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Abstract
People with dementia and their carers are a growing subgroup of people who use 
community- based social care. These services are designed to maintain people's qual-
ity of life while living at home. The ASCOT measure of social care- related quality of 
life (SCRQoL), designed to evaluate quality and effectiveness of social care, has been 
adapted for proxy- report when someone is unable to self- report. The ASCOT- Carer 
has been developed to measure carer's own SCRQoL. This study sought to establish 
the factors related to SCRQoL of people living with dementia (PLWD, proxy- reported 
by carers) and their carers. Data were collected via a self- administered postal or online 
survey of 313 carers in England, from January 2020 to April 2021. Carers were eligible 
if they supported someone living with dementia at home, who was unable to self- 
complete questionnaires. The person living with dementia or their carer had to use at 
least one social care service, e.g. home care. We recruited participants via an online 
volunteer panel and NHS sites. Multiple regression was applied to explore the factors 
significantly related to ASCOT SCRQoL by self-  and proxy- report. Key influences on 
carers’ own SCRQoL were their health, financial difficulties associated with caring, 
and satisfaction with social care support. Inadequate home design was significantly 
negatively associated with SCRQoL for PLWD. The latter stages of the pandemic- 
related restrictions (the tier system from 2nd December 2020 to study end, April 
2021) were associated with significantly worse SCRQoL for PLWD, but not for carers. 
The study offers insight into the factors associated with SCRQoL. In particular, the 
findings highlight the importance of adequate home design for people with dementia; 
satisfactory social care support and limiting any adverse financial impact of caring are 
important for carers. The findings indicate a negative effect of COVID restrictions on 
SCRQoL of people with dementia.
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1  |  BACKGROUND

There are over 767,000 people living with dementia (PLWD) in 
England and Wales, two thirds of whom live at home (Ahmadi- 
Abhari et al., 2017; Alzheimer’s Society, 2016). Unpaid care by family 
and friends is a vital source of support. It is estimated that 10% of 
the 5.8 million carers in England and Wales care for PLWD (NHS 
Digital, 2010; White, 2013). The number of carers and intensity of un-
paid care are expected to increase over the next decade (Hoff, 2015). 
Similar trends are seen internationally (Prince et al., 2015), including 
in low- to- middle income countries (Farina et al., 2020).

Alongside unpaid care, good quality and effective social care ser-
vices are needed to support the care- related needs, including quality 
of life (QoL) and independence, of PLWD and their carers when living 
at home (Department of Health & Social Care, 2019). Social care refers 
to non- medical services, like home care, day activities, short- term or 
residential breaks, assistive technology and equipment or adaptations, 
to support people with everyday activities. In England, these services 
may be fully or partly funded by local authorities, or purchased pri-
vately. Even if services are ‘for’ PLWD, there is evidence of direct 
and indirect impact on carers’ QoL (Rand et al., 2020). There are also 
specialist services for carers, which promote and support carers’ QoL, 
provided by local voluntary organisations. These organisations pro-
vide peer support groups, wellbeing or social activities, professional 
emotional support or counselling, training for carers, and information, 
advice or signposting to other services.

Over the past decade in England, there has been a drive to improve 
the quality of social care services by focussing on the outcomes of care 
for people with care needs and their carers (i.e. the impact on QoL), 
rather than the processes or outputs of delivering care (Department of 
Health & Social Care, 2010a, 2010b). Social care- related QoL (SCRQoL) 
may be defined as those aspects of QoL that may be affected by social 
care services and are relevant to service users and carers. The Adult 
Social Care Outcomes Toolkit (Netten et al., 2012) and the ASCOT- 
Carer (Rand et al., 2015) are measures of SCRQoL for adults with sup-
port needs and their carers, respectively (see Table 1). ASCOT measures 
have also been used in the evaluation of social care interventions or 
policy (for example, Callaghan et al., 2017; Forder et al., 2012; Gridley 
et al., 2019; Whitehead et al., 2016), in understanding the effects of care 
on carers’ QoL (Rand & Malley, 2014; Rand et al., 2020) and in needs 
assessment (Johnstone & Page, 2013). They have also been translated 
and used internationally in evaluation, research and practice (for exam-
ple, Nakamura- Thomas et al., 2019; Nguyen et al., 2021; Trukeschitz 
et al., 2020; van Leeuwen et al., 2015; Yamaguchi & Rand, 2019).

So far, there is limited evidence of the social care outcomes of 
PLWD and their carers living in their own homes. Studies or routine 
data collections of social care outcomes may not adequately consider 
the views of PLWD and carers, especially those living in their own 
homes, due to methodological challenges, like the difficulty of es-
tablishing consent to participate and assessing individual outcomes 
with people with moderate- to- severe cognitive impairment (Aznar 
et al., 2021; Schwarz et al., 2005; Smith et al., 2007). This may con-
tribute to sampling bias and systematic exclusion of certain groups 

from research and data collections used to evaluate services and guide 
policy, commissioning and the allocation of limited resources (Rand & 
Caiels, 2015; Steel et al., 2005; von Essen, 2004). In some cases, self- 
report may be facilitated by support, adapted formats or communica-
tion aids (e.g. Talking Mats, Easy- Read) (Murphy et al., 2007; Turnpenny 
et al., 2018). Even with adapted methods, there are individuals who 
are not able to self- report (van Baalen et al., 2011). To address these 
issues, a proxy- report version of ASCOT (ASCOT- Proxy) has been de-
veloped (Caiels et al., 2019; Rand & Caiels, 2015; Rand et al., 2017).

In the Measuring the social care Outcomes of PLWD and their carers 
(MOPED) study, carers of PLWD in England were surveyed using the 
ASCOT- Proxy and ASCOT- Carer, to establish their feasibility and psy-
chometric properties reported elsewhere (Silarova et al., 2021). The 
study focussed on carers of PLWD, who were living at home, using 
community- based social care and where the PLWD was unable to self- 
report. The rationale was that this subgroup is at risk of being excluded 
from research and national data collections, like the Adult Social Care 
Survey in England (NHS Digital, 2019). The secondary aims of the 
MOPED study are considered in this paper, as follows: (1) what is the 
profile of unmet social care needs, as defined using QoL outcomes, of 
PLWD living in their own homes and their carers, who are in contact 
with some form of community- based social care; and (2) what are the 
factors associated with the outcomes of PLWD and their carers.

2  |  METHODS

A self- completion survey of 313 carers of PLWD in England was con-
ducted between January 2020 and March 2021. Survey data were 
collected using an online (Qualtrics) or postal questionnaire. Written 
informed consent was obtained from all participants.

What is known about this topic?

• There are over 767,000 people living with dementia in 
England and Wales; two- thirds live in their own home.

• Community- based social care is designed to maintain 
wellbeing and independence of people living with de-
mentia and carers.

What this paper adds?

• There is a high- level of unmet care- related outcome 
needs reported by carers of people living with dementia.

• Key influences on carers’ quality of life (QoL) are health, 
financial difficulties associated with caring and satisfac-
tion with social care support.

• Proxy- reported QoL of people with dementia differed 
by proxy rating perspective; adequate home design and 
cognitive decline were key influences on QoL for both 
ratings.
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2.1  |  Sampling

Participants were recruited through NHS sites (memory clinics) and 
an online opt- in volunteer panel. A letter, email or telephone call of 
invitation and study information sheet were shared with potential 
participants. If someone wished to participate in the study, s/he was 
asked to complete a brief self- completion questionnaire to confirm 
eligibility. The inclusion criteria were: carers in England, aged over 
18 years, providing help or support to someone living with dementia, 
who uses community- based social care, and does not live in residen-
tial or nursing care and is unable to self- complete a structured ques-
tionnaire, even with help. The latter reflects the MOPED study's 
primary aim, i.e. to validate the ASCOT- Proxy measure in a sample 
where the individual is not able to self- report.

A total of 271 carers who responded to the invitation letter 
were not eligible for the study, based on their responses to the self- 
completion questionnaire against the study inclusion criteria. Of 

those who were found to be eligible (n = 637), 345 carers began to 
complete the questionnaire. Of these, a total of 313 carers (91.3%) 
completed the survey and confirmed consent by either clicking sub-
mit (online) or returning the completed survey by post.

2.2  |  Questionnaire

The same content was presented in the online and postal question-
naires. Self-  or proxy- reported data were collected on the char-
acteristics of the carer (age, sex, ethnicity, overall health) and the 
care- recipient (age, overall health, cognitive status), caregiving situ-
ation (hours of care per week, co- residence and self- reported finan-
cial impact of caring) and the type and intensity of community- based 
social care services.

The ASCOT- Carer and ASCOT- Proxy measures were adminis-
tered (see Table 1). Both are measures of social care- related QoL. 

TA B L E  1  ASCOT and ASCOT- Carer domains

Domain ASCOT definition ASCOT- Carer definition

Occupation Being occupied in a range of meaningful 
and enjoyable activities, including paid 
employment, unpaid work, caring for others 
or leisure activities

See definition for ASCOT

Control over daily life Choosing what to do and when to do it; having 
control over their daily life and activities

See definition for ASCOT

Social participation Being content with their social situation, 
including meaningful relationships with 
friends and family, as well as feeling involved 
and part of their community

See definition for ASCOT

Personal safety Feeling safe and secure, where concerns about 
safety can include fear of abuse or other 
physical harm or accidents

See definition for ASCOT, with the addition of: 
‘…, which may arise as a result of caring’

Food and drink Having a varied, nutritious and culturally 
appropriate diet with enough food and drink 
that the person enjoys, at regular and timely 
intervals

n/a

Accommodation comfort and cleanliness Feeling that the home environment (all rooms) is 
clean and comfortable

n/a

Personal comfort and cleanliness Feeling personally clean and comfortable, and 
looks presentable or, at best, is dressed and 
groomed in a way that reflects the person's 
personal preferences

n/a

Dignity A positive sense of self and personal 
significance, due to the way the person is 
helped and supported

n/a

Self- care n/a Feeling able to look after oneself, in terms 
of eating well, getting enough sleep and 
attending medical appointments

Space and time to be yourself n/a Having space and time in everyday life. Enough 
time away from caring to have a life of their 
own outside of the caring role

Feeling supported and encouraged n/a Feeling encouraged and supported by care 
workers, social care professionals, and 
others, in their role as a carer

Note: Adapted from Netten et al. (2012) and Rand et al. (2015).
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The ASCOT- Carer is a measure for unpaid carers, which has been de-
veloped and psychometrically tested in a diverse sample of carers in 
England (Rand et al., 2015). The ASCOT- Proxy is an adapted version 
of ASCOT, designed to measure proxy- reported SCRQoL for peo-
ple who cannot self- report (Rand & Caiels, 2017). The psychometric 
properties of the ASCOT- Proxy and ASCOT- Carer using this study 
sample are reported in Silarova et al. (2021). Further details of these 
instruments are available at www.pssru.ac.uk/ascot.

For the ASCOT- Proxy, the proxy respondent (i.e. the carer) 
is asked to rate the person's QoL from a proxy- person and proxy- 
proxy perspective. There is evidence that proxy report system-
atically differs by perspective (Pickard & Knight, 2005; Rand & 
Caiels, 2015), so they are reported separately. Neither proxy per-
spective is equivalent to self- report. They are both proxy- report 
measures estimated using different strategies by the proxy re-
spondent –  specifically, the proxy's judgement based on their own 
views, attitudes and beliefs (proxy- proxy) and the proxy's judge-
ment based on their internal construction of the person's views, 
attitudes and beliefs (proxy- person).

Utility weights were applied for both the ASCOT- Carer and 
ASCOT- Proxy to calculate index scores, whereby 1 (maximum value) 
represents full SCRQoL (Batchelder et al., 2019; Netten et al., 2012). 
Preference weights applied for the ASCOT- Proxy were those devel-
oped for ASCOT (Netten et al., 2012); a separate set of weights has 
not yet developed for the ASCOT- Proxy.

2.3  |  Analysis

Descriptive statistics were calculated for the study sample of com-
pleted questionnaire (n = 313). The frequency (%) of unmet so-
cial care outcome need was reported for each ASCOT- Carer and 
ASCOT- Proxy attribute. Each attribute of the ASCOT- Carer and 
ASCOT- Proxy was rated by respondents as the ideal state (highest 
QoL), no needs, some needs or high level needs (lowest QoL). Rating 
of either some or high level needs was taken as an indicator of unmet 
social care need.

To explore the factors related to SCRQoL, regression mod-
els were estimated using Ordinary Least Squares (OLS) with the 
ASCOT- Carer and ASCOT- Proxy (proxy- proxy, proxy- person) as the 
dependent variables. Analyses were conducted on complete cases 
only.

In the ASCOT- Carer model, the independent variables con-
sidered were the individual characteristics of the carer (sex, aged 
≥65 years, self- rated health) and care- recipient (Minimum Dataset 
Cognitive Performance Scale [MDS CPS]; Morris et al., 1994), and 
caregiving situation (carer co- residence with the care- recipient, 
≥50 hr care per week and financial difficulties due to caring). The 
carer's satisfaction with social care support was also considered. 
These factors were selected on the basis of their conceptualised re-
lationship to social care- related QoL as primary stressors (cognitive 
status of care recipient, hours of informal care per week), second-
ary stressors (financial difficulties) or moderators that exacerbate or 

ameliorate the impact of stressors (carer's health, experienced sat-
isfaction with care) (Sörensen et al., 2006). Individual characteristics 
(age, sex, ethnicity) may influence their experience of stressors, their 
moderation or appraisal or have a direct influence of subjective QoL 
(Sörensen et al., 2006). We also considered whether the survey was 
completed online or by postal survey, to establish whether there was 
an effect for mode of administration.

In the ASCOT- Proxy models, the independent variables 
were selected based on previous research on factors related to 
SCRQoL in other populations, including older adults (van Leeuwen 
et al., 2014) and adults with intellectual disabilities (Rand & 
Malley, 2017). These, and also this study, are informed by an 
adapted production of welfare model (Forder et al., 2018), which 
proposes that SCRQoL is related to care recipient characteristics 
(age), informal support availability and intensity (co- residence 
with carer, hours of care per week), care- related needs (cognitive 
impairment), environmental factors (suitability of home for care 
needs) and social care support (day service use, hours of home 
care). Like for the ASCOT- Carer model, the mode of survey admin-
istration was also considered.

Although the study was planned and funded before the 
COVID- 19 pandemic, the data collection coincided with phases of 
COVID- related legal restrictions in England, which affected everyday 
life (e.g. ability to socialise). Therefore, we also considered the sur-
vey completion date, to control and account for these wider contex-
tual shifts. Dummy variables were created for the following phases 
of COVID- related policy in England (Brown & Kirk- Wade, 2021), 
against a baseline pre- first national lockdown in England (up to 25th 
March 2020): first national lockdown (26th March 2020 until 3rd 
July 2020); minimal restrictions (4th July 2020 to 13th September 
2020); reintroduction of restrictions by regional tier system (14th 
September 2020 to 4th November 2020); second national lockdown 
(5th November until 1st December 2020); reintroducing the regional 
tier system (2nd to 29th December 2020); third national lockdown 
(30th December until 7th March 2021); easing restrictions (8th 
March to study end, April 2021).

Goodness of fit statistics was calculated and reported, includ-
ing the overall F- test and adjusted R2. The Ramsey RESET statistic 
(Ramsey, 1969) was calculated to test for omitted variable bias or 
misspecification error. The D’Agnostino- Pearson K2 test (D’Agostino 
et al., 1990) was applied to test the normality of residuals. The 
Breusch- Pagan test of heteroscedasticity was also calculated 
(Breusch & Pagan, 1979). All analyses were performed in Stata ver-
sion 16.

3  |  RESULTS

The sample descriptive statistics are given in Table 2. Most of the 
respondents were caring for a parent (48.9%) or spouse/partner 
(41.5%). The majority were women (75.7%). The age range of re-
spondents was from 24 to 90 years. Over half of the sample (56.2%) 
were aged below 65 years, with the majority of carers aged either 

http://www.pssru.ac.uk/ascot
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55– 64 years (34.5%) or 65– 74 years (29.1%). The sample comprised 
5.4% carers from ethnic minorities, which is slightly lower than the 
estimated 8% of all carers in England (NHS Digital, 2010). Over half 
(57.8%) of the sample were carers who live with the person they 
support.

Two thirds of participants reported that they had used home care 
services in the past week. Half had accessed carer support groups 
(49.5%) in last 12 months. Around a third of the sample had accessed 
day services or activities (30.0%) and/or breaks from caring (31.0%) 
in last 12 months, including short- term or emergency breaks or res-
idential respite care. While further detailed data on the type and 
mode of delivery of support were not collected in the survey, the de-
livery of community- based social care services was affected by the 
COVID- 19 pandemic. Many services were delivered instead online 
or by telephone, or with adaptations (e.g. use of personal protective 
equipment, social distancing) to reduce the risk of COVID- 19 trans-
mission, or were temporarily suspended.

The SCRQoL index score distribution for the ASCOT- Carer 
and two proxy perspectives for the ASCOT- Proxy are shown 
in Figure 1. The ASCOT- Carer, which is scored from 0 (worst 
SCRQoL) to 1 (best SCRQoL), was positively skewed with an av-
erage index score of 0.65 (SD = 0.21; range 0.09– 1.00; n = 312). 
Likewise, the ASCOT- Proxy index scores, which are scored from 
−0.17 (worst SCRQoL) to 1 (best SCRQoL), are also positively 
skewed. The proxy- person index score (mean = 0.64, SD = 0.22, 
range 0.04– 1.00; n = 278) was significantly higher than the proxy- 
proxy index score (mean = 0.60, SD = 0.22, range −0.11 to 1.00; 
n = 284) [t(274) = −3.45, p < 0.001).

The frequency (%) of unmet need by ASCOT- Carer and ASCOT- 
Proxy attribute are given in Table 3. Across all ASCOT- Carer do-
mains, except feeling safe (Personal safety, 3.2%) and being able to 
look after themselves by eating well, exercise and attending medical 
appointments (Self- care, 32.1%), over 50% of carers reported that 
they had unmet needs. The highest % unmet need were reported by 
carers with regard to being able to do things they value and enjoy 
(Occupation), having time and space to themselves (Time and space) 
and being able to sustain social relationships with friends and family 
(Social participation).

The % unmet need for ASCOT- Proxy was higher for the proxy- 
proxy than the proxy- person rating for all domains, except feeling 
safe (Personal safety) and effect of how care is delivered on a per-
son's sense of self (Dignity). Relatively low unmet needs (5%– 16%) 
were reported for the four ASCOT attributes that relate to basic 
care- related needs (Accommodation, Personal comfort and cleanliness, 
Food and drink, and Personal safety) (see Table 1). Over half of the 
sample proxy- reported unmet care- related outcome needs for as-
pects of care- related QoL, beyond basic care needs (i.e. Occupation, 
Control over daily life and Social participation). Unmet need was rated 
by 21.1% (proxy- proxy) or 35.1% (proxy- person) for Dignity. This re-
lates to how paid care is delivered. Unmet needs indicate that the 
way in which care or support workers delivery care either some-
times (some needs) or completely (high- level needs) makes the per-
son feel undermined. This is notably higher than surveys of adult 
social care service users in England [2019/20 adult social care survey 

TA B L E  2  Sample characteristics (n = 313)

Frequency N (%), 
or mean, SD, range

Carer characteristics

Male 76 (24.3%)

Aged ≥65 years 137 (43.8%)

Ethnicity: Black, Asian, multiple or mixed or 
othera

17 (5.4%)

Self- rated health: good or very gooda,b 229 (73.1%)

Care recipient characteristics

Aged ≥65 years 291 (93.0%)

Care- recipient

Partner/spouse 130 (41.5%)

Parent 153 (48.9%)

Other (sibling, child, friend, in- law) 30 (9.6%)

Number of ADLs with difficulty or unable to 
completeb,c

5.2, 2.5, 1– 8

MDS CPS: severe or very severe impairmenta,b 185 (59.1%)

Caring situation/impact

Home design meets care needs very wella 101 (32.3%)

Co- resident with care- recipient 181 (57.8%)

≥50 hr care per weekb 147 (47.0%)

Caring has caused financial difficultyb 128 (40.9%)

Social care

Home care support (in past week) 212 (67.7%)

Hours (in past week)b 14.4, 31.9, 0– 168

Day services or activitiesb 94 (30.0%)

Information & advice for the carer 207 (66.1%)

Carers support group 155 (49.5%)

Breaks from caring (emergency, short- term or 
>24 hr)

97 (31.0%)

Satisfied with servicesa,b 183 (58.5%)

Survey completion date by COVID- 19 restriction phase (Brown & 
Kirk- Wade, 2021)

Before first national lockdown 40 (12.8%)

First national lockdown 74 (23.6%)

Minimal lockdown 7 (2.2%)

Reintroducing restrictions 16 (5.1%)

Second national lockdown 25 (8.0%)

Reintroducing the tier system 19 (6.1%)

Third national lockdown 85 (27.2%)

Steps out of lockdown 47 (15.0%)

Survey

Completed onlinea 250 (79.9%)

Abbreviation: ADL, activities of daily living; MDS CPS, Minimum 
Dataset Cognitive Performance Scale.
aBase category: Ethnicity (white or white British); Self- rated health (fair, 
bad or very bad); MDS CPS (borderline, mild, moderate or moderate- 
severe); Home design (meets most, some or no needs); Satisfied with 
services (neither satisfied nor dissatisfied, quite, very or extremely 
dissatisfied); Completed online (by post).
bMissing data: Self- rated health (Carer) (n = 1); ADLs (n = 3); MDS CPS 
(n = 5); ≥50 hr care per week (n = 3); Day services or activities (n = 1); 
Caring has caused financial difficulty (n = 2); Home care hours (n = 10); 
Day services or activities (n = 1); Satisfied with services (n = 4).
cI/ADLs: getting around indoors; get in/out of bed; feed self; finances 
and paperwork; wash all over by self; get dressed and undressed; use 
the toilet; wash hands and face.
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in England, 9.3% of surveyed service users rated Dignity as some or 
high- level needs (NHS Digital, 2021a)].

The results of the multivariate regression analysis for ASCOT- 
Carer are given in Table 4. Goodness of fit statistics was accept-
able. The residuals were normally distributed (D’Agnostino- Pearson 
K2 = 1.85, p = 0.40) and the variance of the residuals was homog-
enous (Breusch- Pagan test χ2(1) = 2.21, p = 0.14). There is no ev-
idence for omitted variable bias [Ramsey- RESET, F(3,279) = 1.41, 
p = 0.24]. The adjusted R2 indicates that the model explains 43.9% 
of the variance.

The ASCOT- Carer SCRQoL index score was significantly posi-
tively associated with good or very good self- rated health and sat-
isfaction with care services (p < 0.001), and negatively associated 
with high intensity caregiving (≥50 hr per week), financial difficulties 
related to caring, co- residence with the person they support and 
care- recipient severe cognitive impairment (p < 0.05). None of the 
variables of the phase of COVID- related restrictions in England were 
significantly associated with SCRQoL, after controlling for other 
variables in the model. Questionnaire administration online, rather 
than by postal survey, also did not reach significance (B = −0.021, 
p = 0.44).

The results of the OLS analysis for the ASCOT- Proxy SCRQoL 
index score rated by the proxy's own view (proxy- proxy) or the 
proxy's view of the person's view (proxy- person) are given in Table 5. 
Both models had no evidence of omitted variable bias (Ramsey 
RESET p > 0.05). However, the variance of the residuals was het-
erogenous for both models (Breusch- Pagan p < 0.01). The resid-
uals were also not normally distributed in the proxy- proxy model 
(D’Agnostino- Pearson K2 = 6.29, p = 0.04), so we applied robust es-
timates of variance (Huber- White).

In both models, the severity of the person's cognitive impairment 
was negatively related to QoL (p < 0.01) and suitability of the home 
for caregiving had a significant positive association with SCRQoL 
(p < 0.05). The administration of the questionnaire as an online sur-
vey, rather than postal survey, was not significantly associated with 
SCRQoL (p > 0.05). The other factors related to ASCOT- Proxy index 
score differed by the proxy perspective of rating. For rating by the F I G U R E  1  ASCOT- Carer and ASCOT- Proxy index score 

ASCOT- Carera
ASCOT- Proxy 
proxy proxyb

ASCOT- Proxy 
proxy personc

N (%) N (%) N (%)

Accommodation cleanliness 
and comfort

34 (10.9%) 14 (4.5%)

Personal cleanliness and 
comfort

45 (14.4%) 14 (4.5%)

Food and drink 49 (15.7%) 32 (10.2%)

Dignity 66 (21.1%) 110 (35.1%)

Control over daily life 162 (51.8%) 173 (55.3%) 165 (52.7%)

Occupation (doing things I 
value and enjoy)

224 (71.6%) 234 (74.8%) 188 (60.1%)

Social participation 184 (58.8%) 197 (62.9%) 155 (49.5%)

Personal safety 10 (3.2%) 37 (11.8%) 50 (16.0%)

Self- care 100 (32.1%)

Time and space 196 (62.6%)

Feeling supported and 
encouraged

157 (50.2%)

aMissing data: Personal safety (n = 1).
bMissing data: Food and drink (n = 3), Dignity (n = 21), Control (n = 3), Occupation (n = 1), Social 
(n = 1), Personal safety (n = 2).
cMissing data: Accommodation (n = 4), Personal comfort and cleanliness (n = 2), Food and drink 
(n = 6), Dignity (n = 22), Control (n = 5), Occupation (n = 3), Social (n = 3), Personal safety (n = 5).

TA B L E  3  Unmet need
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proxy of their view of the person's perspective (proxy- person), there 
was a significant negative association with care- recipient's age of 
65 years or older, and also increased number of I/ADLs (activities 
of daily living [ADL]) with difficulty (p < 0.01); however, there was 
no significant association for care- recipient age or difficulty with I/
ADLs, where the carer was asked to rate their view of the person 
with dementia's QoL (proxy- proxy). Conversely, SCRQoL rated by 
the proxy- proxy perspective was significantly positively associated 
with the availability and intensity of both informal (co- residence and 
hours of care per week) and formal support (home care hours per 
week, day activities) (p < 0.05); there were no significant associa-
tions between these variables and proxy- person perspective rated 
SCRQoL.

When controlling for the other variables considered in the 
model, the effect of the COVID- related restriction phase vari-
ables was not significantly associated with proxy- proxy rating of 
SCRQoL, except for the phase of reintroducing restrictions from 
14th September 2020 to 4th November 2020 in England, which 
was associated with lower SCRQoL ratings against the baseline of 

pre- COVID (B = −0.130, p = 0.01). For the model with proxy- person 
rated SCRQoL, the three later stages of the pandemic covered by 
the data collection period for this study (i.e. reintroducing the tier 
system, third national lockdown and steps out of lockdown, from 
December 2020 to study end in April 2021) were all negatively asso-
ciated with SCRQoL (p < 0.05).

4  |  DISCUSSION

In this study, we identified the pattern of unmet social care need, as 
defined using QoL outcomes, of a sample of community- dwelling 
PLWD and their carers in England. This is a group that is at risk 
of exclusion from social care research. The study applied the re-
cently developed proxy- report version of the ASCOT, designed to 
address this issue (Caiels et al., 2019; Rand & Caiels, et al., 2017; 
Silarova et al., 2021). Despite sampling carers who already had 
contact with social care, over half self- reported unmet need in 
five of the seven carers’ SCRQoL domains (all except Self- care 

B 95% CI p value

Male 0.039 −0.005 to 0.083 0.082

Aged ≥65 years 0.019 −0.025 to 0.063 0.403

Ethnicity: Black, Asian, multiple or mixed, 
or other

−0.072 −0.155 to 0.011 0.088

Self- rated health: good or very good 0.124*** 0.082 to 0.166 <0.001

MDS CPS: severe or very severe 
impairment

−0.057** −0.094 to −0.019 0.003

Co- resident with care- recipient −0.059* −0.117 to −0.001 0.044

≥50 hr care per week −0.069* −0.124 to −0.013 0.015

Financial difficulty due to caring −0.094*** −0.132 to −0.056 <0.001

Satisfied with services 0.142*** 0.105 to 0.178 <0.001

Survey completion by COVID- 19 phase

First national lockdown −0.054 −0.115 to 0.007 0.081

Minimal lockdown 0.027 −0.100 to 0.154 0.674

Reintroducing restrictions −0.047 −0.139 to 0.045 0.314

Second national lockdown −0.008 −0.090 to 0.074 0.850

Reintroducing the tier system −0.016 −0.104 to 0.071 0.712

Third national lockdown −0.043 −0.105 to 0.019 0.173

Steps out of lockdown −0.031 −0.104 to 0.042 0.407

Survey online −0.021 −0.073 to 0.032 0.443

Constant 0.651*** 0.562 to 0.739 <0.001

N 300

ANOVA F- text 14.74***

Adjusted R2 0.439

Ramsey RESET 1.41

D’Agnostino- Pearson K2 1.85

Breusch- Pagan 2.21

Abbreviations: ANOVA, analysis of variance; CI, confidence interval; MDS CPS, Minimum Dataset 
Cognitive Performance Scale; OLS, ordinary least squares.
*<0.05.; **<0.01.; ***<0.001.

TA B L E  4  OLS ASCOT- Carer
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and Personal safety), as well as proxy- reported unmet need for 
the care- recipient in three of eight SCRQoL domains (Occupation, 
Control over daily life and Social participation). Despite the Care Act 
(2014) definition of social care need in terms of social care QoL 
outcomes, for both adults with support needs and carers (Social 
Care Institute of Excellence, 2020), outcome needs are remain-
ing unaddressed, especially for carers, even when in contact with 
social care services. This indicates that there is a need for better 
ways of identifying, establishing unmet social care- related QoL 
needs and effectively supporting PLWD and their carers to ad-
dress these unmet needs.

The profile of social care outcome need of the surveyed carers 
aligns with other evidence, which indicates that the current pro-
vision of community- based support in England is not adequately 
meeting the needs of PLWD and their carers. The fragmentary na-
ture of the social care system, the transience of the care workforce 
and chronic underfunding have been highlighted as challenges to 
providing high- quality person- centred care that is able to improve 
and sustain QoL for PLWD and their carers (Department of Health 
& Social Care, 2019). With regard to home care, for example, the 
use of 15- min visits, zero- hour shift rotas and frequent changes in 
care workers all contribute to difficulty in delivering high- quality 

TA B L E  5  OLS ASCOT- Proxy

Proxy- proxy perspective Proxy- person perspective

B 95% CI p value B 95% CI p value

Care recipient is aged 
≥65 years

−0.076 −0.171 to 0.018 0.113 −0.136** −0.213 to −0.059 0.001

Home design meets care 
needs very well

0.079** 0.027 to 0.131 0.003 0.051* <0.001 to 0.102 0.050

I/ADLs with difficulty −0.008 −0.019 to 0.003 0.139 −0.021** −0.034 to −0.009 0.001

MDS CPS: severe or very 
severe impairment

−0.121*** −0.176 to −0.067 <0.001 −0.088** −0.152 to −0.024 0.007

Co- resident with 
care- recipient

0.088** 0.023 to 0.153 0.009 0.013 −0.064 to 0.090 0.739

≥50 hr care per week 0.072* 0.012 to 0.133 0.019 0.030 −0.045 to 0.105 0.433

Home care hours (in past 
week)

0.001* <0.001 to 0.002 0.012 <0.001 −0.001 to 0.001 0.743

Day services or activities 0.056* <0.001 to 0.113 0.050 0.006 −0.053 to 0.064 0.849

Survey completion by COVID- 19 phase

First national 
lockdown

−0.017 −0.110 to 0.075 0.716 −0.050 −0.129 to 0.030 0.219

Minimal lockdown −0.085 −0.283 to 0.114 0.402 −0.066 −0.207 to 0.075 0.357

Reintroducing 
restrictions

−0.130* −0.234 to −0.027 0.014 −0.125 −0.264 to 0.015 0.081

Second national 
lockdown

<0.001 −0.104 to 0.105 0.996 −0.084 −0.181 to 0.012 0.087

Reintroducing the tier 
system

−0.060 −0.182 to 0.063 0.340 −0.160* −0.311 to −0.008 0.039

Third national 
lockdown

−0.075 −0.175 to 0.026 0.145 −0.094* −0.184 to −0.004 0.041

Steps out of lockdown −0.064 −0.173 to 0.044 0.245 −0.170** −0.269 to −0.072 0.001

Survey online 0.005 −0.059 to 0.069 0.882 −0.025 −0.097 to 0.047 0.497

Constant 0.688*** 0.528 to 0.847 <0.001 1.007*** 0.861 to 1.152 <0.001

N 269 263

ANOVA F- text 5.26*** 4.05***

Adjusted R2 0.203 0.157

Ramsey RESET 1.68 1.71

D’Agnostino- Pearson K2 6.29* 4.88

Breusch- Pagan 10.44** 15.85***

Abbreviations: ADL, activities of daily living; ANOVA, analysis of variance; CI, confidence interval; MDS CPS, Minimum Dataset Cognitive 
Performance Scale; OLS, ordinary least squares.
*<0.05.; **<0.01.; ***<0.001.
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personalised care; it precludes the development of meaningful work-
ing relationships between carer and care staff, which improve social 
care outcomes and facilitate care transitions (Dalgarno et al., 2021). 
More could be done to adequately fund and promote innovation in 
the community- based care sector to meet the needs of PLWD and 
their carers, especially in light of the COVID- 19 pandemic and trend 
away from institutionalised care (Alders & Schut, 2019; Bennett 
et al., 2018; Szcześniak et al., 2021).

This study also sought to understand the factors related to 
SCRQoL, either self-  or proxy- reported by carers. The findings of 
this study for the factors related to carers’ SCRQoL are consistent 
with those from a study of a heterogeneous sample of carers in 
England (Rand et al., 2015). Key influences on carers’ SCRQoL are 
self- rated health, intensity of caregiving, financial difficulties re-
lated to caring and satisfaction with social care support (Rand et al., 
2015). Interestingly, the previous study (Rand et al., 2015) did not 
find any effect of co- residence, whereas it was found to be nega-
tively associated with QoL here. In this study, we also collected and 
considered data on the severity of cognitive impairment; it was also 
found to be significantly related to lower QoL outcomes. Taken to-
gether, these findings offer a view of the risk factors for poor QoL 
outcomes for carers of PLWD. Those living with the person they 
support, with poor self- rated health, providing ≥50 hr per week, ex-
periencing financial difficulties due to caring and supporting some-
one with severe cognitive impairment are more likely to experience 
lower SCRQoL. Although the Care Act (2014) removed the criteria of 
‘substantial and regular care’ for access to assessment and support 
to address carers’ own social care needs in England, these findings 
indicate that risks to SCRQoL are related to both intensity (as indi-
cated by hours of care) and proximity (as indicated by co- residence) 
in caregiving. Therefore, an understanding of caregiving context, 
as well as carers’ own health and financial situation, is important to 
needs assessments, care planning and delivery. These may also be 
important data to collect and consider in datasets to guide policy, 
service planning and delivery at local, regional and national levels.

The significant association with service satisfaction highlights 
how social care support, even when services may be provided ‘for’ 
the person with dementia, rather than for carers, is important for 
carers’ SCRQoL. In a study of carers in England, the way in which 
services have either positive, neutral or negative effects on carers’ 
SCRQoL has been described, with positive impacts related to a re-
duction of time spent on caregiving tasks, by encouraging carers to 
focus on self- care, access support or reappraise their role or priori-
ties and by alleviating subjective burden. Poor quality or inadequate 
care may lead to negative effects on carers’ QoL: for example, brief 
15- min home care visits, especially where care workers are rushed 
and do not have time to tidy away afterwards, may mean the carer 
has to provide additional support to compensate (Rand et al., 2020). 
This highlights the ideal practice of partnership working with for-
mal carers to support the person with dementia [i.e. carers as co- 
workers (Twigg & Atkins, 1994)] and benefit of care workers having 
a view of the carer's (joint) needs alongside the person they support 
[i.e. carers as co- clients (Twigg & Atkins, 1994)]. However, such an 

approach of proactive planning, communication and collaboration 
between formal and informal carers, even if valued by carers and 
recognised by policy as beneficial in supporting carers and the per-
son with dementia, has been shown to be effective in other contexts 
[e.g. in Sweden (Lethin et al., 2016)], is challenging to achieve within 
the current budgetary constraints of social care commissioning in 
England (Dalgarno et al., 2021).

One of the aims of this study was to demonstrate and test the 
approach of collecting QoL outcomes for PLWD who cannot self- 
report, by proxy report. The psychometric testing of the ASCOT- 
Proxy is reported elsewhere (Silarova et al., 2021). In this paper, we 
have identified the factors related to proxy- reported SCRQoL from 
both perspectives (proxy- proxy and proxy- person). Some variables 
were significantly associated with SCRQoL rated by proxy- proxy 
and proxy- person perspectives, notably cognitive impairment and 
design of the home. Home design that is adequate for care needs 
has been found to be related to SCRQoL in studies of adults with 
physical disability or mental health conditions in England (Rand & 
Malley, 2017; van Leeuwen et al., 2014), adults with intellectual 
disabilities in England (Rand & Malley, 2017) and older home care 
service users in Finland (Nguyen et al., 2021). Good quality housing 
with adequate space, layout and design to flexibly adapt around 
changing individual needs has been found to be important for 
maintaining the overall QoL, independence and dignity or privacy 
of PLWD and their carers (Soilemezi et al., 2019). In this study, we 
demonstrate also the association with social care outcomes and im-
portance of considering housing and care, together, in supporting 
PLWD at home.

The rating of QoL differs systematically by the proxy perspective 
adopted by the respondent, with proxy- proxy rating typically lower 
than proxy- person rating and less aligned to self- report (where it is 
possible to collect these data) (Pickard & Knight, 2005). In this study, 
we, likewise, found that proxy- proxy report was significantly lower 
than proxy- person report. In the multivariate regression, the factors 
related to QoL outcomes also varied, which would be expected due 
to the differences in how each perspective is understood and rated 
by the respondent. Importantly, the variables related to the availabil-
ity, type and intensity of both informal (hours of care, co- residence) 
and formal (hours of home care, day care) care were significantly 
positively related to QoL. The proxy respondent is correctly under-
standing and rating the ASCOT- Proxy as a measure of the impact of 
care on SCRQoL. However, these significant relationships are not 
found with the proxy- person ratings. This is consistent with qualita-
tive evidence from the development of the ASCOT- Proxy, whereby 
some proxy respondents would describe how the person was ambiv-
alent, unaware or even antagonistic towards care and support, even 
if (in the proxy respondent's view) it promoted QoL outcomes (Caiels 
et al., 2019; Rand et al., 2017). This is important when considering 
which of the ratings to apply or use in different contexts. Arguably, 
the proxy- person view has value if the aim is to gain insight into the 
person's perspective of their situation; however, the proxy- proxy 
perspective may offer a measure of the impact of care on QoL that 
may not be possible with the proxy- person report.
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The impact of the different phases of COVID- related restric-
tions was also considered on carers’ self- reported and proxy- 
reported SCRQoL. Longitudinal studies have shown that there were 
shifting patterns of access to community- based social care for older 
people, including PLWD, and their carers, as well as corresponding 
effects on anxiety, depression and QoL (Giebel et al., 2020, 2021). 
In this study, we did not find any significant effect of COVID re-
striction phase on carer SCRQoL. However, this may be due to the 
existing high- level needs of the subgroup of carers –  i.e. support-
ing someone with moderate- to- severe dementia living at home –  
and also, that the model controls for satisfaction with social care 
support, which may control for instances where support had been 
withdrawn or adapted. By contrast, there were significant effects in 
the ASCOT- Proxy models. The reintroduced restriction phase (au-
tumn 2020) was significantly negatively associated with SCRQoL 
(proxy- proxy), and the phases after the second national lockdown 
were negatively associated with SCRQoL (proxy- person). These 
findings indicate that there were negative QoL impacts, while con-
trolling for social care support, of the pandemic- related restrictions 
for PLWD in their own homes. From the person's own perspective, 
there appears to be a sustained cumulative effect towards the lat-
ter stages of restriction covered by the study period. By contrast, 
the proxy- proxy report perspective identified a significant negative 
effect after the transition to reintroduce restrictions after the first 
easing.

Finally, the mode of administration, either online or postal sur-
vey, was considered in the models with ASCOT- Carer and ASCOT- 
Proxy. In a previous study, it was found that carers reported lower 
ASCOT- Carer SCRQoL when it was completed by telephone com-
pared with face- to- face interview (Rand et al., 2015). However, in 
this study, there was no significant difference between self- report 
postal compared with self- report online survey for the ASCOT- 
Carer. This finding also applied to the ASCOT- Proxy scores. This 
finding is potentially important in guiding whether and how the 
measures are used in social care evaluation and research. Currently, 
for example, adult social care outcomes data are routinely collected 
in England by postal survey (NHS Digital, 2021b), although there is 
interest in shifting towards an online or hybrid (i.e. postal and online) 
approach to data collection. This finding provides tentative evidence 
that there is not a systematic bias by mode when using the question-
naires as self- report instruments.

The study has some limitations. First, the sample size is modest 
and the number of cases for some categories are low. Especially with 
the dummy variables for the phases of restrictions, variables may 
not have reached significance due to the small numbers. Second, it is 
not possible to be confident in the representativeness of the sample 
to the population of study (i.e. PLWD in their own homes, who have 
informal care and use social care support). This is because of the lack 
of robust population estimates for this group. By comparing to the 
2009/10 population estimate of English carers (NHS Digital, 2010), 
however, the sample likely underrepresents carers from ethnic mi-
norities and male carers.

5  |  CONCLUSION

This study adds to what is known about social care outcomes in 
England by its focus on PLWD, who live at home and are unable to 
self- report, and their carers. This is a subgroup who are at risk of ex-
clusion from social care research and national data collections. The 
study has shown that there is a high level of unmet need, defined 
by QoL outcomes. This indicates that the social care system has not 
aligned to the policy direction and legislative framework of the Care 
Act (2014), which set out a focus both on individual QoL, rather than 
addressing deficits or tasks. If the aim of promoting QoL outcomes, 
both of PLWD and their carers, is to be realised, the chronic issues 
in the English social care system need to be addressed, especially in 
planning and delivering services to work creatively, collaboratively 
and meaningfully with PLWD and their carers. The study also identi-
fied factors related to QoL outcomes, including the impact of the 
COVID- related restrictions in England. Whilse the focus of the pan-
demic has been primarily on its impacts in residential and nursing 
care, this study identifies the impact also for people living at home, 
which warrants further interest and investigation in the recovery 
phase from the pandemic.

ACKNOWLEDG EMENTS
The authors would like to acknowledge and thank the Patient and 
Public Engagement and Involvement (PPIE) research advisors, Aakta 
Patel and Della Ogunleye, for their advice on the study design and 
methods throughout the study, including the questionnaire for-
mat and content, recruitment strategy and ethical considerations. 
Recruitment to this study was supported through the National 
Institute for Health Research (NIHR) Clinical Research Network 
(CPMS: 44825) and Join Dementia Research, which is funded by the 
Department of Health and Social Care (DHSC) and delivered by the 
NIHR in partnership with Alzheimer Scotland, Alzheimer's Research 
UK and Alzheimer's Society.

CONFLIC T OF INTERE S T
The authors have no conflicts of interest to declare.

AUTHOR CONTRIBUTIONS
Stacey E. Rand, Ann- Marie Towers and Karen Jones conceived of the 
study. Stacey E. Rand carried out the data analysis and drafted the 
manuscript. Barbora Silarova and Stacey E. Rand planned and con-
ducted the data collection. All authors contributed to the interpreta-
tion of results, provided critical feedback on the draft manuscript 
and approved the final manuscript.

E THIC AL APPROVAL
The study was approved by the Social Care Research Ethics 
Committee in England, Health Research Authority and Health and 
Care Research Wales (19/IEC08/0057). Research governance ap-
proval was also sought in local authorities where we recruited carers 
via publicly funded services.



e2416  |    RAND et Al.

DATA AVAIL ABILIT Y S TATEMENT
Research data are not shared.

ORCID
Stacey E. Rand  https://orcid.org/0000-0001-9071-2842 
Barbora Silarova  https://orcid.org/0000-0002-2473-2527 
Ann- Marie Towers  https://orcid.org/0000-0003-3597-1061 
Karen Jones  https://orcid.org/0000-0003-0851-8341 

R E FE R E N C E S
Ahmadi- Abhari, S., Guzman- Castillo, M., Bandosz, P., Shipley, M. J., 

Muniz- Terrera, G., Singh- Manoux, A., Kivimäki, M., Steptoe, A., 
Capewell, S., O’Flaherty, M., & Brunner, E. J. (2017). Temporal trend 
in dementia incidence since 2002 and projections for prevalence 
in England and Wales to 2040: Modelling study. BMJ, 358, j2856. 
https://doi.org/10.1136/BMJ.J2856

Alders, P., & Schut, F. T. (2019). Trends in ageing and ageing- in- place and 
the future market for institutional care: Scenarios and policy impli-
cations. Health Economics, Policy and Law, 14(1), 82– 100. https://doi.
org/10.1017/S1744 13311 8000129

Alzheimer’s Society. (2016). Fix dementia care: NHS and care homes. 
London. Available from: https://www.alzhe imers.org.uk/downl 
oad/downl oads/id/3026/fix_demen tia_care_nhs_and_care_
homes_report.pdf [last accessed 29 July 2021].

Aznar, C., Blake, M., Mackie, M., Pickering, K., & Rehsi, A. (2021). 
Representativeness of adult social care surveys: Main report. 
London, UK: Ipsos MORI. Available from: www.ipsos.com/sites/
default/files/ct/news/documents/2021- 04/Social_Care_Survey_
Review_Main_Report.pdf [last accessed 29 July 2021].

Batchelder, L., Malley, J., Burge, P., Lu, H., Saloniki, E.- C., Linnosmaa, 
I., … Forder, J. (2019). Carer social care- related quality of life out-
comes: Estimating English preference weights for the Adult Social 
Care Outcomes Toolkit for Carers (ASCOT- Carer). Value in Health, 
22(12), P1427– P1440. https://doi.org/10.1016/j.jval.2019.07.014

Bennett, L., Honeyman, M. & Bottery, S. (2018). New models of home 
care. London, UK: The Kings Fund. Available from: https://www.
kings fund.org.uk/sites/ defau lt/files/ 2018- 12/New- model s- of- 
home- care.pdf [last accessed 29 July 2021].

Breusch, T. S., & Pagan, A. R. (1979). A simple test for heteroscedastic-
ity and random coefficient variation. Econometrica, 47(5), 1287. 
https://doi.org/10.2307/1911963

Brown, J., & Kirk- Wade, E. (2021). Coronavirus: A history of English 
lockdown laws. House of Commons Library, 9068, 1– 24. Available 
from: https://commo nslib rary.parli ament.uk/resea rch- brief ings/
cbp- 9068/

Caiels, J., Rand, S. E., Crowther, T., Collins, G., & Forder, J. (2019). 
Exploring the views of being a proxy from the perspective of carers 
and care workers: Developing a proxy version of the Adult Social 
Care Outcomes Toolkit (ASCOT). BMC Health Services Research, 
19(201), 1– 11.

Callaghan, L., Brookes, N., & Palmer, S. (2017). Older people receiving 
family- based support in the community: A survey of quality of 
life among users of ‘Shared Lives’ in England. Health & Social Care 
in the Community, 25(5), 1655– 1666. https://doi.org/10.1111/
hsc.12422

D’Agostino, R. B., Belanger, A., & D’Agostino, R. B. (1990). A suggestion 
for using powerful and informative tests of normality. The American 
Statistician, 44(4), 316. https://doi.org/10.2307/2684359

Dalgarno, E. L., Gillan, V., Roberts, A., Tottie, J., Britt, D., Toole, C., & 
Clarkson, P. (2021). Home care in dementia: The views of infor-
mal carers from a co- designed consultation. Dementia, https://doi.
org/10.1177/14713 01221 990504

Department of Health and Social Care. (2010a). Carers and personalisa-
tion: Improving outcomes. London, UK: Department of Health and 
Social Care.

Department of Health and Social Care. (2010b). Transparency in out-
comes: A framework for adult social care. London, UK: Department 
of Health and Social Care.

Department of Health and Social Care. (2019). Dementia 2020 chal-
lenge: 2018 review phase 1. London, UK: Department of Health 
and Social Care.

Farina, N., Ibnidris, A., Alladi, S., Comas- Herrera, A., Albanese, E., Docrat, 
S., Ferri, C. P., Freeman, E., Govia, I., Jacobs, R., Astudillo- Garcia, 
C. I., Musyimi, C., Sani, T. P., Schneider, M., Theresia, I., Turana, Y., 
Knapp, M., & Banerjee, S. (2020). A systematic review and meta- 
analysis of dementia prevalence in seven developing countries: A 
STRiDE project. Global Public Health. Routledge, 15(12), 1878– 1893. 
https://doi.org/10.1080/17441 692.2020.1792527

Forder, J., Jones, K., Glendinning, C., Caiels, J., Welch, E., Baxter, K., Davidson, 
J., Windle, K., Irvine, A. L., King, D. & Dolan, P. (2012). Evaluation of the 
personal health budget pilot programme. PSSRU Discussion Paper, vol. 
2840_2. Canterbury, UK: PSSRU, University of Kent.

Forder, J., Vadean, F., Rand, S., & Malley, J. (2018). The impact of long- 
term care on quality of life. Health Economics, 27(3), e43– e58. 
https://doi.org/10.1002/hec.3612

Giebel, C., Cannon, J., Hanna, K., Butchard, S., Eley, R., Gaughan, A., … 
Gabbay, M. (2020). Impact of COVID- 19 related social support ser-
vice closures on people with dementia and unpaid carers: A qual-
itative study. Aging & Mental Health, 25, 1281– 1288. https://doi.
org/10.1080/13607 863.2020.1822292

Giebel, C., Pulford, D., Cooper, C., Lord, K., Shenton, J., Cannon, J., Shaw, 
L., Tetlow, H., Limbert, S., Callaghan, S., Whittington, R., Rogers, 
C., Komuravelli, A., Rajagopal, M., Eley, R., Downs, M., Reilly, S., 
Ward, K., Gaughan, A., … Gabbay, M. (2021). COVID- 19- related so-
cial support service closures and mental well- being in older adults 
and those affected by dementia: A UK longitudinal survey. British 
Medical Journal Open, 11(1), e045889. https://doi.org/10.1136/
bmjop en- 2020- 045889

Gridley, K., Aspinal, F., Parker, G., Weatherly, H., Faria, R., Longo, F., & 
van den Berg, B. (2019). Specialist nursing support for unpaid car-
ers of people with dementia: A mixed- methods feasibility study. 
Health Services and Delivery Research, 7(12), 1– 198. https://doi.
org/10.3310/hsdr0 7120

Hoff, A. (2015). London, UK: Foresight, Government Office for Science. 
Available from: https://dera.ioe.ac.uk/24148/ 1/gs- 15- 18- futur e- 
agein g- famil y- care- er09.pdf [last accessed 29 July 2021].

Johnstone, L., & Page, C. (2013). Using Adult Social Care Outcomes 
Toolkit (ASCOT) in the assessment and review process. Research, 
Policy and Planning, 30(3), 179– 192.

Lethin, C., Hallberg, I. R., Karlsson, S., & Janlöv, A.- C. (2016). Family care-
givers experiences of formal care when caring for persons with de-
mentia through the process of the disease. Scandinavian Journal of 
Caring Sciences, 30(3), 526– 534. https://doi.org/10.1111/scs.12275

Morris, J. N., Fries, B. E., Mehr, D. R., Hawes, C., Phillips, C., Mor, V., & 
Lipsitz, L. A. (1994). MDS cognitive performance scale. Journal of 
Gerontology, 49(4), M174– M182.

Murphy, J., Gray, C., & Cox, S. (2007). Communication and dementia: How 
talking mats can help people with dementia to express themselves. 
Joseph Rowntree Foundation.

Nakamura- Thomas, H., Morikawa, M., Moriyama, Y., Shiroiwa, T., 
Kyougoku, M., Razik, K., & Malley, J. (2019). Japanese translation 
and cross- cultural validation of the Adult Social Care Outcomes 
Toolkit (ASCOT) in Japanese social service users. Health and 
Quality of Life Outcomes, 17(1), 59. https://doi.org/10.1186/s1295 
5- 019- 1128- 7

Netten, A., Burge, P., Malley, J., Potoglou, D., Towers, A.- M., Brazier, 
J., Flynn, T., Forder, J., & Wall, B. (2012). Outcomes of social care 

https://orcid.org/0000-0001-9071-2842
https://orcid.org/0000-0001-9071-2842
https://orcid.org/0000-0002-2473-2527
https://orcid.org/0000-0002-2473-2527
https://orcid.org/0000-0003-3597-1061
https://orcid.org/0000-0003-3597-1061
https://orcid.org/0000-0003-0851-8341
https://orcid.org/0000-0003-0851-8341
https://doi.org/10.1136/BMJ.J2856
https://doi.org/10.1017/S1744133118000129
https://doi.org/10.1017/S1744133118000129
https://www.alzheimers.org.uk/download/downloads/id/3026/fix_dementia_care_nhs_and_care_homes_report.pdf
https://www.alzheimers.org.uk/download/downloads/id/3026/fix_dementia_care_nhs_and_care_homes_report.pdf
https://www.alzheimers.org.uk/download/downloads/id/3026/fix_dementia_care_nhs_and_care_homes_report.pdf
https://doi.org/10.1016/j.jval.2019.07.014
https://www.kingsfund.org.uk/sites/default/files/2018 1012/New 10models 10of 10home 10care.pdf
https://www.kingsfund.org.uk/sites/default/files/2018 1012/New 10models 10of 10home 10care.pdf
https://www.kingsfund.org.uk/sites/default/files/2018 1012/New 10models 10of 10home 10care.pdf
https://doi.org/10.2307/1911963
https://commonslibrary.parliament.uk/research-briefings/cbp-9068/
https://commonslibrary.parliament.uk/research-briefings/cbp-9068/
https://doi.org/10.1111/hsc.12422
https://doi.org/10.1111/hsc.12422
https://doi.org/10.2307/2684359
https://doi.org/10.1177/1471301221990504
https://doi.org/10.1177/1471301221990504
https://doi.org/10.1080/17441692.2020.1792527
https://doi.org/10.1002/hec.3612
https://doi.org/10.1080/13607863.2020.1822292
https://doi.org/10.1080/13607863.2020.1822292
https://doi.org/10.1136/bmjopen-2020-045889
https://doi.org/10.1136/bmjopen-2020-045889
https://doi.org/10.3310/hsdr07120
https://doi.org/10.3310/hsdr07120
https://dera.ioe.ac.uk/24148/1/gs-15-18-future-ageing-family-care-er09.pdf
https://dera.ioe.ac.uk/24148/1/gs-15-18-future-ageing-family-care-er09.pdf
https://doi.org/10.1111/scs.12275
https://doi.org/10.1186/s12955-019-1128-7
https://doi.org/10.1186/s12955-019-1128-7


    |  e2417RAND et Al.

for adults: Developing a preference- weighted measure. Health 
Technology Assessment, 16(16), 1– 165. https://doi.org/10.3310/
hta16160

Nguyen, L., Linnosmaa, I., Jokimäki, H., Rand, S., Malley, J., Razik, K., 
Trukeschitz, B., & Forder, J. (2021). Social care- related outcomes 
in Finland. Construct validity and structural characteristics of the 
Finnish ASCOT measure with older home care users. Health & Social 
Care in the Community, 29(3), 712– 728. https://doi.org/10.1111/
hsc.13328

NHS Digital (2010). Survey of carers in households 2009/10. Leeds. 
Available from: https://digit al.nhs.uk/data- and- infor matio n/publi 
catio ns/stati stica l/perso nal- socia l- servi ces- surve y- of- adult - carer 
s/surve y- of- carer s- in- house holds - engla nd- 2009- 10 [last accessed 
29 July 2021].

NHS Digital. (2019). Adult Social Care User Survey (ASCS) 2018– 19 
guidance and materials for councils. Available from: https://digit 
al.nhs.uk/data- and- infor matio n/data- colle ction s- and- data- sets/
data- colle ction s/socia l- care- user- surve ys/socia l- care- user- surve y- 
2018- 19 [last accessed 29 July 2021].

NHS Digital. (2021a). Personal social services adult social care survey, 
England 2019– 20 -  NHS Digital. Available from: https://digit al.nhs.
uk/data- and- infor matio n/publi catio ns/stati stica l/perso nal- socia l- 
servi ces- adult - socia l- care- surve y/engla nd- 2019- 20 [last accessed 
29 July 2021].

NHS Digital. (2021b). Social care user surveys (ASCS and SACE data 
collections). Available from: https://digit al.nhs.uk/data- and- infor 
matio n/data- colle ction s- and- data- sets/data- colle ction s/socia l- 
care- user- surveys [last accessed 10 August 2021].

Pickard, A. S., & Knight, S. J. (2005). Proxy evaluation of health- related 
quality of life: A conceptual framework for understanding multiple 
proxy perspectives. Medical Care, 43(5), 493– 499.

Prince, M., Wimo, A., Guerchet, M., Ali, G.- C., Wu, Y.- T., & Prina, M. 
(2015). World Alzheimer report 2015: The global impact of de-
mentia an analysis of prevalence, incidence, cost and trends. 
London, UK: Global Observatory for Ageing and Dementia Care 
at the Health Service and Population Research Department, King’s 
College, London. Available from: https://www.alzint.org/resou rce/
world - alzhe imer- repor t- 2015/ [last accessed 29 July 2021].

Ramsey, J. B. (1969). Tests for specification errors in classical linear least- 
squares regression analysis. Journal of the Royal Statistical Society: 
Series B (Methodological), 31(2), 350– 371. https://doi.org/10.1111/
j.2517- 6161.1969.tb007 96.x

Rand, S. E., & Caiels, J. (2015). Using proxies to assess quality of life: A re-
view of the issues and challenges. Personal Social Services Research 
Unit, University of Kent.

Rand, S., Caiels, J., Collins, G., & Forder, J. (2017). Developing a proxy 
version of the Adult social care outcome toolkit (ASCOT). Health 
and Quality of Life Outcomes, 15(1), 108. https://doi.org/10.1186/
s1295 5- 017- 0682- 0

Rand, S., & Malley, J. (2014). Carers’ quality of life and experiences of 
adult social care support in England. Health & Social Care in the 
Community, 22(4), 375– 385. https://doi.org/10.1111/hsc.12089

Rand, S., & Malley, J. (2017). The factors associated with care- related 
quality of life of adults with intellectual disabilities in England: 
Implications for policy and practice. Health and Social Care in 
the Community, 25(5), 1607– 1619. https://doi.org/10.1111/
hsc.12354

Rand, S. E., Malley, J. N., Netten, A. P., & Forder, J. E. (2015). Factor 
structure and construct validity of the Adult Social Care Outcomes 
Toolkit for Carers (ASCOT- Carer). Quality of Life Research, 24(11), 
2601– 2614. https://doi.org/10.1007/s1113 6- 015- 1011- x

Rand, S., Malley, J., Towers, A.- M., Netten, A., & Forder, J. (2017). Validity 
and test- retest reliability of the self- completion adult social care 
outcomes toolkit (ASCOT- SCT4) with adults with long- term phys-
ical, sensory and mental health conditions in England. Health and 

Quality of Life Outcomes, 15(1), 163. https://doi.org/10.1186/s1295 
5- 017- 0739- 0

Rand, S., Vadean, F., & Forder, J. (2020). The impact of social care ser-
vices on carers’ quality of life. International Journal of Care and 
Caring, 4(2), 235– 259. https://doi.org/10.1332/23978 8219X 15718 
89611 1445

Schwarz, N., Park, D., Knauper, B., & Sudman, S. (2005). Cognition, aging 
and self- reports. Philadelphia, PA: Psychology Press.

Silarova, B., Rand, S., Towers, A.- M., & Jones, K. (2021). Measuring social 
care- related quality of life of people with dementia who are unable to 
self- report and their unpaid carers: Measurement properties of ASCOT- 
Proxy and ASCOT- Carer. PSSRU Discussion Paper. Canterbury, UK: 
PSSRU, University of Kent.

Smith, S. C., Lamping, D. L., Banerjee, S., Harwood, R. H., Foley, B., Smith, 
P., Cook, J. C., Murray, J., Prince, M., Levin, E., Mann, A., & Knapp, 
M. (2007). Development of a new measure of health- related quality 
of life for people with dementia: DEMQOL. Psychological Medicine. 
Cambridge University Press, 37(05), 737. https://doi.org/10.1017/
S0033 29170 6009469

Social Care Institute of Excellence. (2020). Eligibility outcomes under 
the Care Act 2014 | SCIE. Available from: https://www.scie.org.
uk/care- act- 2014/asses sment - and- eligi bilit y/eligi bilit y/outco 
mes#adults [last accessed 29 July 2021].

Soilemezi, D., Drahota, A., Crossland, J., & Stores, R. (2019). The role of 
the home environment in dementia care and support: Systematic 
review of qualitative research. Dementia, 18(4), 1237– 1272. https://
doi.org/10.1177/14713 01217 692130

Sörensen, S., Duberstein, P., Gill, D., & Pinquart, M. (2006). Dementia 
care: Mental health effects, intervention strategies, and clinical 
implications. The Lancet Neurology, 5(11), 961– 973. https://doi.
org/10.1016/S1474 - 4422(06)70599 - 3

Steel, J. L., Geller, D. A., & Carr, B. I. (2005). Proxy ratings of health re-
lated quality of life in patients with hepatocellular carcinoma. 
Quality of Life Research, 14(4), 1025– 1033. https://doi.org/10.1007/
s1113 6- 004- 3267- 4

Szcześniak, D., Rymaszewska, J., Saibene, F. L., Lion, K. M., D’arma, 
A., Brooker, D., Evans, S. B., Evans, S. C., Chattat, R., Scorolli, C., 
Meiland, F., Hendriks, I., Dröes, R.- M., & Farina, E. (2021). Meeting 
centres support programme highly appreciated by people with 
dementia and carers: A European cross- country evaluation. Aging 
& Mental Health, 25(1), 149– 159. https://doi.org/10.1080/13607 
863.2019.1683814

Trukeschitz, B., Litschauer, J., Hajji, A., Kieninger, J., Schoch, A., Malley, 
J., Rand, S., Linnosmaa, I., & Forder, J. (2020). Cross- cultural adap-
tation and construct validity of the German version of the Adult 
Social Care Outcomes Toolkit for service users (German ASCOT). 
Health and Quality of Life Outcomes, 18(1). https://doi.org/10.1186/
s1295 5- 020- 01533 - 7

Turnpenny, A., Caiels, J., Whelton, B., Richardson, L., Beadle- Brown, J., 
Crowther, T., Forder, J., Apps, J., & Rand, S. (2018). Developing an 
easy read version of the adult social care outcomes toolkit (ASCOT). 
Journal of Applied Research in Intellectual Disabilities, 31(1), e36– e48. 
https://doi.org/10.1111/jar.12294

Twigg, J., & Atkins, K. (1994). Carers perceived: Policy and practice in infor-
mal care. Open University Press.

van Baalen, A., Vingerhoets, A. J. J. M., Sixma, H. J., & de Lange, J. (2011). 
How to evaluate quality of care from the perspective of people 
with dementia: An overview of the literature. Dementia, 10(1), 112– 
137. https://doi.org/10.1177/14713 01210 369320

van Leeuwen, K. M., Bosmans, J. E., Jansen, A. P. D., Rand, S. E., Towers, 
A.- M., Smith, N., Razik, K., Trukeschitz, B., van Tulder, M. W., van 
der Horst, H. E., & Ostelo, R. W. (2015). Dutch translation and 
cross- cultural validation of the Adult Social Care Outcomes Toolkit 
(ASCOT). Health and Quality of Life Outcomes, 13(1). https://doi.
org/10.1186/s1295 5- 015- 0249- x

https://doi.org/10.3310/hta16160
https://doi.org/10.3310/hta16160
https://doi.org/10.1111/hsc.13328
https://doi.org/10.1111/hsc.13328
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-survey-of-adult-carers/survey-of-carers-in-households-england-2009-10
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-survey-of-adult-carers/survey-of-carers-in-households-england-2009-10
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-survey-of-adult-carers/survey-of-carers-in-households-england-2009-10
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/social-care-user-surveys/social-care-user-survey-2018-19
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/social-care-user-surveys/social-care-user-survey-2018-19
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/social-care-user-surveys/social-care-user-survey-2018-19
https://digital.nhs.uk/data-and-information/data-collections-and-data-sets/data-collections/social-care-user-surveys/social-care-user-survey-2018-19
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-adult-social-care-survey/england-2019-20
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-adult-social-care-survey/england-2019-20
https://digital.nhs.uk/data-and-information/publications/statistical/personal-social-services-adult-social-care-survey/england-2019-20
https://digital.nhs.uk/data 10and 10information/data 10collections 10and 10data 10sets/data 10collections/social 10care 10user 10surveys
https://digital.nhs.uk/data 10and 10information/data 10collections 10and 10data 10sets/data 10collections/social 10care 10user 10surveys
https://digital.nhs.uk/data 10and 10information/data 10collections 10and 10data 10sets/data 10collections/social 10care 10user 10surveys
https://www.alzint.org/resource/world-alzheimer-report-2015/
https://www.alzint.org/resource/world-alzheimer-report-2015/
https://doi.org/10.1111/j.2517-6161.1969.tb00796.x
https://doi.org/10.1111/j.2517-6161.1969.tb00796.x
https://doi.org/10.1186/s12955-017-0682-0
https://doi.org/10.1186/s12955-017-0682-0
https://doi.org/10.1111/hsc.12089
https://doi.org/10.1111/hsc.12354
https://doi.org/10.1111/hsc.12354
https://doi.org/10.1007/s11136-015-1011-x
https://doi.org/10.1186/s12955-017-0739-0
https://doi.org/10.1186/s12955-017-0739-0
https://doi.org/10.1332/239788219X15718896111445
https://doi.org/10.1332/239788219X15718896111445
https://doi.org/10.1017/S0033291706009469
https://doi.org/10.1017/S0033291706009469
https://www.scie.org.uk/care-act-2014/assessment-and-eligibility/eligibility/outcomes#adults
https://www.scie.org.uk/care-act-2014/assessment-and-eligibility/eligibility/outcomes#adults
https://www.scie.org.uk/care-act-2014/assessment-and-eligibility/eligibility/outcomes#adults
https://doi.org/10.1177/1471301217692130
https://doi.org/10.1177/1471301217692130
https://doi.org/10.1016/S1474-4422(06)70599-3
https://doi.org/10.1016/S1474-4422(06)70599-3
https://doi.org/10.1007/s11136-004-3267-4
https://doi.org/10.1007/s11136-004-3267-4
https://doi.org/10.1080/13607863.2019.1683814
https://doi.org/10.1080/13607863.2019.1683814
https://doi.org/10.1186/s12955-020-01533-7
https://doi.org/10.1186/s12955-020-01533-7
https://doi.org/10.1111/jar.12294
https://doi.org/10.1177/1471301210369320
https://doi.org/10.1186/s12955-015-0249-x
https://doi.org/10.1186/s12955-015-0249-x


e2418  |    RAND et Al.

van Leeuwen, K. M., Malley, J., Bosmans, J. E., Jansen, A., Ostelo, R. W., 
van der Horst, H. E., & Netten, A. (2014). What can local author-
ities do to improve the social care- related quality of life of older 
adults living at home? Evidence from the Adult Social Care Survey. 
Health & Place, 29, 104– 113. https://doi.org/10.1016/j.healt 
hplace.2014.06.004

von Essen, L. (2004). Proxy ratings of patient quality of life- - factors 
related to patient- proxy agreement. Acta Oncologica (Stockholm, 
Sweden), 43(3), 229– 234.

White, C. (2013). Census analysis: Unpaid care in England and Wales, 
2011 and comparison with 2001. London, UK: Office for National 
Statistics.

Whitehead, P. J., James, M., Belshaw, S., Dawson, T., Day, M. R., & Walker, 
M. F. (2016). Bathing adaptations in the homes of older adults 
(BATH- OUT): Protocol for a feasibility randomised controlled trial 

(RCT). British Medical Journal Open, 6(10), e013448. https://doi.
org/10.1136/BMJOP EN- 2016- 013448

Yamaguchi, M., & Rand, S. (2019). Issues and challenges in comparing 
carers’ quality of life in England and Japan: Lessons from develop-
ing a Japanese version of the ASCOT- Carer. International Journal of 
Care and Caring, 3(3), 459– 464.

How to cite this article: Rand, S. E., Silarova, B., Towers, A.- M., 
& Jones, K. (2022). Social care- related quality of life of people 
with dementia and their carers in England. Health & Social Care 
in the Community, 30, e2406– e2418. https://doi.org/10.1111/
hsc.13681

https://doi.org/10.1016/j.healthplace.2014.06.004
https://doi.org/10.1016/j.healthplace.2014.06.004
https://doi.org/10.1136/BMJOPEN-2016-013448
https://doi.org/10.1136/BMJOPEN-2016-013448
https://doi.org/10.1111/hsc.13681
https://doi.org/10.1111/hsc.13681

	Social care-related quality of life of people with dementia and their carers in England
	Abstract
	1|BACKGROUND
	2|METHODS
	2.1|Sampling
	2.2|Questionnaire
	2.3|Analysis

	3|RESULTS
	4|DISCUSSION
	5|CONCLUSION
	ACKNOWLEDGEMENTS
	CONFLICT OF INTEREST
	AUTHOR CONTRIBUTIONS
	ETHICAL APPROVAL
	DATA AVAILABILITY STATEMENT

	REFERENCES


