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collaboration involving researchers in health and social care from the Univeé&%és of Kent,
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About the ASCOT-Carer INT4

The ASCOT-Carer INT4 is an interview version of the Adult Social Care Outcomes Toolkit
(ASCOT) designed to measure the social care-related quality of life (SCRQol) of carers aged
18 years or over. (By ‘carer’, we mean someone who cares, unpaid, for a friend or family
member who needs support in their day-to-day life due to illness, disability, a mental health
problem or needs related to addiction.)

If you are unsure if ASCOT-Carer INT4 is the right tool for your project, séﬂe short video
on the ASCOT website (www.pssru.ac.uk/ascot) which compares th @ ent versions of
ASCOT-Carer. s\&-

O

ASCOT-Carer SCRQoL explained A

ASCOT-Carer SCRQol refers to those aspects of a carer’s é%%ﬁy of life that are relevant to,
and the focus of, social care interventions. The ASCOT-QQr INT4 contains two measures of

SCRQoL: AQJ b

Current SCRQoL: what the person’s life is now Q/

>

Expected SCRQoL: what a person’s Iif@uld be Iik{\without the help and support
they (or the person they care for) ve from %Jz'tes.

These two SCRQoL scores are calculated for each p#ﬁ, as long as they have answered all
L ]

21 of the questions that make up the T-Carer INT4 interview. These questions cover

seven areas of a person’s life. We ese areig%mains.

For each domain, there are thr estionQO

1. A question asking ab‘o.&:the persd@ife now (current SCRQolL question);

2. A question asking ther ser\ir\ (either received by the person or the person they
care for) affect thStarea of t@lives (the filter question);

3. A question as@gwhat the person’s life would be like without the help and support
they (or t.hw son they care for) currently receive (expected SCRQoL question).

More details ese domains can be found below.

Using thes(&scores (current and expected), you can also calculate SCRQol gain, which is
an estimatiorfof the impact of the service upon the person’s SCRQoL. Further information
about calculating these SCRQoL scores can be found in the Scoring the ASCOT-Carer INT4
section below.



ASCOT-Carer INT4 domains

In identifying and defining the ASCOT-Carer domains, we focused on areas of quality of life
that are important to carers and are also sensitive to the outcomes of social care services.
The domains were informed by consultations with carers, policy-makers and experts in the
field, review of the literature in this area, and focus groups and cognitive testing with carers
(Fox et al., 2010; Malley et al., 2010; Rand et al., 2012; Rand and Malley, 20¥¢,Rand et al.,
2015). The ASCOT-Carer domains are therefore relevant to, and the foa@@social care
whilst also being valued by carers.

The definitions for each of the seven ASCOT-Carer domains are sh&&g in Table 1 below.
These seven domains are used in all of the ASCOT tools for carers@SCOT tools for people
with needs supported by social care services have their own,ﬁ@‘elated, set of domains).

N
(o

Table 1: Definitions of the ASCOT-Carer domains @ 2

[ )
Carer SCRQoL Domain Definition Q\ §/

The car@ufﬁcient
) me ul and enj
Occupation :
emp ent, un
ivities &
Q'Jie carer ﬁ?noose what to do and when to do it,
avings@xol over his/her daily activities

le activities, whether formal
ork, caring for others or leisure

Control over daily life

The'&\ els that s/he is able to look after
Self-care \\ % rself, in terms of eating well and getting enough

Personal safety safety include fear of abuse, physical harm or accidents

\1&' Qe carer feels safe and secure, where concerns about

that may arise as a result of caring

\Q\ The carer is content with his/her social situation, where
0 social situation is taken to mean the sustenance of
Social particiS@)n and involvement meaningful relationships with friends and family, and

feeling involved or part of a community, should this be
important to the carer

The carer feels that s/he has enough space and time in
Space and time to be yourself everyday life to be him/herself away from the caring
role and the responsibilities of caregiving

The carer feels encouraged and supported by
Feeling encouraged and supported professionals, care workers and others, in his/her role
as a carer



Understanding the ASCOT-Carer INT4 outcome states

Each current and expected SCRQoL question has four response options, relating to four
outcome states. The outcome states are shown in Table 2 below (from best to worst).

Table 2: Definitions of ASCOT-Carer outcomes states

&
L
Outcome state Definition K

Ideal The individual’s needs are (or would be) me@his/her preferred level
No needs Where needs are (or would be) met, b@to the preferred level
o
Some needs Where there are (or would be) need these do not have an immediate

or longer-term health implicationQ

High-level needs Where there are (or would be&ds, and@ have an immediate or
longer-term health implicatie A

O N
<

The person completing ASCOT-Carer INT4@es not n@ o have an understanding of the
four outcome states to answer the qu@ij)’ns. The pesson completing INT4 is simply asked a
guestion and presented with four sta(e}nents. ;@utcome states presented above
correspond to the four response po%ions forb@l\ domain. The response option statements
for each question are always.o d with t%est outcome state (ideal) at the top and
high-level needs at the bottbmFl’he perso‘\completing the questionnaire is asked to choose

the statement that best fi@eir expenience (current or expected) by ticking the box next to
that option. Some quesﬂ&us have an’bditional sentence to aid understanding.

An example from th@cupation domain is shown in Box 1 below.



Box 1. An example of questions in the occupation domain

1. Which of the following statements best describes how you spend your
time?

Interviewer prompt: When you are thinking about how you spend,()yr time,
please include anything you value or enjoy, including leisure acti\,Qes, formal

employment, voluntary or unpaid work, and caring for others.! Q/

If needed, please prompt: When answering the question, k about your
situation at the moment. N
SON |
AN Please tick (M) one box
I’m able to spend my time as | want, doing th&gc?l value or enjoy )

I’'m able to do enough of the things | vaJuQr enjoy wi y time

| do some of the things | value or e@th my @ but not enough
| don’t do anything | value or er@/l my tiagj

2. Do the support and service@‘n’at you é‘m [cared-for person’s name] get
from <<EXAMPLE>> affec(bow yo& end your time?

Q/.Q AN
Interviewer prompt; Q)g ‘suppo:{@d services’ we mean, for example,
<<EXAMPLE>> [inteh}ﬂver S uﬁ either (a) Insert the name of the specific
service that is bej estiga or example, home care, personal budget, carer

0O 0 O

support group)iq (b) (If asking about the full social care package) give some
examples of upport and services being received]. Please do not include help

° . . .
from heal fessionals, such as GPs and nurses, or from friends and family.

N
(’) Please tick (M) one box
Yes O
No -
Don’t know O

If 2 = yes or don’t know, then go to question 3

If 2 =no0, then go to question 4




3. Imagine that you and [cared-for person’s name] didn’t have the support
and services from <<EXAMPLE>> that you do now and no other help
stepped in. In that situation, which of the following would best describe
how you would spend your time?

Interviewer note: It is important that respondents do not base their answers on

the assumption that any other help steps in; please emphasise thISQ\

interviewees.
Reassure if necessary: Please be assured that this is purel aSmary and does

not affect the services you receive in any way.

[N

’C\

Please tick (M) one box

| would be able to spend my time as | want, do@mngs | value or enjoy =
| would be able to do enough of the thmgsﬁde or enbwlth my time Ol
| would do some of the things | value ij\)y with um me, but not enough O

OJ

| wouldn’t do anything | value or e th my tl@

2
&

o 2

-

Although the ASCOT-Carer INT4 intel@"(\ﬂ sche is essentially a script for the interviewer
to read to the interviewee couple Ith spa record responses, it is a tool that requires
some preparation before use so adyi at those administering the interview have
some experience or trammg~a\ nd stru \ interviewing techniques and have carried
out a few practice mterwe@

The ASCOT-Carer INTZ’lé%Mdes mtercg/ver notes, which cover a number of issues related to
the administration o@ interview (e.g. how to define ‘support and services’).

&
Scoring th OT-Carer INT4

The ASCO@er is a preference-weighted measure of quality of life in carers. This means
that the ratings of each outcome state can be converted into ratings that reflect their
relative value, based on the views of the general population. The list of preference weights
for all domain levels are presented in Table 3. More detail of how these weights were
estimated can be found in the article by Batchelder et al. (2019).

The ASCOT-Carer SCRQoL cannot be calculated if any of questions have been left blank. All
seven questions must be answered.



Table 3. A list of the weights for each ASCOT-Carer domain level

Preference
Domain Weight
Occupation
1. I'm able to spend my time as | want, doing things | value or enjoy 0.171
2. I’'m able do enough of the things | value or enjoy with my time 0.159
3. 1 do some of the things | value or enjoy with my time, but not enough é’ 0.082
4. | don’t do anything | value or enjoy with my time @ -0.009
Control over daily life k
1. I have as much control over my daily life as | want O 0.164
2. | have adequate control over my daily life . 6 0.137
3. I have some control over my daily life, but not enough O} 0.071
4. | have no control over my daily life Q§ b 20.012
Looking after yourself '\A @
1. | look after myself as well as | want QQ é 0.128

2. | look after myself well enough @ O;Q 0.120
3. Sometimes | can’t look after myself well enoug & 0.017

®
4. feel | am neglecting myself @ O) -0.001
Safety Q \é&'
1. | feel as safe as | want (JQ J Qo 0.118
° \ '

2. Generally | feel adequately se&ut not%ﬁe as | would like 0.062
3. | feel less than adequateKS'Q f}
0.029

4.1 don’t feel at all safe ’&, 0.006



Social participation and involvement

1. | have as much social contact as | want with people | like 0.127
2. | have adequate social contact with people 0.112
3. | have some social contact with people, but not enough é 0.066
4. | have little social contact with people and feel socially isolated @ 0.008
Space and time to be yourself K

1. I have all the space and time | need to be myself O 0.157
2. | have adequate space and time to be myself . 6 0.137
3. I have some of the space and time | need to be myself, but @ough 0.074

4. | don’t have any space or time to be myself A@ t 0.000
L]
D Z,

Feeling supported and encouraged
1. | feel | have the encouragement and support | wan : e

0.134

2. | feel | have adequate encouragement and s t %Q 0.126

3. | feel | have some encouragement and support, but not&gh 0.066
o .

4. | feel | have no encouragement and sup, QI 0.007

Please note that the preference\m@ghts for ain levels have been adjusted such that
the preference-weighted SCRQ\oIsscore far carers takes values between 0 (the ‘pits’ state
where high-level needs is %Kr for ea\omain) to 1 (maximum SCRQoL where the ‘ideal’

response options are chqie'n or each dornhain).

The overall SCRQoL s or carers is calculated by summing the relevant preference
weights (determiné. the response given to the ASCOT-Carer) across domains.

>

Current/SCRQolL = Weight_Occupation, + Weight_Control, + Weight_PersonalCare,

+ Weight_Safety, + Weight_Social. + Weight_Space, + Weight_Support,



Box 2 shows a worked example of the calculation behind the current SCRQol score for
carers.

Box 2. Calculating current SCRQol for carers in INT4

For a respondent who reports no needs (level 2) in each domain:
Weighted score:

0.159 (occupation) + 0.137 (control over daily life) + 0.120 (personal ca 0.062 (safety)
+0.112 (social participation and involvement) + 0.137 (space and tj 0.126 (support)

9

Current SCRQol for carers = 0.853 (85%)

QD

The simple calculation outlined above can be used with a r@of data-entry and analysis
tools (MS Excel, SPSS, STATA and so forth); however, we rovide an MS Excel ASCOT
data-entry tool specifically for the ASCOT-Carer INT4. m ool canurchased via a
dedicated link shared upon obtaining a licence (app, WVal of regi@lion form).

The tool costs a one-off fee of £50 per ASCOT us@)sers wi ultiple settings, such as
care home providers, should buy one for ea@e home, spreadsheet includes
guidance on how to use it, and space to enter data fro 0 20,000 cases. For each case,
where there are no missing data, it auton@c’ally caIcmﬁStes the ASCOT-Carer SCRQoL score.
It also features a sheet that presents t gaggregat@OT—Carer data. This includes an
overall ASCOT-Carer SCRQoL score, wich is an%@'{ege (mean) of all of cases entered, and
frequencies and percentages fo.r cirquesti ere are also a number of visual
representations of the data, wﬁ&hmay be LI&Q in reports.



Frequently Asked Questions (FAQs)

How do I obtain permission to use the ASCOT-Carer INT4?

To read this guidance and see the ASCOT tools, you or your organisation needs to be
registered via the ASCOT website. If you or your organisation has not registered, please go
to www.pssru.ac.uk/ascot, download and complete the registration form, and submit to
ascot@kent.ac.uk. You will be asked to agree to the terms and conditions d@g the
registration process. The registration form will be reviewed by the ASCOT

. If approved,
the registration form and the terms and conditions will form the licen he use of the
ASCOT measure, as specified in the registration form. Upon approvaigyou will receive a
confirmation email with a copy of the Carer INT4 instrument, this g@ance andalinktoa

purchasable data-entry tool. 6

Do I have to pay to use ASCOT? (,)\

S

The licence to use ASCOT is free for not-for-profit organi@)ns. Fordefinitions of not-for-
profit use and for-profit use, please see the ASCOT web&e: WWW, .ac.uk/ascot. For-
profit users, including consultants, may be charged nce fee.N[&"enquire about a for-
profit licence, download and complete the for-prgfitjlicence er&uiry form on the ASCOT

website (www.pssru.ac.uk/ascot) and submit@ ?cot@ke@t@uk.

What is the ASCOT-Carer INT4 dataz?;y tool? &Q/

The data-entry tool supplements the ASCO}-Carer instrument. The data-entry tool is
an MS Excel file that generates the cuﬁ%t, exp and gain social care-related quality of
life (SCRQol) scores for each indivi " These s are calculated from data entered from

the ASCOT-Carer INT4 questiom\.alie y the u‘g\r

Upon entering data, the SCR(@scores @ch participant are automatically calculated.
The tool also produces a s,@%fary of the distribution of responses to each ASCOT-Carer

INT4 question (frequenc'esJ nd percentages) and charts.

Do I have to pay f )INJTe ASCOT-Carer INT4 data-entry tool?

Yes, the data-en ol is chargeable at £50 per user or site (e.g. care home). A service
provider who %es to use ASCOT and the data-entry tools in their care homes will be
required to purchase a data-entry tool for each site (care home). Using one data-entry tool
at multiple sites will be treated as a breach of the licence, and may incur appropriate legal
action from the Licensor — the University of Kent. You will be given access to Kent Shop,
where you will be able to purchase the tool upon approval of your registration form, which
grants the licence to use the ASCOT tool.

Do I have to agree to any conditions when using ASCOT?

Yes. Terms and conditions are part of the registration process, and you will be required to
agree to them when completing the registration form. The terms and conditions can be
found on the ASCOT website: www.pssru.ac.uk/ascot.

10


http://www.pssru.ac.uk/ascot
mailto:ascot@kent.ac.uk

Can I make changes to the question order or wording?

No. The wording of the questions and responses have undergone extensive cognitive testing
to ensure they are reliable. Making changes to these will jeopardise the reliability and
integrity of the tool.

Can I add my own questions to yours and call this a new measure?

X
No. Any use of the ASCOT questions or tools must acknowledge our copyri Q\d
intellectual property. If you include the ASCOT in a questionnaire with Q% uestions, you
are required to reference this accordingly. This requirement forms pﬁ erms and
SCOT tools. You

can find a guide on how to reference ASCOT on our website: www¥pssru.ac.uk/ascot.

XV

Can I put the ASCOT-Carer INT4 questions into a longetgﬁerview?

conditions of use, to which you are required to agree in order to ac

Yes. Users sometimes ask other questions alongside the A@‘!-Car INT4 to help them
understand their data. We would also strongly advise IhaN/ou keepeé'ASCOT-Carer INT4
guestions as a block of questions and do not change order. ill be asked to tell us
how you plan to use the ASCOT-Carer INT4 quest@ing thiiegistration process.

Do I need to use all the ASCOT-Carer INT@stions?(o

No. You are free to use only the questions Were of us&go you. However, without a full set
of questions it is not possible to caIcuIateQ) e scor urrent, expected and gain). Please
inform us if you plan to use only a seIee@n of th ions when completing the

registration form. <Q %
9)

° .\
Do I need training before I use\hCOTQ&r INT4?

While we do run a one-day in@uction COT training course which covers the ASCOT-
Carer INT4, it is possible ta&dminister the interview without specific ASCOT training. Details

of our training courses e found on the ASCOT website: www.pssru.ac.uk/ascot. If you
have never administe] research interview or a structured interview before, we would
recommend atten n appropriate training course to familiarise yourself with the various

techniques. C

What support is available to me if I use the ASCOT-Carer INT4?

We are not funded to provide support for ASCOT beyond what is available on our website
and the training courses advertised. If you need further support, please contact the
University of Kent’s Innovation and Enterprise team about your requirements, and they will
liaise with the appropriate member of the ASCOT team regarding consultancy options
(entcontracts@kent.ac.uk). Please include ASCOT in the subject line of your email to ensure

it reaches the correct person.

11
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