvement

+ contracted
staff

Not given,
p < 0.05
Not given,
p < 0.05
Not given,
p < 0.05
Not given,
p < 0.05
Not given,
p < 0.001
Not given,
p < 0.05
Not given,
p < 0.05
Not given,
p < 0.05

– –

QOL-AD 301 – – – – + communica-
tion

− stable
resident
assignment

Not given,
p < 0.05
Not given,
p < 0.05

– –
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et al., 2010); no use of night time incontinence
pads (Crespo and De Quiros, 2013); and falls
(Beer et al., 2010). Falls were associated with staff,
relative, and resident ratings of QoL (Beer et al.,
2010). Lower staff rated QoL was associated with
hospitalization in the last month (Beer et al., 2010);
there was also a non-significant trend toward an
association of hospitalization with lower relative
rated QoL. Pressure ulcers were associated with
lower QoL for staff, while this association with
relative rated QoL was not tested (Beerens et al.,
2014).

Resident’s mental health

Staff and relative ratings
Lower staff and relative rated QoL was associated
with more neuropsychiatric symptoms, indicated
by: the prescription of psychotropic medications
(Clare et al., 2014); higher neuropsychiatric
inventory scores (Beer et al., 2010; Nakanishi
et al., 2011); more anxiety (Hoe et al., 2006)
and depressive symptoms (Sloane et al., 2005;
Hoe et al., 2006; Nakanishi et al., 2011; Crespo
and De Quiros, 2013; Winzelberg et al., 2005;
Huang et al., 2015). Symptoms of depression were
correlated with staff, resident, and relative rated
QoL perspectives (Crespo and De Quiros, 2013).

Staff ratings
The prescription of benzodiazepine medication
showed a small correlation (r = 0.315, p = 0.001)
with staff ratings of QoL but not with relative
ratings (r = 0.062, p = 0.601) (Clare et al.,
2014). Lower staff rated QoL was correlated with
challenging resident behavior (Cordner et al., 2010;
Clare et al., 2014; Graske et al., 2014) but not with
relative ratings (Clare et al., 2014). More agitation
was also associated with lower QoL for staff but
relative ratings were not measured in this study
(Sloane et al., 2005).

Disease progression

Staff and relative ratings
Both staff and relative ratings of QoL were lower
where there was more impairment in Activities
of Daily Living (ADL) (Sloane et al., 2005; Hoe
et al., 2006; Nakanishi et al., 2011; Crespo and De
Quiros, 2013; Winzelberg et al., 2005); in one study
more impairments in ADL was related to lower staff
rated QoL (F = 7.872, p = 0.001) but this did not
reach statistical significance for relative rated QoL
(F = 2.528, p = 0.074) (Moyle et al., 2012). Both
staff and relative proxy rated QoL lower where there

was more impairment in cognition (Sloane et al.,
2005; Cordner et al., 2010; Nakanishi et al., 2011;
Crespo and De Quiros, 2013; Winzelberg et al.,
2005). Higher staff rated QoL was correlated with
a greater responsiveness to stimuli (r = −0.331, p
= 0.005) but relative ratings were not (r = −0.052,
p = 0.713) (Clare et al., 2014).

Institutional and environmental factors

Staff and relative ratings
Better communication, indicated by a higher
percent of observations in which someone talked
to or touched the resident during an observational
period, was related to higher staff and relative rated
QoL (Zimmerman et al., 2005), as was regular staff
and family contact (Crespo and De Quiros, 2013)
and case conferencing and GP review (Beer et al.,
2010).

Staff rated quality of life
Higher staff distress was significantly related to
worse QoL as rated by staff and relatives, but the
relationship with relative ratings was much smaller
(respectively β = −10.54 (95% CIs = −14.17,
−6.91) and β = −4.64 (95% CIs = −8.18, −1.10))
(Beer et al., 2010). Staff working permanent shifts
rated QoL higher than those working rotating shifts
(Crespo and De Quiros, 2013). Additionally, more
stable resident: staff assignment was related to
lower ratings of QoL (Zimmerman et al., 2005) as
was a higher number of days worked in advance
of the rating QoL of a resident (Graske et al.,
2014). Furthermore, lower staff rated QoL was
associated with: higher staff burnout (Graske et al.,
2014); high work stress (Winzelberg, 2005); lower
nurse satisfaction; (Crespo and De Quiros, 2013;
Graske et al., 2014); more unmet needs of the
residents (Hoe et al., 2006); fewer numbers of
contract staff (Zimmerman et al., 2005); lower
scores on the person center subscale (Winzelberg
et al., 2005); less acceptance of problem behavior
policies (Zimmerman et al., 2005); and the type
of center administration, where residents in public
homes were rated as having lower QoL than those
in private homes (Crespo and De Quiros, 2013).

Relative rated quality of life
Relative rated QoL was negatively associated with
more documented (β = −3.38 (CIs −6.66, −0.10))
and observed restraint (β = −6.21 (CIs −10.80,
−1.62)) but the relationship with staff ratings was
much smaller and did not reach significance (β =
−1.65 (CIs −6.94, 3.65)) (Beer et al., 2010). Better
relative rated QoL was associated with the family
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not making a financial contribution to nursing
home fees (Crespo and De Quiros, 2013), and the
resident having spent less time living in the nursing
home (Crespo and De Quiros, 2013) but analysis
comparing these to staff ratings was not conducted.

Lower quality paper
Graske et al. (2012) reported mean differences and
found that only for the domains “physical health”
and “life as a whole” the staff rated QoL higher than
the self rated QoL and that staff rated the following
domains lower than residents: “memory” (0.51,
p < 0.05), “family” (0.36, p < 0.05), “marriage”
(0.49, p < 0.05), “friends” (0.75, p < 0.05), “ability
to do chores” (0.34, p < 0.05), and “ability to
do things for fun” (0.32, p < 0.05). This paper
also found that if the primary nurse rated the
QoL, there was significantly more agreement with
resident ratings (p < 0.05).

Factors associated with change in quality of
life
Beerens et al. (2015) found that better cognitive
abilities at baseline were associated with a decrease
in self-reported QoL (SE = 0.049, p < 0.05)
over a three month period. In contrast, greater
dependency (SE = 0.320; 95% CIs 1.082,
0.194) and more depressive symptoms (SE =
−0.042; 95% CIs −0.118, 0.083) at baseline were
associated with declining staff proxy-reported QoL.

Discussion

When comparing the overall means of groups
we did not find a significant difference between
global QoL scores between relative and staff proxy
ratings for care home residents with dementia. In
three of four studies examining this, there was
a non-significant trend toward care staff rating
QoL higher than family members, but we can
conclude from existing data that any systematic
difference in global ratings is small, and not of the
magnitude of those reported between self and proxy
reports of life quality in people with dementia.
The majority of studies included used the QOL-
AD and ratings from different proxy groups have
not been compared for a number of other QoL
measures used in people with dementia. This is an
important consideration when evaluating validity
of QoL measures for use in care homes. When
papers compared ratings for individuals by looking
at the correlation between staff and family carer
rated QoL there was moderate agreement in two
of three papers. These results suggests raters are
considering similar things when rating QoL but that

there are also some differences that are not reflected
in the overall mean score of groups.

Relatives and staff proxy QoL ratings share a
clear relationship to resident physical and mental
health, including: lower weight, use of antipsychotic
medication, depression, higher physical disability,
pain, poorer cognitive function, and lower capacity
to carry out ADL. Rater-specific factors were also
associated with the scores they give. Staff QoL
ratings were associated with their own levels of
stress and burnout. This fits with existing research
in the community that shows that low proxy rated
QoL is strongly influenced by the family carer’s
mood and experience of caring (Karlawish et al.,
2001; Logsdon et al., 2002; Thorgrimsen et al.,
2003; Sands et al., 2004). It is unsurprising that
staff who experience the care home where they
work as stressful and overwhelming evaluate the life
quality of its residents lower. Understanding the
impact of rater well-being is a potentially important
consideration when evaluating the validity of proxy
rated QoL.

The fact that staff rated the QoL of residents
who exhibited more agitation, challenging behavior
and unmet needs lower, but relatives did not, could
suggest that there are aspects of the resident’s life
that relatives are less aware of, or that staff’s own
feelings affect their ratings. Agitated and challen-
ging behavior may be more likely to occur at times
of personal care or may be more common when
relatives are not there, thus, limiting a relatives
exposure to these behaviors. Care home studies
more commonly measure staff rated QoL, so
associations with relative rated QoL have been less
widely studied. The relevance of the context of the
proxy rater was also demonstrated by the finding
that lower relative proxy ratings of QoL were
associated with a longer stay in the care home, as
well as higher relative contribution to nursing home
fees; possibly indicating burden for the relative.

These results suggest it is important to collect
data about the environment of the residents as
it may explain some of the variation in ratings,
particularly in samples with participants recruited
from different care homes. Many care home
residents with dementia do not have a family
member who visits regularly; findings from studies
of those that do in which proxy-ratings can be
compared, can help us interpret and validate
staff rated QoL measurements that are potentially
available for all residents.

Conclusion

Existing research suggests there is little difference
between paid carer and family carer perspectives
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of QoL when comparing overall means scores of
the QOL-AD and QUALID but that this different
does not imply ratings are the same as they are not
strongly correlated. This can be explained by the
fact that different factors are associated with proxy
reported QoL for staff and family members. Paid
carer and family carer proxy rated QoL is lower with
the presence of more stress in their own life and this
may lead to differences in overall ratings in other
more detailed QoL questionnaires or in differences
between individuals and this should be explored in
future research.

Proxy rated QoL is a vital outcome in a care
home context and it is important to understand
what is being measured. Future research should
investigate the differences between different per-
spectives of QoL using different QoL measures
that allow cost calculations. Cost effectiveness is
an important outcome to ensure that interventions
give value for money and the DEMQOL (Smith
et al., 2007) allows this calculation. Further
research should investigate whether there is a
difference between paid staff and relative proxy
rated QoL using the DEMQOL in care homes
and the factors associated with all perspectives on
QoL. Further increasing our understanding of the
concept of QoL will enable us to explore how to
maximize QoL for people living with dementia.

Conflict of interest

None.

Description of the authors’ roles

Sarah Robertson conducted the literature searches,
data extraction, study quality appraisal, and
prepared the first draft of the paper as part
of her PhD project. Aisling Stringer and Olivia
Hamilton independently conducted study quality
appraisal and resolved any disagreements with
Sarah Robertson. Gill Livingston, Claudia Cooper,
and Juanita Hoe revised the paper critically and
approved the final version for publication.

Acknowledgments

This research was initially funded by the ESRC
& NIHR Improving Dementia Care grant in
response to the UK Prime Minister’s Challenge on
Dementia. Sarah Robertson later received funding
for her PhD from the National Institute for Health
Research (NIHR) Collaboration for Leadership in
Applied Health Research and Care North Thames
at Bart’s Health NHS Trust. The views expressed

are those of the author(s) and not necessarily those
of the NHS, the NIHR, or the Department of
Health.

References

Banerjee, S. et al. (2009). What do we know about quality of
life in dementia? A review of the emerging evidence on the
predictive and explanatory value of disease specific
measures of health related quality of life in people with
dementia. International Journal of Geriatric Psychiatry, 24,
15–24. doi: http://dx.doi.org/10.1002/gps.2090.

Beer, C. F. L. et al. (2010). Factors associated with self and
informant ratings of the quality of life of people with
dementia living in care facilities: a cross sectional study.
PLoS ONE, 12, 5. doi:
http://dx.doi.org/10.1371/journal.,pone.0015621.

Beerens, H. C. S. C. et al. (2014). Quality of life and quality
of care for people with dementia receiving long term
institutional care or professional home care: the European
RightTimePlaceCare study. Journal of the American Medical
Directors Association, 15, 54–61. doi:
http://dx.doi.org/10.1016/j.jamda.2013.09.010.

Beerens, H. C. Z. et al. (2015). Change in quality of life of
people with dementia recently admitted to long-term care
facilities. Journal of Advanced Nursing, 71, 1435–1447. doi:
http://dx.doi.org/10.1111/jan.12570.

Boyle, M. H. (1998). Guidelines for evaluating prevalence
studies. Evidence Based Mental Health, 1, 37–39.
doi:10.1136/ebmh.1.2.37.

Clare, L. Q. C., Hoare, Z., Whitaker, R. and Woods,
R. T. (2014). Care staff and family member perspectives
on quality of life in people with very severe dementia in
long-term care: a cross-sectional study. Health & Quality of
Life Outcomes, 12, 175. doi:
http://dx.doi.org/10.1186/s12955-014-0175-3.

Clare, L. et al. (2013). AwareCare: a pilot randomized
controlled trial of an awareness-based staff training
intervention to improve quality of life for residents with
severe dementia in long-term care settings. International
Psychogeriatrics, 25, 128–139. doi:
http://dx.doi.org/10.1017/s1041610212001226.

Cordner, Z. B. D. M., Rabins, P. V. and Black, B. S.
(2010). Quality of life in nursing home residents with
advanced dementia. Journal of the American Geriatrics
Society, 58, 2394–2400. doi:
http://dx.doi.org/10.1111/j.1532-5415.2010.03170.x.

Coucill, W., Bryan, S. and Bentham, P. (2001). EQ-5D in
patients with dementia: an investigation of inter-rate
agreement. Medical Care, 39, 760–771. doi:
http://dx.doi.org/10.1097/00005650-200108000-00003.

Crespo, M., Bernaldo de Quirós, M., Gomez, M. M. and
Hornillos, C. (2012). Quality of life of nursing home
residents with dementia: a comparison of perspectives of
residents, family, and staff. The Gerontologist, 52, 56–65.
doi: http://dx.doi.org/10.1093/geront/gnr080.

Crespo, M. H. C. and De Quiros, M. B. (2013). Factors
associated with quality of life in dementia patients in
long-term care. International Psychogeriatrics, 25, 577–585.
doi: http://dx.doi.org/10.1017/S1041610212002219.

https://www.cambridge.org/core/terms. https://doi.org/10.1017/S1041610216002167
Downloaded from https://www.cambridge.org/core. University of Glasgow Library, on 13 Aug 2021 at 13:39:42, subject to the Cambridge Core terms of use, available at

http://dx.doi.org/10.1002/gps.2090
http://dx.doi.org/10.1371/journal.,pone.0015621
http://dx.doi.org/10.1016/j.jamda.2013.09.010
http://dx.doi.org/10.1111/jan.12570
https://doi.org/10.1136/ebmh.1.2.37
http://dx.doi.org/10.1186/s12955-014-0175-3
http://dx.doi.org/10.1017/s1041610212001226
http://dx.doi.org/10.1111/j.1532-5415.2010.03170.x
http://dx.doi.org/10.1097/00005650-200108000-00003
http://dx.doi.org/10.1093/geront/gnr080
http://dx.doi.org/10.1017/S1041610212002219
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S1041610216002167
https://www.cambridge.org/core


Proxy ratings of quality of life in care homes 581

Goyder, J., Orrell, M., Wenborn, J. and Spector, A.
(2012). Staff training using STAR: a pilot study in UK care
homes. International Psychogeriatrics, 24, 911–920. doi:
http://dx.doi.org/10.1017/s1041610211002559.

Graske, J. F. T., Kuhlmey, A. and Wolf-Ostermann, K.
(2012). Quality of life in dementia care–differences in
quality of life measurements performed by residents with
dementia and by nursing staff. Aging & Mental Health, 16,
819–827. doi:
http://dx.doi.org/10.1080/13607863.2012.667782.

Graske, J., Meyer, S. and Wolf-Ostermann, K. (2014).
Quality of life ratings in dementia care–a cross-sectional
study to identify factors associated with
proxy-ratings. Health & Quality of Life
Outcomes, 12, 177. doi:
http://dx.doi.org/10.1186/s12955-014-0177-1.

Hoe, J. H., Livingston, G. and Orrell, M. (2006). Quality
of life of people with dementia in residential care homes.
British Journal of Psychiatry, 188, 460–464. doi:
http://dx.doi.org/10.1192/bjp.bp.104.007658.

Huang, H. L. W. L. C. et al. (2015). Predictors of self-and
caregiver-rated quality of life for people with dementia
living in the community and in nursing homes in northern
Taiwan. International Psychogeriatrics, 27, 825–836. doi:
http://dx.doi.org/10.1017/S1041610214002506.

Karlawish, J. H., Casarett, D. and Klocinski, J. L. (2001).
The relationship between caregiver’s global ratings of
Alzheimer’s disease patients’ quality of life, disease severity
and the caregiving experience. Journal of American
Geriatrics Society, 49, 1066–1070.
http://dx.doi.org/10.1046/j.1532-5415.2001.49210.x.

Logsdon, R., Gibbons, L. E., McCurry, S. M. and Teri,
L. (2002). Assessing quality of life in older adults with
cognitive impairment. Psychosomatic Medicine, 64,
510–519. doi:
http://dx.doi.org/10.1097/00006842-200205000-00016.

Moyle, W. M. J. E., Griffiths, S. G. and Venturato, L.
(2012). Assessing quality of life of older people with
dementia: a comparison of quantitative self-report and
proxy accounts. Journal of Advanced Nursing, 68,
2237–2246. doi:
http://dx.doi.org/10.1111/j.1365-2648.2011.05912.x.

Mukadam, N., Cooper, C. and Livingston, G. (2011). A
systematic review of ethnicity and pathways to care in
dementia. International Journal of Geriatric Psychiatry, 26,
12–20. doi: http://dx.doi.org/10.1002/gps.2484.

Nakanishi, K. H., Tokiji, Mutai, H. and Nakaaki, S.
(2011). Evaluating the quality of life of people with
dementia in residential care facilities. Dementia and
Geriatric Cognitive Disorders, 32, 39–44. doi:
http://dx.doi.org/10.1159/000329443.

NIHR (2012). Summary of funded Dementia Research
Projects. [PDF online] nihr.ac.uk. Available at
http://www.nihr.ac.uk/documents/funding/
Funding-for-Research/Themed-Research/
Dementia-21-funded-projects_2012.pdf; last accessed 7
April 2016.

NIHR (2015). Dementia Research [online] nihr.ac.uk.
Available at http://www.nihr.ac.uk/research/dementia.htm;
last edited April 2015, last accessed 7 April 2016.

Novella, J. L., Jochum, C. and Morrone, J. D. (2001).
Agreement between patient’s and proxies’ reports of quality
of life in Alzheimer’s disease. Quality of Life Research, 10,
443–452. doi:
http://dx.doi.org/10.1023/a:1012522013817.

Ready, R. E., Ott, B. R. and Grace, J. (2004). Patient
versus informant perspectives of Quality of Life in Mild
Cognitive Impairment and Alzheimer’s disease.
International Journal Geriatric Psychiatry, 19, 256–265.doi:
http://dx.doi.org/10.1002/gps.1075.

Sands, L. P., Ferrieira, M. D. and Stewart, A. L. (2004).
What explains differences between dementia patients’ and
their caregivers’ ratings of patients’ quality of life? American
Journal of Geriatric Psychiatry, 12, 272–280.doi:
http://dx.doi.org/10.1176/appi.ajgp.12.3.272.

Selai, C. E., Trimble, M.R. and Rossor, M. N. (2001).
Assessing quality of life in dementia: preliminary
psychometric testing of the quality of life assessment
schedule. Neuropsychological Rehabilitation, 2, 219–243. doi:
http://dx.doi.org/10.1080/09602010042000033.

Sloane, P. D. Z. S., Williams, C. S., Reed, P. S. Gill,
K. S. and Preisser, J. S. (2005). Evaluating the quality of
life of long-term care residents with dementia. Gerontologist,
45 Spec No 1, 37–49. doi:
http://dx.doi.org/10.1093/geront/45.suppl_1.37.

Smith, S. C. et al. (2007). Development of a new measure of
health-related quality of life for people with dementia:
DEMQOL. Psychological Medicine, 37, 737–746. doi:
http://dx.doi.org/10.1017/s0033291706009469.

Spector, A. O. M. (2006). Quality of life (QoL) in dementia:
a comparison of the perceptions of people with dementia
and care staff in residential homes. Alzheimer Disease and
Associated Disorders, 20, 160–165. doi:
http://dx.doi.org/10.1097/00002093-200607000-00007.

Thorgrimsen, L. et al. (2003). Whose quality of life is it
anyway? The validity and reliability of the quality of
life-Alzheimer’s disease (QOL-AD) scale. Alzheimer Disease
Associated Disorders, 17, 201–208. doi:
http://dx.doi.org/10.1097/00002093-200310000-00002.

Winzelberg, G. S., William, C. S., Preisser, J. S.,
Zimmerman, S. and Sloane, P. D. (2005). Factors
associated with nursing assistant quality-of-life ratings for
residents with dementia in long-term care facilities.
Gerontologist, 45 Spec No 1, 106–114. doi:
http://dx.doi.org/10.1093/geront/45.suppl_1.106.

World Health Organization and Alzheimer’s Disease
International (2012). Dementia: a public health priority,
Geneva, Switzerland. Available at http://whqlibdoc.who.int/
publications/2012)/9789241564458_eng.pdf; last accessed
30 November 2016.

World Health Organisation (1995). Quality of Life
assessment (WHOQOL): position paper from the World
Health Organization. Social Science and Medicine 41,
1403–1409. doi: http://dx.doi.org/
10.1016/0277-9536(95)00112-k.

Zimmerman, S. S. P. D. et al. (2005). Dementia care and
quality of life in assisted living and nursing
homes. Gerontologist, 45, 133–146.
doi: http://dx.doi.org/10.1093/geront/45.
suppl_1.133.

https://www.cambridge.org/core/terms. https://doi.org/10.1017/S1041610216002167
Downloaded from https://www.cambridge.org/core. University of Glasgow Library, on 13 Aug 2021 at 13:39:42, subject to the Cambridge Core terms of use, available at

http://dx.doi.org/10.1017/s1041610211002559
http://dx.doi.org/10.1080/13607863.2012.667782
http://dx.doi.org/10.1186/s12955-014-0177-1
http://dx.doi.org/10.1192/bjp.bp.104.007658
http://dx.doi.org/10.1017/S1041610214002506
http://dx.doi.org/10.1046/j.1532-5415.2001.49210.x
http://dx.doi.org/10.1097/00006842-200205000-00016
http://dx.doi.org/10.1111/j.1365-2648.2011.05912.x
http://dx.doi.org/10.1002/gps.2484
http://dx.doi.org/10.1159/000329443
http://www.nihr.ac.uk/documents/funding/Funding-for-Research/Themed-Research/Dementia-21-funded-projects_2012.pdf
http://www.nihr.ac.uk/research/dementia.htm
http://dx.doi.org/10.1023/a:1012522013817
http://dx.doi.org/10.1002/gps.1075
http://dx.doi.org/10.1176/appi.ajgp.12.3.272
http://dx.doi.org/10.1080/09602010042000033
http://dx.doi.org/10.1093/geront/45.suppl_1.37
http://dx.doi.org/10.1017/s0033291706009469
http://dx.doi.org/10.1097/00002093-200607000-00007
http://dx.doi.org/10.1097/00002093-200310000-00002
http://dx.doi.org/10.1093/geront/45.suppl_1.106
http://whqlibdoc.who.int/publications/2012�egingroup count@ "0029elax elax uccode `unhbox voidb@x �group let unhbox voidb@x setbox @tempboxa hbox {count@ global mathchardef accent@spacefactor spacefactor }accent 126 count@ egroup spacefactor accent@spacefactor uppercase {gdef 0{{char '176}}}endgroup setbox 	hr@@ hbox {0}@tempdima wd 	hr@@ advance @tempdima ht 	hr@@ advance @tempdima dp 	hr@@ 0/9789241564458_eng.pdf
http://dx.doi.org/10.1016/0277-9536�egingroup count@ "0028elax elax uccode `unhbox voidb@x �group let unhbox voidb@x setbox @tempboxa hbox {count@ global mathchardef accent@spacefactor spacefactor }accent 126 count@ egroup spacefactor accent@spacefactor uppercase {gdef 0{{char '176}}}endgroup setbox 	hr@@ hbox {0}@tempdima wd 	hr@@ advance @tempdima ht 	hr@@ advance @tempdima dp 	hr@@ 095�egingroup count@ "0029elax elax uccode `unhbox voidb@x �group let unhbox voidb@x setbox @tempboxa hbox {count@ global mathchardef accent@spacefactor spacefactor }accent 126 count@ egroup spacefactor accent@spacefactor uppercase {gdef 0{{char '176}}}endgroup setbox 	hr@@ hbox {0}@tempdima wd 	hr@@ advance @tempdima ht 	hr@@ advance @tempdima dp 	hr@@ 000112-k
http://dx.doi.org/10.1093/geront/45.suppl_1.133
https://www.cambridge.org/core/terms
https://doi.org/10.1017/S1041610216002167
https://www.cambridge.org/core

	ABSTRACT
	Introduction
	Methods
	Search strategy
	Inclusion criteria
	Data extraction and validity rating
	Analysis

	Results
	Search results (see Figure 1 for prisma diagram)
	Methodological quality

	Studies comparing staff and family carer proxy QOL scores (n  4)
	Correlates of quality of life
	Resident’s Physical Health
	Resident’s mental health
	Staff and relative ratings
	Staff ratings

	Disease progression
	Staff and relative ratings

	Institutional and environmental factors
	Staff and relative ratings
	Staff rated quality of life
	Relative rated quality of life
	Lower quality paper
	Factors associated with change in quality of life

	Discussion
	Conclusion
	Conflict of interest
	Description of the authors’ roles
	Acknowledgments
	References

