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RESEARCH Open Access

Developing a proxy version of the Adult
social care outcome toolkit (ASCOT)
Stacey Rand*, James Caiels, Grace Collins and Julien Forder

Abstract

Background: Social care-related quality of life is a key outcome indicator used in the evaluation of social care

interventions and policy. It is not, however, always possible to collect quality of life data by self-report even with

adaptations for people with cognitive or communication impairments.

A new proxy-report version of the Adult Social Care Outcomes Toolkit (ASCOT) measure of social care-related

quality of life was developed to address the issues of wider inclusion of people with cognitive or communication

difficulties who may otherwise be systematically excluded. The development of the proxy-report ASCOT

questionnaire was informed by literature review and earlier work that identified the key issues and challenges

associated with proxy-reported outcomes.

Methods: To evaluate the acceptability and content validity of the ASCOT-Proxy, qualitative cognitive interviews

were conducted with unpaid carers or care workers of people with cognitive or communication impairments. The

proxy respondents were invited to ‘think aloud’ while completing the questionnaire. Follow-up probes were asked

to elicit further detail of the respondent’s comprehension of the format, layout and content of each item and also

how they weighed up the options to formulate a response.

Results: A total of 25 unpaid carers and care workers participated in three iterative rounds of cognitive interviews.

The findings indicate that the items were well-understood and the concepts were consistent with the item

definitions for the standard self-completion version of ASCOT with minor modifications to the draft ASCOT-Proxy.

The ASCOT-Proxy allows respondents to rate the proxy-proxy and proxy-patient perspectives, which improved the

acceptability of proxy report.

Conclusions: A new proxy-report version of ASCOT was developed with evidence of its qualitative content validity

and acceptability. The ASCOT-Proxy is ready for empirical testing of its suitability for data collection as a self-completion

and/or interview questionnaire, and also evaluation of its psychometric properties.

Keywords: Quality of life, Social care, Outcomes, Ascot, Proxy

Background

In the UK, social care refers to long-term care services that

aim to maintain the quality of life of adults with long-term

health conditions or ageing-related support needs (for

example, home care, day care or residential care). The

increased demand for social care due to ageing populations

in Europe combined, in some countries, with the trend to

reduce public spending has contributed to an interest in

the evaluation of the effectiveness and cost-effectiveness of

social care based on the outcomes of people who use

services [1]. The shift towards outcomes-based social care

policy and administration in the UK has also been shaped

by narratives of personalisation, increased choice and

control for service users, and wider accountability and

transparency in the use of public funds [2, 3].

To evaluate the effectiveness of social care based on

personal outcomes rather than outputs, it is important

to define the objectives of social care and to develop an

appropriate instrument that reflects these objectives.

Social care may be broadly conceptualised as services

that compensate for the effect of impairments on overall

wellbeing or quality of life [4–7]. Therefore, the
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evaluation of social care support requires the consider-

ation of a broad range of quality of life attributes beyond

health that are sensitive to the person-centred, compen-

satory activity of social care. It has been recognised that

condition-specific instruments may not be suitable to as-

sess the broader impact of social care support that is

accessed by adults with a wide range of needs and also

that generic health-related quality of life measures may

not be sensitive enough to capture the outcomes of so-

cial care [8].

The construct of social care-related quality of life

(SCRQoL) has been proposed as the basis for developing

instruments to measure social care outcomes [7]. SCRQoL

reflects aspects of quality of life that are important to

people who use social care services and may also be

conceptualised as the target of the compensatory activity of

social care support [9, 10]. The Adult Social Care

Outcomes Toolkit (ASCOT) instrument is a preference-

weighted measure based on the construct of social care-

related quality of life [10–12]. The psychometric properties

of the ASCOT self-completion questionnaire (ASCOT-

SCT4) have been established in samples of English, Dutch

and Australian older adults [12–14]. The instrument has

been recognised as a suitable outcome measure for the

evaluation of adult social care services [13, 15] and has been

used in local and national social care data collections and

evaluation studies in England to inform policy strategy,

commissioning and care practice [2, 16–18].

If individual quality of life is used evaluate the effect-

iveness of interventions and policy of social care in this

way, a key challenge is how to collect quality of life data

from people with cognitive or communication difficul-

ties, who are unable to answer on their own behalf even

with support, alternative formats or communication

aids, so to avoid the issues of sampling bias and system-

atic exclusion from ‘having a voice’ [19–21]. In the

evaluation of health care interventions using patient-

reported outcome or experience measures, a widely-used

method is the collection of data from someone who

answers on behalf of the individual whose quality of life

is to be assessed (by ‘proxy’). Despite its widespread use,

it has been argued that data collection by proxy-report

should only be used as a last resort when other methods

are not possible because it takes away the individual’s

opportunity to express their views [22, 23]. While the

standard in quality of life measurement is self-report

whenever possible, it is recognised that proxy-report is

preferable to the systematic exclusion of individuals who

are unable to self-report based primarily on the princi-

ples of equity and inclusion, as well as the potential

methodological issues associated with missing data and

bias [19, 20].

The aim of the study was to develop a new social care-

related quality of life measure based on the ASCOT-

SCT4 that could be used in circumstances where the in-

dividual is unable to self-report and other methods of

eliciting outcomes information are not feasible. This art-

icle outlines the second phase of work that sought to

apply the findings identified in the first phase of the pro-

ject [24] to develop the content and format of the new

instrument and to evaluate its content validity and

acceptability.

Methods

This qualitative study aimed to develop a proxy-report

version of the self-completion ASCOT-SCT4 with ad-

equate content validity and acceptability to proxy re-

spondents [10]. Content validity is a measurement

property that assesses whether questionnaire items re-

flect the perspective of the population of interest (in this

case, proxy respondents for adults who use social care

services) and also whether the questionnaire format,

wording and instructions are relevant, understandable

and acceptable [25]. The study involved an initial phase

to develop items and the questionnaire layout based on

an earlier phase of research [21, 24] followed by cogni-

tive interviews to refine the questionnaire and establish

its content validity [25–28].

Questionnaire development

While recognising that proxy-report is not equivalent to

self-report, the questionnaire development sought to

draw upon the same principles and concepts as the

ASCOT-SCT4 [10, 12]. The eight attributes captured by

the ASCOT-SCT4 are: Control over daily life; Occupa-

tion (‘doing things I value and enjoy’); Social participa-

tion and involvement; Personal safety; Personal

cleanliness and comfort; Food and drink; Accommoda-

tion cleanliness and comfort; and Dignity. The instru-

ment has four response options for each item to

distinguish between the ideal state, no needs, some

needs and high-level needs in relation to each quality of

life attribute [10] (see Table 1).

The key challenges of developing a proxy-report in-

strument were explored in an earlier phase of research,

which involved a rapid literature review, focus groups

and in-depth one-to-one interviews [21, 24]. In the

Table 1 ASCOT response levels (adapted from Netten et al. [10])

Response level Description

Ideal state The preferred situation, in which the individual’s
needs and preferences are met to the desired level

No needs Where the individual’s needs are met but not to the
desired level

Some needs Where there are needs, but there is no immediate or
longer-term health implications

High-level needs Where there are needs and these have an immediate
or longer-term health implication
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English Adult Social Care Survey, the majority of proxy

respondents are family or friends who live with the re-

spondent or elsewhere and proxy-report by care staff is

relatively infrequent (5.9% of proxy respondents in the

2014/15 ASCS) [29]. It should be recognised that some

people may have no or limited contact with family or

friends, so care staff may be called upon to act as proxy

respondents, especially if they have frequent contact

with individuals and in-depth knowledge of the person’s

needs and preferences through their practice of care (for

example, with support staff who work intensively one-

to-one or with small groups of adults with learning

disabilities). While some studies have found that proxy-

reported quality of life varies by ‘type’ of proxy, for

example, health or social care professionals compared to

family [20, 30–33], other studies have not found signifi-

cant differences by type of proxy [34–36]. There is also

evidence that this may be accounted for by differences

in proximity, intimacy and frequency of contact between

the proxy and the individual rather than the ‘type’ of

proxy per se [37, 38]. Therefore, in this study and also

the earlier phase of research, we considered both care

support staff and also family or friends as potential

proxy respondents.

The key challenges in proxy response identified in this

earlier phase of research were: (1) care workers’ resist-

ance to the idea of acting as a proxy respondent; (2) the

perceived difficulty of judging care recipients’ internal

subjective state (i.e. how they ‘think’ and ‘feel’); and (3)

proxy respondents’ wanted to express that their own

response (as a proxy) differed from how they thought

the care recipient would respond based on the proxy re-

spondents’ judgement of the care recipients’ perspective

[24]. Proxy respondents also commented that they found

it difficult to differentiate between the top response

options of the ‘ideal state’ and ‘no needs’ [24], whereas

earlier work on self-report had found that the inclusion

of the ‘ideal state’ supported comprehension and judge-

ment of response [10] (see Table 1). Since the ‘ideal state’

represents that an individual’s needs and preferences are

met to his/her desired level [10], it was hypothesised

that this was a proxy-specific issue related to the proxy

perspective adopted in formulating a response.

In response to the issues summarised above, the

authors with advice from the ASCOT development team

at the University of Kent (www.pssru.ac.uk/ascot),

explored four significant variations in the format and

content of the draft proxy version of the questionnaire.

First, the questionnaire was formatted to allow the

collection of proxy-ratings of quality of life for each

attribute from the two proxy perspectives identified by

Pickard and Knight [39]. The proxy-proxy perspective

represents the proxy’s view based on their own prefer-

ences and values, while the proxy-patient perspective

asks the proxy to answer based on the proxy’s best

attempt at a reconstruction of the individual’s internal

mental state based on their knowledge of the individual

and their preferences. It was hypothesised that allowing

proxy respondents to express both proxy perspectives

may improve the acceptability of a proxy-report instrument,

especially for paid carers. Furthermore, the specification of

the proxy perspective within the questionnaire was antici-

pated to reduce the potential for bias that may arise

if different types of proxy respondents (i.e. paid or

unpaid carers), without clear instructions as to which

proxy response to use, systematically refer to different

proxy perspectives in order to formulate their response to

the questionnaire.

The second modification was to include a comments

box after each question. In the first phase of work, care

staff reported that they would feel more comfortable

with acting as a proxy if they had the opportunity to add

further detail or explanation of their responses, espe-

cially if quality of life had been rated as some or high-

level needs [24]. The inclusion of the comments boxes

aimed to improve the acceptability of the questionnaire,

especially for care workers.

Third, during the development of the original

ASCOT-SCT4, it was found that some respondents

understood the Dignity item to refer to the impact of

having help on their self-esteem and self-perception, ra-

ther than the effect of the way they are supported or

treated by care staff [10]. Based on this evidence, an add-

itional item was developed for the ASCOT-SCT4 to

allow respondents to express any difficulties they have

with coming to terms with needing help [10]. This item

is not considered in scoring the ASCOT-SCT4. In the

development of the proxy-report questionnaire, by

contrast, it was initially decided to include only one

Dignity item because of the additional complexity of ask-

ing respondents to adopt two different proxy perspectives.

Finally, based on the proxy respondent’s report that

they found it difficult to judge how the individual thinks

or feels [24], the wording of some items was modified in

the draft questionnaire to be more ‘objective’ (version

1.0): for example, Occupation was revised to refer to

what the person ‘wants to do’ rather than ‘values and

enjoys’, Social participation referred to any type of social

activity rather than specifically to social interaction with

‘people s/he likes’ and the items for Personal safety and

Personal comfort and cleanliness were modified to refer

to ‘being’ rather than ‘feeling’ safe or clean and comfort-

able. In the first phase of interviews with the version 1.0

questionnaire, we sought to explore whether the use of

more ‘objective’ criteria would improve the acceptability

of the proxy-report questionnaire. The research team

were, however, also aware that these modifications were

in tension with the underlying conceptual basis of the
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ASCOT measure to capture social care-related quality of

life with reference to the individual’s preferences, values

and attitudes.

A summary of the process of the initial development

and refinement of the questionnaire is shown in Fig. 1.

Recruitment of participants

Participants were recruited purposively via three social

care provider organisations across three local authorities

in South East England. The study inclusion criteria were

adult care workers or unpaid family carers (aged 18 years

or over) in regular contact with an adult who uses social

care services and who would be unable to answer the

ASCOT-SCT4 on his/her own behalf due to cognitive

and/or communication impairments. Potential partici-

pants were sent an invitation letter and information

sheet by the care provider, which explained the purpose

of the research. Those who were interested in participat-

ing were invited to contact the research team to arrange

an interview and to answer any questions about the

purpose or nature of the research. A total of 25 proxy

respondents (13 care workers, 12 family carers) were

recruited and completed a cognitive interview.

The study was approved by the national social care

research ethics committee in England (reference: 13/

IEC08/0020). Written informed consent was obtained

from all participants prior to interview.

Cognitive interviews

All interviews were conducted between June 2015 and

May 2016 by three trained qualitative interviewers (SR,

GC, JC), two of whom had prior experience of cognitive

interviews in the development of self-report question-

naires (SR, JC). The interviews lasted between 40 and

75 min and took place at a location convenient for the

respondent – usually, in a private office or meeting

room in the workplace or at the respondent’s home. The

proxy respondents were asked to complete the ASCOT

questionnaire using a think-aloud method of cognitive

interviewing with concurrent follow-up probes [26].

Think-aloud requires the respondent to speak aloud

their thoughts as they read the instructions and

complete each item of the questionnaire. Following this,

the interviewers used verbal probing to further explore

the comprehension, clarity and relevance of each item

and its response options (for example, ‘why did you

choose this response rather than the level above/below?’)

[26] (see Table 2 for further examples). The probes were

used flexibly by the interviewers to explore the respon-

dents’ understanding and ability to respond to the

questions, as well as to identify any potential issues with

the acceptability of item wording, format or layout. For

some items, alternative versions were presented to assess

the proxy respondents’ preferences and to evaluate

whether the different content or format would affect the

respondent’s comprehension, judgement or response.

After the cognitive interview, the respondents were

asked to reflect on their overall experience of completing

the questionnaire with a focus on clarity and the accept-

ability of answering the questionnaire as a proxy

respondent (see Table 3).

Fig. 1 Flow diagram of the process of cognitive testing

Table 2 Examples of cognitive interview probes

• Which answer would you choose? Why?

• Was it easy or difficult to answer this question?

• I noticed you were spending some time with that question – can you
tell me what you were thinking about?

• You chose X. Why? How does X differ from Y or Z?

• I noticed you were looking here, what were you thinking?

• What does ‘[phrase or word from questionnaire]’ mean to you? Would
you be able to explain that in your own words?

• You answered differently for how you think the person you know
would answer, why is that?

• Could this question be made clearer? If so, in what way?

Rand et al. Health and Quality of Life Outcomes  (2017) 15:108 Page 4 of 14



Qualitative analysis

The interviews were audio-recorded and transcribed for

analysis. The written interview transcripts were analysed

using NVivo version 10 software [40]. While it is pos-

sible to informally analyse data from cognitive interviews

to identify and resolve issues with item wording, layout

or format, the use of systematic thematic analysis may

provide a more rigorous way of analysing think-aloud

cognitive interviews ([26] p.157). The researchers agreed

on an initial analytical coding structure based on the

framework of cognitive interviews as a technique to

explore the understanding and acceptability of question-

naire item wording, format and layout (see Table 4) ([26]

pp.164–7). The data was coded by two researchers (SR,

GC). The coding structure was iteratively refined based

on themes and subthemes that emerged from the

data, which allowed the identification of key issues

and insights.

Iterative questionnaire refinement

The questionnaire was refined through an iterative

process of cognitive interviewing ([26] p.146). Each

round of interviews had a minimum of six and a max-

imum of twelve participants, which is within the

guidelines suggested by Willis [26] (p.138). The re-

searchers met during the fieldwork to review the data, to

discuss any emerging themes, and to agree on any modi-

fications to the questionnaire.

After six interviews with questionnaire version 1.0, the

data were analysed to identify any issues with compre-

hension, response or acceptability that would justify

modification of the questionnaire at that point. The edits

were applied to generate version 2.0 of the question-

naire, which was tested in the next round of interviews

(n = 7). The second interim analysis considered whether

any further changes were required based on the inter-

view data. The questionnaire with these changes is

referred to as version 3.0, which was then tested in the

final set of interviews (n = 12). During this final set of

interviews, the research team agreed that we had

reached saturation (i.e. no new concepts or issues

emerged). At this stage, the third and final analysis was

conducted of this final set of interviews, both separately

and also alongside the two earlier phases.

A summary of the iterative development process is

shown in Fig. 1.

Results

Sample characteristics

The demographic characteristics of the sample are

shown in Table 5. Of the 25 respondents, 60% were fe-

male. The sample comprised care staff (n = 13) or family

carers (n = 12). Half of the family carers responded on

behalf of their spouse or partner (n = 6). The other

carers responded on behalf of other family members

Table 3 Interview guide

• What did you think of the questionnaire?

• Is there anything you’d like to change? If yes, what would that be?

• How difficult or easy were the questions to answer? Were any
questions particularly difficult/easy?

• How did you feel about answering this questionnaire?

• How did you feel about the information you were given at the
beginning of the questionnaire?

o Was this clear?

o Did it help you to answer the questions?

o Did you feel worried at all about what would happen to the
information collected?

Table 4 Coding tree

• Introduction

o Questionnaire format, header and title

o Who should complete questionnaire?

o Do you think you should complete the questionnaire?

• For each ASCOT attribute (Food and drink, Accommodation etc.)

o Ability to understand the item layout and format

o Definition of attribute (i.e. what is the question asking?)

o Comprehension of particular words or concepts

o Ability to formulate a response and report an answer

▪ Understanding of the response options

▪ Difference between proxy perspectives (proxy-proxy, proxy-patient)

▪ Comprehension of adequate vs. enough (if applicable)

Table 5 Characteristics of the cognitive interview participants

(n = 25)

Frequency (%)

Gender

Male 10 (40%)

Female 15 (60%)

Type of proxy respondent

Formal (care worker) 13 (52%)

Informal (family) 12 (48%)

Primary support reason of cared-for person

Intellectual disability 9 (36%)

Autism 7 (28%)

Dementia 6 (24%)

Other (stroke, pain/confusion) 3 (12%)

Living situation of cared-for person

Community (owner-occupied/rented
accommodation)

7 (28%)

Supported living 11 (44%)

Residential or nursing care home 7 (28%)
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(their adult children, parents or siblings). The majority

of proxy respondents reported that the care recipient’s

primary support reason was an intellectual disability

(n = 9) or autism (n = 7). The remaining interviews were

conducted with proxies who spoke on behalf of someone

with dementia or another long-term condition that

affected cognitive ability, comprehension or ability to

respond.

Cognitive interviews

With the iterative modifications outlined in detail below,

the questionnaire items were found to be understandable

and acceptable to care staff and family carers asked to act

as proxy respondents. A summary of the findings in

relation to the understanding of concepts and acceptability

of each item to proxy respondents is presented in Table 6.

Interim analysis and review (1)

Based on analysis of the first round of interviews, the

modifications outlined in Table 7 were applied to the

draft questionnaire. For Occupation and Social partici-

pation, it was found that the wording of the original

ASCOT-SCT4 item or response options were preferred

to the version 1.0 proxy questionnaire because they were

perceived to be more person-centred (“looks at the indi-

vidual”). One formal carer, for example, compared the

two versions of the Occupation item, ‘what s/he values

and enjoys’ (original ASCOT-SCT4) to ‘what s/he wants

to do’ (version 1.0), as follows:

“I think that’s worded better… because it’s talking

about her values and her enjoyment… When we’re

looking at the people we support we’re looking at their

values and what they like to do, their likes and dislikes

- so I just think it’s easier to answer”. [GC_FC_01]

Because of this, the items of Occupation, Social par-

ticipation, Personal safety and Personal comfort and

cleanliness were modified to correspond to the original

ASCOT-SCT4 item wording to improve acceptability

and comprehension (see Table 7).

Based on the earlier research that explored care staff

and carers’ views on the ASCOT-SCT4 questionnaire, the

version 1.0 proxy questionnaire sought to avoid the use of

‘enough’ because of potential issues with comprehension

or acceptability [24]. The first round of interviews identi-

fied that respondents found the alternative wording used

in version 1.0 (‘It’s ok’) to be too informal and imprecise:

“I just don’t like how that looks, just remove the ‘it’s

ok’… it’s too vague”. [SR_FC_02]

The first round of interviews explored whether the

adaptation of the Personal safety and Personal comfort

and cleanliness items to be more ‘objective’ (i.e. being ra-

ther than feeling safe) would improve acceptability of the

measure to proxy respondents [24]. Interestingly, despite

the finding of the earlier phase of work that some

respondents were uncomfortable with rating the cared-

for person’s internal subjective state, the respondents

spontaneously answered the questions by attempting to

construct the cared-for person’s subjective perspective

based on their observations and knowledge of the indi-

vidual. This was prompted by the questionnaire format

of asking respondents to rate the two different proxy

perspectives (proxy-proxy and proxy-patient).

“It took me a little bit longer to answer this one I

thought, I don’t know whether you thought exactly the

same but because obviously I’m trying to think how

this individual is thinking, and also I'm thinking about

what she does, and is that because she doesn’t feel 100

percent safe, and what does safe mean to her as well”.

[GC_FC_01]

Based on this finding, the Personal safety and Personal

comfort and cleanliness were adapted to correspond to

the original ASCOT-SCT4, which refers to feeling rather

than being safe or clean and presentable. In subsequent

rounds of cognitive interviews, the respondents were

able to understand and respond to these two modified

items with no evidence of any issues with acceptability.

Interim analysis and review (2)

Based on advice from the ASCOT development team,

the researchers asked respondents in the second round

of cognitive interviews to compare two versions of the

questionnaire (see Table 8). Cognitive interviews with a

carer version of the ASCOT, the ASCOT-Carer, had

identified that some respondents were not able to under-

stand the word ‘adequate’ used in some response options

[41]. The aim of comparing the two versions in this

study, which used either ‘adequate’ or ‘enough’ in the

response options for six of the eight items (see Table 8),

was to further test the acceptability and comprehension

of ‘adequate’ and also to determine whether the alterna-

tive item wording (‘enough’) would affect comprehen-

sion, judgement or response in the context of a

proxy-report questionnaire. For each of the six items,

the respondents were asked to respond to the version

using ‘adequate’ before being asked to review the version

using ‘enough’. The interviewer probed to explore

whether the respondent preferred one version to the

other, and also whether the different wording affected

the respondent’s comprehension, judgement or response.

There was no clear preference between the two ver-

sions. Two respondents showed a consistent preference

for ‘adequate’ [GC_FC_05; SR_FC_03], while three
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Table 6 Ease of understanding and acceptability of the ASCOT-Proxy items

Attribute Correct interpretation
of item

Acceptable to
proxy respondent

Example quote(s) to illustrate understanding of concepts

Food and drink 25/25 25/25 “I was thinking about the individual that I was thinking of, and thinking about what
she eats and what she likes.” [GC_FC_01]
“I feel in my opinion she got all the food and drink that she wanted and I feel she
would answer exactly the same.... She couldn’t communicate unless you really did
extra work, if you put that extra work in. So around choice when I started working
with her it was going out into the community and going round the shop and asking
her to point to the things that she would like on her shopping list and then actually
forming a list that was hers through all her choices. And then it was about looking at
health and what would be good for her health and then it was negotiating – maybe
should some of the junk food reduce? So it was over quite a protracted time to get
to the stage of finding out exactly what she wanted. So by the end of that process I
would say she got anything she wanted when she wanted it… I would say if
someone’s communication is really limited to just making verbal sounds actually
knowing when they would want a drink or something to eat it’s going to be that
close–, very close relationship where the carer actually knows by a certain sound
whether they’re actually requesting something.” [JC_FC_03]

Accommodation 22/25a 25/25 “She has her own room, use of a bathroom, she goes to the kitchen, she likes to sit in
the conservatory, and listen to her music… she’s got freedom to do what she wants
to in comfort, and yeah, it’s warm and clean.” [GC_FC_05]
“They hoover every day. The kitchen is spotless. The bathroom is spotless. The utility
room is spotless. It has a toilet that’s all spotless. Everything–, the dining room is spotless.
The lounge sometimes because they–, because of the way they are. I mean
[Name]‘s fairly tidy but there’s two other residents there and one of them is not
particularly tidy. So when you go there and it looks it’s a bit of a mess like, you know,
why is it like this? What can the carers do? They can’t be behind that person with a
dustpan or hoover all the time, can they? You know, it’s just how things are. So
sometimes, no. But by the end of the day – if you go there in the evening or if I go
out late with [Name] and come back late [the other residents] are in bed, that lounge
is then spotless.” [SR_IC_02]

Personal comfort
and cleanliness

25/25 25/25 “A: It’s not what I feel, it’s how they feel, yeah. And I’m hoping that they feel that they
are clean and presentable when they–
Q: And do you get that impression?
A: Yeah, because they’re happy. One of the ladies when she’s got perfume on she’ll
giggle and give you that sort of, when you say, “You look lovely,” and you’ve brushed
her hair she’ll give you a little giggle and chuckle – and smile and so you know that
she’s quite happy with the way she’s dressed.” [GC_FC_05]
“I’d say less than adequately clean and presentable for us because he needs continual
prompts for personal care and clothing. He’s very, very funny with clothing. You’ll
never get him in pairs of trousers or jeans or anything like that, tracksuit bottoms
and t-shirts all the time. He won’t bath. He won’t shower. He just has a wash, and
we don’t know if he’s doing it properly.” [SR_IC_03]

Social participation 25/25 25/25 “Because he’s quite mute, he’s a man of few words, so he doesn’t socialise. He does
discos, but he doesn’t have any friends as such. He has his friends and he has his
family that contact him. He goes home on a home visit quite a bit but apart from
that, that’s about it because he’s not very–, I think he finds it hard to maybe make
friends. He’s got a few, obviously on site, where he’s been here years.” [GC_FC_02]
“…because they are in their own little worlds, because they will say hello to people if
they–, but they very rarely mix with people, they may go over there to a disco but
they’re still in their own little group, so it’s very difficult with people like that because
of their autism and their behaviours they feel safe in their own little thing, even though
we include them in everything, so they can go out, the cinema, swimming, in the public,
go bike riding, they do the clubs here and everything else. But I wouldn’t even say they
socialise with each other… I think the one thing we lack is actually still building on
relationships, and friendships and things like that, sometimes that’s not just down to
us, sometimes that might be due to the care manager cutting hours and they haven’t
got that, you know, they’re not paying for social activities. They’re actually paying for
care, you know.” [JC_FC_01]
“Not many people come to see her… visitors have stopped. She gets very few visitors
apart from family. But her church is at the end of her road and that is very near. She
can go there, which she does and takes a friend every Sunday.” [SR_IC_11]

Occupation 25/25 25/25 “I’d say ‘values’ maybe something that is dear to them, maybe it’s a pastime that they
enjoy, like something personal that is enjoyable with a friend or family or even by
themselves. Enjoys and they do it whole heartedly something that means a lot to
them.” [GC_FC_07]
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Table 6 Ease of understanding and acceptability of the ASCOT-Proxy items (Continued)

“She’ll sit and watch DVDs, listen to music and dance, sit in the lounge… there is very
clear stuff that she really enjoys and that she will go, she’ll be early for that activity.”
[GC_FC_01]
“Well she plays computer games in the morning. And it’s a fairly set routine, we have
breakfast, she plays on the computer until she gets fed up… until it’s Bargain Hunt or
some equally bloody stupid thing on the television [laughs]. And then it’s lunch time,
then it’s Neighbours. Then it’s possibly cross stitching until it’s Homes in the Country
or something, oh, just some rubbish [laughs]. And I disappear. I can go without the
television.” [SR_IC_09]

Control over daily
life

25/25 22/25† “He chooses for example what he wears, what time he gets up, what he gets to eat,
activities we will try to do two activities a day with him, obviously he will get that
choice what he wants to do, I mean as if he wants to ring mum, dad, or whatever,
you know, he’s got control of that, so yeah he does have control over a lot of things.”
[GC_FC_06]
“It’s like that’s [i.e. not always having full control or choice over daily life] the norm for
them, which is not always the best, but at least they’re comfortable and their interests
are being addressed.” [GC_FC_07]
“They’re never going to have total control over their life, if I’m thinking of [name], he’s
never going to have total control over his life, ‘cause his disability does not allow that,
so that shouldn’t be as much control over his–, as he or she wants. It’s the ability, as
much as possible, has control over his or her daily life.” [JC_FC_01]
“I say she’s got as much control as she wants. Well she has, because she does what
she wants… She’s very happy to let me do all those sort of things [organise financial
affairs] because she can’t understand them… It’s sometimes difficult to decide how
much I should do and how much we let her try and do. Obviously she wants to do
as much as she can, but sometimes it doesn’t happen. But I think she has as much
control as she wants to have. I don’t think she wants a lot of control, really.” [SR_IC_11]

Personal safety 25/25 25/25 “I was thinking about how she is and how she will hold onto you and hold onto your
hand if she’s out in the community for reassurance and to feel safe and because she’s
supported by people who know her.” [GC_FC_01]
“Safe in the house, they can lock the door and it’s, that’s it, you know, because there
are a few not nice people around this particular area and it’s, yeah. We’ve never had
any problem with anyone and they feel, they know they shut that door and, yeah,
that’s it. The outside world’s out there, I’m in here. It’s nice and cosy, yeah. I think so,
definitely… they feel safe in themselves”. [SR_FC_03]
“The only time that she doesn’t feel safe is when they’re having to turn her because
they’re repositioning her, or washing her. Even when she had a lot more cognitive
ability she–, even a simple turn in the bed, −- she would imagine that she’s falling,
and she’d say, “Oh be careful, I don’t want to fall,” not realising that she’s in the bed
and that the bed’s got supports, that she can’t fall… I noticed last week and the week
before she wasn’t really saying that, so I guess she must be feeling quite safe now, you
know, so in my opinion and her opinion and I would say–, and we certainly don’t think
that she’s not safe, you know?” [SR_IC_04]

Dignity 22/25b 18/25†† “Being respected, making sure you’re not–, you’re fully clothed, stuff like that. Thinks
and feels better–, yeah I think being smart, being respected, yeah.” [GC_FC_02]
“The fact that he has the care helps him… he would feel vulnerable, yes. But he
knows that ‘so and so is supporting me’, so he’s very comfortable on that.” [JC_FC_02]
“If he wakes up in a wet bed he gets embarrassed. If the staff are very used to him,
very experienced staff, then they could get him out of that quite easily. If you’ve got
staff that aren’t and, you know, don’t really know how to approach him, then it
becomes a big issue.” [SR_IC_01]
“And they [care staff] all treat him in a way that’s going to make him feel better, the
way they talk to him.” [SR_IC_02]

Bold: Item modified after round 1 of cognitive interviews (see Table 7 for further details)
aThree proxy respondent included aspects of personal appearance (e.g. washing self) in their evaluation and response to the question; however, once they

realised the next question asked specifically about Personal comfort and cleanliness, the respondents reviewed their response to the Accommodation comfort and

cleanliness item. Based on this, no revisions were made to this item
bTwo family carers included the effect of unpaid care they provided in their evaluation and response to the question. The question was revised to make it clearer

that it refers only to the effect on paid care on how the person thinks and feels about him/herself (see Table 7 for further details)
†One proxy respondent (care worker) felt uncomfortable with ‘control’ because it had negative connotations of control over someone. Two proxy respondents

(one care worker and one family carer) noted that, as a result of the person’s condition (autism), the person wanted more control than would be realistically

possible. As such, they would not be able to answer ‘as much control as s/he wants’
††One care worker felt that the question may result in care workers answer as they thought the service would want them to, rather than as an honest reflection of

their own opinion (proxy-proxy perspective) or their view of the person’s opinion (proxy-patient perspective). One care worker found it difficult to rate the

proxy-patient perspective; however, the respondent was not able to articulate why. Three proxy respondents (one care worker, two family carers) said that they

found it difficult to rate Dignity from the proxy-patient perspective because of condition-specific considerations related to learning disability and/or autism that

meant the person lacked self-awareness and, therefore, did not have the ability to think or feel about themselves. Two respondents found it difficult to answer

the question because they person they were representing did not currently receive help or support from paid care staff in any context
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respondents preferred ‘enough’ [GC_FC_04; GC_FC_06;

SR_IC_01; SR_IC_02] and one respondent indicated a

preference for ‘adequate’ or ‘enough’ that varied by item

[SR_IC_03]. The findings indicate that ‘adequate’ was

understood by some respondents to be an objective base-

line related to social services’ or other external agencies’

standards, while ‘enough’ implied a subjective standard.

“If you’re social services… they’ve got very different

opinions of what’s adequate to bring a child up in a

house. Most of us would say definitely not, but because

there’s levels, there’s only concerns on certain levels,

isn’t there? So adequate makes me feel that that’s what

it’s looking at, whether it’s adequate. Whereas this is

more about–, if you’re asking my opinion then it’s

whether it’s enough for me”. [SR_IC_01]

While the intention of the ASCOT tools is to ask

respondents to rate quality of life from a subjective

perspective rather than an objective standard, it was

decided to use the term ‘adequate’ rather than ‘enough’

to maintain comparability between the ASCOT-SCT4

and the proxy-report version.

Proxy perspectives

Pickard and Knight’s (2005) conceptual framework of

proxy response was used to develop proxy questionnaire

items that asked: (1) respondents to rate their own view

Table 7 Modifications based on respondent feedback (questionnaire version 1.0)

Item/attribute Rationale for modification

Introduction No modifications.

Food and drink No modifications.

Accommodation comfort and cleanliness Response option (some needs) changed from ‘Not quite clean or comfortable as s/he
would like’ to ‘Not quite clean or comfortable enough’ to improve the proxy respondent’s
comprehension and ability to distinguish between response options.

Personal cleanliness and comfort Item wording changed from ‘the person I am representing is…’ to ‘the person I am
representing feels…’ for consistency with the ASCOT-SCT4 (standard). a

Social participation and involvement Response option (ideal state) changed from ‘As much social contact with people as s/he
wants’ to ‘As much social contact as s/he wants with people s/he likes’ to improve
acceptability and comprehension.
Response option (no needs) changed from ‘Enough social contact with people. It’s
OK’ to ‘Enough social contact with people’ to improve acceptability of the item. (The
respondents felt that the ‘It’s
OK’ was not needed and sounded too informal).

Occupation Item wording changed from ‘Which of the following statements best describes how the
person you represent spends his/her time? This includes anything that s/he does in his/her
day-to-day life’ to include at the end ‘that s/he values and enjoys’ to reflect the respondents’
preference for the inclusion of these words. b

Response options (all) changed from referring to what the person ‘wants to do’ to what
she ‘values and enjoys’.

Control over daily life No modifications.

Personal safety Item wording changed from ‘the person I am representing is…’ to ‘the person I am
representing feels…’ for consistency with the ASCOT-SCT4 (standard). a

Response option (no needs) changed from ‘Safe. It’s ok’ to ‘safe’. (The respondents
felt that the ‘It’s OK’ was not needed and sounded too informal).
Response option (ideal state, no needs) changed from ‘very safe’ and ‘safe’ to ‘as safe
as s/he wants’ and ‘adequately safe but not as safe as s/he would like’ to improve
comprehension, the proxy respondent’s understanding and ability to distinguish
between response options.

Dignity Item format changed to bold and italicise ‘paid carers’.
Item wording changed from ‘Because of the care s/he receives…’ to ‘Because of the
paid care s/he receives…’ to improve comprehension that the question relates only
to the effect of paid care.

aThe Personal cleanliness and comfort and Personal safety items were amended to reflect the concept of ‘feeling’, rather than ‘being’, clean and presentable or safe.

This was based on finding that the respondents in the first round of interviews were intuitively reflecting on how the person they were representing feels and

thinks (i.e. from a subjective perspective) when answering from the proxy-patient perspective (for example, “He will hold your hand when you’re on the street

because he feels safe doing that… he knows he’s safe in the house. He knows that we’ll protect him, under no circumstance will he ever get hurt.” [JC_FC_01]
bIn the first round of interviews, the proxy respondents were asked to look at both item wordings and to say which they preferred, and also why. Four of the six

respondents in the first round of cognitive interviews stated a preference for the inclusion of ‘that s/he values and enjoys’: for example, “that’s much better. That’s

a much better question… I think that’s worded better… because it’s talking about her values and her enjoyment. It’s not what you want to do, it’s what–, it’s

another way of wording what you want to do. But actually when we’re looking at the people we support we’re looking at their values and what they like to do

and their likes and dislikes and everything so I just think it’s easier to answer.” [GC_FC_01]. One respondent did not specify a preference. The sixth respondent

expressed a qualified preference for the inclusion of ‘that s/he values and enjoys’: “I like the word enjoy, because when people have got that lesser

communication and they can’t do it, we put activities on what they enjoy. We can evidence that through behaviours and smiley faces and things like that, so I do

like the word enjoys… but I’d just put and enjoys (not values).” [JC_FC_01]
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(proxy-proxy perspective); and (2) what they thought the

care recipient would say (proxy-patient perspective). This

dual response approach was found to be acceptable to care

worker and family carer proxies. The format allowed the

respondents to express differences between their opinion

and their understanding of the care recipient’s perspective.

These differences were explained by reference to different

personal preferences influenced, for example, by social or

cultural norms or health condition-related factors:

“Her generation don’t do all this changing sheets every

day malarkey and they don’t believe in so much washing.

That’s just alien to them. And she used to say, “That’s

fine, it doesn’t need a wash”. But to me it would be like

reeking and I’d be like, “No, you must”. [SR_IC_10]

While the results suggest that the two proxy perspectives

improved the acceptability of the questionnaire, some respon-

dents were confused by the questionnaire layout with two

columns that correspond to the two proxy perspectives (see

Fig. 2). In the first two rounds of interviews, four of the

thirteen proxy respondents answered the first question (Food

and drink) by ticking multiple boxes in each column or writ-

ing yes/no to indicate whether each statement applied or not.

They were, however, able to correctly complete the remainder

of the questionnaire once they had realised that the format

required one tick per column. Based on these findings, the

questionnaire for version 3.0 was re-formatted to include

‘please tick one box’ above the response boxes (Fig. 2).

In the third round of interviews (n = 12), two family

carers were initially confused by the layout. The inter-

viewers had been briefed to allow the respondent to con-

tinue the questionnaire without prompts to highlight the

questionnaire instructions to tick one box per column.

In one of the two cases ([SR_IC_05]), the respondent

spontaneously realised that their initial response with

Table 8 Questionnaire version 2.0 modifications to response options

Item/domain Response options ASCOT-SCT4 version (‘adequate’) Alternative version (‘enough’)

Food and drink No needs Some needs
High-level needs

Gets adequate food and drink at OK times.
Doesn’t always get adequate or timely food
and drink.
Doesn’t always get adequate or timely food
and drink, and there is a risk to his/her health.

Gets enough food and drink at OK times.
Doesn’t always get enough or timely food and drink.
Doesn’t always get enough or timely food and
drink, and there is a risk to his/her health.

Accommodation comfort
and cleanliness

No needs Is adequately clean and comfortable. Is clean and comfortable enough.

Personal cleanliness and
comfort

No needs
Some needs

Adequately clean and presentable.
Less than adequately clean or presentable.

Clean and presentable enough.
Not clean or presentable enough.

Social participation and
involvement

No needs Adequate social contact with people. Enough social contact with people.

Control over daily life No needs Adequate control over his/her daily life. Enough control over his/her daily life.

Personal safety No needs
Some needs

Adequately safe, but not as safe as
s/he would like.
Less than adequately safe.

Safe, (but not as safe as s/he would like).
Not safe enough

Fig. 2 Questionnaire format
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multiple ticks had been incorrect and amended their re-

sponse. There were no issues with the remaining ques-

tions. In the other case ([SR_IC_07]), the respondent

directly asked the interviewer whether they needed to

tick multiple boxes in each column. Once they had seen

the instruction, with a prompt from the interviewer, the

respondent understood that only one tick per column

was required to indicate their rating:

“Tick, ‘Please tick one box for each,’ oh, ‘Tick one box for

each column.’ Oh I see, so [sigh], so it’s just the top one

then isn’t it?” [SR_IC_07]

Dignity

The ASCOT Dignity item aims to capture the positive and

negative psychological effects of formal support and care

on the service user’s personal sense of significance [10]. In

this study, it was found that the Dignity item was generally

understood to relate to the effect of care workers' working

practices and interpersonal interactions on the cared-for

person’s sense-of-self. The interviews often focussed on

interpersonal interactions associated with personal care:

“I would say dignity is like–, if someone is having a bath

and you’re bathing them, like for instance they get out of

the bath you turn away or you give them towels so they

can hide themselves so they’ve, you know, privacy”.

[SR_FC_02]

Other respondents, however, reflected on the wider

implications of care practice and the quality of interper-

sonal interactions with care staff on the individual’s self-

perception and dignity:

“I would say the quality of care is what results in

dignity and respect… If the person who is going in to

support them ultimately has that person’s–, as top

most priority their needs, they will always think better

of themselves at the end of that”. [JC_FC_03]

In one interview with a family carer, although the carer

initially answered the question in relation to paid care,

the boundary between the support given by family and

paid carers became blurred:

“I would probably tick the top one and say he thinks and

feels better about himself because we always do, we

always praise him up. We always tell him he looks good”.

[SR_IC_03]

To address this issue, the question format was modi-

fied to bold and italicize the reference in the question to

paid care.

As observed in the development of the ASCOT-SCT4

[10], although less frequently, three proxy respondents

(care worker (1), family carer (2)) spoke of the effect of

needing help on the individual’s sense-of-self.

“Have I ever met anyone who has been quite positive

and upbeat? I don’t think I ever have. I think if I did

they most probably wouldn’t want our support … it’s

the very act of receiving care that may make them feel

undermined”. [JC_FC_03]

Importantly, however, the ‘think aloud’ indicated that

the three proxy respondents made their final judgement

and response based on the way in which the care recipi-

ent was treated by care workers, rather than the effect of

needing help on the individual’s sense-of-self.

Discussion

The aim of this research was to develop a proxy-report

measure of social care-related quality of life and estab-

lish its qualitative content validity through cognitive in-

terviews [26]. This qualitative research showed that

proxy respondents were generally able to respond to an

adapted version of the ASCOT-SCT4 instrument de-

signed to capture social care-related quality of life. The

acceptability of the questionnaire was improved by the

use of the two proxy perspectives proposed by Pickard

and Knight [39] to allow respondents to express their

opinion (proxy-proxy perspective) and distinguish this

from their view of the care recipient’s own perspective

(proxy-patient perspective). The findings of this study

indicate that proxy respondents found it acceptable to

adopt both proxy-proxy and proxy-patient perspectives

and that they were able to understand and respond to

the items based on both perspectives.

While an earlier phase of work found that care workers

were hesitant to provide proxy judgements of individual

care recipient quality of life especially when questions re-

lated to subjective concepts such as feeling safe rather than

more objective judgements, such as being safe [24], this

qualitative study indicates a high-level of acceptability of

judging subjective states using the two proxy perspective

conceptual framework [39]. Furthermore, the first round

of interviews indicated that the item modifications that

made the items less subjective in description (i.e. being ra-

ther than feeling safe) were less acceptable than items

framed around the individual’s subjective perspective

when proxy respondents were given a questionnaire based

on dual proxy-patient and proxy-proxy perspective report.

However, some proxy respondents still had difficulty in

projecting themselves into the individual’s internal state

when adopting the proxy-patient perspective, especially

when the proxy respondent had to rely on ambiguous ex-

ternal cues and behaviours to formulate their response.
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While the two proxy perspective methodology has im-

proved the acceptability of proxy report of social care-

related quality of life in the eight ASCOT-SCT4 domains

[24], there remains the question of which source of infor-

mation to use if the aggregate data is to be used for policy,

administration and planning of social care services. The

proxy-report framework proposed by Pickard and Knight

[39] was developed in the context of health-related quality

of life alongside a differentiation between the intra-rater

gap between proxy perspectives and also the inter-rater

gap between self-rated and proxy-rated quality of life.

Indeed, there is an extensive literature that compares

self-report and proxy-report, of which only a minority of

studies have found no significant difference between

self-report and proxy-report [42–44] or that proxy-report

tends to overestimate quality of life compared to self-

report [45]. The majority of studies that directly compare

self-report and proxy-report have found an underestima-

tion of quality of life by proxy respondents compared to

patient self-report (for example, [20, 34, 38, 46–65]. While

it is unclear whether these differences represent a system-

atic bias in proxy-report that may be extrapolated to cases

where proxy-report is the only means of estimating an

individual’s quality of life [19], it is evident that proxy-

reported quality of life cannot simply be used interchange-

ably as a substitute for self-reported quality of life.

The two proxy perspectives may be conceptualised as

two separate sources of information based on the proxy

respondent’s mental construct of the care recipient’s

likely internal state informed by their knowledge of the

individual (proxy-patient perspective) or the proxy’s

judgement based on their internal standards, preferences

and attitudes (proxy-proxy perspective) [39]. Based on

this view, it has been proposed that in the absence of a

clear justification of one over the other, it would be in-

formative to gather ratings based on both perspectives

[21, 39]. When collecting data from both proxy perspec-

tives, there remains the judgement as to how to use the

two sets of data in analysing, reporting and applying the

data in policy-making and service improvement. As

such, while the qualitative analysis presented in this

paper has shown that proxy respondents are able to rate

both proxy perspectives and that this improves the

acceptability of the questionnaire, further work is re-

quired to establish the psychometric properties of the

data collected from both proxy perspectives and to

explore how best to handle, analyse and apply the data.

The study has some limitations. First, the first phase

of cognitive interviews included only care workers who

supported adults with intellectual disabilities in a sup-

ported living context. In the subsequent two rounds of

interviews, we purposively sampled a mixture of care

workers and family carers because of evidence that dif-

ferent types of proxy respondent may respond differently

to proxy-report questionnaires [66, 67]. We also sought

to include carers or care staff who supported adults with

other support needs and who lived in different support

contexts to ensure that the questionnaire was feasible

and acceptable to a range of proxy respondents. Second,

the testing of the final version indicated that not all

respondents were immediately able to understand the

layout of the questionnaire. While there was no evidence

of comprehension issues related to the two proxy per-

spectives, some respondents assumed that they had to

tick all boxes in each column that applied rather than

tick one box to indicate which statement best applies.

This issue persisted even with a modification to include

the instruction to ‘please tick one box for each column’

above the response options (see Fig. 2). Although it was

found that respondents were eventually able to work out

how to record their response to the questions, a pilot

self-completion survey would be required to explore

whether proxy respondents would be able to work

through this without the presence of an interviewer in

the context of a paper-based self-completion survey.

Conclusions

In conclusion, it was found that the item wording,

format and layout of the ASCOT-Proxy questionnaire

was understandable and acceptable to care workers and

family carers invited to act as proxy respondents.

Respondents’ comprehension of items corresponded to

the construct definitions captured by the items in the

self-report version of ASCOT-SCT4. This was improved

by modifications to the ASCOT-Proxy to minimise

differences in item wording between the ASCOT-Proxy

and ASCOT-SCT4, whilst maintaining the acceptability

of the instrument. The next step to evaluate the feasibil-

ity and psychometric properties of the new instrument

in the context of self-completion surveys is justified.
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