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Abstract
Background: The ASCOT-ER is an adapted easy-read version of the ASCOT-SCT4, a self-

report measure of social care-related quality of life (SCRQoL) for social care evaluation. In

this study, we investigated the instrument’s feasibility, construct validity and factor structure.

Method: Data were collected from 264 service users in England. Feasibility was evaluated
by missing data and help to complete the questionnaire. Scale dimensionality was assessed

using exploratory factor analysis. Construct validity was evaluated by hypothesis testing.

Results: Convergent validity was supported by moderate to strong correlations between
ASCOT-ER and personal wellbeing and overall quality of life, as well as with individual
characteristics. Exploratory factor analysis indicated that the ASCOT-ER is a unidimensional
scale. Low missingness indicates that the instrument is feasible; however, most respondents

needed some level of support to complete the questionnaire.

Conclusion: The study provides preliminary evidence of the ASCOT-ER’s feasibility,

unidimensionality and construct validity.
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Introduction

In recent decades, there has been a trend towards evidence-based policy and management of
public services informed by service user outcomes (Bovaird, 2014; Bovaird and Loffler,
2002, 2003). In England, there has been a shift towards using an outcomes approach in social
care (also known as long-term care) with the introduction of the Adult Social Care Outcomes
Framework (ASCOF) (Department of Health, 2011). The ASCOF is designed to monitor the
local and national performance of the long-term care system and promote transparency,
accountability and the setting of strategic priorities (Department of Health, 2017). Since the
goal of social care services is to improve and maintain the quality of life (QoL) (Netten,
2011; Netten et al., 2012), the ASCOF includes an overarching indicator of the QoL of

service users, the Adult Social Care Outcomes Toolkit (ASCOT-SCT4).

The ASCOT-SCT4 is a self-report measure of social care-related QoL (SCRQoL), which is
defined as aspects of QoL that may be influenced by social care services (Netten, et al., 2012)
and is collected through the Adult Social Care Survey (ASCS) (NHS Digital, 2017). All local
authorities with social care responsibilities in England are required to collect ASCOT-SCT4
data from a sample of publicly-funded users of social care services annually via the ASCS to
populate the ASCOF indicator set (NHS Digital, 2017). As well as being used as an indicator
in the ASCOF in England, the preference-weighted! ASCOT-SCT4 (Netten, et al., 2012;
Potoglou et al., 2011) has also been recommended for use in economic evaluation (Bulamu,
Kaambwa, & Ratcliffe, 2015; Makai, Brouwer, Koopmanschap, Stolk, & Nieboer, 2014) and
to determine the effectiveness of social care (Bauer et al., 2017; Callaghan, Brookes, &

Palmer, 2017). The ASCOT-SCT4 has been used in a number of studies to evaluate the

! Preference-based measures like the ASCOT-SCT4 may be used in economic analysis of interventions or policy to establish their cost-
effectiveness. With these instruments, each possible response (‘outcome state’) is linked to an estimate of its value — its preference
weight. The preference weights may be estimated using different methods to estimate the value of each outcome state (for example, the
time trade-off method).



effectiveness of social care policy and interventions (for example, the evaluation of
Individual Budgets in England (Netten et al., 2011) and has been translated and culturally

adapted for use in other countries (for example, the Netherlands (Van Leeuwen et al., 2014).

The broad concept of QoL includes objective and subjective components (Schalock et al.,
2002). Within this broad concept of QoL, the ASCOT-SCT4 is designed to capture subjective
aspects of SCRQoL valued by social care service users (Netten, et al., 2012). This is based on
the principle of measuring social care outcomes from the service user’s perspective of their
needs and preferences. The measurement of subjective QoL for people with intellectual and
developmental disabilities (IDD), however, is fraught with methodological and conceptual
challenges (Finlay and Lyons, 2001; Hatton, 1998). The communication difficulties
experienced by a large number of people with IDD in understanding information, expressing
views and/or social interaction present a significant challenge (Bradshaw, 2011; Bunning,
2011; Kelly, 2017). In general, the more severe the IDD, the greater the likelihood of
complex communication challenges (Grove, Bunning, Porter, & Olsson, 1999). Adjustments
(for example, sign or symbol-based systems, like Makaton (Grove & Walker, 1990)) are
needed in order to enable communicative opportunities (Goldbart and Caton, 2010). The
precise prevalence of literacy difficulties amongst adults with IDD is not known (Fajardo et
al., 2014); however, the Royal College of Speech and Language Therapists (Royal College of
Speech and Language Therapists, 2013) suggest that fewer than 10% of people with IDD are

able to read and understand standard written text.

In the population of social care service users in England, it is estimated that 140,000 people
(16%) receive support primarily due to IDD (NHS Digital, 2015a). Including their views in
the wider context of an outcomes-driven approach is clearly important and is highlighted in

Government policy strategy (Department of Health, 2009). It is increasingly recognised that



some people with IDD are able to provide valid and reliable reports of their subjective
experiences, although not every person may be able to due to lack of opportunity, experience,
adaptations, cognitive or communication challenges (Emerson et al. 2013). Some approaches
have sought to focus on objective aspects of QoL to avoid the issues associated with
collecting subjective QoL data; however, subjective and objective reports of QoL are only
weakly associated with each other and are not directly comparable (Cummins, 2005;
Emerson, Felce, & Stancliffe, 2013). Therefore, the key question in the context of outcomes-
based social care research and evaluation is how to promote wider inclusion of people with

IDD when collecting subjective QoL data.

In a literature review, Beadle-Brown (Beadle-Brown et al., 2012) found that there has been
limited progress on developing methods to support the inclusion of people with IDD in social
care research. In particular, there is a notable absence of information on the effectiveness and
validity of different approaches to the adaptation of standardised measures for use in research
with people with IDD. Emerging research into the issues associated with the production of
‘accessible’ written information has highlighted the diversity of methods and the limited
evidence of their effectiveness (Chinn and Homeyard, 2016; Sutherland and Isherwood,

2016).

Previous research, which involved people with IDD, sought to develop an easy-read version
of ASCOT-SCT4 (ASCOT-ER) as a self-report measure of subjective care-related QoL
(Turnpenny et al. 2018). Easy-read seeks to make information accessible by using plain
language, simple layout and images to illustrate key concepts. Guidelines for easy-read
information have been produced, for example, (CHANGE, 2016; MENCAP, 2002). There is
limited evidence that adapting text using easy-read principles (e.g., avoiding the passive

voice, jargon or complex words, and using larger font, fewer words and short paragraphs)



increases comprehension of print or online written information (Karreman, van der Geest, &
Buursink, 2007; Pothier, Day, Harris, & Pothier, 2008). There is mixed evidence for the use
of symbols, pictures and images to support comprehension, with some indication that
photographs or complex images may potentially confuse rather than improve comprehension
(Hurtado, Jones, & Burniston, 2014; Sutherland and Isherwood, 2016). Despite the paucity of
evidence, easy-read is widely used in the UK and it is an acceptable way of seeking to make

information more accessible (Hurtado, et al., 2014; Sutherland and Isherwood, 2016).

While the validity of the ASCOT-SCT4 has been established with older adults, younger
adults with physical and sensory impairment and adults with mental health problems (Malley
et al., 2012; Netten, et al., 2012; Rand, Malley, Towers, Netten, & Forder, 2017), the
psychometric properties of the adapted the ASCOT-ER have not yet been established.
Therefore, this study aims to establish the feasibility of collecting ASCOT-ER data, as well

as the construct validity and factor structure of the scale.

Methods

Recruitment of participants

The research team established a partnership with an organisation that provides services to
adults with IDD to support the recruitment of participants to the study. A further ten
organisations (nine care providers and one local authority) were recruited through an advert
on Twitter. The study included sites across 21 local authorities, including metropolitan
districts (2), unitary authorities (2), shire counties (15) and London boroughs (2). The care
organisations provided a range of services including supported living, domiciliary care,
residential care, day opportunities and respite care. Participating organisations distributed
study packs to potential participants based on the eligibility criteria: (1) adults aged 18 years

or older who used social care services; (2) able to consent to participate; and (3) complete the



questionnaire alone or with support. Each pack contained an easy-read information sheet,
consent form and questionnaire. The participating organisations were briefed to give a study
pack to all potential participants within their organisations. A total of 1,109 study packs were

distributed between January and September 2017.

Procedure

Ethical approval for the study was obtained from the Social Care Research Ethics Committee

in England (Ref: 16-1EC08-0029) with local research governance approval.

Each potential participant received the study information and questionnaire to complete if
s/he wished to do so. (If they did not want to participate, no further action was needed.)
Anyone who wanted to participate in the study could ask for help, for example, by reading
aloud the questions or writing the answers. Importantly, however, the participating
organisations were briefed that questionnaires were not to be completed on behalf of
someone. To ensure questionnaires were not completed on someone’s behalf without
reference to the person’s views (‘by proxy’) the questionnaire included two items to capture
whether any help was given and the source/type of help. Where it was reported that the

questionnaire had been completed ‘by proxy’, the data were excluded from the analysis.

Staff at participating organisations were also asked to complete a brief supplementary
questionnaire to capture basic information of the context/type of support used by the
respondent. (This was designed to reduce the burden on participants by minimising the
questionnaire length, which was a consideration raised in ethical and research team review of
the original questionnaire with input from a working group of adults with IDD.) The
guestionnaire and supplementary information were returned to the research team in a pre-paid

envelope for data entry. Of the distributed questionnaires, 269 completed questionnaires were



returned. Five were excluded from the analysis due to proxy response (n=4) or duplicate

response (n=1).

Sample

The characteristics of the sample (n=264) are summarised in Table 1. The majority of
respondents were aged under 65 years (93.2%) and were not in full- or part-time work
(63.4%). The sample includes more men than women (54.0%). Of those cases where the
supplementary questionnaire was completed (n=143, 54.2%), the majority of respondents
were resident in supported living (n=88) or registered care homes (n=36). Only 13.3% of
respondents lived in their own home (n=9) or with family (n=10). The sample includes a
balance of those who used residential support only (31.4%), day services only (31.4%), or a

combination of residential support and day opportunities (37.3%).

Table 1. Sample characteristics

[Insert Table 1 about here]

Questionnaire

The questionnaire included the easy-read adaptation of the ASCOT-SCT4 (Turnpenny et al.,
2018). The ASCOT-ER sought to apply easy-read principles while retaining the key
concepts and overall structure of the ASCOT-SCT4 (Turnpenny, et al., 2018): for example, in
collecting data from the eight SCRQoL domains in the ASCOT-SCT4 (Netten, et al., 2012)
(see Table 2). The ASCOT-ER also retained the ASCOT-SCT4’s four response levels that
correspond to outcome states from the worst (‘high-level needs’) through to the best (‘ideal
state’), where the person’s needs are met to the preferred level (Netten, et al., 2012). Beyond
this, however, substantial changes were applied to the original wording and layout of the

ASCOT-SCT4 questionnaire based on in-depth feedback from people with IDD in a working



group, focus groups and one-to-one interviews to improve acceptability, face validity,
comprehension and ease of response (Turnpenny, et al., 2018). Images developed in
partnership with CHANGE, an organisation that promotes accessible information for people
with IDD (www.changepeople.org), were also included to illustrate each domain and the four

response options (Turnpenny, et al., 2018).

An example of one of the ASCOT-ER items is shown in Figure 1. (The full questionnaire is
available by registering on the ASCOT website, www.pssru.ac.uk/ascot). Although there are
English preference weights available for the ASCOT-SCT4 (Netten, et al., 2012; Potoglou, et
al., 2011), preference weights have not yet been developed for the adapted ASCOT-ER.
Therefore, the analysis presented in this paper uses the overall unweighted SCRQoL score
derived from the sum of each item. The four response options were scored at the ideal state
(3), no needs (2), some needs (1) or high-level needs (0) (Netten, et al., 2012; Turnpenny, et
al., 2018). By contrast to the ASCOT-SCT4, which has a single Personal safety item that
relates overall to feeling safe inside and outside of the home, the ASCOT-ER has two
separate items to capture personal safety inside and outside of the home. This was found to
improve item comprehension and acceptability (Turnpenny, et al., 2018). The scoring of the
ASCOT-ER uses the lower of the two personal safety item scores (i.e. the worst outcome
state) based on the rationale that the ASCOT seeks to identify unmet social care outcome

needs, whilst also maintaining comparability with the original ASCOT-SCT4.

Table 2. Definition of ASCOT-ER attributes

[Insert Table 2 about here]

Figure 1. Example of ASCOT-ER item by comparison to the equivalent ASCOT-SCT4 item

© University of Kent. Reprinted with permission from the University of Kent. All rights reserved.



[Insert Figure 1 about here]

The questionnaire also contained the Personal Wellbeing Index — Intellectual Disability
(PWI-ID) (Cummins and Lau, 2005), which has been recommended for the measurement of
outcomes for people with IDD using care support services (McGillivray, Lau, Cummins, &
Davey, 2009; Townsend-White, Pham, & Vassos, 2012). This self-report measure of
subjective wellbeing includes seven items for each domain: standard of living; health; life
achievement; personal relationships; personal safety; community-connectedness; and future
security (Cummins and Lau, 2005). In this study, each item was rated on a five-point scale
from very sad (0) to very happy (4). The PWI-ID Index was calculated as the sum of the
score for each item converted into a percentage of the maximum score (Cummins and Lau,

2005).

The self-report questionnaire collected participants’ age, gender, ethnicity, employment status
and whether they lived alone. Other single items in the questionnaire related to satisfaction
with support staff, overall QoL, general health, suitability of the home, accessibility of the
local area, experience of anxiety or depression, and ability to undertake activities of daily
living or instrumental activities of daily living (I/ADLs). Help to complete the questionnaire -
and the type of help (if applicable) - was also recorded. These questions were based on the
easy-read version of the Adult Social Care Survey in England. There was a supplementary
questionnaire to be completed by staff to record the living context (i.e. supported living,
registered care home, live with family or in own home) and the type of services used (i.e.

residential support, day support, or a combination of residential and day support).

Data analysis

Analyses were conducted in Stata version 13 (Statacorp, 2013).



Feasibility
The initial development of the ASCOT-ER explored the acceptability of the format and

content of the questionnaire, as well as its feasibility in terms of item comprehension and
response (Turnpenny, et al., 2018). In this study, feasibility was evaluated by the proportion

of missing data and help to complete the questionnaire.

Exploratory factor analysis

Exploratory factor analysis (EFA) was conducted to examine the factor structure of the
questionnaire. The suitability of the data for EFA was determined by the Bartlett test of
sphericity (Bartlett, 1954) and by inspection of the Kaiser Meyer-Olkin measure of sampling
adequacy (Kaiser, 1974). Because Pearson correlation coefficients may lead to incorrect
conclusions with categorical variables, like the ASCOT-ER items, polychoric correlations
were applied to the EFA (Holgado-Tello, Chacon-Moscoso, Barbero-Garcia, & lla-Abad,
2010; Olsson, 1979). Mardia’s test for skewness indicated that the data were not multivariate
normal (Mardia, Kent, & Bibby, 1979); therefore, principal axis factoring was used for the
factor extraction (Fabrigar, Wegener, Maccallum, & Trahan, 1999). The number of factors to
retain was guided by parallel analysis (Fabrigar, et al., 1999; Horn, 1965; Humphreys and
Montanelli, 1975) and scree plot inspection (Cattell, 1966; Fabrigar, et al., 1999). We also
only retained factors if two or more items loaded onto the factor at a significant level. This
was defined as a factor loading of >0.40 (Hair, Tatham, Anderson, & Black, 1998; Stevens,

1992).



Internal reliability

The internal consistency across the items in the ASCOT-ER was assessed using Cronbach’s

alpha (Cronbach, 1951).

Construct validity

Construct validity refers to the extent to which an instrument measures what it is intended to
measure (Hays, Anderson, & Revicki, 1993), which may be evaluated by testing whether the
measure behaves as expected against hypotheses (Cronbach and Meehl, 1955). In this study,
we tested the hypothesised direction and strength of Spearman’s rho correlation coefficients
between the ASCOT-ER SCRQoL and measures of conceptually-related constructs. In the
absence of a gold-standard measure of SCRQoL with which to assess criterion validity (Hays,
et al., 1993), the focus of this study was on the relationships with two measures of related
constructs: (1) QoL measured on a single item with 5-levels of response; and (2) personal
wellbeing (PWI-1D). We anticipated a moderate to strong positive correlation between

ASCOT-ER SCRQoL and overall QoL or personal wellbeing.

Hypothesised associations between ASCOT-ER and PWI-ID attributes were also tested using
Fisher’s exact test followed by Cramer’s V to indicate the strength of association based on
the rule of thumb of VV=0.1 represents a small effect size, V=0.3 a medium effect size, and
V=0.5 a large effect size (Cohen, 1988). We expected to find moderate to strong correlations
between attributes that capture related constructs. Specifically, we expected to observe
positive relationships between rating of ASCOT-ER and PWI-1D Personal safety; ASCOT-
ER Occupation (doing things you value and enjoy) and PWI-ID life achievement (satisfaction
with things you make and learn); and ASCOT-ER Social participation with PWI-1D
community-connectedness and personal relationships. The PWI-1D captures aspects of

wellbeing that do not overlap with the ASCOT-ER — specifically, the domain of future



security — for which we expected to find weak correlation with the ASCOT-ER items.
Likewise, the ASCOT-ER captures aspects of SCRQoL that do not correspond to any of the
PWI-ID items — specifically, Accommodation, Personal comfort and cleanliness, and Food
and drink. Although these ASCOT-ER domains may be related to aspects of health and
underlying disability captured by the PWI-1D health, weak correlations were expected with

other PWI-ID items.

The construct validity of the ASCOT-ER was also evaluated by testing hypothesised
associations between SCRQoL and individual characteristics. These hypotheses were
developed based on theoretical basis of the construct of ASCOT-ER SCRQoL, which is
conceptualised to be a function of the individual’s characteristics (e.g. health, disability), their
local environment and the intensity and effectiveness of social care support (Forder and
Caiels, 2011; Netten et al., 2012; Forder et al., 2016). As such, we tested expected
associations with the individual’s self-rated health, level of social care need (as indicated by
the number of I/ADLs with difficulty), the suitability of the home environment for the
person’s needs, the accessibility of the person’s local area and satisfaction with social care
support (see Table 3 for further details). The hypotheses were tested using one-way ANOVA
with Cohen’s d to indicate effect size based on the rule of thumb that d=0.2 represents a small
effect size, d=0.5 a medium effect size and d=0.8 a large effect size (Cohen, 1988). We also
report multivariate regression analysis to consider the relationship between SCRQoL and

each individual characteristic, whilst controlling for the other variables.

Table 3. Expected associations between individual characteristics and ASCOT-ER SCRQoL

[Insert Table 3 about here]



Results

The ASCOT-ER SCRQoL distribution is negatively skewed with the maximum score
reported by 29.0% of the sample (mean 21.51; standard deviation 2.77; range 11 to 24, see
Figure 2). The negative skew is more pronounced than for the standard version of the
ASCOT-SCT4 (2015/16 ASCS: mean 17.9; standard deviation 4.16; range 0 to 24), although
it is comparable to the data collected from the easy-read version of the ASCS? (mean 21.1;
standard deviation 2.78; range 1 to 24). The reporting of outcome state by SCRQoL attribute
is shown in Figure 3. None of the respondents reported high-level needs for three of the eight
domains (Control over daily life, Personal comfort and cleanliness, and Occupation), with

less than 2% of the sample reported high-level needs for the remaining domains.

Figure 2. ASCOT-ER distribution

[Insert Figure 2 about here]

Figure 3. ASCOT-ER: Frequency of reporting each response level by attribute

[Insert Figure 3 about here]

The majority of respondents (74.0%) reported the same outcome state for the two Personal
safety items. Where there was a discrepancy in the rating for these two items, the Personal
safety item with the lower QoL score was used to score SCRQoL. In most cases (18.6%), the
respondents reported worse QoL for Personal safety outside of the home compared to inside

the home.

2The ASCS 2015/16 included an easy-read adaptation of the ASCOT developed specifically for the ASCS, rather than the
ASCOT-ER developed by Turnpenny et al., 2018.



Feasibility

The survey response rate was 23.8%, with the return of 264 completed questionnaires. This is
lower than the response rate of users of community-based social care services who were sent
a copy of the easy-read (42.8%) or standard versions of the questionnaire (36.5%) in the
2015/16 ASCS; however, it is higher than the response rate for surveys of adult social care

users conducted for research purposes (<15%) (Forder, et al., 2016).

The majority of respondents (n=245, 92.8%) completed all nine items in the ASCOT-ER
questionnaire. Of the 19 cases of missing data, 13 (4.9%) were due to non-completion of only
one item. Consistent with the ASCOT-SCT4 (Netten, et al., 2012; Rand, et al., 2017), the
ASCOT-ER Dignity item had the highest frequency of missing values (n=7, 2.7%). Missing
values were also observed for all other items: Occupation (n=1), Social participation and
involvement (n=3) and the six remaining attributes (n=4). The rate of missing data is lower
than that found in the 2015/16 ASCS in England (NHS Digital, 2016), which included the
unrevised easy-read version of ASCOT (Malley et al., 2010; NHS Digital, 2015b) and for
which the rate of missing ASCOT data was 2.5% to 4.5%. The rate of ASCOT-ER missing
values is comparable to the PWI-ID, which also had 19 cases of missing data for the overall

scale with between 1% and 4.5% missing values for each item.

The type of help to complete the questionnaire is summarised in Table 1. Most respondents
reported that they had help to complete the questionnaire (n=240, 90.9%). This is slightly
lower than the proportion of those who had help in the 2015/16 ASCS sample that completed
the easy-read questionnaire with the exclusion of proxy responses (92.9%). The majority of
respondents had help from care staff (n=226, 85.6%). This is higher than the ASCS 2015/16
(53.8%), which may be due to the recruitment method for this study via care organisations.

(In the ASCS, people in residential care were more likely to report help from staff (82.8%)



compared to people living in the community (44.9%)). The most commonly-reported type of
help was to read the questions aloud (n=192, 73.3%) or to explain the questions (n=172,
65.6%). Under half of respondents (n=114, 43.5%) had help to tick boxes to indicate a
response. Only 27.9% (n=73) indicated that they talked through their answers with someone.
This pattern of the type of help is consistent with the ASCS 2015/16: help to read aloud the
questions (67.4%), translate the questions (67.2%), indicate answers by tick-box response

(51.2%) and/or talk through answers (28.6%).

Exploratory factor analysis

The polychoric correlations were calculated for the eight items used to score the ASCOT-ER.
Of these, there are five strong (>0.50) correlations between the items Control over daily life,
Social participation and Occupation. Weak correlations (<0.30) were found between
Accommodation or Food and drink and other items. The remainder of the item correlations
are moderate (0.30 to 0.50). The Kaiser Meyer-Olkin statistic of sampling adequacy was very
good (KMO=0.83), with KMO values for all items >0.75, which is well above the acceptable
limit of 0.5 (Kaiser, 1974). Bartlett’s test of sphericity (X? (28) = 353.71, p<0.001) indicated
that the correlations between items were sufficient for EFA to be conducted. Inspection of the
scree plot and parallel analysis from the initial analysis indicated a single factor solution. This
factor represented an eigenvalue of 3.31. The second factor had an eigenvalue of 0.28, which
is less than the Kaiser criterion of 1.0 (Kaiser, 1974). All items loaded strongly onto the
single factor (>0.40, see Table 4). By contrast to the standard version of the ASCOT-SCT4
where all items were found to have a high unique variance (Netten, et al., 2012), only five of
the eight attributes have a uniqueness of >0.50. The items for Control over daily life, Social
participation and Occupation have moderate to low uniqueness, which indicates some
overlap between these attributes. Despite this difference, the findings indicate that the

ASCOT-ER, like the ASCOT-SCT4, forms a unidimensional scale.



Table 4. Exploratory factor analysis

[Insert Table 5 about here]

Internal reliability

Cronbach’s alpha (eight items) was 0.75, which is an acceptable value for a unidimensional

scale with an average inter-item correlation of 0.58 (Cortina, 1993).

Construct validity

There was a moderate positive correlation between ASCOT-ER SCRQoL and measures of
the related constructs of overall QoL and personal wellbeing (Table 5). Significant weak-
moderate positive correlations were also observed between each of the nine ASCOT-ER

items and personal wellbeing.

Table 5. Correlation between ASCOT-ER SCRQoL and overall QoL or PWI-ID

[Insert Table 5 about here]

Fisher’s exact tests were used to explore the hypothesised correlations between ASCOT-ER
and PWI-ID item scores (Table 6). As hypothesised, there was a significant moderate
relationship between ASCOT-ER Personal safety, inside and outside of the home, and PWI-
ID Personal Safety (Cramer’s V =0.30, 0.26 respectively). The hypothesised strong-
moderate relationship between ASCOT-ER Occupation and PWI-ID life achievement was,
however, found to be only weak-moderate (Cramer’s V = 0.23). The expected associations
between ASCOT-ER Social participation and PWI-ID community-connectedness and
personal relationships were also found to be weak (Cramer’s V = 0.15, 0.18 respectively).

This may reflect the differences in the content and rating of the items in the two instruments.



The ASCOT-ER, for example, asks about ‘how you spend your time’ in relation to free time
or leisure, going to work, college or volunteering or housework with rating according to
whether the person is able to spend their time as s/he wants (Occupation). By contrast, the
PWI-ID asks how happy the person is with the things they make or learn with rating by
happiness (life achievement). As expected, there were weak correlations between the PWI-1D
future security item score and all of the ASCOT-ER item scores (Cramer’s V = 0.08 to 0.20),
of which only three reached significance at the 5% level. As anticipated, the majority of
comparisons between the ASCOT-ER domains related to basic SCRQoL domains — Food
and drink, Accommodation and Personal comfort and cleanliness — had only weak
relationships. Of the 18 comparisons, excluding those with PWI-1D health, only nine reached
significance at the 5% level. All were weak or weak-moderate associations (Cramer’s V

<0.30).

Table 6. Fisher’s exact test (with Cramer’s V) between ASCOT-ER and PWI-ID attributes

[Insert Table 6 about here]

The results of the hypothesis testing analyses are shown in Table 7. In the multivariate
analysis, four of the five variables considered in the model were significantly associated with
SCRQoL. In the bivariate analysis, there was a trend towards significance and a weak effect
size for the comparison between level of disability and SCRQoL (p=0.07, d=0.25). After
controlling for the other variables including overall health in the OLS regression, however,
the relationship was no longer significant (p=0.904). Satisfaction with social care was found
to be a key predictor of SCRQoL (f=0.304, p<0.001), which is consistent with the conceptual
basis of the instrument as a measure of aspects of QoL that may be targeted by social care

support.



Table 7. Relationship between ASCOT-ER SCRQoL and individual characteristics

[Insert Table 7 about here]

Although help to complete the questionnaire was not included in the multivariate regression
due to the small number of cases where the respondent did not receive help (n=23), there was
a significant association with a moderate effect size between help and SCRQoL (F (1,242) =
6.65, p=.01, ®=.64). Those who received help to complete the questionnaire reported, on
average, higher SCRQoL than the respondents who completed the questionnaire without
help. None of the associations between SCRQoL and type of help (read, write, explain or talk

through) were significant at the 5% level with small effect sizes (see Table 7).

Discussion

The purpose of this study was to evaluate the feasibility, construct validity and factor
structure of the ASCOT-ER. Of the respondents, 92.8% completed all ASCOT-ER items.
There was a low rate of missing data for each item. While the 91% of the sample reported
having help to complete the questionnaire, this is comparable to the proportion of service
users who reported having help to complete the 2015/16 ASCS in England (NHS Digital,
2016). Taken together, this provides tentative evidence that the ASCOT-ER is a feasible
method of collecting SCRQoL in surveys of adults with IDD who may benefit from an

adapted easy-read format.

It is important, however, to recognise that this method of data collection will not be
accessible to everyone. Based on the high proportion of help to complete the questionnaire, it
may be better to collect ASCOT-ER data as a default by interview rather than rely on a

paper-based survey combined with help from whatever source available. This would address



issues of equity of access to completion of the data, regardless of the availability of formal or
informal sources of help. This is also supported by evidence of statistically significant
associations between the type and/or source of help to complete the questionnaire and
SCRQoL, after controlling for other variables (Rand and Malley, 2016). If it is not feasible to
collect data by one method (e.g. face-to-face interview), then another approach to address this
would be to control for the mode of data collection, source and type of help in analysis and

interpretation.

The construct validity of the ASCOT-ER was supported by the findings of this study.
Correlation analysis to test the hypothesised associations between ASCOT-ER and measures
of the related constructs (overall QoL, personal wellbeing) generally confirmed the expected
relationships with limited exceptions. There were stronger correlations between ASCOT-ER
and PWI-ID domains that overlapped conceptually (for example, the ASCOT-ER and PWI-
ID items for personal safety). By contrast, the ASCOT-ER domains that relate to basic care-
related aspects of QoL (e.g. Personal comfort and cleanliness) were only weakly correlated
to the QoL item and PWI-ID. The hypothesised associations between ASCOT-ER SCRQoL
and individual characteristics were also observed in univariate and multivariate analysis,
which further supports the construct validity of the ASCOT-ER. The EFA indicates that the

ASCOT-ER is a unidimensional measure.

There are some limitations to this study. First, the relatively modest sample for this study is
only adequate for EFA under moderate conditions, which may give rise to under-factoring
(Fabrigar, et al., 1999). Second, the study design may have influenced the level, type and
source of help to complete the questionnaire. The recruitment of participants through care
providers may have led to the high proportion of the sample reporting that they had help from

care staff by comparison to other surveys of social care service users in England (NHS



Digital, 2016). The sample size also precluded in-depth exploration of the type of help to
complete the questionnaire and ASCOT-ER SCRQoL. Finally, we were not able to establish
the instrument’s test-retest reliability with a follow-up data collection due to limitations on

resources and the sample size.

Related to these limitations are a number of directions for future research. Further collection
would be justified to replicate the EFA and apply confirmatory factor analysis to confirm the
scale’s unidimensionality. A study with a larger sample would also enable a follow-up survey
of participants to establish the instrument’s test-retest reliability. Further exploration of
potential bias due to the effect and type of help is also justified. While the brevity of the
ASCOT-ER and its four response-level structure may support its feasibility, acceptability and
face validity as a comparable measure to the ASCOT-SCT4, there is some evidence that
further work is justified to explore whether additional items or response options would
address the issue of the skewed distribution of responses. Finally, preference weights have
been developed for the ASCOT-SCT4 to enable the use of the instrument in economic
evaluation (Netten, et al., 2012; Potoglou, et al., 2011). If the ASCOT-ER is to contribute
towards the wider inclusion of people with IDD in the evaluation of care practice and policy
that may influence decisions in relation to commissioning, resourcing and access to services,

then an important next step is the development of preference weights for the instrument.

Conclusion

The ASCOT-ER is a promising new instrument for measuring SCRQoL of service users who
may find it difficult to complete the ASCOT-SCT4. While previous qualitative research has
established its acceptability with adults with IDD, this study has established the construct
validity and unidimensionality of ASCOT-ER SCRQoL. Further work is needed to establish

the instrument’s test-retest reliability and also further explore the issue of feasibility in social



care data collections. While the instrument may be used to evaluate the effectiveness of care
services, the development of preference weights for the ASCOT-ER would be required to
allow the views of service users with IDD to be considered in evaluation studies that shape

and inform the provision of services.
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Tables

Table 1.

. Mean
Variable ? (std. Dev)
ASCOT-ER SCRQoL 21.51(2.77)
PWI-ID 91.7 (9.50)
Variable 2 Categories Frequency (%)
Gender Female 121 (46.0%)

Male 142 (54.0%)

Age 18-24 years 12 (5.0%)
25-34 years 48 (20.3%)

35-44 years 55 (23.2%)

45-54 years 51 (21.5%)

55-64 years 55 (23.2%)

>65 years 16 (6.8%)

Employment Not in work 166 (63.4%)
In full or part-time work 96 (36.6%)

Health Very healthy 140 (53.4%)
Quite healthy 76 (29.1%)

Health is ok 36 (13.7%)

Not very good health 9 (3.4%)

Very bad health 1(0.4%)

Overall QoL Really great 151 (58.3%)
Mostly good 82 (31.7%)

ok 25 (9.6%)

Mostly bad 1(0.4%)

Really bad 0(-)

I/ADLs with difficulty T None 23 (9.0%)
One 149 (58.2%)

Two 36 (14.1%)

Three 22 (8.6%)

Four or more 26 (10.1%)

Suitability of home | can do everything | need to 209 (81.0%)
| can do most of what | need to 40 (15.5%)

| can do some of what | need to 7 (2.7%)

| cannot do most of what | need to 2 (0.8%)

Accessibility of local area | can get to all the places | want 189 (72.4%)
It is difficult to get to places | want 56 (21.5%)

| cannot get to all the places | want 13 (5.0%)

| do not leave my home 3(1.1%)

Satisfaction with staff support Very happy 210 (80.5%)
Quite happy 40 (15.3%)

It’s ok 10 (3.8%)

Not that good 0(-)

Really bad 1(0.4%)

Had help to complete questionnaire? No help 24 (9.1%)
Yes, help from staff 226 (85.6%)

Yes, help from someone else 14 (5.3%)

Type of help Tt Read the questions aloud 192 (73.3%)
Explained the questions 172 (65.6%)

Wrote the answers (tick-box) 114 (43.5%)

Talked through answers 73 (27.9%)




2 Missing data: age (n=27); ASCOT-ER and PWI-ID (n=19); I/ADLs with difficulty (n=8); suitability of home (n=6); overall QoL (n=5); local area
accessibility, satisfaction with staff support (n=3); employment, health, type of help (n=2); gender (n=1).

T The eight Activities of Daily Living (ADLs) and Instrumental ADLs (IADLs) considered in this study were: getting around the house (except
steps); getting in or out of bed or a chair; feeding self; paperwork (paying bills, writing letters etc.); bathing or showering; getting dressed
or undressed; using the toilet; and washing hands and face.

11 Participants were able to select as many options as applicable.



Table 2.

Attribute

Definition

Control over daily life (choice)
Personal comfort and cleanliness

Food and drink

Accommodation comfort and cleanliness
Personal safety
Social participation and involvement

Occupation (how you spend your time)

Dignity

The person can choose what to do and when to do it in his/her daily life

The person is personally clean, comfortable and is dressed and groomed
in a way that reflects his/her personal preferences

The person feels that s/he has a nutritious, varied and culturally-
appropriate diet with enough food and drink that he/she enjoys when
s/he wants it

The person feels their home environment, including all the rooms, is clean
and comfortable

The person feels safe and secure; not feeling worried about bullying or
abuse, falling or other physical harm, or being attacked or robbed.

The service user is content with their social life; spending time with the
people they like, including friends, family and people in the community.
The person feels that they are able to spend their time during the day
doing enjoyable and meaningful activities, which could include free time
or leisure activities, housework, going to work, college, or volunteering.
The psychological impact of support and care on the person’s personal
sense of significance; the person feels that s/he is treated nicely and
kindly by paid support staff




Table 3.

Variable

Expected associations

Self-rated general health,
I/ADLs with difficulty

Suitability of home design

Accessibility of local area

Satisfaction with services

ASCOT SCRQol is conceptualised to be a function of contextual and individual
characteristics, including health, disability or social care need, as well as the
intensity and effectiveness of social care (Forder and Caiels, 2011; Forder et al.,
2016).

Although the ASCOT-ER does not include separate attributes designed to capture
physical/mental health, but rather seeks to capture aspects of QoL beyond health
that may be influenced by social care support, the lowest level response option
for each item/attribute indicates a level of unmet social care need that could
have an effect on health. As such, we anticipated that there would be a positive
relationship between health and SCRQoL. Indeed, in studies of older adults and
adults with learning disabilities, positive associations were observed between
self-rated general health and ASCOT SCRQolL (Rand and Malley, 2016; Van
Leeuwen et al., 2014).

I/ADLs capture how well an individual is able to undertake everyday activities
without social care or unpaid support from family or friends. I/ADLs are widely-
used as indicators of social care 'need'. Since the ASCOT-ER response options
relate to ‘needs’, as well as individual preferences (the ‘ideal state’), it was
anticipated that difficulty with I/ADLs would be negatively related to the ASCOT-
ER SCRQoL.

In studies of older adults with care needs, it has been found that the suitability of
the home environment in relation to the person’s care needs may improve
functional ability outcomes (Wahl, Faenge, Oswold, Gitlin, & lwarsson, 2009) and
also that there is a positive relationship between better self-reported suitability
of home design and ASCOT SCRQol in older adults living in the community (Van
Leeuwen, et al., 2014). There is also some evidence that nursing or residential
care home design is related to QoL outcomes (Barnes, 2002; Parker, Barnes,
McKee, & Morgan, 2004).

In both community-based and residential home settings, rating of good suitability
of home design in relation to an individual’s needs may make it easier to provide
safe and optimal care in the home environment and enable the person to engage
in leisure activities, social interaction and to have more independence and
control over daily life. As such, we expected to find a positive relationship
between this variable and ASCOT-ER SCRQoL.

The built environment influences QoL and wellbeing, especially in older adults
due to the impact of reduced mobility (Burton, Mitchell, & Stride, 2011; Gilroy,
2008). Accessibility of the local area influences the ability to able to engage with
local services and also perceptions of independence, control and social inclusion
(Musselwhite and Haddad, 2010). Limited accessibility of the local area may
restrict access to leisure or social activities. Indeed, in a study of older adults it
was found that local area accessibility was related to ASCOT SCRQoL (Van
Leeuwen, et al., 2014). Therefore, we expected lower rating of local area
accessibility to be associated with lower SCRQoL.

We anticipated a positive association between self-rated satisfaction with social
care and ASCOT-ER SCRQoL.




Table 4.

Item Unrotated .

R Uniqueness

factor loadings

Control over daily life 0.809 0.312
Personal comfort and cleanliness 0.633 0.509
Food and drink 0.491 0.717
Accommodation 0.447 0.740
Personal safety 0.540 0.609
Social participation 0.733 0.434
Occupation 0.791 0.286
Dignity 0.596 0.586
Eigenvalue 3.31
Proportion of variance 0.995

Items with uniqueness >0.50 are shown in bold text.



Table 5.

ASSCCOREEFE PWI-ID scale
Overall QoL 0.512%** 0.553%**
PWI-ID scale 0.524%***
PWI-ID: standard of living 0.355%**
PWI-ID: health 0.281***
PWI-ID: life achievement 0.212%**
PWI-ID: personal relationships 0.367***
PWI-ID: personal safety 0.339%**
PWI-ID: community connected 0.274%**
PWI-ID: future security 0.237%**
Control over daily life 0.391%**
Comfort and cleanliness 0.291%**
Food and drink 0.258%**
Accommodation 0.214%**
Safety (Inside) 0.240%**
Safety (Outside) 0.375%**
Social participation 0.369%**
Occupation 0.393%**
Dignity 0.245%**

*p<0.05, **p<0.01, ***p<0.001 Spearman’s rho



Table 6.

PWI-ID Items

Standard of Life Personal Personal Community Future
ASCOT-ER Items living Health achievement relationships safety connected security
Control over daily life .261%** .296%** 129 257%** .216*%* L193** .195*
Personal comfort & cleanliness 237%** 337%** .229%* .187** 276 .218* .191*
Food and drink .145 A71%** .214** .093 142 121 .150*
Accommodation .092 .268%** .150* .309** 125 116 .153
Safety (Inside) .165 .264%** .085 J152%* .300*** 141 124
Safety (Outside) .338%** .204%** .139 137* 256%** .365%** 132
Social participation 225%** .204%** .193** L175%** .207** .154* 142
Occupation 275%** 212%* 226%** .216%** .263%** .181** 129
Dignity L192%* .154% 171* .186** AQQ*** .110 .085

Cramer’s V, ¥p<0.05, **p<0.01, ***p<0.001 (Fisher’s exact p values)



Table 7.

N Mean Effectlsize stand. cogfl;,s(g
(Std. Dev) t (Cohen’s d) (std. Error)
Self-rated health 0.183 (0.310)**
Very healthy 134  22.23 (2.24)*** .59
Not very healthy 111 20.63 (3.09)
I/ADLs with difficulty 24 0.007 (0.362)
No or one I/ADL 165 21.70(2.59)
>2 |/ADLs 76 21.01(3.13)
Suitability of home design: .81 0.232 (0.630)**
do anything | need to
No 41 19.24 (4.24)%**
Yes 201 21.96 (2.13)
Accessibility of local area: .64 0.171 (0.410)**
get to all places
No 65 20.17 (3.17)***
Yes 179 21.98 (2.45)
Satisfaction with staff support: 1.00 0.304 (0.475)***
really happy
No 44 19.11 (3.41)***
Yes 201 22.03 (2.31) n/a
Help to complete the questionnaire Tt+ .64
No 23 22.91 (1.90)*
Yes 221 21.36 (2.82)
Help: Someone read the questions .07 n/a
No 68 21.65 (2.98)
Yes 176 21.45 (2.70)
Help: Someone explained the questions .24 n/a
No 82 21.93 (2.40)
Yes 162 21.29 (2.94)
Help: Someone wrote down answer (tick box) .10 n/a
No 136 21.63 (3.00)
Yes 108 21.35(2.47)
Help: Someone talked answers through .10 n/a
No 178 21.55 (2.86)
Yes 66 21.39 (2.57)
N 237
Ramsey RESET Test (F(3, 228)) t+t+ 1.30
Pregibon Link Test (hat sg.) T+ 0.11
Adjusted R? 0.298

*p<0.05, **p<0.01, ***p<0.001

Tt One-way ANOVA

11 Huber-White standard errors are reported (Huber 1967, White 1980) because the variance of the residuals were not
found to be homogenous (Cook-Weisberg’s test for heteroscedasticity (X?(1) = 40.51, p<0.001) (Cook and Weisberg 1983)).
111 Not included in the OLS regression due to the small number of values (<10% of the sample).

111+ The Ramsey RESET (Ramsey 1969) and Pregibon link tests (Pregibon 1980) did not indicate model misspecification or
omitted variable bias.
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Figure 1.
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This question is about choice in your daily life. 1. Which of the g best how much control you
Having choice means that you can decide what to do. have over your dally life?
Think about the choices you have. By ‘control over daily iife’ we mean having the choice to do things or have things done for
you as you like and when you want.
Please tick () one box
How d feel about choice it daily life?
Stk ke C ose myour eV I have as much control over my daily life as | want D
Please tick () 1 box | have adequate control over my daily life D
1 have some control over my daily life, but not enough (]
I have as much choice as | want. It is great. El I have no control over my daily life

1 have enough choice. it is OK. I:' @
| have some choice. But I would like more. D @

I have no choice. It is bad. O

Source: ASCOT-ER Control over daily life Source: ASCOT SCT4 Control over daily life
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