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Executive summary

Background

There is an increasing policy focus on outcomes in the field of health and social care in England.
In times of financial stringencys it is particularly important to be able to identify the impact

of interventions in order to assess cost-effective alternatives and make the best use of limited
resources. In the field of health, the quality-adjusted life year (QALY) is widely accepted as the
measure of health outcome used to evaluate the cost-effectiveness of new health interventions.
There has been no equivalent for social care, despite its growing importance as the population
ages. Lack of such a measure has made it difficult to assess accurately the full impact of
interventions intended to address both health and social care, to plan future resource needs for
long-term care, and to move to outcome-based commissioning that makes best use of resources.

Objectives

The study was designed to develop an equivalent measure to the QALY in health that would
reflect the particular characteristics of social care and could be used in a range of circumstances
to reflect the impact and value of social care interventions. The objectives were to:

m  develop a measure of social care outcome that captures all relevant domains, has credibility
in the social care community, has been cognitively tested and demonstrates good
psychometric properties

m test a variety of approaches to establishing preference weights for methodological soundness
and practical application with the general population

m  investigate how applicable these methods are to a service user population

m  conduct a population preference study

m  develop a set of weights for calculating social care QALYs (SC-QALYs) and weighting
measures of social care output

m  explore how the views of service users differ from those of the general population, and
establish alternative preference weights, if appropriate

m  identify the factors that affect preferences among the general population and service users.

Methods

The project comprised two phases. The first development and feasibility phase covered the first
three objectives, and was used to inform the design for the second phase, in which preference
weights for the final measure were estimated.

The development of the measure during the first phase included conceptual development, a
focused literature review, analysis of data sets that incorporated previous versions of the measure,
cognitive testing of items with 30 service users, and a survey of 300 older people using home
care. We built on a number of previous studies on outcome measurement in social care, and the
project both contributed to, and drew on, parallel work undertaken as part of the Measuring
Outcomes for Public Service Users (MOPSU) project, which itself fed into the development of
the Adult Social Care Outcome Toolkit (ASCOT). In addition, some refinements were made to
the wording of two of the items in the instrument as a result of concerns about the distribution
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of these items. These were cognitively tested with 25 service users as part of a study feeding

into the development of the national Adult Social Care Survey (ASCS), and the final set of

items was included in a pilot postal survey for the ASCS of 1364 people from all service user
groups. An important element of the development phase of the work was the involvement of key
stakeholders, including service users, local councils and experts in the field, to assist in ensuring
the practicality and acceptability of the proposed measure.

The preference elicitation feasibility work involved testing alternative discrete choice approaches
through a survey of 300 members of the general population, and cognitively testing these
approaches in the interviews with 30 service users about the instrument. In order to explore

the feasibility of anchoring the measure to the state of ‘being dead, we cognitively tested the use
of time trade-off (TTO) techniques with 19 members of the general population. A preference
elicitation survey of 1000 members of the general population, undertaken as part of the MOPSU
project, was used to test the proposed best-worst scaling (BWS) design, with half of the sample
using the provisional social care-related quality-of-life (SCRQoL) domains and levels developed
for this study.

The second phase drew on this iterative work and, for the final version of the instrument,
involved a main preference study of 500 members of the general population using BWS and
a follow-up TTO exercise with a subsample of 126 people. We also conducted a preference
study with 458 people who used equipment services to establish service user preferences, and
undertook a follow-up study with a subsample of 101 of these people to test further the final
version of the instrument.

Results

Development of the Adult Social Care Outcome Toolkit measure
Health outcome measures identify specific aspects of health-related quality of life in order to
ensure that they are sensitive to the impact of health-care interventions. In addressing social care
we used an equivalent - SCRQoL. Our review and analysis of previous measures of SCRQoL
resulted in eight domains that were deemed to be relevant to a greater or lesser degree to all
service user groups: personal cleanliness and comfort, accommodation cleanliness and comfort,
food and drink, safety, social participation and involvement, occupation, control over daily life
and dignity. All of these domains had been included in earlier versions of the measure, with the
exception of dignity, intended to reflect the psychological impact of support and care on a service
user’s personal sense of significance. A further domain, which identified whether or not the
individual was ‘living in own home’, was tested but rejected for the final measure.

Previous versions had defined three levels of ‘need’ in each domain (‘no;, ‘low’ and ‘high’). As

a result of our analyses and consultations, we decided that a fourth level should be added to
make the measure more sensitive to differences within the ‘no needs’ option. Here, we aimed to
reflect Sen’s distinction between ‘capabilities’ and ‘functionings. The latter concept is based on
the principle that society is not prepared for citizens to maintain such a poor level of functioning
in any domain that there are health implications if their needs are not met. Once needs are met,
it is also essential to identify capabilities: whether or not people are able to achieve their desired
situation. Each domain has four levels, aimed to reflect as closely as possible:

m  Ideal The preferred situation, where needs are met to the desired level.

m  No needs Where needs are met, but not to the desired level.

m  Some needs Where there are needs, but these do not have an immediate or longer-term
health implication.
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®  High needs Where there are needs that have an immediate or longer-term health implication.

The long-term, compensatory nature of social care makes it particularly challenging to measure
outcomes. But the fact that people are usually well aware of — and have often experienced — what
their situation would be like in the absence of services does aid the study of social care outcomes,
and enabled us to pursue a pragmatic approach to establishing outcomes in this area. Drawing
on previous work, we incorporated questions for each domain that identified whether or not
services had an impact on this aspect of their lives and, if so, their ‘expected’ situation in the
absence of the service. These questions allow the estimation of three SCRQoL measures: current
or experienced; expected in the absence of support and services; and gain, which provides an
indicator of impact.

Cognitive testing refined the wording and confirmed that the responses to the ‘expected’ items
appeared to function as intended across a range of service user groups. The testing of the dignity
item suggested the inclusion of an additional item (not included in scoring the measure), to
allow for the fact that some people have problems coming to terms with needing help at all. The
interviews with a larger sample of older home care users showed that response rates were good
for both the current and expected items, suggesting that the pragmatic approach to outcome
measurement was feasible with this population.

There was good evidence for the validity of the descriptive system for ASCOT: each attribute
seemed to capture a different aspect of SCRQoL and had the anticipated relationship with other
variables capturing similar and dissimilar concepts. There was also evidence for the validity of the
SCRQoL scales reporting the current situation and the service impact. However, the distribution
of service users across the different levels of accommodation and food and drink suggested that
we were not reflecting the range of situations very effectively. Subsequent revisions resulted in
improved distributions in the ASCS pilot survey and a revised version was taken through to the
second phase of the project.

Development of preference elicitation methods
Establishing preference weights for our measure was particularly challenging because of the
number of attributes involved. We investigated and compared the results of using a discrete
choice experiment design and a BWS approach as alternative preference elicitation techniques,
both statistically in a sample of the general population and cognitively with service users. The two
techniques yielded similar results, and both were seen to be understandable and acceptable to
service users. We decided to use the BWS approach for the second phase of the study, as it had a
number of advantages:

m respondents are presented with all domains at the same time
m  coeflicients are estimated on a common scale
m it poses a smaller cognitive burden on respondents.

After some modification, a computer-aided approach to TTO was found to work well.
Respondents found questions acceptable and understandable, and lack of respondent fatigue
allowed us to increase the number of scenarios presented in the final main stage design.

Population and service user preferences
A key question for the project was whether there were significant differences between the
SCRQoL preferences of the general population and those of service users. The models showed
no substantive differences in the preferences of the two samples. The models were consistent,
both showing differences in values in the expected directions and, with a few minor exceptions,
statistically significant differences between the coeflicients for the levels within each domain. The



Health Technology Assessment 2012; Vol. 16: No. 16 (Executive summary)

key domain was control over daily life, strongly estimated in both models, with the lowest and
highest levels demonstrating the lowest and highest values for any domain. The BWS analysis
of general population preferences was able to capitalise on the MOPSU project data collection
conducted 1 year earlier, as there was remarkable consistency between models based on that
study and models based on the data collected as part of this project. Recent methodological
developments have demonstrated the importance of allowing for sample-level variance
heterogeneity, which can be seen as variations in the levels of certainty with which different
groups express their preferences. Models were used to take account of observable heterogeneity
between the two samples and other subgroups, both in generating utility weights and identifying
factors associated with preferences. After allowing for these, there were some differences in
factors associated with preferences, with service users’ preferences more closely associated with
aspects of their own SCRQoL.

The mean values for the 64 sample states in the TTO exercise showed a linear association with
the BWS estimated values for those states. Some states were estimated as worse than ‘being dead;,
with a TTO score of <0.

The Adult Social Care Outcome Toolkit measure
The final BWS weights were estimated based on the combined MOPSU and Outcomes of Social
Care for Adults sample of 1000 members of the general population. A formula based on the TTO
analysis is provided for converting these to weights that could be used for a SC-QALY. This yields
a range of possible scores between -0.171 and 1, with ‘0" being equivalent to ‘being dead” and ‘1’
being the ‘ideal’ SCRQoL state.

In order both to familiarise respondents with the domains and to provide context for interpreting
the results, all of those who took part in the BWS preference surveys were asked about their
current SCRQoL state using ASCOT. This provided us with a useful comparison between the
general population and service users. As we might expect, members of the general population
reported significantly higher SCRQoL than service users [SC-QALY scores of 0.86 and 0.73,
respectively (p <0.001)]. Moreover, the differences were reflected in the areas expected, with
members of the general population more likely to experience the ‘ideal’ state and service users
the ‘no needs’ or ‘mustn’t grumble’ state. As we would hope, no respondent was currently
experiencing a state that would be rated as bad as or worse than ‘being dead.

Conclusions

Resources are always limited, but this is even more the case in the current financial climate.

This, together with the policy emphasis on outcomes, makes it all the more important that we
have good measures to reflect the value of social care interventions for those who use them. The
ASCOT measure now provides the basis for a social care equivalent to the QALY, which can be
used in a range of circumstances to reflect the impact and value of social care interventions. The
policy emphasis on giving service users greater control is supported by the results, and we have a
basis on which to compare the SCRQoL of service users and the general population, potentially
providing evidence for an ‘outcomes’ basis on which to make difficult decisions about resources.

The study was the first to use TTO in a social care context. Anchoring the score to the state

of ‘being dead’ provides the first step in generating evidence on the relative cost-effectiveness
of health and social care interventions. In addition, our pragmatic approach to reflecting the
impact of services has the potential to provide a basis for measuring the impact or ‘value added’
of social care.
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There has been widespread interest in the measure since June 2010, when ASCOT was first made
widely available through www.pssru.ac.uk/ASCOT. The measure is included in annual national
ASCSs, and has been proposed as an important element of the Transparency in Social Outcomes
Framework, which should enhance its value by providing benchmark data about current
SCRQoL states for a range of service user groups and contexts.

In terms of future research, we would recommend:

m  extending the approach to include informal carers

m  exploring the potential to link ASCOT to the European Quality of Life-5 Dimensions in
estimating and comparing QALYs

m  developing validated approaches to establishing ASCOT states for service users who have
cognitive impairment and communication difficulties and who are living in their own homes

m further work to test the validity, reliability and sensitivity of the current expected and gain
measures in a variety of contexts.

Funding

Funding for this study was provided by the Health Technology Assessment programme of the
National Institute for Health Research.

Publication

Netten A, Burge P, Malley ], Potoglou D, Towers A-M, Brazier J, et al. Outcomes of social care for
adults: developing a preference-weighted measure. Health Technol Assess 2012;16(16).



tHTA->

ot | INAHTA

How to obtain copies of this and other HTA programme reports

An electronic version of this title, in Adobe Acrobat format, is available for downloading free of charge for
personal use from the HTA website (www.hta.ac.uk). A fully searchable DVD is also available (see below).

Printed copies of HTA journal series issues cost £20 each (post and packing free in the UK) to both
public and private sector purchasers from our despatch agents.

Non-UK purchasers will have to pay a small fee for post and packing. For European countries the cost is
£2 per issue and for the rest of the world £3 per issue.

How to order:

— fax (with credit card details)
— post (with credit card details or cheque)
— phone during office hours (credit card only).

Additionally the HTA website allows you to either print out your order or download a blank order form.

Contact details are as follows:

Synergie UK (HTA Department) Email: orders@hta.ac.uk

Digital House, The Loddon Centre Tel: 0845 812 4000 — ask for ‘HTA Payment Services’
Wa‘?'e Road (out-of-hours answer-phone service)

Basingstoke

Hants RG24 8QW Fax: 0845 812 4001 - put ‘HTA Order’ on the fax header

Payment methods

Paying by cheque
If you pay by cheque, the cheque must be in pounds sterling, made payable to University of
Southampton and drawn on a bank with a UK address.

Paying by credit card
You can order using your credit card by phone, fax or post.
Subscriptions

NHS libraries can subscribe free of charge. Public libraries can subscribe at a reduced cost of £100 for
each volume (normally comprising 40-50 titles). The commercial subscription rate is £400 per volume
(addresses within the UK) and £600 per volume (addresses outside the UK). Please see our website for
details. Subscriptions can be purchased only for the current or forthcoming volume.

How do | get a copy of HTA on DVD?

Please use the form on the HTA website (www.hta.ac.uk/htacd/index.shtml). HTA on DVD is currently free
of charge worldwide.

The website also provides information about the HTA programme and lists the membership of the various
committees.




NIHR Health Technology Assessment programme

The Health Technology Assessment (HTA) programme, part of the National Institute for Health Research (NIHR), was
set up in 1993. It produces high-quality research information on the effectiveness, costs and broader impact of health
technologies for those who use, manage and provide care in the NHS. ‘Health technologies’ are broadly defined as all
interventions used to promote health, prevent and treat disease, and improve rehabilitation and long-term care.

The research findings from the HTA programme directly influence decision-making bodies such as the National
Institute for Health and Clinical Excellence (NICE) and the National Screening Committee (NSC). HTA findings also
help to improve the quality of clinical practice in the NHS indirectly in that they form a key component of the ‘National
Knowledge Service.

The HTA programme is needs led in that it fills gaps in the evidence needed by the NHS. There are three routes to the
start of projects.

First is the commissioned route. Suggestions for research are actively sought from people working in the NHS, from

the public and consumer groups and from professional bodies such as royal colleges and NHS trusts. These suggestions
are carefully prioritised by panels of independent experts (including NHS service users). The HTA programme then
commissions the research by competitive tender.

Second, the HTA programme provides grants for clinical trials for researchers who identify research questions. These
are assessed for importance to patients and the NHS, and scientific rigour.

Third, through its Technology Assessment Report (TAR) call-off contract, the HTA programme commissions

bespoke reports, principally for NICE, but also for other policy-makers. TARs bring together evidence on the value of
specific technologies.

Some HTA research projects, including TARs, may take only months, others need several years. They can cost from as
little as £40,000 to over £1 million, and may involve synthesising existing evidence, undertaking a trial, or other research
collecting new data to answer a research problem.

The final reports from HTA projects are peer reviewed by a number of independent expert referees before publication in
the widely read journal series Health Technology Assessment.

Criteria for inclusion in the HTA journal series

Reports are published in the HTA journal series if (1) they have resulted from work for the HTA programme, and
(2) they are of a sufficiently high scientific quality as assessed by the referees and editors.

Reviews in Health Technology Assessment are termed ‘systematic’ when the account of the search, appraisal and
synthesis methods (to minimise biases and random errors) would, in theory, permit the replication of the review
by others.

The research reported in this issue of the journal was commissioned by the National Coordinating Centre for Research
Methodology (NCCRM), and was formally transferred to the HTA programme in April 2007 under the newly
established NTHR Methodology Panel. The HTA programme project number is 06/96/01. The contractual start date was
in August 2008. The draft report began editorial review in March 2011 and was accepted for publication in August 2011.
The commissioning brief was devised by the NCCRM who specified the research question and study design. The authors
have been wholly responsible for all data collection, analysis and interpretation, and for writing up their work. The HTA
editors and publisher have tried to ensure the accuracy of the authors’ report and would like to thank the referees for
their constructive comments on the draft document. However, they do not accept liability for damages or losses arising
from material published in this report.

The views expressed in this publication are those of the authors and not necessarily those of the HTA programme or the
Department of Health.

Editor-in-Chief: Professor Tom Walley CBE

Series Editors: Dr Martin Ashton-Key, Professor Aileen Clarke, Dr Tom Marshall, Professor John Powell,
Dr Rob Riemsma and Professor Ken Stein

Associate Editor: Dr Peter Davidson

Editorial Contact: edit@southampton.ac.uk

ISSN 1366-5278 (Print)
ISSN 2046-4924 (Online)
ISSN 2046-4932 (DVD)

© Queen’s Printer and Controller of HMSO 2012. This work was produced by Netten et al. under the terms of a
commissioning contract issued by the Secretary of State for Health.

This journal is a member of and subscribes to the principles of the Committee on Publication Ethics (COPE) (http://www.
publicationethics.org/).

This journal may be freely reproduced for the purposes of private research and study and may be included in professional
journals provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising.
Applications for commercial reproduction should be addressed to: NETSCC, Health Technology Assessment, Alpha House,
University of Southampton Science Park, Southampton SO16 7NS, UK.

Published by Prepress Projects Ltd, Perth, Scotland (www.prepress-projects.co.uk), on behalf of NETSCC, HTA.

Printed on acid-free paper in the UK by the Charlesworth Group.



