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Abstract

Background. Little is known about service users’ views of measures used to evaluate treatments in
mental health.

Aims. To identify the views of people with psychosis and affective disorder about the relevance and
acceptability of commonly used outcome measures.

Methods. Twenty-four widely used outcome measures were presented to expert groups of service
users. Nominal group methods were used to develop consensus about the appropriateness of each
measure. Comments made by service users about how outcomes should be assessed were also
recorded.

Results. Group members expressed concern about the ability of some outcome measures to capture
their experiences. Patient-rated measures were assessed as more relevant and appropriate than staff-
rated measures, and the need to examine negative as well as the positive effects of treatments was
emphasised. Specific concerns were raised about some widely used measures including the Global
Assessment of Functioning and the European Quality of Life scale.

Conclusions. We consider it essential that service users’ views are taken into account when selecting
measures to evaluate treatment outcomes. Providing insight into views of users of mental health
services, our findings serve as a starting point for discussion.
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Background

The development of effective treatments for health-related problems requires. active input
from people who use services (Partridge & Scadding, 2004). One area where active
service user involvement is essential is in deciding which outcome measures should be
used to examine the effectiveness of new treatments (Entwistle et al., 1998; The James
Lind Alliance, 2007). Previous studies have demonstrated differences in the way that
users and providers of health care judge whether interventions and treatments are
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effective (Cay et al., 1975; Prusoff et al., 1972; Rothwell et al., 1997). These differences
may be greater in mental health, where views about the nature of ill health and the
desired outcomes of treatment may be more contentious (Faulkner & Thomas, 2002).
Differences have been reported between users and providers of mental health services
about which outcomes matter most (Crawford et al., 2008; Fischer et al., 2002) and
studies that have actively involved service users report changing the way that
interventions were subsequently evaluated (Trivedi & Wrykes, 2002). Despite these
findings, available evidence suggests that most studies examining the effectiveness of
interventions and treatments are conducted with little or no involvement from service
users (Hanley et al., 2001).

In recent years, outcome measurement has gained an even greater level of importance
(Trauer et al., 2009). In addition to the central role that the selection of outcome measures
plays in the design of clinical trials, greater emphasis has been placed on findings from trials
in determining health policy (Ham et al., 1995). It has been argued that a greater emphasis
on routine outcome measurement in clinical services can increase service quality (The
Stationery Office, 2008a). In the National Health Service (NHS), funding for services is
increasingly linked to the outcomes that services achieve (Department of Health, 2002).
Choice of appropriate outcomes is therefore of major importance to both the quality of
clinical trials and to efforts to improve the quality of mental health services.

Most outcome measures have been developed without direct input from service users and
views of service users about the appropriateness of outcome measures that are widely used
are largely unknown. We therefore set out to obtain views of service users about the
appropriateness of widely used outcome measures. We focussed on outcome measures that
have been used to evaluate interventions and services for people with psychosis and mood
disorders, due to the prominence of these forms of mental disorder among users of mental
health services.

Method

We compiled a list of outcome measures that have been used to evaluate treatments and
services for people with mood disorders and psychosis by searching textbooks and online
resources and identifying measures used in published and ongoing clinical trials
(American Psychiatric Association, 2005; Groth-Marnat, 2003; National Institute for
Mental Health, 2008; Sajatovic & Ramirez, 2003; Thornley & Adams, 1998). These
measures were presented to a Project Advisory Group (PAG) for discussion. Views of
PAG members were used to draw up a shortlist of outcome measures that were then
presented to expert groups of service users. The PAG had nine members with a range of
different experiences and qualifications: three were full-time researchers; two members of
the group worked as clinical academics; two members worked in research and
development within voluntary sector organisations (The Mental Health Foundation
and Rethink); and the last two members were service users with experience of
undertaking research and service development activities. All members of the group had
worked together as part of a Clinical Research Group on Service User Involvement set
up by the Mental Health Research Network.

PAG members were presented with a document that provided a description of the
measure, data on reliability and validity, and information about how often the measure
had been used in previous studies, whether it had been included in recent guidance on
outcome measurement in mental health published by the National Institute for Mental
Health (2008), and national guidance on the treatment of schizophrenia and depression
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(National Institute for Clinical Excellence, 2002, 2004). PAG members were asked to
consider the following factors when shortlisting the measures:

1. The frequency with which they have been used in previous studies;
2. Evidence of their currently being used in ongoing research and service evaluations;
3. The psychometric properties of the measure.

Whenever more than one version of the same outcome measure was available, we used the
one most frequently used in previously published studies.

Expert groups

Group members were recruited through the Mental Health Research Network, four national
mental health charities and two local user groups. We asked for volunteers who had used
secondary care mental health services and had direct experience of mood disorder and/or
psychosis. We aimed to recruit between 8 and 12 people to each expert group and to ensure
representation of men and women of different ages and from different ethnic and cultural
backgrounds. Previous involvement in a research study was considered helpful, but was not
a requirement to become a group member. The first group meeting was set up to examine
outcome measures used in studies on mood disorders and the second focussed on psychosis.
In addition to examining measures to assess mood, the first group also assessed general
mental health measures and measures assessing social functioning. The second group
examined instruments used to assess side effects of medication and quality of life measures
in addition to those specifically designed to assess psychotic symptoms.

Potential group members had often experienced both mood disorder and psychosis and
chose which group they wanted to attend. Members of the group were sent written
information prior to the meeting. At the start of the meeting, group members were asked to
provide written informed consent to participate in the study. Members of the expert groups
were paid £100 for taking part in each day-long meeting. Ethical approval was obtained
prior to the start of the study from Imperial College Research Ethics Committee.

We commenced the expert groups with a general introduction in which we presented the
background and aims of the study and described the format of the meeting. We then asked
group members to complete a short questionnaire that sought information related to
demographics, use of mental health services and previous involvement in research. We used
a nominal group technique (Jones & Hunter, 1995) to try to develop consensus about the
appropriateness of the different outcome measures presented. We started by presenting each
outcome measure by providing a short summary of the background and aims of the
measure, what it aimed to assess and how the measure was completed. We gave each group
member a copy of the measure and then asked members to read through them and make an
initial rating of their appropriateness on an 11-point Likert scale. Each outcome measure
was then discussed and feedback on the mean response of the group in round 1 was
provided. Members were then asked to rate the appropriateness of each measure again, in
light of the initial mean group score. During each group, a service user researcher kept
a written record of key discussion points.

Data analysis
A summary measure of the expert groups’ initial and final ratings for each outcome measure

was calculated using the median rating and the interquartile range. Qualitative data collected

RIGHTS L

I KA



JMent Health Downloaded from informahealthcare.com by Imperial College London on 07/21/11
For personal use only

Service user views of outcome measures 339

during the group meetings were used to examine views of service users about the use of
outcome measures, to help interpret the quantitative data we collected and to describe
aspects of outcome measures that service users believe makes them appropriate.

Results

We identified 132 outcome measures that have been used in studies of people with psychosis
and mood disorders. PAG members agreed a shortlist of 22 outcome measures to present to
the expert groups. However, PAG members were concerned that our search strategy had
excluded measures developed in consultation with service users but not in common use. We
therefore included two additional measures — the Warwick-Edinburgh Well-being scale
(Tennant et al., 2007) and the Recovery Star (MacKeith & Burns, 2008).

Twenty-five people attended the two nominal groups. Twelve people attended the first
group and 15 attended the second (two of them had also participated in the first group).
Participants ranged in age from 26 to 66 (mean = 44) years. Eleven (44%) participants were
female and 14 (56%) were male. In terms of ethnicity, 15 (60%) participants identified
themselves as British white, 5 (20%) as British black, 3 (12%) as British Asian and 2 (1%)
as other. All 25 participants had previous contact with secondary care mental health
services, with most (N =22, 88%) having had more than 10 years contact with services.
Twenty-two (88%) participants had had some previous involvement in research or service
evaluation.

Median ratings for each outcome measure (with interquartile range) in the initial and final
rating exercise are presented in Table I. Levels of agreement were higher for the final rating
(as indicated by a smaller interquartile range for most outcome measures). After the final
rating, eight outcome measures had a median score of 7 or more and five had a median
rating of 3 or lower. The highest ratings were for side effects of medication, and members
of the expert group on mood disorder stated that they would have liked the chance to see
measures that had been used to assess side effects of mood stabilisers and antidepressants.
No measure of social functioning achieved a score higher than 5.

Comments made by expert group members

Possible reasons why individual outcome measures achieved the ratings they did emerged
from an analysis of the qualitative data that were collected during these two meetings.
A series of features were identified as contributing to the appropriateness of an outcome
measure. These are summarised in Table II. Group members expressed a strong preference
for outcome measures that are rated by service users themselves. They expressed surprise,
and in some instances disbelief, that outcome measures based entirely on the judgments of
researchers or clinicians could be used to judge a person’s response to treatment. Others
stated that people may not be able to make ratings without help from others at times when
they were most unwell. Some group members supported the idea that outcome measures
might be completed by service users working together with staff (when completing the
Recovery Star), although others felt that outcome measures should be based entirely on the
experiences of the service user.

Several discussions took place about the length of questionnaires or assessment schedules.
Concerns were expressed at the length of some measures, but greater concerns were
expressed about very short outcome measures such as the European Quality of Life scale
(EQ-5D), which group members believed were too short to properly assess the complex
outcomes they are designed to measure. An exception to this was measures of side effects of
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Table II. Features of an appropriate outcome measure according to group members.

Should be based on patient rather than staff-rated judgements

Includes ‘positive’ as well as ‘negative’ items

Is comprehensive — neither too long nor too short

Avoids questions that are intrusive about private issues such as sex life

Makes note of the time and place where the outcome is measured

Includes space for ‘added comments’

Should be used by staff who have good interpersonal skills and have been properly trained in the use of the outcome
measure

If self completed, is presented in a professional manner

medication, which group members felt needed to be long in order to fully capture the wide
range of negative effects of treatments that group members had experienced.

Another recurrent theme concerned the dominance of what were perceived as too many
‘negative’ items in most questionnaires. Many group members remarked that they found it
upsetting to be asked long lists of questions about difficulties associated with mental ill
health. Conversely, The Warwick-Edinburgh Well-being scale was commended for asking
questions about aspects of good mental health, where poor emotional health is indicated by
not endorsing these ‘positive’ items.

In both groups, members raised concerns about outcome measures that set out criteria
for a ‘good’ outcome. This applied particularly to measures of quality of life and social
functioning. For instance, some group members expressed the view that it should not be
assumed that people who got on well with family members had better social functioning,
because some people made a conscious choice not to have contact with family members.
Some group members considered it inappropriate that measures were grounded in
judgements about which aspects of relationships with others or ways that people spend their
time indicated a ‘better’ outcome. Group members suggested, instead, that people should
be asked whether people were happy with these aspects of their lives.

Varying views were expressed about inclusion of items on sensitive matters, such as sex.
Some group members stated that they would not be happy to answer such questions for the
purpose of assessing outcomes and considered the use of ‘intrusive’ questions in outcome
measures such as the Social Functioning Questionnaire likely to impact on people’s
willingness to take part in research. Others disagreed and felt that issues such as sex were
important to quality of life and needed to be included.

Concerning the process of outcome measurement group members repeatedly stated that it
was not so much the content or length or an interview or questionnaire that mattered, as
much as the personal qualities of the clinician or researcher conducting the assessment. As
one group member stated that an outcome measure was ‘only as good as the doctor who uses it’.
Sensitivity to the needs of people experiencing mental distress and being treated with dignity
and respect were seen as particularly important. At a practical level, group members stressed
the importance of presentation of documents. Reporting experiences of being asked to
complete poor photocopies of questionnaires, group members stated that poor presentation
made them wonder about how seriously their responses would be taken or whether services
valued the information they were being asked to provide.

Discussion

By using nominal group methods with expert groups comprising users of mental health
services, we have generated data on service user perspectives on the appropriateness of
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widely used outcome measures. Group members were clear that the outcomes of
interventions and treatments needed to be assessed using patient-rated measures. They
highlighted the importance of assessing negative as well as positive effects of interventions
and treatments and were critical of outcome measures that presented people with only
negatively phrased questions. Many comments made by service users concerned the
process of collecting outcome measures rather than the content of individual measures.
The personal qualities and training of staff using questionnaires and checklists were
highlighted as important to the experience, as were the presentation and format of
questionnaires.

Although measures of medication side effects assessed by the group were all relatively
highly regarded, it is of concern that some of the most widely used outcome measures in
mental health, including the EQ-5D and the Global Assessment of Functioning received
very low ratings. In addition to being staff rated, the Global Assessment of Functioning
was criticised for conflation of functioning with mental health in a single score. Some
group members commented that there had been times when functioning was reasonably
good despite poor mental health, and others reported continuing to function poorly even
after symptoms of emotional distress had subsided. Group members questioned whether it
was possible to assess these outcomes with a single score. This concern has also been
raised by clinicians and researchers using the Global Assessment of Functioning (Williams,
2005).

Study strengths and limitations

Although we were able to include many measures in commonly used to assess outcomes of
people with mood disorders and psychosis in studies in the UK, many others were not
included. Moreover, several of the assessed outcome measures are available in differing
formats. We attempted to use the versions of these outcome measures that have been most
widely used, for example, we asked group members to consider the appropriateness of the
12-item General Health Questionnaire, rather than the 28- or 60-item version of this
questionnaire (Goldberg & Williams, 1991) and the 34-item version of the CORE-OM
but do not know how different versions would have been rated (Evans et al., 2002). In a
similar vein, while a self~-completed version of Psychotic Symptom Rating Scales is available
we presented group members with the staff-rated version. Given the preference of group
members for patient-rated outcome measures, the self-completed version of the measure
may have received a higher median rating.

The criteria established for developing our shortlist were designed to ensure that we
examined outcome measures that have been widely used. This meant that measures that
have only recently been developed were generally excluded. An unfortunate consequence of
this was that a range of recently developed outcome measures that have been developed in
partnership with service users were excluded (Allott, 2005; Rose et al., 2009). The only
measure that we examined which made explicit reference to incorporating views of service
users during its development was the Warwick-Edinburgh Well-being scale (Tennant et al.,
2007). It is therefore of note that this outcome measure achieved one of the highest rating by
group members.

Although differences in the median level of appropriateness of outcome measures were
seen in this study, we have not used statistical tests to assess the strength of the difference.
This is because the study was not designed to try to make decisions about whether a
particular outcome measure was ‘appropriate’ or not, but to provide a description of the
views of people with psychosis and affective disorder about the relevance and acceptability
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of commonly used outcome measures. For instance, we do not know whether users of
mental health services judge the Warwick-Edinburgh Well-being scale a more relevant and
acceptable assessment of general mental health than the General Health Questionnaire, and
apparent differences in the median ratings for these two measures could have arisen by
chance. However, we did find that service users who took part in the expert groups liked the
Warwick-Edinburgh Well-being scale and valued the way that it asks about positive aspects
of mental health.

The 24 outcome measures we assessed were divided between the two expert panels. While
it made sense to ask people with experience of being treated for depression to rate outcome
measures for mood disorders, and for people with psychosis to rate outcome measures in
schizophrenia, either panel could have been asked to rate generic outcome measures of
quality of life and social functioning, etc. We do not know whether ratings of these measures
would have differed had they been presented to a different panel.

Finally, the qualitative data we collected were in the form of contemporaneous notes. We
did not use formal qualitative research methods to explore service user views about outcome
measurement. While we were able to capture the main themes of the discussions that took
place at the two meetings, we believe that future qualitative research should be conducted to
help develop a better understanding of service user views of outcome measurement in
mental health.

Implications of findings

One of the clearest findings of the study was the preference of group members for patient-
rated outcome measures. This finding contrasts with extensive reliance on staff-rated
outcome measures seen in mental health services (Gilbody et al., 2002). Concerns have
been raised about the reliability and validity of patient-rated outcome measures in mental
health (Becker et al., 1993), and current efforts to examine service quality are often centred
on staff-rated outcome measures such as the Health of the Nation Outcome Scale
(HONOS) (Fairbairn, 2007). This contrasts with other areas of health care where patient-
rated outcome measures are the norm. The service users who took part in this study
challenged the idea that the quality of services or outcomes of interventions could be
measured appropriately by using staff-rated measures and we believe that these data
strengthen the argument for using patient-rated outcome measures in mental health.
Ongoing research to develop and refine a patient-rated HONOS is therefore to be welcomed
(Trauer & Callaly, 2002).

Our finding that service users are concerned with assessment of side effects of treatment
accords with other studies (Lee et al., 2000; Shumway et al., 2003). We extend this however
beyond side effects of medication to include examination of the negative effects of
psychological treatments. Members of the group focussed on mood disorder stated that they
would have liked to have seen an outcome measure assessing the side effects of mood
stabilisers and antidepressants. These findings support the inclusion of measures of negative
as well as positive effects of interventions and treatment used in mental health (Rose et al.,
2008).

Group members were also concerned about the length of many of the outcome measures
they were asked to examine. Similar concerns were also raised by lay people, patients and
health care professionals who took part in a previous survey of the acceptability of self-
reported outcome measures used to assess the health of people with personality disorder
(Blount et al., 2002). In that study, 52 people including 7 lay people and 14 ex-users of a
residential treatment service for people with personality disorder were asked to comment on
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five outcome measures. While shorter measures were generally rated more positively than
longer ones, both lay people and professionals who took part in this study critisied the two
shortest outcome measures as ‘too simplistic’ (Blount et al., 2002).

Concerns have long been expressed about the validity and utility of widely used measures
of quality of life (The Stationery Office, 2008b). While outcome measures such as the
EQ-5D have been specifically developed to allow comparison across medical settings,
members of our expert groups expressed the view that this measure was insufficiently
detailed to capture the quality of life of people with mental disorders. They preferred longer
measures such as the World Health Organisation — Quality of Life (WHO-Qol) that includes
items addressing a broader range of factors judged by service users to be important when
assessing quality of life.

Group members rated measures relating to social functioning particularly poorly. Service
users had identified social functioning as a domain that was particularly important to assess
when judging the outcomes of interventions and treatments (Perry & Gilbody, 2009).
However, group members were critical of the normative nature of these measures. Group
members told us that they wanted to be asked about whether they were satisfied with
different aspects of their social functioning rather than having assumptions made that fewer
contacts with others or involvement in fewer occupational activities was necessarily an
indicator of a poorer outcome. Some group members also raised concerns about inclusion of
‘intrusive’ items such as questions about sex life in such outcome measures. While there are
already a large number of outcome measures used in mental health, we believe that these
findings suggest that a measure of social functioning that focuses on areas of function that
service users consider appropriate and relevant and does not use normative standards is
required.

Conclusions

Asked to assess various outcome measures widely used in studies of people with psychosis
and mood disorder, users of mental health services considered some to be more appropriate
than others. Our data emphasise the importance service users place on patient-rated
outcome measures. Service users who took part in our expert groups stated that studies
should examine the negative as well as the positive effects of interventions and treatments.
Concerns were raised about some widely used outcome measures such as EQ-5D and
Global Assessment of Functioning (GAF) and about all the four measures of social
functioning that we examined.
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