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Abstract

Background: There is increasing emphasis on use of patient-reported outcome measures (PROMs) in
mental health but little research on the best approach, especially where there are multiple perspectives.
Aims: To present emerging findings from both standardized and idiographic child-, parent- and clini-
cian-rated outcomes in child and adolescent mental health services (CAMHS) and consider their
correlations.

Method: Outcomes were collected in CAMHS across the UK. These comprised idiographic measures
(goal-based outcomes) and standardized measures (practitioner-rated Children’s Global Assessment
Scale; child- and parent-rated Strengths and Difficulties Questionnaire).

Results: There was reliable positive change from the beginning of treatment to later follow-up according
to all informants. Standardized clinician function report was correlated with standardized
child difficulty report (r = —0.26), standardized parent report (r = —0.28) and idiographic joint
client-determined goals (» = 0.38) in the expected directions.

Conclusions: These results suggest that routine outcome monitoring is feasible, and suggest the possi-
bility of using jointly agreed idiographic measures alongside particular perspectives on outcome as
part of a PROMs approach.
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Introduction

Assessing outcomes in health settings has featured in healthcare research for many decades
(Jefford et al., 2003) and has become an increasing policy priority worldwide (Department of
Health, 2010; Manchinkanti & Hirsh, 2009; Patterson et al., 2006) but the literature ident-
ifies many challenges in relation to how best to implement routine outcome evaluation in
mental health (Busch & Sederer, 2000). This paper examines two particular areas of interest
(a) in relation to whose views should take precedence and (b) in relation to the relative merits
of standardized as opposed to idiographic approaches.
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Typically, there is statistically significant but low concordance between different reporters
of mental health symptoms (Brown et al., 2006; Zahner & Daskalakis, 1998). This raises
questions about whose viewpoint to prioritize when considering outcomes of treatment.
While the practitioner’s perspective may be most likely to correspond to symptom-based cri-
teria for illness and recovery, practitioners are reliant on information from clients and, in a
context where outcomes may determine service funding, may be subject to biases.

There has been a growing interest in patient-reported outcome measures (PROMs)
(Hansen et al., 2010; Shipley et al., 2000; Whelan et al., 2010), but in child mental health
contexts there are issues of different perspectives with low concordance between, e.g. chil-
dren and their parents (Verhulst & Van der Ende, 2008) and with each perspective alone
having strengths and weaknesses. Thus, whilst parent reports are often relied upon when chil-
dren are considered too young to provide self-reports (Levitt et al., 2007) there may be some
possibility of bias due to parents’ own mental health status (Cornah et al., 2003) or parents’
lack of awareness of internalizing difficulties (Verhulst & Van der Ende, 2008). Child self-
report may be desirable, but children with a range of behavioural and emotional problems
may be less self-aware of these than others around them and younger children have been
found to be less differentiated in reports about the mental health problems that they experi-
ence than older children (Van Roy et al., 2008).

There has also been a growing interest in the relative merits and demerits of idiographic
PROMs — such as goal-based outcomes (GBOs) or top problems as defined by the child
and family as opposed to more standardized pre-defined measures (Weisz et al., 2011).
There are many reasons why GBOs may be more acceptable to service users and practitioners
(Weisz et al., 2011), focussing as they do on the particular concerns of the individual and
removing the sense of tick box exercise that both practitioners and service users are con-
cerned about (Moran et al., 2012). It may be that a focus on GBOs, and in particular tracking
progress across sessions, can be a powerful way to improve effectiveness and efficiency (Weisz
etal., 2011). However, whilst GBOs may provide information about change most relevant to
the particular concerns of the service users, standardized measures may allow more meaning-
ful comparisons across groups.

In this paper, we investigate the use of both standardized and idiographic data from the
perspective of children, parents and clinicians to explore the correlations between them
and what they can tell us about outcomes in child and adolescent mental health services
(CAMHS).

Method
Participants

This paper is based on data on 16 115 episodes of care submitted by 41 CAMHS, mostly
from across England along with 6% from Scotland. The majority of cases were from the
Nation Health Service (INHS) (79%) with most of the remaining coming from the voluntary
sector. Fifty-two percent related to children aged 6-12, and 42% to 13—18-year-olds. More
than half (55%) were boys. The most common presenting problems were emotional (55%),
conduct (18%), autism (18%) and hyperkinesis (12%), which are consistent with national
trends (www.camhsmapping.org.uk).

These episodes of care were taken from a dataset of 67 898 collected through a learning
collaboration of practitioners, managers, commissioners and researchers whose primary
aim is to foster the effective use of routine outcome measures: the CAMHS Outcomes
Research Consortium (CORC; CAMHS Review, 2008). Of this larger dataset, 24% had
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outcome data 4-8 months after outset (see Table I). It is not possible to know exactly how
many of those episodes of care without outcome data related to families choosing not to com-
plete questionnaires and how many had not been asked to complete the questionnaires. The
gender, age profile and duration of problems in those who had completed outcome measures
and those who had not was similar, but there was an indication that the level of initial
problem severity was higher for those cases without outcome data. For the parent-rated
Strengths and Difficulties Questionnaire (SDQ), mean total score at Time 1 was higher
for cases with missing Time 2 data (19.7 versus 18.7, r = 10.3, p < 0.001) similar to the
child-rated SDQ (18.1 versus 17.2; r = 8.0, p < 0.001). It is possible that some of the fa-
milies attending participating services did not have any data submitted to the consortium by
the services. As such we are unable to make accurate hypotheses about how this group may
differ from others for which data exist.

Measures

The following key perspectives on outcome were taken:

(a) Standardized PROMs
(b) Standardized clinician-rated outcomes
(¢) Idiographic GBOs jointly agreed by family members

All measures were selected for validity, reliability and feasibility (CORC, 2011a, 2011b;
Slade et al., 1999) and are summarized in Table II.

Standardized PROM:s

Parents or carers and young people aged 11 and older completed the SDQ at baseline and
again 6 months later. This 25-item measure assesses emotional symptoms, conduct pro-
blems, hyperactivity, peer relationship difficulties and pro-social behaviour (Goodman,
2001). The higher the score on either of these summed scales, the worse the child’s problems
(with the exception of pro-social behaviour).

Table I. Number of measures returned to the CORC central team by measure and informant.

Measures Measures Paired outset
completed at completed at 6- and follow-up Services with
Type of measure Measure outset month follow-up data paired data
Standardized PROM Parent SDQ 36579 8640 7542 38
(total diffs)
Standardized PROM SDQ Added N/A 5296 N/A 32
Value
Standardized PROM Child SDQ 19899 5172 4263 36
(total diffs)
Idiographic GBO Goals 401 218 171 5
Standardized CGAS 24552 7469 6767 31

clinician-rated
symptom measure
Standardized HoNOSCA 2640 635 621 8
clinician-rated
symptom measure

Note: Total diffs denotes the SDQ total difficulties score.
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Table II. The core CORC protocol.

Measure Type of measure Outset data Follow-up data
Parent or PROM Completed by parents and child before Completed by parents and child at 6
Child SDQ or during the first meeting months after first meeting (no less
than 4 months, no more than 8
months)
Goals Goal attainment Completed by practitioner following Completed by practitioner 6 months
discussions with the child and family  after first meeting or at end of contact
(usually within first three meetings) if this is sooner
CGAS or Clinician-rated =~ Completed by practitioner after the first Completed by practitioner 6 months
HoNOSCA symptom meeting after first meeting or at end of contact
measure if this is sooner

The SDQ added value score (AVS) estimates the impact of active intervention at the clinic
by comparing the observed mean parental SDQ total difficulties score with the score pre-
dicted from baseline scores assuming the child is untreated (Ford et al., 2009; Youth in
Mind Ltd., 2011a, 2011b). Scores derived translate to a standardized effect size with
higher scores, suggesting that the parental reports of the mental health of children going
through the CAMHS is better than would have been expected if support were not received.

Standardized clinician-rated outcomes

Practitioner measures include the widely used Children’s Global Assessment Scale (CGAS) and
the Health of the Nation Scale for Children and Adolescents (HoONOSCA). The CGAS provides
an estimate of the global level of emotional and behavioural function for children aged 4-16,0on a
scale of 1 (poor functioning) to 100 (high functioning) (Shaffer et al., 1983; Sourander et al.,
1996). The HONOSCA was developed to monitor outcomes in CAMHS and can discriminate
well between young people accessing different intensity of services (Gowers et al., 1999). The
higher the score on this scale, the greater the problems the child is experiencing.

Idiographic GBOs

The GBOs attempt to measure progress towards the specific goals young persons or their family
have chosen to work on with CAMHS. Up to three goals are identified collaboratively by prac-
titioners, service users and their families and these are rated in terms of how close the family are
to achieving each goal out of 10. The outcome is the difference between the start and end ratings,
where a positive value indicates progress towards achieving the goal (Law, 2006).

Procedure

Measures were completed within the first three meetings with the service user and again
either at case closure or between 4 and 8 months into treatment. Services submit these
data in a pseudonymized format annually for collation (CORC, 2011a).

Results
Standardized PROMs

The mean SDQ AVS, based on parent-report SDQ scores and pooling data from all age
groups, was 0.19 (95% confidence interval of the mean = 0.16-0.22), which translates to a
modest but statistically robust effect size.

RIGHTS LI N Ky



JMent Health Downloaded from informahealthcare.com by University College London on 02/01/13
For personal use only

Patient-reported outcome measures in CAMHS 169

Figure 1 demonstrates that, across four consecutive years, mean AVS for services has been
consistently and reliably greater than 0, suggesting that on average children and young people
for whom there were outcome data show greater reduction in symptoms than would have
been expected without service contact.

Standardized clinician-reported outcomes

Figure 2 shows changes in scores on clinician-reported measures (CGAS and HoNOSCA)
from baseline to follow-up. While these scales are on opposite scoring systems (i.e. CGAS:
high scores = high levels of functioning; HoONOSCA: high scores = high levels of problems),
both measures indicate an overall improvement in children’s mental health from baseline to
follow-up (CGAS: mean difference of 9.2 points, ¢ = 61.5, p < 0.001; HONOSCA: mean
difference —5.5 points, ¢ = 27.0, p < 0.001).

Idiographic GBOs

GBOs are a relatively recent addition to the CORC protocol; so the available data are limited
at this stage (# = 173). The data that have been collected show a significant average change
of 3.6 (out of a possible 10) towards reaching the goals set at the beginning of an intervention
(t = 17.8,p < 0.001).

Correlations between measures

To consider the correlation between child-, parent- and clinician-reported outcomes and the
GBOs, differences scores were computed for each measure based on Time 1 scores minus
Time 2 scores (see Table III). Therefore, a positive change score indicates an improvement
over time for SDQ measures but not for GBOs or CGAS, which are scored differently such
that negative scores indicate improvement.
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Figure 1. The SDQ AVS over time from 41-member groupings submitting Time 1 and Time 2 parental SDQ data
(2004, n = 64; 2005, n = 120; 2006, n = 433; 2007, n = 1310; 2008, n = 1565).
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Figure 2. Practitioner measures of outcome at Time 1 and Time 2. Note: HONOSCA (N = 621): lower score indi-
cates fewer problems; CGAS (N = 6767): higher score indicates fewer problems).

Table III. Bivariate correlations (Pearson’s r) between T1 — T2 difference measures.

Child SDQ Parent SDQ CGAS Goal 1 Goal 2
Parent SDQ 0.29"**, n = 4046
CGAS -0.26"*,n = 1679 —0.28"**,n = 2947
Goal 1 -0.10, n = 64 =0.27"*,n = 109 0.38**,n = 154
Goal 2 -0.13, n = 57 -0.38"**, n = 88 0.37***,n = 123 0.71***,n = 200
Goal 3 -0.26,n = 25 -0.29,n = 42 0.39***, n = 70 0.57"**,n = 129 0.54"**,n = 129
**p < 0.01.
#*p < 0.001.

The goal measure differences correlated with each other, between » = 0.54 and r = 0.71,
suggesting that progress with one goal is associated with progress on another. There were also
correlations between difference scores for goals 1 and 2, and the parent SDQ difference
scores, and the strongest correlations were between all three goal differences scores and
the clinician-rated CGAS difference (around r = 0.4). No statistically significant correlation
was found between any of the goal difference scores and the child SDQ total difference
scores, though the sample estimate of the correlation between these variables is positive.
The smaller sample size (r < 70) and the resulting lack of statistical power may explain
the lack of a statistically significant correlation.

Discussion

Outcome data presented in this paper from the CORC dataset across parent-, child- and clin-
ician-reported outcomes all suggested an overall reduction in mental health problems for
children seen by participating services in England and Scotland. These findings are consist-
ent with research in showing modest but significant improvements in mental health
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outcomes after intervention from mental health services (Ford et al., 2009; Pirkis et al., 1999;
Stiles et al., 2007).

For many of the measures used, it is not possible to assess to what extent these reductions
over time are accounted for by regression to the mean (Bland & Altman, 1994). However, the
SDQ AVS estimates the extent of change observed to be over that which would be expected if
the children had not been seen by services (Ford et al., 2009) and so adjusts for regression to
the mean, attenuation and the natural fluctuations in the level of psychopathology. The mean
AVS over 5 years suggested that outcome improvements were greater than would be expected
according to epidemiological data (Ford et al., 2009), which suggest that, overall, services are
having a positive impact on children’s mental health problems.

Correlations between the difference scores from baseline to follow-up for the GBOs and
the other parent- and clinician-rated measures were statistically significant and of a similar
magnitude to those observed between clinician- and parent-rated measures, giving an indi-
cation of good construct validity. This suggests that such idiographic measures may have
some utility alongside more standardized measures and may be of particular help in that
they combine perspectives.

Correlations between child-reported SDQ and goals were not significant. However, it is
important to note the very small number of children providing data. These findings may
be due to a lack of statistical power or a lack of correspondence between GBOs and child-
reported outcomes, and need to be replicated in a larger sample. The findings could
equally be explained by the GBOs more closely reflecting adults’ aims, particularly those
of clinicians’, a hypothesis suggested by the fact that the strongest correlations existed
between GBOs and the clinician-rated CGAS. This merits further investigation.

Limitations

Clearly these results need to be treated with caution for a number of reasons. The lack of
accurate information on response rates, and the likely limited response rate to the follow-
up measurement, is a major limitation that members of the collaboration are striving to over-
come in future data collection. We cannot know whether these results reflect the experience
of the majority of people seen by services. The literature suggests that those who do not com-
plete post-treatment measures have more severe problems at the outset (Stiles et al., 2003)
and this would be consistent with the known skew in our dataset. In addition, there is evi-
dence that those who fail to complete post-treatment data — one of the causes of missing
data in the present dataset — might have made worse progress than those who completed
both pre- and post-questionnaires, which may lead to a positive bias in outcome estimates
(Clark et al., 2008). On the other hand, the use of general measures to cover as many children
as possible means that effect sizes will be smaller than those that would be obtained with dis-
order-specific measures (Lee et al., 2005) and so may underestimate the extent of change.

Conclusion

These results suggest that a range of PROMs may provide useful information on outcomes in
child mental health services. The parent-reported measures, in particular using the SDQ,
can be used to make comparisons of change with an untreated population and thus can
allow services to benchmark themselves against a naturally occurring “control” group.
Whilst the strengths and limitations of this measure and its associated added value estimation
warrant further investigation, the SDQ does provide some possibility of use in terms of
service development and improvement.
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Whilst the correlations between the GBOs and the standardized measures were modest,
they were significant and they were in line with concordance between perspectives based
on standardized measures. These results suggest the possibility of using jointly agreed idio-
graphic measures alongside particular perspectives on outcome as part of a PROMs
approach.
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