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1. Background

The CUES (Carers’ and Users’ Expectations of Services) project is part of the Department of Health OSCA (Outcomes of Social Care for Adults) initiative.  It involves a collaboration between the Royal College of Psychiatrists, College Research Unit (CRU), the Royal College of Nursing Institute (RCNI), the National Schizophrenia Fellowship (NSF) and the University of East Anglia School of Social Work (UEA).

2. Aims of the project

The purpose of this project is to develop instruments which will measure outcomes from the perspective of service users and carers with a focus on self-assessment by service users and carers themselves.  The instruments should: enable service users and carers themselves to inform social and health care workers about their social function and outcomes of care, and how these change over time; facilitate care management and care plans; be useful for the audit of outcomes of community care; provide aggregated information about service users’ and carers’ perspectives for service monitoring, evaluation and planning; and help inform professionals about service-user and carer-focused outcomes.

3. Method of development

Two tools known as CUES – one for service users and the other for carers – have been developed using a triangulated methodology.  Literature searches within the published academic literature and the grey literature, focus groups and semi-structured interviews identified domains for the measures.  Draft measures were piloted.  Revised versions of CUES were then tested in an extensive field trial.

4. Structure of the final service user version of CUES

The Service User Version has 16 items: ‘where you live’; ‘money’; ‘help with finances’; ‘how you spend your day’; ‘family and friends’; ‘social life’; ‘information and advice’; ‘access to mental health services’; ‘choice of mental health services’; ‘relationships with mental health workers’; ‘consultation and control’; ‘advocacy’; ‘stigma and discrimination’; ‘your medication/drug treatment’; ‘access to physical health services’; ‘relationships with physical health workers’.

Each item is introduced with a “normative” statement which describes what a service user should expect to be the case for the issue if it did not constitute a problem.  After reading each normative statement, the person completing the instrument is asked to respond to two simple questions (Part A and Part B questions), each with a three-point scale.  Part A asks how the person's situation compares with that described by the normative statement ("as good as this"/ "worse than this "/"very much worse than this”) and Part B whether they are satisfied with the issues described ("yes"/"unsure"/"no").

In addition to the two questions, there is space for a free-text response to each item (Part C).  This allows the person completing the instrument to describe their particular situation or problems in relation to that item.

5. Pilot study

Seventy-two service users completed their version of CUES as part of the pilot study.  Feedback indicated that most found the wording and layout of the measures clear.  Changes to the wording of a number of questions were made as a result of feedback and statistical analysis of the returns from the pilot study.

6. Field trial

449 service users participated in the field trial (mean 42 years; 53% men; 91% white).

The proportion of respondents who rated their situation as being as good as the normative statements (Part A questions) ranged from 51% to 77% across the 16 items.  The proportion who expressed satisfaction with their situation (Part B questions) ranged from 40% to 74%.  Correlations between Part A and Part B questions were generally high.  However, for all items there were some service users whose response to the two questions appeared contradictory.  For 15 of the 16 items, fewer people responded positively to Part A questions than to Part B questions; ie. expressed dissatisfaction with their situation despite reporting that it was as good as the normative statement.

Ninety-nine service users completed CUES twice with an interval of between two and fourteen days.  Intraclass correlation coefficients were good for nine of the Part A and eleven of the Part B questions (0.61-0.80) and moderately good for six of the Part A and five of the Part B questions (0.41-0.60).

Small sub-studies compared CUES ratings from those derived from concurrent use of the Health of the Nation Outcome Scales (HoNOS); The Manchester Short Assessment of Quality of Life (MANSA) and the Client’s Scale for Assessment of Treatment (CAT).  There were significant correlation coefficients, in the expected direction, between items of these measures and scores on relevant CUES items.  A “total CUES score” for Part A questions, created by adding responses to all 16 items, correlated significantly with the total HoNOS score (Spearman’s rho=.45; p<.01).

Three-quarters of the participants in the field trials stated that they completed CUES without help from another person.  Common reasons why help was sought were: difficulty understanding format, questions or words, difficulty with reading and writing, visual impairment and lack of confidence.

7. Conclusions

For the CUES instrument to meet the specification described in the aims of the project: (i) they must be easy to use by the majority of users; (ii) they should have good coverage of the issues considered important by service users; (iii) ratings should not be unduly influenced by transient influences on subjective state, such as short-term changes in mood.  The extent to which ratings on such instruments should be consistent with some other independent and “objective” measure is debatable because differences in perception, between service users and professionals, about what constitutes a desirable state or outcome is one important justification for the development of such measures.

Ease of use and acceptability

User CUES is a self-rated measure.  Feedback from the pilot indicates that the structure, layout, and wording of CUES are generally clear and acceptable to service users and that it can be completed quite quickly (two-thirds completed the instrument in less than 30 minutes).  However, about one-quarter of people in the field trial sought help with its completion.  Only a few people whose first language is not English participated in the study and CUES has not been translated into any other language.  The great majority of those participating in the field trials were white and CUES needs to be tested further by people from minority ethnic groups.  There is an inevitable tension between the need for a general tool to enable comparisons between the experience of service users interacting with different services, or living in different geographical areas, and for one which measures the perspective of a particular individual or a specific group.

Coverage

During the development phase, information was gathered from a variety of sources (literature reviews of surveys and other instruments, focus groups, interviews and consultation) to ensure that the resulting items covered the important domains.  The results of the piloting suggest that this has been achieved to a large extent.  The most notable omission from CUES is of an item (or items) relating to symptoms of mental illness (eg. depressed mood, hallucinations, delusions, etc).  These did not figure prominently in the literature, as issues which service users wanted to be addressed, not during the process of asking service users their views, and so were not included.  CUES might be viewed as complementing instruments which do gather information about symptoms, many of which are clinician-rated.

Stability

Good test-retest reliability is an important property for any instrument which is intended to measure status or outcomes for service users.  It is therefore encouraging that, for all but one of the 32 questions relating to the 16 items, the correlations between ratings at two time points, 2–14 days apart, are moderately good or better.  The ratings of CUES items therefore appear to represent states which are not influenced unduly by, for example, short term fluctuations in the raters’ emotional state.  The exception is the Part A question relating to medication.  It appears that a person’s perception of the benefits of their medication, and their experience of side effects, is more subject to rapid change or fluctuation.

Do CUES ratings reflect severity?

CUES is a new type of scale and there is no “gold standard” against which to compare it.  The results of the sub-studies comparing CUES with the ratings of other instruments suggests that CUES scores do reflect severity.  As a practitioner-rated measure, HoNOS offers an independent perspective on this.  The numbers in the sub-studies involving MANSA and CAT were very small and require replication.

CUES has not yet been tested for its sensitivity as a measure of the outcome of care.

Do CUES Items need to have three parts?

Part A questions for each item ask how well the person’s situation compares with a standard descriptive statement.  The purpose is firstly to focus attention on the specific issues to which the item refers and secondly to increase the consistency of the person’s response.  Part B questions ask about how satisfied the person is with the issue to which the item refers.  Although there are strong correlations between Part A and Part B questions for all items, some people do respond differently to the two questions.  The most common situation is for a person to express dissatisfaction despite having rated their situation as comparing favourably with the descriptive statement.  It is hypothesized that Part A questions might be more useful as a measure of state (and therefore possibly of outcome when repeat ratings are made after a period of care) and Part B questions as a vehicle for aiding communication between service user and practitioner, especially during care planning.

The third part to each item (Part C) is a free text section.  This proved popular with those who completed CUES during both pilot and field trial.  It records information about the individual’s situation which cannot be captured by the tick-box nature of Parts A and B.  It is hoped that this information will support communication with practitioners and inform care planning.  The Part C item might also be of value to identify specific issues either for a specific group of service users or about a particular service.

8. Dissemination

The inclusive way in which the service user field trial was conducted has generated considerable interest in CUES.  Further information about CUES can be gained from: Kim Mclellan, College Research Unit, 83 Victoria Street, London SW1H 0HW.  Tel: 020 7227 0839  Fax: 020 7227 0850  Email: kim.mclellan@virgin.net
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