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Abstract

Background and aim: Evidence-based care places outcome measurement at the core
of mental health practice and research. But there is no consensus on what constitutes a ‘good
outcome’. This thesis aimed to advance the debate specifically for adolescent depression,

through a mixed-methods exploration of outcome concepts, priorities, and measurement.

Methodology: (1) A narrative review of the outcomes literature in mental health
identified an initial taxonomy of outcomes. (2) A systematic review considered outcomes
reported in recent treatment effectiveness studies. (3) Qualitative content analysis explored
outcome perspectives amongst youth, parents, and clinicians following therapy. (4) A Q-
methodological study assessed the relative importance given to different outcomes by youth
and practitioners. (5) Quantitative analysis examined the convergence of reliable change

ratings across selected outcome domains and measures in a naturalistic dataset.

Results: (1) based on all five studies an outcome taxonomy for adolescent depression
was developed, consisting of 32 outcomes across seven domains. (2) Treatment effectiveness
studies primarily reported on change in symptoms (94%), followed by global functioning (55%).
(3) Symptom change was a key focus for youth, parents, and clinicians post treatment, but
closely followed by coping, family functioning, and academic functioning. (4) Four distinctive
viewpoints emerged on what outcomes matter the most: Symptoms — feeling better; Self-
management — resilience through coping skills; Parental support — resilience through family
support; and Functioning — less interference with daily life. (5) Symptom change appears to

be an imperfect proxy for change in functioning and progress towards personal goals.

Conclusion: Change in depressive symptoms emerged as a core outcome. However,
youth, parents, and clinicians endorsed additional outcomes, conveying a multidimensional
picture that is inadequately captured by measuring symptoms alone. To promote outcome
assessment that is streamlined, person-centred, and can illuminate treatment mechanisms,

the consideration of additional outcomes, beyond symptom change, may be beneficial.






Impact Statement

Depression is a common mental health problem in adolescence, with a prevalence of
around 6% in the United Kingdom (UK). Globally, depression is one of the most common
causes of disability in adolescence, and associated with considerable adversity over the life
course. In light of the high burden, a commission of health experts has stressed the urgent
need to deliver high-quality treatments for depression. In this context, understanding what
treatments deliver the best possible outcomes is imperative. However, there is currently no

consensus on what constitutes a ‘good outcome’ for youth seeking treatment for depression.

Two initiatives are under way to address this lack of consensus for youth depression.
They aim to identify core sets of outcomes that will be recommended for routine use in clinical
practice or research, in an attempt to streamline measurement. One such set is being devised
for use in clinical practice by an international working group under the lead of the International
Consortium of Health Outcomes Research (ICHOM), while another is under development at
the Hospital for Sick Children in Toronto, Canada for use in clinical trials. Both initiatives are

faced with the challenge of scarce conceptual guidance and evidence on the topic.

This PhD thesis contributes to filling this gap. It has produced a taxonomy that provides
a conceptual framework for appraising different treatment outcomes. It has further shown that
reduced depressive symptoms are a core outcome in the eyes of young people, parents, and
clinicians — a marker of success that all three groups can agree on. Symptom change is also
by far the most frequently measured outcome in treatment effectiveness research, which has
rarely covered other outcomes (with the exception of functional impairment). In addition, youth,
parents, and clinicians, value a range of other outcomes, such as improved coping and
resilience, family functioning, therapeutic alliance, academic and vocational functioning, social
functioning, friendships, and self-confidence. There is considerable diversity in how youth and
clinicians prioritise these additional outcomes. Lastly, the thesis provides evidence that
symptom-change is an inadequate proxy for change in functioning or progress towards
personal treatment goals. Approaches to measurement that focus solely on symptom change
are likely to yield an incomplete picture of the changes achieved, and may need to be

enhanced through measurement of additional outcomes.

Over the course of this thesis, the doctoral candidate has become associated with both
of the above-mentioned core outcome set initiatives, and the finding from this doctoral thesis
have impacted on their outputs. As a research fellow, the candidate has been closely involved
in the development of the ICHOM set since its inception in October 2018, and was able to
transfer conceptual and methodological learning, such as tools and processes for the
systematic extraction of outcomes from recent treatment effectiveness studies, and for the
conceptual mapping of the extracted concepts. The ICHOM core set has sparked strong

interest amongst clinicians worldwide, with an external consultation survey yielding more than
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450 responses from health professionals in 45 countries (the largest response that ICHOM
have ever received to a consultation). Collaboration with the developers of the Canadian core
outcome set has involved presenting emerging findings from this thesis at a joint symposium
on core outcome sets at the Anxiety and Depression Association of America’s annual
conference in March 2019, and a lunchtime presentation at the Cundill Centre for Child and
Youth Depression in Toronto in October 2019. Given the growing interest in outcome
measurement, it can be expected that further initiatives will emerge in the future. They will be
able to draw on the conceptual framework and empirical findings provided by this thesis, to

strengthen outcome measurement in clinical research and practice.
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Chapter 1. General Introduction
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1.1 Background

Over the past three decades, attention to outcome measurement in child mental health
has grown significantly. In the context of spiralling costs and strained resources for health care
generally, providers are increasingly held to account for delivering the best possible outcomes
at the lowest cost (Kleinert & Horton, 2017; Porter, 2010). Within the evidence-based practice
paradigm, there is an ongoing drive to identify the most efficacious treatment approaches
based on randomised controlled trials and meta-analyses, and to recommend and justify their
funding with reference to scientific evidence (APA Presidential Task Force on Evidence-Based
Practice, 2006; Sackett et al., 1996). In parallel, mental health services are increasingly
accountable for effectively delivering these treatments in practice, with performance indicators
shifting from a focus on inputs, costs, or processes to a focus on outcomes (Chee et al., 2016;
Garralda, 2009; Gray, 2017; Porter, 2010; Values-Based Child and Adolescent Mental Health
System Commission, 2016). With evidence-based practice and data-driven management, the
measurement of treatment outcomes has moved to the core of policy making, service

planning, and commissioning in child mental health.

A growing emphasis on patient-centred care means that a ‘good outcome’ is
increasingly defined from the perspective of service users and their families (Coulter, 2017;
Mulley et al., 2017). A broad alliance of governments (Australian Commission on Safety and
Quality in Healthcare, 2010; Department of Health, 2010; The Scottish Government, 2009; US
Department of Health and Human Services, 2008), international organisations (World Health
Organization [WHO], 2007), and service user and health policy organisations (International
Alliance of Patients’ Organizations, 2007; National Institute for Health and Care Excellence,
2011; Picker Institute, 2004; The Health Foundation, 2016; The King’s Fund, 2012) have
stressed the importance of placing service users and their needs in the centre of health care
decision-making (Kitson et al., 2013). Patient-centred care has been defined by the US
Institute of Medicine as care that is “respectful of and responsive to individual patient
preferences, needs, and values and ensuring that patient values guide all clinical decisions”
(Wolfe, 2001, p. 243). As part of this ambition, it is crucial that outcomes measured reflect
what truly matters to service users and their families. If they are genuinely at the core of mental
health care delivery, decisions must be made based on outcome data that reflects their
priorities and needs. However, there is currently no consensus and limited data on what

outcomes matter most to young people and families.

In a parallel development, the impact of depression on health services has become a
growing concern. As defined by the Diagnostic and Statistical Manual of Mental Disorders
(DSM-5; American Psychiatric Association [APA], 2013), depression is characterised by the
core symptoms of persistent depressed mood and/or loss of interest or pleasure in daily
activities (i.e., anhedonia), as well as secondary symptoms such as sleeping difficulties,

fatigue or loss of energy, changes in weight or appetite, slowing-down of thoughts and a

28



reduction of physical movements, issues with concentration, excessive feelings of guilt or

worthlessness, and suicidal thoughts or behaviour.

The World Health Organization (WHO, 2012) has identified depression as a “leading
cause of disability worldwide in terms of total years lost due to disability” (p.6), and estimates
the number of people affected at over 300 million (WHO, 2017a). Depression is a chronic and
recurrent disorder (Hardeveld et al., 2010, 2013; Kessler & Bromet, 2013; Torpey & Klein,
2008), associated with significant functional impairment (Wells et al., 1989), morbidity, and
mortality (Angst et al., 2002; De Hert et al., 2011; Keller, 2003; Pan et al., 2011; Rutledge et
al., 2006; Van der Kooy et al., 2007; Whooley et al., 2008). A recently assembled clinical
commission on depression involving public and mental health experts has stressed the urgent
need to deliver evidence-based interventions and high-quality care to address the global
burden (Herrman et al., 2019).

Depression frequently has its onset in adolescence (Kessler & Bromet, 2013; Thapar et
al., 2012), defined here as the period from the age of 12 to the age of 21 years (Eunice
Kennedy Shriver National Institute of Child Health and Human Development, 2019; Williams
et al., 2012). Depressed children and adolescents may display more anxiety and anger, and
fewer changes in sleep, energy levels, appetite and other biological symptoms than depressed
adults (Fonagy et al., 2015). In general, however, depression is considered to have broadly
similar characteristics across the life course (Costello et al., 2002; 2003). In the United
Kingdom, the estimated prevalence rate is 5.6% (Costello et al., 2006). Around 50% of young
people presenting to child and adolescent mental health services (CAMHS) in England show
symptoms of depression (Wolpert et al., 2016). According to the WHO (2019), depression is
one of the most common causes of disability in adolescence, and suicide is the third most-
common cause of death in 15-19-year-olds. Adolescent-onset depression is associated with
adverse outcomes across the life span, such as increased rates of recurrence (e.g., Costello
et al., 2002; Fombonne et al., 2001; Kovacs et al., 2016; Patton et al., 2014), suicide, other
mental and physical health problems (Gould et al., 1998; Jonsson et al., 2011; Rudolph &
Klein, 2009), school drop-out, low educational attainment, unemployment, and reduced
income (Clayborne et al., 2019; Fletcher, 2008, 2013; Holsen & Birkeland, 2017; Kessler et
al.,, 2001). Effective treatment of adolescent depression is thus a key aspect of any

comprehensive effort to reduce the burden from depression.

It has been argued that in health care, outcomes tend to be inherently problem-specific,
as both the service users’ needs and the treatment offered tend to be at least partly shaped
by the main presenting problems (Kazdin, 1999b; Porter, 2010).Therefore, it is suggested that
value be defined and measured specifically for each condition, while accounting for the
presence of comorbid difficulties (Porter, 2010). In child mental health, young peoples’
developmental stage is another aspect to consider when assessing what might constitute a

‘good outcome’ of treatment (Hoagwood et al., 1996).
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In the past year, two efforts have been launched to develop standard sets of
recommended outcome measures for depression in young people. One set is being developed
for use in clinical practice under the lead of the International Consortium of Health Outcomes
Measurement (ICHOM, see www.ichom.org) and focusses on anxiety, depression, obsessive-
compulsive disorder, and post-traumatic stress disorder in children and young people (K.
Krause et al., 2020). The doctoral candidate has been involved in this initiative as a research
fellow since its inception in October 2018. An outcome set for clinicial trials focussing more
specifically on adolescent depression is being developed by Monga and colleagues (2019) at
Toronto Outcomes Research in Child Health (Hospital for Sick Children Research Institute)
and the Cundill Centre for Child and Youth Depression (Centre for Addiction and Mental
Health) in Toronto (see http://www.comet-initiative.org/studies/details/1122). These timely

initiatives are currently facing scarce evidence on outcome priorities amongst depressed

young people and their families, as well as limited conceptual guidance.

1.2 Thesis Aims and Organisation

This doctoral thesis aimed to advance the debate on what constitutes a ‘good outcome’
in relation to adolescent depression, both conceptually and empirically. Any evaluation of
‘good outcome’ is likely to vary based on (a) how outcome is conceptualised, and what types
of outcome are considered relevant; (b) the perspective, priorities, and values of those who
are asked; and (c) aspects of how these outcomes are then measured empirically. This
doctoral thesis used a mixed-methods research design to examine these issues from different
angles within a pragmatist research paradigm (see Chapter 2 for further details). The thesis is

organised as follows:

e Chapter 1 — General Introduction: The remainder of this chapter provides an
overview of key outcome definitions and concepts in mental health; critically
reviews the existing evidence base on outcome perceptions and priorities
amongst adolescents, parents, and clinicians; and introduces key issues

related to outcome measurement.

e Chapter 2 — Research Design and Methodology: The second chapter

outlines the methodological approach underpinning this doctoral thesis.

e Chapter 3 — Outcome Taxonomy Review: This chapter presents findings
from an integrative narrative review of existing outcome taxonomies, which
were synthesised into a new, more comprehensive taxonomy. This then
served as a conceptual framework throughout this doctoral thesis, and was
progressively refined based on findings emerging from the studies presented

in Chapters 4 through 6.

e Chapter 4 — Outcome Measurement Review: This chapter presents findings

from a systematic review that aimed to establish what types of outcomes have
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been reported in the recent treatment effectiveness literature for adolescent
depression. These outcomes were mapped conceptually using the taxonomy

developed in Chapter 3.

e Chapter 5 — Post-Therapy Outcome Perspectives: This chapter presents a
study that aimed to identify the types of outcomes discussed by young people,
parents, and clinicians following a course of psychotherapy for depression,
using the taxonomy developed in Chapter 3 as an initial analytical framework.
The salience of different outcomes in participants’ narratives were compared
with their salience in the recent treatment effectiveness literature, as well as

between participant groups and treatment modalities.

e Chapter 6 — Viewpoints on Outcome Priorities: This study focussed on
soliciting outcome priorities amongst young people and clinicians through use
of a card-sorting exercise, and on identifying distinctive viewpoints within and

between both groups through inverted factor analysis (i.e. Q-methodology).

e Chapter 7 — Comparing Change Across Outcome Domains: Quantitative
analysis of change metrics across different outcome measures and domains
was conducted using a large dataset of naturalistic, routinely collected outcome
data. The study aimed to assess the extent to which measures designed to
capture the same outcome yielded comparable findings for individual service
users, and the extent to which levels of change in one domain translated to

equivalent levels of change in another domain.

e Chapter 8 — General Discussion: This last chapter reviews the main aims of
this doctoral thesis, its key findings, strengths and limitations, and implications

for future research and practice.

This thesis deliberately refrains from approaching the question of ‘good outcome’
through a theoretical framework linked to any particular therapeutic modality. Instead, it aims
to consider the widest possible range of outcomes, to devise a conceptual framework that can
be applied across treatment modalities, and to explore stakeholder perspectives and priorities
without excluding or prioritising views linked to any particular approach. As such, none of the
studies constituting this thesis placed deliberate restrictions on the treatment types and

contexts to consider.

Throughout this thesis, adolescents will be referred to as ‘young people’ or ‘service
users’. The term ‘patient’ will be avoided as it suggests a “a clear dividing line between the
sick and the sane” within a medical framework of mental illness that is prone to creating stigma
(Christmas & Sweeney, 2016, p. 11). Instead, young people accessing support will be defined
by their use of services with the aim of positioning mental health difficulties as “part of the

human condition” (Christmas & Sweeney, 2016, p. 12). For the purpose of consistency,
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‘patient-centred care’ as an established term will therefore be replaced with the term ‘person-
centred care’. For the sake of brevity, the term “parent” will henceforth be used to cover
parents, as well as other primary caregivers. Where there is need to distinguish both groups,
this will be made clear in the text. The term “clinician” will be used throughout to refer to mental
health professionals who engage with service users in clinical practice, such as psychiatrists,

psychologists, and nurses.

1.3 Outcome Concepts
1.3.1 Defining Outcome

In the context of psychotherapy research, outcomes are defined as changes that occur
as a result of treatment, either towards the end of treatment, or in the longer term (Sperry et
al., 1996). As discussed in the following sections, different types of change may be considered.
Most treatment effectiveness research in child mental health has defined ‘good outcome’ in
terms of symptom reduction and to a lesser extent as a reduction in functional impairment
(Bear et al., 2020; Becker et al., 2011; Hoagwood et al., 2012; Weisz et al., 2005). However,
other relevant changes may occur in other domains of young people’s lives, such as their
relationships, personal growth, or physical health. Outcomes can also be intermediary steps
in the process of realising higher-level benefits, in which case they are frequently determined
with reference to the specific theoretical framework underpinning a given treatment approach
(Cuijpers, 2019). Outcomes can also be negative when they take the form of side effects and
adverse events. Outcomes may be considered at the level of individual service users and their
families, or at the level of services and systems (Trauer, 1998). Person-centred outcomes
correspond to the gains for a young person and their family, while service outcomes
correspond to indicators of service performance, that is, metrics that reflect the quality of care.
Such metrics include, for example, service use statistics; service user satisfaction; and the
availability, resourcing, planning, and quality of services (Childs et al., 2013; Fonagy, 1997;
Hoagwood et al., 1996). This thesis will focus on what constitutes a good outcome for service
users and their families, thus taking a person-centred approach. While consideration of
undesirable outcomes, and service or system-level outcomes are important aspects of
considering outcome in psychotherapy research, it was beyond the scope of this project to

cover these.

A concept that relates to personalised notions of ‘good outcome’ is that of treatment
goals. Goal setting has been used in mental health for decades (e.g., J. D. Frank & Frank,
1993; Urwin, 2007) to identify a “desired endpoint of treatment”, as well as intermediate steps
towards reaching this endpoint (Jacob et al., 2018, p. 111). Goals, typically defined at the
outset, reflect the expectations and priorities that service users bring to treatment. They are
thus conceptually related to the outcomes that these service users value. While outcomes
usually describe the changes achieved ex post, goals describe notions of desired outcome ex

ante. While the outcomes literature is closely linked to the assessment of treatment
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effectiveness, the goal literature focusses on goal-setting as a clinical tool, and on how it
influences the treatment process and eventual outcomes (e.g., Cooper & Duncan, 2018).
While the conceptual discussion presented in Section 1.3 will focus on the outcomes literature,
the review of empirical studies of outcome perceptions presented in Sections 1.4 and 1.5 will
also consider studies exploring goals. The body of empirical research on outcome perceptions
in child mental health is scarce, and goal-focussed research provides useful additional
evidence on the types of change that young people (as well as parents and clinicians) may
value. A more detailed conceptual discussion of goal setting and goal-based outcome

measurement is provided in Section 1.7.1.

1.3.2 Conceptual Issues and Debates

A Focus on Symptoms

As mentioned above, outcome measurement in child mental health — and in
psychotherapy research more generally — has predominantly focussed on measuring change
in symptom severity, and to a lesser extent, in functional impairment (Bear et al., in press;
Becker et al., 2014; Becker et al., 2011; Hoagwood et al., 2012; Weisz et al., 2005). In the
early 1990s, a set of consensus definitions were proposed for depression, which specified
treatment outcomes in relation to the number and intensity of symptoms, and the timelines of

symptomatic deterioration or improvement (E. Frank et al., 1991):

¢ Response denotes a clinically significant reduction in depression symptoms following
the onset of treatment, even though moderate symptoms may remain.

¢ Remission is achieved when a service user no longer meets diagnostic criteria for
depression, and experiences no more than minimal residual symptoms.

¢ Recovery denotes a sustained period of remission that lasts long enough to mark
the end of the initial depressive episode, and during which diagnostic criteria for major
depression are not met.

o Relapse denotes the return to clinically significant symptom levels warranting a
diagnosis of major depression before recovery has been achieved.

e Recurrence refers to the onset of a new depressive episode meeting diagnostic

criteria, following recovery from a previous episode.

These consensus definitions have since been widely adopted, with symptom remission
often described as the ‘optimal outcome’ of acute treatment for depression in the adult
literature (Ballenger, 1999; Ferrier, 1999; Nierenberg & Wright, 1999; Rush et al., 1998), as
well as in child mental health (Birmaher, 2007; Lewandowski et al., 2013; Park & Goodyer,
2000; Tao et al., 2009). A ‘good outcome’ is thus equated to restoring a service user to a
‘healthy’ mental state (Keller, 2003).

Symptom-focussed approaches to outcome measurement have a number of strengths.

First, they establish treatment success with reference to the same diagnostic criteria that are

33



used for initial assessment, as per the Diagnostic and Statistical Manual of Mental Disorders
(DSM; APA, 2013) or the International Classification of Diseases (ICD; WHO, 2018). These
constitute familiar and widely respected frames of reference amongst clinicians (Cuijpers,
2019). Second, symptom-focussed definitions such as those proposed by Frank and
colleagues (1991) have the benefit of conceptual clarity and can be operationalised with
relative ease (Davidson & Roe, 2007). By reporting outcomes with reference to consensus
definitions, results can —in theory — be compared across studies and service settings, although
caveats have been raised about the equivalence of different measurement tools with regards
to their sensitivity to change (Fried, 2017; Snaith, 1993; Chapter 7), and inconsistencies in the
significance thresholds and norms applied (McGlinchey et al., 2008). Third, as a result of the
long-standing focus on symptoms in efficacy trials, there is a proliferation of symptom
measures, which have often been more widely and carefully validated than measures of other
outcome concepts (Becker et al., 2011; Bickman & Rosof-Williams, 2000; McGlinchey et al.,
2008). Fourth, remission and recovery have been consistently shown to predict longer-term
outcomes and trajectories, including the risk of relapse and recurrence (Judd et al., 1998;
Kennedy & Foy, 2005; Lin et al., 1998; Zimmerman et al., 2008), which suggests that they are

clinically meaningful indicators.

The Challenge of Arbitrary Metrics

Despite the above-mentioned strengths, symptom-focussed outcome measurement
faces a number of limitations and challenges. One challenge worth noting is that many
commonly used symptom scales are notimmediately interpretable with regards to how a score
change translates into real-world changes in a service user’s life (Blanton & Jaccard, 2006;
Kazdin, 1999b, 2006). While the clinical significance of a score change is typically assessed
with reference to whether or not post-treatment scores fall into a normative range (see Section
1.7.2), this does not enable direct conclusions about the magnitude of change actually
experienced by individuals in their daily lives. It has been argued that symptom scores should
therefore be assessed and calibrated in relation to more concrete reference points, such as a
young person returning to school, global measures of functioning, or service users’
perceptions of change (C. E. Hill et al., 2013; Kazdin, 1999, 2006; Sechrest et al., 1996).
Where symptom change has been compared with change in other outcome domains,
convergence has indeed been shown to be imperfect in relation to subjective perceptions of
change (Karpenko & Owens, 2013), functioning (Becker et al., 2011; Brookman-Frazee,
Haine, & Garland, 2006) educational outcomes (Becker et al., 2014), and family functioning

and relationships (Brookman-Frazee et al., 2006; Kazdin & Wassell, 2000).

Considering Functional Impairment Alongside Symptom Change?

Functional impairment has been highlighted as a second outcome domain, that could
provide valuable information if measured alongside symptom change. In child mental health,

functioning has been described as “the ability of children to adapt to varying demands of home,
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school, peer group, or neighborhood”, representing a continuum from high levels of adaptation
and competency on one end of the spectrum, to impairment on the other end (Hoagwood et
al., 1996, p. 1060). A multitude of functioning measures exist that assess functioning either
globally or in specific life domains (Canino et al., 1999). The Diagnostic and Statistical Manual
of Mental Disorders (DSM-5) requires that clinically significant levels of symptom severity must
be accompanied by significant functional impairment to warrant a DSM diagnosis (APA, 2013).
A logical consequence might be to assess treatment success with reference to both outcome
domains (Zimmerman et al., 2008). Moreover, assessment of functioning can help identify the
life domains where the impact of symptoms is most strongly felt, and in tracking change in
these specific domains, can help understand whether treatment is effective at alleviating
relevant difficulties (McKnight & Kashdan, 2009). As such, measurement of functioning can
help address concerns about the arbitrariness of symptom metrics discussed above (Becker
et al., 2011, Blanton & Jaccard, 2006; Kazdin, 2006; Sechrest et al., 1996). Lastly, it has been
shown that levels of functioning influence help-seeking, as well as providers’ decisions about
whether or not a young person warrants clinical support, and the types of services they should
receive (Hodges et al., 2000; Striley et al., 2003).

Existing evidence suggests that symptom change is an imperfect proximal indicator of
improved functioning. On the one hand, many children with above-threshold symptoms are
not significantly impaired, while on the other hand many children who do experience
substantial impairment do not meet diagnostic criteria of symptom severity (Angold et al.,
1999; Costello et al., 2003; Pickles et al., 2001; Simonoff et al., 1997). One study comparing
change in symptoms, functioning, and family functioning in a sample of 112 adolescent
outpatients (49% of whom had a mood disorder) found only minimal agreement in meaningful
improvement ratings between these three outcome domains (Brookman-Frazee et al., 2006).
A systematic review of randomised controlled trials of psychosocial and combined treatments
for youth compared the strength of the evidence presented by each study in favour of a
treatment effect on (a) symptoms and (b) functioning (Becker et al., 2011). The majority of
studies did not report on functioning, but where symptoms and functioning were both
measured, the evidence supporting changes in functioning was considerably weaker than the
evidence for symptom reduction. The authors concluded that it was more difficult to provide
even minimal empirical support for changes in functioning, compared to changes in symptoms.
As functioning may improve independently from symptoms (and vice-versa), its separate

assessment appears warranted (Keller, 2003).

Considering the Multidimensionality of Developmental Psychopathology

Another challenge to narrow, symptom-focussed approaches to outcome measurement
is that the development of mental health difficulties is typically shaped by a multitude of
biological, psychological and social factors. Mental health difficulties may disrupt different

domains of life, such as daily functioning, relationships, and physical health. Depression in
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particular has been described as “multifactorial” (Weeks et al., 2016, p. 37) with regards to its
risk factors (Clarke & DeBar, 2010; Kassis et al., 2017; Weeks et al., 2016) and its various
adverse impacts on wellbeing and functioning (Clayborne et al., 2019; Fletcher, 2008, 2013;
Holsen & Birkeland, 2017; Kessler et al., 2001; Klein et al., 2005). Psychotherapy is often
equally multidimensional in attempting to address difficulties in different domains of life and
their driving factors (Stulz & Lutz, 2007). If outcome measurement is to reflect the multifactorial
nature of depression and of treatment mechanisms, a multidimensional approach to

measurement may be required (Dirks et al., 2012).

In child mental health, such considerations have been taken further, influenced by
insights from developmental psychopathology about the complex ways in which individual and
environmental risk and protective factors interact to influence child development (e.g.,
Cicchetti & Toth, 1995), treatment effectiveness and the maintenance of treatment benefits
(Kazdin & Wassell, 2000). Hoagwood and colleagues (2012, 1996) propose a
“developmentally grounded, dynamic, and interactional” model of outcome for child mental
health (1996, p. 1057). It recommends measuring outcomes across seven domains: symptoms
and diagnoses, functioning, consumer perspectives, environments, systems, parental
symptoms and general health. The authors specify that functioning should be assessed with
attention to the different environments in which children interact (e.g. family, school, or
community). A similar model suggesting five dimensions of outcome has been proposed by
Fonagy (1997; see Appendix A, Table A.1 for a more detailed overview of both frameworks).
These dimensions include (a) the symptomatic level, (b) adaptation to the psychosocial
environment (i.e., functioning), (c) a transactional level focussing on the child’s interactions
with their environment (e.g. family, community, school and wider society), and (d) service
utilisation and quality of care. The fifth dimension are the cognitive and emotional mechanisms
underpinning mental health difficulties (e.g., affect regulation, understanding emotions, self-
representations), which treatment approaches will likely target. These have repeatedly been
highlighted as a neglected topic in outcomes research (Cuijpers, 2019; Kazdin, 2009). Both
models stress that in order to fully understand whether and how treatment is effective,
outcomes must be considered across multiple dimensions and in terms of how they interact in
shaping a child’s development. Importantly, these models further stress that children and
families (and possibly their wider environment) influence one another reciprocally, where a
reduction in child symptoms may have a positive effect on family functioning and parental
wellbeing and vice-versa (Kazdin & Wassell, 2000; Kazdin & Weisz, 1998).

The Imperative to Consider Outcomes from the Service User’s Perspective

Within the framework of person-centred care, it appears imperative to measure
outcomes that are meaningful to service users themselves, as well as to their families. In adult
mental health, symptom-focussed outcome frameworks have been challenged by the service-

user-led recovery movement, which emerged in the 1980s and advocated for more
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personalised notions of recovery (Bellack, 2006; Davidson & Roe, 2007; Deegan, 1988). In

this vein, one influential definition describes recovery as:

a deeply personal, unique process of changing one's attitudes, values, feelings, goals,
skills and/or roles. It is a way of living a satisfying, hopeful, and contributing life even
with limitations caused by the illness. Recovery involves the development of new
meaning and purpose in one's life as one grows beyond the catastrophic effects of
mental illness. (Anthony, 1993, p. 527)

Within the recovery literature, ‘good outcomes’ have frequently been described in
relation to themes such as connectedness (e.g., relationships and peer support), hope and
optimism about the future (e.g., having dreams and aspirations), identity (e.g., rebuilding a
positive sense of self), meaning in life (e.g., quality of life), and empowerment (e.g., resuming
control over one’s life) (Leamy et al., 2011). In child mental health, concepts of recovery have
not generally been applied, partly due to concerns about the notion of restoring young people
to a previous state, given that they are in constant development; and concerns that outcomes
such as self-determination and responsibility may not apply to all age groups (Friesen, 2007).
While the literature on experiences and perceptions of outcome amongst adolescent service

users is scarce, a discussion of relevant studies is provided in the next section.
1.4 Service User Perceptions of Outcome

Two studies have suggested that adolescents and young adults experience recovery
and outcomes in ways similar to those described in the adult recovery literature. Lavik and
colleagues (2018) conducted semi-structured interviews and focus groups with 22 adolescents
who were undergoing or had just completed treatment at CAMH services in Norway. They
described good outcomes in terms of a journey towards “a stronger autonomy and safer
identity” (Lavik et al., 2018, p. 4), and described outcomes in six more specific areas: (a)
developing a better understanding of and ability to cope with feelings and thoughts; (b)
becoming the person they really are, independent from societal pressures; (¢) opening up and
feeling more connected with family and peers; (d) embracing new challenges; and (e) being
able to cope with life’s challenges. Symptom change was not identified as a core outcome
theme. Bergmans and colleagues (2009) investigated recovery narratives and turning points
amongst young adults who had completed a psychosocial intervention following recurrent
suicide attempts. As in the Norwegian study, recovery was described as an individual journey,
which involved learning to live with enduring symptoms, gaining back a sense of choice,
connecting with others, restoring hope, being able to envisage the future, and learning to

understand and cope with symptoms.

While demonstrating strong qualitative methodologies overall, both studies have some
similar limitations, relating mainly to participant recruitment. Lavik and colleagues (2018)
recruited participants with the help of clinicians who suggested “experienced service users”
(i.e., young people who had been in treatment for at least six months), thus possibly

introducing selection bias towards youth able to provide rich accounts at the expense of
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representing a broader range of experiences. Bergmans and colleagues (2009) recruited
youth who had completed treatment between six months and six years prior, thus allowing for
a high degree of heterogeneity in perspectives and experiences, which was, however, not
explored. In both studies, dominant outcome themes were discussed in detail, but no attention

was given to divergent views or heterogeneity in experiences.

Heterogenous experiences were, in turn, a core focus of a study conducted by Gibson
and Cartwright (2014) with 22 adolescents who had accessed school-based counselling in
New Zealand. While they did not analyse perceptions of outcome explicitly or systematically,
they identified four distinct narratives about the counselling process which also touched upon
outcomes: The “transformative” narrative described dramatic and profound changes, mainly
in relation to the self; the “supportive” narrative described counselling as holding young people
in place as they confronted challenges in their lives; the “pragmatic” narrative described
counselling as helping young people resolve specific issues; and the “disappointed” narrative
considered that no positive change had occurred (Gibson & Cartwright, 2014). Similarly to
Lavik and colleagues (2018) and Bergmans and colleagues (2009), they concluded that young
people’s accounts did not support a linear, symptom-focussed understanding of outcome.
Another notable finding was that having access to a therapeutic space constituted an important
outcome in and of itself, which was consistent with findings from other studies focussing on
helpful and unhelpful aspects of therapy (Binder et al., 2011; Dunne et al., 2000; Freake et al.,
2007; Gibson et al., 2016).

Two studies completed in the UK examined therapy goals defined by children and
young people at the start of treatment, using an existing goal taxonomy developed in adult
mental health as an initial coding framework (i.e. the Bern Inventory; Grosse Holtforth &
Grawe, 2002), which was then inductively adapted. Bradley and colleagues (2013) analysed
a set of goals defined by 80 children and young people who had accessed one of six public
CAMH services. The most frequently mentioned goal themes related to young people’s
personal growth, functioning and coping with specific symptoms. Due to the structure of the
dataset, the authors were unable to specify key demographic characteristics relating to age
and presenting problems, thus making it difficult to judge of whom these goals were
representative. Rupani and colleagues (2014) presented a secondary analysis of goal data
from two pilot randomised control trials (RCTs) of school-based counselling, which involved
73 adolescents with at least moderate psychological distress. The most frequent goal types
were increased self-confidence and self-acceptance, reducing anger, feeling happier and less

upset, improved relationships with family and friends, as well as reduced anxiety.

One qualitative study has examined outcome perceptions specifically amongst
depressed adolescents (Cortés et al., 2018). A small sample of six adolescents (and their
therapists, see Section 1.5) were interviewed following treatment at university-based or private

mental health services. Young people frequently described outcomes in terms of intrapsychic
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change, which comprised improved well-being and calm, improved ability to manage mood
and emotions, and acquiring coping skills and strategies, as well as increased initiative,
motivation and ability to make decisions. Other outcomes mentioned included improved family
interactions, strengthened parental support, and a decrease in depressive symptoms. While
the study authors suggested that young people valued other changes more that symptom
reduction, this conclusion appeared partly driven by their decision to split the symptom change
category from the commonly endorsed domain of intrapsychic change. However, as examples

of the coding frame are not provided, this is difficult to ascertain.

These studies showcase a range of treatment outcomes and changes valued by
children and young people, which cut across different domains such as symptom change,
functioning, relationships and personal growth. They suggest that there may indeed be a
mismatch between symptom-focussed approaches to outcome measurement, and young
people’s perspectives and priorities. Learning to cope with symptoms was a predominant
theme, as was improvement in family functioning and relationships. At the same time, this
existing body of research is limited in a humber of ways. First, only one study has focussed
specifically on adolescent depression, and this was based on a very small sample and a coding
framework that was less nuanced than those presented in other studies (Cortés et al., 2018).
The majority of existing studies explored outcomes in a sample of youth with a mix of
presenting problems, without exploring diverse perceptions and priorities (Bradley et al., 2013;
Gibson & Cartwright, 2014; Lavik et al., 2018; Rupani et al., 2014). Second, none of these
existing studies approached the data through a coding frame that was theoretically grounded
in a developmental model of outcome such as those suggested by Hoagwood and colleagues
(1996) or Fonagy (1997), and none discussed their findings with reference to this literature.
Across most studies, initial preconceptions held by the researchers were not reflected on, and
possible sources of bias to their analysis were thus not made transparent. The existence of an
external frame of reference, such as in the form of an outcome taxonomy, could help avoid
the introduction of such bias, and could also facilitate the comparison and integration of

qualitative findings across studies.

1.5 Perspectives of Parents and Clinicians

Within a person-centred framework, young people may be considered the most
important stakeholders in their treatment. However, as emphasised by developmentally
informed models of outcome (e.g., Fonagy, 1997; Hoagwood et al., 1996), carers and family
members also play an central role. It is often them who initiate treatment, rather than young
people themselves, and they have an important role in supporting treatment (Kazdin & Weisz,
1998). Another crucial stakeholder group are clinicians. Specific training and professional
experience may enable them to detect changes that service users themselves may not be
aware of, or not consider important. Clinicians (as well as researchers) also typically lead the

selection of outcome measures. Where perceptions diverge, this poses a dilemma: Whose
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views should be prioritised, which outcomes should be measured, and from which
perspective? Any consensus on what constitutes a good and important outcome of treatment

must consider all three of the above-mentioned perspectives, if not more.

In their tripartite model of outcome, Strupp and Hadley (1977) argue that outcome
assessment is always subjective and driven by assumptions about desirable types of
behaviour. They suggest that service users, family members (who they consider represent the
view of the wider society), and clinicians judge outcomes from different vantage points, based
on different values and priorities: Wellbeing and happiness may be most highly valued by
service users; clinicians may judge ‘good outcomes’ in relation to their theoretical training; and
family members and wider society may focus on manageable behaviour and conformity with
social expectations. Strupp and Hadley (1977) suggest that outcome measurement should

therefore consider all three vantage points, and anticipate a considerable level of discrepancy.

Indeed, young people, parents, and clinicians frequently provide discrepant reports on
the severity of young people’s presenting problems (Achenbach, 2006; Bird et al., 1992;
Cantwell et al., 1997; De Los Reyes et al., 2015; De Los Reyes et al., 2019; De Los Reyes et
al., 2011; De Los Reyes & Kazdin, 2004, 2005, 2008; Ferdinand et al., 2006; Salbach-Andrae
et al., 2009), including in relation to depression and emotional problems (Angold et al., 1987;
Bear et al., in press.; Castagna et al., 2019; Cole et al., 2000; Cuijpers et al., 2010; Makol et
al., 2019; Makol & Polo, 2018). While such discrepancies complicate judgements about
treatment effectiveness, they are now generally considered to be informative, as each
informant is seen to represent a valuable and insightful perspective (De Los Reyes et al., 2015;
De Los Reyes et al., 2013; De Los Reyes & Kazdin, 2005, 2008; Kraemer et al., 2003). This
is based on the understanding that young peoples’ behaviour and the manifestation of
presenting problems often differ across the different contexts in which they interact.
Disagreement may thus provide valuable information on how mental health problems manifest
themselves, and how treatment affects these manifestation across different contexts
(Achenbach et al., 1987; De Los Reyes et al., 2011; Dirks et al., 2012). As stressed by Weisz
and colleagues (2017):

Youth therapy outcome is always, to some extent, in the eye of the beholder, and [...]
different informants observe different samples of a youth’s behavior, in different
contexts, and bring different perspectives to what they observe. (p. 95)

While the above-mentioned research has focused on comparing multi-informant
agreement on symptom ratings, the body of research investigating different perspectives on
what constitutes a good outcome, or outcome perceptions beyond the symptom domain, is
considerably smaller. Only one study has provided a qualitative comparison of outcomes
described by young people and clinicians following treatment. Cortés and colleagues (2018)
compared perceptions of outcome amongst six dyads of depressed adolescents and their
clinicians and found that intrapsychic changes (i.e., changes in affect, attitude, and

interpretation of events) were particularly emphasised by young people, while clinicians tended
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to describe changes in symptoms and behaviour. However, as mentioned above, some of the
changes in wellbeing assigned to the category of intrapsychic changes could equally have
been considered within the category of depressive symptoms and vice-versa. Young people
and clinicians converged in describing improvements in relationships with family and friends,
family functioning, and parenting. A systematic comparison of outcome perceptions (e.g.,

using indicators of salience in each group) was not provided.

A larger number of studies has focussed on comparing problem perceptions, treatment
goals, or desired outcomes at the start of treatment. One of the earliest studies in this area
explored agreement between youth aged 7-18 years and their parents on the principal problem
that had brought them to therapy (Yeh & Weisz, 2001). Following intake, problem descriptions
were collected from 381 dyads who sought treatment at community mental health services in
the United States. They were coded into problem types and higher-level domains with
reference to the Child Behavior Checklist (CBCL; Achenbach, 1991). Of all dyads, 63% did
not agree on a single target problem and more than one third did not agree on a broad problem
domain. Young people and parents agreed more frequently on behaviour problems than on
emotional problems, and on aggressive behaviour in particular. In a subsequent study, Hawley
and Weisz (2003) applied the same methodology to triads of youth, parents, and clinicians. Of
315 triads, 77% were unable to agree on a single target problem, and 44% were unable to
agree on a broad problem area. Again, agreement about behaviour problems was found to be
significantly higher than agreement on emotional problems, although remaining low overall.
Across all three groups, the most reported target problem was aggressive behaviour (e.g.,
disobedience, temper tantrums). Youth were found to more frequently define target problems
in relation to parenting and family functioning, while parents tended to focus on the child’s
behaviour and emotional problems. Clinicians were more likely to endorse emotional and
behavioural problems than children, but also more likely than parents to define problems

around family functioning and relationships.

Agreement on desired outcomes was assessed by Garland and colleagues (2004) in a
sample of 170 triads of adolescents, parents, and clinicians at public outpatient services in the
United States. They applied Hoagwood’s (1996) conceptual model to categorise outcomes
and found that across all three stakeholder groups, desired outcomes most frequently related
to symptoms and functioning, with reduced anger and aggression as the most frequently
endorsed individual outcome (Garland et al., 2004). The third most mentioned outcome
domain was the environment, and a small share in all three groups further defined outcomes
in the domains of consumer perspectives and systems. Only 38% of triads agreed on at least
one outcome. Therapists and young people more often endorsed outcomes around family
relationships, compared to parents, while parents were more likely to define outcomes in
relation to obedience and improved self-esteem. Clinicians more frequently defined outcomes

around communicating feelings and thoughts than either young people or parents.
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Two studies have compared treatment goals at the start of treatment. Jacob and
colleagues (2016) thematically analysed goals that had been defined by parents and youth
(aged 4-17 years) as part of accessing routine mental health care in the UK. They found that
youth tended to focus more on emotional problems and issues related to personal growth (e.qg.
managing negative thoughts or feelings, greater self-confidence, increased autonomy), while
parents focussed primarily on behaviour management (e.g. better management of sleep,
reduction of risky behaviours), family functioning, and their own wellbeing and parenting skills.
However, the direct comparison of perspectives in terms of goal theme salience was
hampered by the use of separate coding frameworks for young people and parents.
Odhammar and Carlberg (2015) compared goals defined by 33 dyads including parents of 5-
10-year olds, and clinicians, and found explicit agreement amongst half. They found that
clinician goals appeared strongly influenced by their theoretical training. The most common
goal category was the child’s intrapsychic development (p. 284), such as their ability to
manage impulse and emotions; understand and reduce negative affect, and express positive
affect; increased self-esteem and self-confidence; empathy and reflexive ability. Parental
goals, in turn, were focussed primarily on the child being “more secure and harmonious", better
able to identify and seize possibilities in life, and on greater self-confidence and happiness
(Odhammar & Carlberg, 2015, p. 287). Since the authors did not display their final coding
frame, or indications of the salience of different outcome themes, it is difficult to draw

conclusions about the salience of each outcome from both perspectives.

A number of findings emerge consistently from some or all of these studies. First, dyadic
and triadic agreement tends to be relatively low, with youth, parents, and clinicians focussing
on different types of problems or outcome. Second, agreement tends to be highest in relation
to behaviour problems and aggression. This is in line with the literature around agreement on
key symptoms, which equally shows higher agreement on behavioural as opposed to
emotional difficulties (Hodges et al., 1990). Behavioural problems may be more observable in
the form of delinquency, disruptive behaviour, and their effects on functioning at home, in
school and in the community (Yeh & Weisz, 2001). Third, parents appear to focus more on
managing and improving youth behaviour, while youth more frequently focus on emotional
difficulties and self-esteem. Fourth, there is some evidence that clinicians focus particularly on

intermediate outcomes that relate to their theoretical training and approach.

These studies reflect similar limitations as those discussed in the previous section in
relation to youth perceptions. Only one study (Garland et al., 2004) referred to the conceptual
framework proposed by Hoagwood and colleagues (1996) and used this to systematically
assess outcomes across a range of domains, across different perspectives. Two studies used
the CBCL as a guiding framework (Hawley & Weisz, 2003; Yeh & Weisz, 2001), and one used
an existing goal taxonomy as a starting point (Jacob et al., 2016). The remaining studies
neither approached the data through a conceptual framework, nor presented a detailed record

of their coding frame. Conclusions about the salience of different outcome themes in different
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subgroups thus lack transparency. Another limitation is that most studies have used
heterogenous samples, including both children and adolescents with a range of presenting
problems, without disaggregating their findings for specific subgroups. It remains unclear what
outcomes different stakeholder groups value and prioritise specifically for adolescent
depression, and to what extent they agree. Given the high levels of agreement on behaviour
problems, agreement could be expected to be even lower amongst those presenting with
emotional problems. Most studies have assessed agreement at the start of treatment. It is
possible that agreement might increase over the course of treatment, as stakeholders engage
in more detailed discussions about primary problems and treatment goals (Garland et al.,
2004).

A number of additional limitations to the existing evidence base are worth noting. While
perspectives have been compared between youth, parents, and clinicians, little is known about
diversity in views and perceptions along other lines, such as gender, socio-economic
background, or ethnicity. In addition, all existing studies were conducted in high-income
countries marked by Western cultural norms. As stressed by Hoagwood and colleagues
(1996), change is in itself not meaningful unless it is assigned meaning within a given cultural
context. Perceptions of good outcome are shaped by “the norms, values, and social structures
of the culture in which the intervention is embedded” (Hoagwood et al., 1996, p. 1057). The
existing evidence base is thus limited with regards to the experiences it reflects, both socio-

demographically and culturally.

1.6 Influence of the Treatment Approach

While Sections 1.4 and 1.5 have focussed on different stakeholder perspectives on what
constitutes a good outcome, another crucial factor is the treatment approach, and the “theory
of therapeutic action” underpinning it (D. J. Cohen, 1995). Psychotherapeutic treatments are
rooted in different theories about the mechanisms that drive the development of depression
(and other mental health difficulties), and about the approaches best suited for deactivating or
modifying these mechanisms, to promote adaptation and improvement (Fonagy, 1997).
Different approaches may target different outcomes, and make different assumptions about
the sequencing or trajectories of change. As suggested by Fonagy (2010), service user’s
observations about their symptoms are of central interest in Cognitive Behavioural Therapy
(CBT), which focusses on reducing symptoms via cognitive and behavioural strategies (A. T.
Beck, 1976, 1993). In psychodynamic psychotherapy, therapists are trained to focus on
intermediary outcomes, such as service users achieving transference in projecting feelings
onto the therapist, or service users gaining insight into how past events may have influences
their current thoughts, emotions, and behaviour (Fonagy, 2010; Odhammar & Carlberg, 2015).
It is important to recognise the complexity of outcome measurement in practice, and the fact
that different treatment approaches drive the outcomes they are likely to achieve. This is

discussed in more detail in Section 3.4.

43



1.7 Measurement Issues

Beyond the selection of outcome domains and informants, methodological aspects of
the measurement, analysis, and reporting of outcomes also have a bearing on how ‘good
outcome’ is defined and assessed. Outcomes may be measured using nomothetic (i.e.,
standardised) measures, or they may be tracked through idiographic (i.e., personalised) tools.
Once data has been collected, outcomes may be analysed and reported at the individual level
or with reference to improvements in average group scores. Both of these aspects are

discussed in turn below.

1.7.1  Nomothetic or Personalised Outcome Measurement?

Nomothetic outcome measures assess specific dimensions of symptoms, functioning,
or other outcome concepts that researchers consider relevant to most service users. They
locate the service user on these dimensions, and their location can then be compared to that
of other service users and to population norms (Sales & Alves, 2016). In the case of symptom
measures, this allows for the formulation of diagnoses and assessments of remission or
recovery with reference to population norms and reference points that most clinicians are
familiar with (Ashworth et al., 2007; Sales et al., 2018). Items of nomothetic measures are
generally defined by researchers with varying degrees of input from service user
representatives (Beresford & Branfield, 2006), and the validity and reliability of these items is
then tested in relevant populations. Nomothetic scales are appreciated for their psychometric
properties, and the possibility of comparison and benchmarking. Where normative data is
available, they generally provide clinical cut-off points that can be used to establish clinically
significant change (see a more detailed discussion of clinically significant change in Section
1.7.2). They further facilitate the comparisons of outcomes across groups of service users
(Wolpert, Ford, et al., 2012). However, nomothetic measures have also been criticised for
providing one-size-fits all solutions to clinical populations that are typically diverse in their
presentations, needs, and priorities (Hurn et al., 2006; Jacob, 2019; Kiresuk & Sherman, 1968;
Rockwood et al., 1997; Sales & Alves, 2016).

Idiographic outcome measures aim to remedy some of the shortcomings of nomothetic
measures. Rather than imposing a predefined set of items, these measures are tailored to
each service user’s primary concerns and priorities, containing only items that are relevant to
them (Fitzpatrick et al., 1998). They take the individual, rather than the general population, as
their central reference point (Ashworth et al., 2019). Progress with regards to these outcomes
is then tracked, often using a standardised assessment scale. Idiographic outcome measures
have been in use since the 1960s. They include instruments that track top problems or
concerns, such as the Target Complaints (Battle et al., 1966); the Simplified Personal
Questionnaire (PQ; Elliott et al., 2016); Youth Top Problems, which was developed specifically
for young people (Weisz et al., 2011); and Psychological Outcome Profiles (PSYCHLOPS;
Ashworth et al., 2004), which have recently been adapted for use with young people (i.e.,
PSYCHLOPS Kids; Godfrey et al., 2019). Other idiographic measures focus on goals that
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service users and their families would like to achieve with the help of treatment. Goal
Attainment Scaling (GAS) is the oldest procedure for specifying individual goals (Kiresuk &
Sherman, 1968). It involves (a) defining a set of personal goals, (b) specifying possible
outcomes for each goal that can be mapped onto a standard attainment scale, and (c)
assessing treatment effectiveness by tracking goal attainment using this scale (King et al.,
1999). In the UK, a similar tool, the Goal Based Outcomes, has been developed for goal-based
outcome measurement in child mental health (Law, 2006).

By assigning service users an active role in defining which success criteria should
govern the evaluation of their treatment, idiographic goals promote shared decision making
and person-centred care (Grenville & Lyne, 1995; King et al., 1999; Sales & Alves, 2012,
2016). Defining treatment goals and tracking progress toward them can facilitate
conversations and collaboration between service users and clinicians (Jacob et al., 2018;
Sales & Alves, 2016), and translate therapeutic reasoning into outcome measurement (Lachs,
1993). Idiographic outcome measures can also reduce respondent burden, as service users

can be asked fewer questions based on what is relevant to them (Kiresuk & Sherman, 1968).

In clinical practice, the relevance and low burden of idiographic measures promotes
their uptake (Sales & Alves, 2016). The practice of goal-setting has been shown to have
beneficial effects on treatment process and experience: ldiographic outcome measurement
had high levels of acceptability in a sample of youth accessing school-based mental health
support who reported that personalised outcome measurement helped improve their self-
awareness, problem-solving, and the achievement of behavioural goals (Duong et al., 2016).
In a study examining treatment experiences, discharged adolescent inpatients reported that
goal-setting had been one of the most meaningful aspects of their treatment experience
(Grossoehme & Gerbetz, 2004). A recent retrospective chart review at two Australian
headspace treatment centres for youth indicated that idiographic goal setting at assessment
was associated with reduced risk of disengagement and more sessions attended (Cairns et
al., 2019).

Idiographic outcome measures also allow covering a broader range of outcomes than
nomothetic scales. For example, an exercise of mapping young people’s self-defined goals
onto commonly used nomothetic measures found that outcomes around talking about feelings
and thoughts, letting people know when help is needed, understanding anger, being more
independent and responsible for oneself, feeling more confident, thinking about oneself and
understanding one’s past were not covered by nomothetic measures frequently used in UK
CAMH services (Jacob et al.,, 2017). This suggests that by combining nomothetic and
idiographic measurement in clinical practice, the breadth of outcomes considered can be

expanded, and assessment made more person-centred (Sales & Alves, 2016).

At the same time, idiographic measurement poses a number of challenges. There is

limited evidence on the validity and reliability of idiographic measures, and how these relate
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to nomothetic measures (Jacob et al., 2018; Sales & Alves, 2016). Another challenge is that
when used in clinical practice, clinicians may prioritise achievable outcomes, thereby raising
their chances of demonstrating success, even though this may not reflect what matters most
to the service user, or may not reflect a sufficiently ambitious goal to assess quality of care
(Kiresuk & Sherman, 1968; Rockwood et al., 1997). A further disadvantage is that by nature
of their idiosyncrasy, personalised outcome scores cannot easily be compared across service
users or research studies, even when standardised scales are used to score change in
personalised items. They may thus be particularly valuable tools for outcome measurement in

clinical practice, with a focus on individual cases.

1.7.2 Measuring Outcome at Group or Individual Level?

Historically, clinical research has analysed outcome data in terms of differences in mean
scores observed in a group of service users, before and after treatment, or when comparing
an intervention and a control group (A. B. Hill, 1937). When converted into a standardised
effect size (e.g. J. Cohen, 1988), the magnitude of this difference can be interpreted and
compared across studies and groups. However, effect sizes cannot be readily interpreted in
terms of how many service users have experienced change that is clinically meaningful, or
have returned to previous levels of functioning. A change that is statistically significant is not
necessarily clinically significant and vice versa (Wolpert, Gorzig, et al., 2015). Large
improvements for some individuals can provide a skewed impression of overall effectiveness
(Edbrooke-Childs et al., 2018; S. A. Jensen & Corralejo, 2017). This makes it difficult to draw
meaningful conclusions about the actual effectiveness of treatment, as the effect size may
conceal substantial variation in treatment impact within the sample (S. A. Jensen & Corralejo,
2017; Westen & Bradley, 2005).

As argued by Lambert (2013), “a key element in psychotherapy quality management
research is defining and operationalizing the concepts of positive and negative outcome for
the individual [emphasis added] patient” (p.46). To establish whether change is not only
statistically significant but also clinically meaningful, Jacobson and Truax (Jacobson, Follette,
& Revenstorf, 1984; Jacobson & Truax, 1991) developed a methodology for classifying
outcome based on two elements: a so-called Reliable Change Index (RCI), and normative
data enabling the determination of a clinical cut-off (McGlinchey et al., 2008). The RCI serves
to assert whether individuals demonstrate greater change in scores than could be attributed
to measurement error alone. The clinical significance of this change is assessed based on
whether or not the individual demonstrates reliable movement from the clinical scoring range
to the normative scoring range, thus demonstrating normative levels of functioning or distress.
Based on these two elements, an individual may be classified as follows (McGlinchey et al.,
2008):

e ‘“recovered”: the individual demonstrates reliable and clinically significant change;
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e “improved: the individual demonstrates reliable change, but still scores within the
clinical range;

e ‘“unchanged”: the individual demonstrates neither reliable nor clinically significant
change; or

o “deteriorated”: the individual demonstrates reliable change indicating a worsening

rather than a movement towards normative levels.

This methodology serves to classify outcome across presenting problems and
measurement scales (Evans et al., 1998). It has been recommended for use alongside the
analysis of effect sizes in clinical research, as well as for the routine measurement of outcomes
in clinical practice (Evans et al., 1998; Jacobson & Truax, 1991b; S. A. Jensen & Corralejo,
2017; Wolpert, 2017; Wolpert, Goerzig, et al., 2015). The consensus definitions of outcome
for depression defined by Frank and colleagues (1991) — that is, response, remission, and
recovery — build upon this notion of clinically meaningful change, by combining clinical
significance and reliable change with consideration of the timelines over which these changes
occur and are sustained (McGlinchey et al., 2008). The need for a clinical cut-off implies that
clinically significant change can only be meaningfully specified within outcome domains for
which population norms exist, such as symptoms and functioning. However, the reliable

change metric can be applied across outcome domains.
1.8 Concluding Remarks

This chapter has provided a discussion of outcome concepts; a critical review of the
existing empirical literature on outcome perceptions amongst youth, parents, and clinicians;
and an introduction to aspects of outcome measurement that will be examined in more detail
as part of this doctoral thesis. It has been shown that symptom-focussed approaches to
measurement are often favoured for research purposes, as they are seen to provide clear and
comparable indicators of treatment success. Such approaches have, however, been
challenged for being too unidimensional, for providing ambiguous results that are not
inherently interpretable, and for failing to reflect the broad spectrum of changes experienced
by service users during the process of recovery. Indeed, the existing empirical literature
suggests that young people, parents, and clinicians value a broad range of other changes,
beyond symptoms, which are inadequately captured by purely symptom-focussed
measurement. Similarly, symptom-focussed measurement may fail to generate evidence on

intermediate outcomes and mechanisms through which treatment is expected to work.

Outcome measurement that is too narrow has real-world implications in clinical practice
settings, for example where service users feel they have benefitted while this is not recorded.
Service users may achieve personal treatment goals while not achieving clinically significant
improvement on a symptom measure, which would possibly be classified as a treatment failure
(Kazdin, 1999b). Indeed, a recent study of drop-out amongst adolescents participating in a

treatment trial for depression found that some young people dropped out within three sessions
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after starting treatment, because they felt they had achieved their personal treatment goals.
This was, however, not reflected by nomothetic outcome measures and would be flagged as
treatment failure (O’Keeffe et al., 2019). Issues of convergence or divergence in outcomes
measured across different outcome domains are the focus of the last study included in this
thesis (Comparing Change Across Outcome Domains study, Chapter 7), which explores these

in relation to functioning and idiographic goals, specifically for depressed adolescents.

The evidence base is limited by a frequent lack of theoretical grounding and by
inconsistencies in how different outcomes have been categorised, which hampers
comparisons between studies. In addition, most studies have been broad in scope,
investigating goals or outcome perceptions amongst children and young people with a range
of presenting problems, thus potentially masking more specific priorities held by depressed
adolescents. Lastly, heterogeneity in perceptions and priorities within groups (i.e. amongst
young people, parents, and clinicians) were rarely explored. This doctoral thesis aims to
address these limitations by devising an initial taxonomy of treatment outcomes, which can
serve as a consistent conceptual framework, and by empirically examining outcome
perceptions amongst young people, parents, and clinicians specifically for adolescent

depression, and with special attention to heterogeneity in viewpoints.
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Chapter 2. Research Design and Methodology
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2.1 Research Paradigm
2.1.1 Overall Research Design

This doctoral thesis represents a pragmatist approach to research (Howe, 1988;
Johnson & Onwuegbuzie, 2004; Maxcy, 2003; Morgan, 2007; Tashakkori & Teddlie, 1998). It
has an applied focus, as it aimed to generate knowledge that could help promote principles of
value-based and person-centred mental health care for young people, in practice. As outlined
in Figure 2.1, this thesis was structured around a set of complementary research questions,
which are best answered using a mix of different qualitative and quantitative methods. The
following sections briefly introduce pragmatism as a research paradigm, outline the mixed-

methods approach employed, and provide a brief description of the research methods used.

A Brief Introduction to Pragmatism as a Research Paradigm

Research paradigms are systems of beliefs and practices that influence how
researchers select the questions they study and the methods used to study them (Morgan,
2007). Research paradigms are characterised by the specific assumptions they make about
the nature of reality (i.e., ontology) and of knowledge acquisition (i.e., epistemology). The most
commonly used paradigms are positivism (or post-positivism) and constructivism. The
positivist paradigm postulates that there is a single reality that can be studied objectively and
directly, through measurement and rigorous hypothesis testing. The aim is to derive general
conclusions that are valid beyond the specific research context, and unbiased by the role and
perspective of the researcher. Post-positivism acknowledges that reality can never be
observed directly, but only in an approximate fashion. In contrast, the constructivist paradigm
postulates that there are multiple realities, which are constructed through social interactions.
Knowledge is not obtained but created through the interaction of researchers and research
participants, in a process that is conditioned by their respective values, perspectives, and
environments (Howe, 1988; Todd et al., 2004). The role of the researcher in co-constructing
knowledge is explicitly acknowledged. Knowledge is generated through interpretation rather
than measurement, to gain a deeper understanding of human behaviour, attitudes, and
experiences from the point of view of those experiencing them. Positivism and constructivism
are commonly associated with quantitative and qualitative methodologies, respectively. As
part of the so-called paradigm wars, proponents of each paradigm clashed over the respective
merits of each approach, based on the sense that their underlying assumptions were
incompatible (for discussions of the paradigm wars see Gage, 1989; Hammersley, 1992;
Oakley, 1999).
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A third paradigm, that of pragmatism, refutes this notion of incompatibility by taking a
philosophical and methodological “middle position” (Johnson & Onwuegbuzie, 2004, p. 17).
Tashakkori and Teddlie (2003) define pragmatism as:

a deconstructive paradigm that debunks concepts such as ‘truth’ and ‘reality’ and
focuses instead on ‘what works’ as the truth regarding the research questions under
investigation. Pragmatism rejects the either/or choices associated with paradigm
wars, advocates for the use of mixed methods in research, and acknowledges that the
values of the researcher play a large role in interpretation of results. (p. 713)

Within a pragmatist paradigm, this doctoral thesis combines constructivist and positivist
elements. It is constructivist in that it considers the meaning of ‘good outcome’ to be contested
and socially constructed. This premise motivated the exploration of outcome concepts and
priorities from the perspective of different stakeholder groups, which forms the core of this
doctoral thesis. At the same time, conclusions about predominant views were drawn with
reference to the frequency at which specific outcomes were discussed or measured, following
more positivist reasoning. While the thesis emphasises differences in perceptions and
priorities, it ultimately aims to facilitate dialogue between different stakeholder groups, and to

strengthen outcome measurement as a positivist practice.

This doctoral thesis also has elements of the transformative research paradigm, which
posits that power relations are a central issue in research and must be considered and
addressed at each stage of the process (Mertens, 2007, 2010). It reflects a transformative
stance by recognising that young people accessing services often have less power of
interpretation, compared with parents and clinicians, in defining ‘good outcome’. In addition,
they often have limited influence on defining measurement approaches (Merry et al., 2004;
Moran et al., 2012; Mulley et al., 2017). The transformative ambition is reflected in the choice
of research methods for this thesis, and in placing young people at the centre of this inquiry:
The Post-Therapy Outcome Perspectives study (Chapter 5) drew on semi-structured interview
data to explore how young people describe and discuss outcomes in their own words; the
study of Viewpoints on Outcome Priorities (Chapter 6) used Q-methodology, consisting of a
card sorting task and inverted factor analysis, to elicit outcome priorities directly from the item
configurations produced by young people. Q-methodology has been explicitly praised for its
potential to empower participants and make marginalised voices heard (Brown, 2006; Donner,
2001). Finally, the Outcome Measurement Review (Chapter 4) gave special attention to the
extent to which youth have been considered as informants by recent treatment efficacy and

effectiveness studies.
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Figure 2.1. Mixed Methods Research Design and Research Questions

Overarching research question

What constitutes a good outcome of
treatment for adolescent depression?

General Introduction

0 t. What is the current state of the literature on the question of what constitutes a good outcome of treatment oncurrent
for adolescent depression?
A
Outcome Taxonomy Review (o] Post-Therapy O Persp (o] Priority Viewpoi Comparing Change Across Outcomes
Research questions: Research questions: Research questions: Research questions: Research questions:
1. What taxonomies of treatment goals 1. What outcomes were measured for 1. What outcomes do young people, 1. Which outcomes do young people 1. How sensitive are the five selected measures
or outcomes exist in child mental health? 1ts of adol it d ion parents, and clinicians discuss and clinicians consider most to changes occurring between first (T1) and last
Detieeh 200720172 following psychotherapy for adolescent important? (T2)in ialist CAMH ?
2. Do existing taxonomies complement g psy 24
one another by identifying different 2. To what extent does the breadth of depression 2. What distinctive viewpoints exist in
outcome concepts? outcome measurement vary with study relation to outcome priorities amongst 2. Considering the domains of symptoms and
i . . istics? 2. To what extent does the salience of iriniane? functioning, do purporting to

2 How Inight existing txononiles be et outcomes in narrative accounts e the same outcome yield agreement about
synthesised to devise a more . i 4 ) X ¥ ) J Lt

— converge with their salience in the —| 3. To what extent do the viewpoints reliable improvement at the individual level?

comprehensive taxonomy?

Method: Narrative literature review

3. To what extent were young people
considered as informants?

Method: Systematic literature review

recent treatment effectiveness studies? held by young people and clinicians

converge or diverge?
3. To what extent does the salience of

different outcome categories diverge or
converge between young people,
parents and clinicians?

Method: Q-methodology (card sorting
task and inverted factor analysis)

Method: Semi-structured interviews and
qualitative content analysis

3. How does reliable improvement in symptoms

or functioning relate to reliable improvement in

self-defined goals?

Method: Quantitative analysis of naturalistic
outcome data.

! '

\d

General discussion
How do the findings from these four studies relate to

one another and enhance our understanding of what -
constitutes a good outcome?

Note. Studies shaded in yellow were conducted sequentially, that is one method was used to elaborate on the findings from a preceding study that used a different method; the Comparing Change
Across Outcome Domains study is shaded in orange because it was conducted concurrently, to complement the other four studies (Creswell, 2003).
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2.2 Characteristics of the Mixed-Methods Approach Used

Within a pragmatist research paradigm, this thesis uses a mixed-methods research
design. Mixed-methods research is characterised by the combination of both qualitative and
quantitative approaches for data collection, analysis, and the extraction of findings and
conclusions within a single study or research project (Tashakkori & Creswell, 2007b, p. 4).
Pragmatism promotes “methodological eclecticism" (Hammersley, 1996) that understands
qualitative and quantitative methods as opposite ends of a continuum along which researchers
can move freely to answer different types of research questions in the best possible way
(Newman et al., 2003). As such, it lends itself well to applied research that is designed to
address practical rather than theoretical problems (Hammersley, 1996; Pope & Mays, 1995).
Health outcomes research in particular has been identified as an area of application for mixed
methods, with the goal of promoting the priorities of service users, as well as scientific rigour,
with Pope and Mays (1995) suggesting: "We need a range of methods at our fingertips if we

are to understand the complexities of modern health care (p.45).

This doctoral thesis consists of five studies, which combine quantitative and qualitative
elements (see Section 2.3 for an outline of the methods used in each study). These include
narrative literature review, systematic literature review, qualitative content analysis of semi-
structured interviews, Q-methodology, and quantitative analysis of a large naturalistic
outcomes data set. These methods complement one another by illuminating different aspect
of the overarching research question. The predominantly qualitative approaches employed by
the studies of Post-Therapy Outcome Perspectives (Chapter 5) and Viewpoints on Outcome
Priorities (Chapter 6) shed light on how outcomes are constructed, experienced, and prioritised
by young people, parents, and clinicians (McLeod, 2001, 2011). Q-methodology in particular
is tailored to the analysis of subjectivity (S. R. Brown, 1993), with a focus on identifying and
interpreting subtle differences in perceptions and priorities that may be missed by large-scale
guantitative studies. In turn, the quantitative approach employed in the Comparing Change
Across Outcome Domains study (Chapter 7) enables general inferences about the levels of
convergence between commonly used change metrics, and thus helps advance knowledge

about important methodological issues inherent in outcome measurement.

In a typology of mixed-methods research designs, Creswell (1994, 2003) distinguishes
sequential and concurrent mixed-methods designs: In sequential designs each new method
helps elaborate on the findings generated through previously used methods; in concurrent
designs, different methods and types of data are used in parallel, and combined to achieve
more comprehensive findings. (Franz 2013). The present doctoral thesis used a hybrid mixed-
methods design, which combined sequential and concurrent strands of research. The
Outcome Taxonomy Review, Outcome Measurement Review, Post-Therapy Outcome
Perspectives, and Viewpoints on Outcome Priorities were conducted sequentially, with the

initial taxonomy developed through the Outcome Taxonomy Review serving as a consistent
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conceptual framework that was iteratively strengthened based on the insights from each
subsequent study. The Comparing Change Across Outcome Domains study formed a
separate, concurrent strand of research that was conducted in parallel. The general discussion
provided in Chapter 8 integrates the findings from all five studies to derive overarching
conclusions (Tashakkori & Creswell, 2007). Figure 2.1 (above) provides an illustration of this

mixed-methods research design.

Quantitative and qualitative methods are also integrated within studies, at the level of
research questions, sampling designs, data collection, and analysis (Hammersley, 1996). For
example, the study of Post-Therapy Outcome Perspectives (Chapter 5) draws on rich
qualitative data that was collected through semi-structured interviews. These were conducted
as part of a randomised control trial, and all youth recruited into the trial within a specific
geographic area were invited to be interviewed. The sampling approach was thus not guided
by considerations typical for qualitative research, such as the purposive representation of
different perspectives or the principle of saturation?! (e.g., Dworkin, 2012; Mason, 2010). The
analytical method chosen by the doctoral candidate, qualitative content analysis, further
combined elements of qualitative and quantitative analysis, by fusing aspects of thematic
analysis with the quantification that characterises content analysis. The Viewpoints on
Outcome Priorities study (Chapter 6) provides another example of mixing methods within a
study, as Q-methodology combines quantitative analysis using factor analytical techniques
with in-depth qualitative interpretation of data collected from small, purposively selected
samples (Baker et al., 2006; Ellingsen et al., 2010).

2.3 Specific Methods Used

2.3.1 Outcome Taxonomy Review

An integrative narrative review (Torraco, 2005; Whittemore & Knafl, 2005) was
conducted to identify existing outcome taxonomies in child mental health; critically appraise
them; and synthesise their content into a new, more comprehensive taxonomy. While
systematic reviews focus on producing replicable findings by following explicit and formalised
methodological protocols (e.g., PRISMA guidelines for defining preferred reporting items for
systematic reviews and meta-analyses; Moher et al., 2009), narrative reviews typically use
less formalised approaches. Instead they focus on providing in-depth, critical, and reflective
appraisals of the literature — often for the purpose of theory development (Greenhalgh, Thorne,
& Malterud, 2018). Through the narrative review conducted in this study, a new taxonomy was
obtained, which was subsequently revised and reviewed in light of the evidence emerging from
other studies conducted as part of this doctoral project.

1 Saturation describes the point at which the data collection process ceases to produce new insights or perspectives
(Dworkin, 2012).
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2.3.2 Outcome Measurement Review

A systematic review was conducted (Chapter 4) to explore what outcomes were
reported in the recent treatment efficacy and effectiveness literature for adolescent
depression. Academic databases were systematically searched for peer-reviewed studies
published between 2007 and 2017 that evaluated treatment outcomes either quantitatively or
qualitatively. Outcome concepts and measurement tools were systematically extracted and
categorised using the initial taxonomy, derived through the Outcome Taxonomy Review.
Descriptive statistical analysis and hypothesis tests were performed on studies presenting
quantitative outcome measures to explore differences in the breadth of outcome measurement
in relation to study characteristics. The Outcome Measurement Review represented the
second of four sequentially conducted studies exploring the types of outcomes valued by
different stakeholder groups and in different contexts, focussing specifically on the outcome
concepts that currently predominate clinical research.

2.3.3 Post-Therapy Outcome Perspectives

The Post-Therapy Outcome Perspectives study (Chapter 5) drew on semi-structured
interviews conducted with triads of young people, parents, and clinicians following their
participation in a treatment trial for adolescent depression (Midgley et al., 2014). Qualitative
content analysis (Elo & Kyngés, 2008; Hsieh & Shannon, 2005) was used to explore what
outcomes young people, parents, and clinicians described; how outcome reports differed
between (a) participant groups, and (b) the three treatment modalities covered by the trial
arms; and how they corresponded to the outcomes reported in the treatment effectiveness
literature (as per the Outcome Measurement Review). As part of the qualitative content
analysis, narrative segments describing change were categorised, using the taxonomy
developed through the Outcome Taxonomy Review as an a priori coding framework. Changes
to the initial taxonomy were then made based on outcome themes emerging from the interview
data.

2.3.4 Viewpoints on Outcome Priorities

The Viewpoints on Outcome Priorities study (Chapter 6) built upon the above-
mentioned studies by using the refined outcome taxonomy as a starting point. It explored
which outcomes young people and clinicians’ value the most and why, whether there was
diversity in priorities within both groups, and how priorities differed between these two groups.
The study used Q-methodology to answer these research questions. In Q-methodology,
participants sort a set of stimuli representing different perspectives on a given phenomenon,
thus articulating their own point of view. Inverted factor analysis is then used to identify a
smaller set of distinctive viewpoints from the individual item configurations produced by all
participants. As such, Q-methodology combines the in-depth examination of subjectivity
provided by qualitative research methods with the added transparency and structure provided

by quantitative analysis even in small samples (Baker et al., 2006).
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2.3.5 Comparing Change Across Outcome Domains

The Comparing Change Across Outcome Domains study (Chapter 7) involved
quantitative analysis of a large dataset of routinely collected outcome data from CAMHS in
England. The study assessed the convergence of reliable change ratings across five
commonly used measures of symptoms, functioning, and progress towards self-defined goals.
Agreement between different measures and different outcome domains in signalling reliable
change was tested using McNemar’s test of correlated proportions (McNemar, 1947), and

Cohen’s kappa (k) of chance-corrected agreement (J. Cohen, 1960).

2.3.6 Methodological Limitations

A number of methodological limitations should be noted. First, while the Outcome
Taxonomy Review and the Outcome Measurement Review considered literature from around
the world (as long as it was published in English, German, French, Spanish or Italian), the
studies focussing on Post-Therapy Outcome Perspectives, Viewpoints on Outcome Priorities,
and Comparing Change Across Outcome Domains used data collected exclusively in England.
Since outcome perceptions and priorities are likely to differ across cultural contexts (Binder et
al., 2010; Fonagy, 1997; Hoagwood et al., 1996), inferences can therefore not be made for

other cultural contexts. This is an important area for future research.

Second, the studies of Post-Therapy Outcome Perspectives and Viewpoints on
Outcome Priorities used predominantly qualitative research methodologies. The reliability and
validity of qualitative findings cannot be assessed with the same criteria used for evaluating
quantitative studies (Yardley, 2000). The interpretative component of qualitative analysis
implies that findings are inherently subjective, as the proposed interpretation represents only
one possible view on the phenomenon under study. Such views are likely to be influenced by
the researcher’s training, pre-existing assumptions, and expectations. Reflecting on possible
sources of bias, and making these transparent is a characteristic of good qualitative research

(YYardley, 2000). Therefore, Chapter 5 and Chapter 6 include dedicated reflexivity sections.

Lastly, while not exactly a methodological limitation, this doctoral thesis approached the
topic of outcomes through a deliberately narrow conceptual lens. It focused on outcomes in
relation to depression, reflecting calls for exploring the question of ‘good outcome’ within a
problem-specific framework (Porter, 2010). At the same time, evidence of a general
psychopathology factor in adolescence suggests that there may be common underlying factors
driving both emotional and behavioural problems (Patalay et al., 2015). This might imply that
outcome measurement should be tailored to capturing changes in these common factors,
beyond specific presenting problems. The aim of this doctoral thesis was to identify outcomes
that are of particular relevance to young people with depression, as there is currently a lack of
clarity in this area, coupled with growing attention to measuring outcomes for this specific
population. The taxonomy developed through this thesis can inform broader cross-diagnostic

studies, by ensuring that outcomes that are important to youth with depression are considered.
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Chapter 3. Outcome Taxonomy Review
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3.1 Introduction

3.1.1 Background

As the discussion of the existing empirical literature on outcome perceptions in child
mental health has demonstrated, ambiguity and variation in how outcomes are named and
categorised across different studies complicate the synthesis of findings. Several studies have
failed to disclose the coding frame through which they approached qualitative data analysis,
thus providing limited conceptual transparency. A taxonomy of treatment outcomes in child
mental health could help address such issues. A taxonomy is the hierarchical classification of
phenomena into categories and sub-categories, for the purpose of establishing a standardised
terminology (American Society for Indexing, 2019). In health research, referential taxonomies
include the International Classification of Functioning, Disability and Health (ICF), which
provides a framework for the description of health states (WHO, 2008); and standard
diagnostic systems like the International Classification of Diseases for Mortality and Morbidity
Statistics, 11th Revision (ICD-11; WHO, 2018); and the Diagnostic and Statistical Manual of
Mental Disorders, 5th Edition (DSM-5; APA, 2013).

Taxonomies can promote comparability by providing a common frame of reference and
by “canvassing the full range” of concepts that may be relevant to the examination of a specific
phenomenon (Michie et al., 2011, p. 2). A taxonomy of outcomes would enable the systematic
synthesis of findings from existing qualitative and quantitative studies. It would also enable
greater conceptual transparency and terminological consistency in future qualitative studies.
Even where such studies develop categories inductively based on themes emerging from the
raw data rather than by applying a pre-existing framework, the categories identified could still
be referred back to a more universal taxonomy, thus promoting the integration of the qualitative
evidence base. In the longer term, a taxonomy of outcomes in child mental health could also
facilitate systematic literature searches focussed on specific outcomes of interest, and provide
conceptual guidance to those interested in the development of core outcome sets (Dodd et
al., 2018)

A taxonomy of treatment outcomes for the whole of health research has been proposed
by Dodd and colleagues (2018) with the aim of reducing inconsistencies in how outcomes are
described across clinical trials, systematic reviews, and clinical registries. Their proposed
taxonomy has a broad coverage of outcomes relating to various physical health conditions,
but identifies only one overarching domain of ‘psychiatric outcomes’ without further
disaggregation. This lack of granularity, as well as the lack of a developmental perspective,
limits its utility for use in child mental health. Partly recognising this limitations, Dodd and
colleagues have encouraged mental health researchers to advance further disaggregation of
the ‘psychiatric outcomes’ domain, by using a standard diagnostic system as a guiding
framework. This would, however, seem to focus the psychiatric outcome domain on types of

disorder, rather than types of outcome. Finally, the taxonomy proposed by Dodd and
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colleagues (2018) spans not only positive individual-level outcomes, but also negative effects,
as well as service- and system-level outcomes. These were not the focus of the present study,
which aimed to identify person-centred concepts of ‘good outcome’. There is thus value in
considering whether other taxonomies exist that are more closely tailored to child mental
health, and in appraising their capacity to serve as a comprehensive conceptual framework

for this doctoral thesis.

3.1.2 The Present Study

This narrative literature review aimed to identify existing taxonomies of treatment
outcome or treatment goals in child mental health, to compare their content and relative merits,
and to synthesise them into a more refined taxonomy as necessary. This initial taxonomy
would then be revised iteratively, as appropriate, based on the findings emerging from the
remaining four studies conducted as part of this doctoral thesis. This narrative review was

guided by the following research questions:

1. What taxonomies of treatment outcomes or goals exist in child mental
health?

2. How might existing taxonomies be synthesised into a new, more

comprehensive taxonomy?

3.2 Method

3.2.1 A Note on Integrative Narrative Review

This study used the method of integrative narrative review to identify, critically appraise,
and synthesise existing outcome taxonomies in child mental health. Integrative literature
reviews are “a form of research that reviews, critiques, and synthesizes representative
literature on a topic in an integrated way such that new frameworks and perspectives on the
topic are generated” (Torraco, 2005, p. 356). Alongside research agendas and metatheories,

taxonomies are a typical research output of integrative reviews (Torraco, 2005).

Narrative reviews differ from systematic reviews in a number of ways. They are
generally more inclusive of different study designs, and more focussed on identifying and
discussing variations in how a phenomenon has been approached in the literature (Whittemore
& Knafl, 2005). For this purpose, evidence is often selected purposively rather than through
an extensive and exhaustive screening process. While not offering the same level of
replicability and methodological rigour as systematic reviews, narrative reviews can provide
more in-depth, critical, and reflective appraisals of the literature, and thus fulfil a

complementary purpose (Greenhalgh et al., 2018).
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3.2.2 Review, Appraisal, and Synthesis of the Literature

For the present study, relevant literature was purposively and gradually identified over

a three-year period, from October 2016 to October 2018. The following channels were used:

e A highly specific systematic literature search was conducted in the Psychinfo
database to identify studies of outcome or goal taxonomies in child mental health. The

search syntax used for this search is displayed in Table 3.1.

e Over 7500 studies relating to outcome research in child mental health were screened
as part of the systematic Outcome Measurement Review presented in Chapter 4 (see
Table B.1 in Appendix B for the full search syntax). Any relevant literature identified in

the process was earmarked for consideration in this narrative review.
o Reference lists of relevant studies were routinely searched.

e Relevant studies were equally shared by collaborators, who are experts in the field.

Studies were included in this narrative review if they explicitly developed an outcome
taxonomy or framework for child mental health, based on theoretical considerations or based
on the analysis of empirical data. They had to be written in English, German, French, Spanish,
or Italian to be considered. Because of the nature of the research questions and the integrative
narrative review approach, the PRISMA guidelines (Moher et al., 2009) defining preferred

reporting items for systematic reviews and meta-analyses could not be applied to this review.

For the purpose of synthesis and comparison, each of the outcome categories included
in the identified taxonomies were extracted and tabulated (Michie et al., 2011). Each outcome
category was appraised for its relevance to a person-focussed examination of outcomes for
adolescent depression. If relevant, they were synthesised into a new, more comprehensive
taxonomy. The conceptual models suggested by Hoagwood and colleagues (1996) and
Fonagy (1997), while not providing nuanced taxonomic structures, were used to guide the
theoretically informed classification of outcomes into higher-level outcome domains. The
resulting synthesis is displayed in Table 3.2. See Table A.1 (Appendix A) for an overview of

each individual framework and its original terminology.

Table 3.1. Automated Search Syntax for the Outcome Taxonomy Review

Line Syntax

1 (outcome* or goal*).ti.

2 (taxonomy or framework or model).ti, ab.

3 (adolescen* or youth or child* or young people).ti.

4 (mental health or depress* or low mood or mood disorder or emotional problem* or emo-

tional difficult* or internali#ing problem* or internali#ing difficult*).ti.
(therap* or psychiatr* or counselling or treatment).ti.

land2and3

4or5

6 and 7

0 N o u»
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3.3 Findings
3.3.1 What Outcome Taxonomies Already Exist in Child Mental Health?

The integrative narrative review identified five existing goal or outcome frameworks for
child mental health. This included the two conceptual models proposed by Hoagwood and
colleagues (1996) and Fonagy (1997), which were considered for the identification of higher-
level outcome domains. It further identified one goal taxonomy for adult mental health (Grosse
Holtforth & Grawe, 2002) that was considered relevant because it formed the conceptual

reference point for two of the child-focused taxonomies.

A taxonomy of adult treatment goals was developed by Grosse Holtforth and Grawe
(2002) in Switzerland. The so-called Bern Inventory of Treatment Goals was derived from a
database of 1031 goals defined by 298 adult service users at a psychotherapy outpatient clinic
over a 20-year period. The Bern Inventory comprises five high-level goal domains: coping with
specific problems or symptoms; interpersonal goals; wellbeing and functioning; existential
issues; and personal growth. It is further disaggregated into 26 goal categories and 52 sub-
categories. The Bern Inventory has demonstrated good inter-rater reliability, exhaustivity, and
partial association with diagnostic status in adult outpatients (Grosse Holtforth & Grawe, 2002)

and inpatients (Grosse Holtforth et al., 2004).

Two studies conducted in the UK have used the Bern Inventory as a starting point to
categorise treatment goals defined by children and young people (Bradley et al., 2013; Rupani
et al., 2014; see Chapter 1, Section 1.2.2 for a more detailed discussion of the study
methodologies). Bradley and colleagues (2013) thematically analysed a set of treatment goals
defined by 80 children and adolescents accessing CAMH services and identified three high-
level outcome domains: (a) coping with specific problems and symptoms, (b)
relationship/interpersonal, and (c) personal growth & functioning. These were further
disaggregated into 25 goal categories. Rupani and colleagues (2014) analysed goals defined
by 73 secondary-school students who had participated in school-based counselling (McArthur
etal., 2013; Pybis et al., 2015). They identified four high-level outcome domains: (a) emotional
goals, (b) interpersonal goals, (c) goals targeting specific issues, and (d) personal growth

goals. These were further disaggregated into 16 specific goal categories.
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Table 3.2. Synthesis of Existing Outome Taxonomies in Child * Mental Health

Grosse Childs Bradley Rupani
Holtforth etal. et al. et al.
& Grawe (2012) (2013) (2014)
(2002)*

Outcome domains and categories

Adults Children and young people

Symptoms
Depressive symptoms
Suicidality
Self-harm
Anxiety
Behaviour and anger

‘SRR RN

‘RGN

Sleep

Eating

Somatic problems
Obsessions and compulsions
Sexuality

Substance use

N NSNS GRS NEN
*

Self-management
Coping with mood, thoughts, and feelings v

<
&

Understanding feelings and thoughts v

Functioning
Academic functioning
Executive functioning
Global functioning

AN NN

Social functioning

Personal growth
Autonomy and responsibility

AN
<

Assertiveness

<

Empowerment and self-efficacy v
Meaning and purpose

Processing past & present

Recognising ad fulfilling desires & wishes
Self-concept and identity

CA A A K

Self-confidence, esteem, and acceptance

Relationships
Being able to talk about feelings and thoughts
Family functioning and relations * *
Friendships *

NSRS
CAA A

Peer relationships (incl. bullying) * *
Romantic relationships

<«

Connectedness & intimacy v
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Grosse Childs Bradley Rupani

Outcome domains and categories Holtforth etal. etal. etal.
& Grawe (2012) (2013) (2014)
(2002)*
Adults Children and young people
Wellbeing
Exercise and activity v
Enjoying life v
Loneliness & grief N4
Relaxation and composure N4
Wellbeing V4
Physical health v
Parental support and wellbeing
Parental wellbeing N4
Parental support / parenting v v

Note. v indicates that an outcome or goal concept is explicitly identified in the relevant taxonomy. * indicates that an
outcome or goal concept is implicitly covered by the relevant taxonomy, for example as part of a higher-level category.
— indicates that an outcome or goal has not been included by the relevant taxonomy.

1 The Bern Inventory developed by Grosse Holtforth and Grawe (2002) was developed based on goals defined by
adults. However, it has been adapted by two child-focussed studies, thus demonstrating considerable relevance for

child mental health. It has therefore been included alongside child-focussed frameworks.

A different approach was taken by Childs and colleagues (2013) who led a Delphi-
consultation (Turoff, 1971) with adolescent service users, clinicians, researchers and
commissioners to explore notions of ‘good outcome’. Outcomes were discussed in relation to
different age groups and scenarios (e.g., where improvement was not likely), and a taxonomy
was devised that comprises three higher-level domains: the level of the individual child, the
interpersonal level, and the service/society level (which was not been considered for this
review). These were further disaggregated into six sub-domains, which cover many of the
outcomes suggested by Hoagwood and colleagues (1996) and Fonagy (1997) in their
conceptual models: symptom change, functioning, interpersonal relationships, service user
experience (not considered here), parental wellbeing, and system-level outcomes. The
consultation group stressed that for application, the proposed sub-dimensions would need to
be tailored to the relevant presenting problem, developmental status, and other potentially

relevant characteristics (e.g., ethnicity or socio-cultural background) of the target population.
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3.3.2 How Might Existing Taxonomies Be Synthesised?

The four taxonomies had a number of similarities. First, all distinguished an individual
outcome dimension from a relational dimension, in line with conceptual outcome models
(Fonagy, 1997; Hoagwood et al., 1996). Second, all identified symptom change as a key
individual outcome, although with varying degrees of nuance in the disaggregation of specific
symptoms. Third, all identified outcomes related to functioning, although these were classified
and specified differently: Bradley and colleagues (2013) identified a category of academic
functioning within the domain of personal growth; Childs and colleagues (2013) specified
functioning as a higher-level domain at the individual level; and Grosse Holtforth and Grawe
(2002) did not use the term functioning, but specified difficulties in specific life domains (e.g.,

issues with housing, work or education, and time management) within the symptom domain.

While the three goal taxonomies identified outcomes related to coping and self-
management, and Childs and colleagues (2013) emphasised the importance of empowerment
and self-efficacy. Hoagwood’s (1996) conceptual model includes no explicit reference to
coping and self-management, and does not comment on whether these may be subsumed
within the domains of functioning or symptoms. Fonagy (1997) suggests a separate domain
to distinguish mechanisms, that is, “the cognitive and emotional capacities that probably
underpin both symptomatology and adaptation” (p. 586). Change mechanisms have
repeatedly been highlighted as an important outcome domain where evidence is still lacking
(Cuijpers, 2019; Kazdin, 1999b, 2009). As discussed in Chapter 1, improved coping and self-
management skills have also been frequently identified as a salient outcome by young people
(e.g., Bergmans et al., 2009; Lavik et al., 2018). For these reasons, the new proposed

taxonomy includes coping as an explicit higher-level outcome domain.

The concept of personal growth features most prominently in the Bern Inventory (2013),
and to lesser extents in the child-focused goal taxonomies (Bradley et al., 2013; Rupani et al.,
2014). Like coping, personal growth was not explicitly identified as an outcome domain by
either Hoagwood (1996) or Fonagy (1997). The common mentioning of increased autonomy,
improved self-esteem or strengthened identity by adolescents in the studies reviewed in
Chapter 1 suggests that personal growth may gain importance as young people transition from
childhood into adulthood. Therefore, personal growth is included as a higher-level outcome

domain in the revised taxonomy.

Four further points are of note. First, while specified as a higher-level outcome domain
by Hoagwood and colleagues (2012), parental symptoms and wellbeing were covered only by
Child and colleagues (2013). This may reflect the broader consultation approach employed by
that study, although parents were not consulted. Third, while the Bern Inventory (Grosse
Holtforth & Grawe, 2002) proposed a number of outcomes related to the domain of wellbeing,
such outcomes were generally not included in the child taxonomies. Nevertheless, wellbeing

has been tentatively included as a domain in the revised taxonomy, in an effort to not discard
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its relevance prematurely. This decision will be reassessed based on the evidence from the
remaining four studies constituting this doctoral thesis. Finally, the specific symptom domain
of sexuality included in the Bern Inventory may not be relevant to adolescents. However, like

wellbeing, it was tentatively included at this stage.

3.4 Discussion and Conclusions

This integrative narrative review aimed to identify existing taxonomies and frameworks
of outcome in child mental health, and to synthesise these into a new, more comprehensive
taxonomy that can serve as a conceptual framework throughout this thesis. Two conceptual
models and four taxonomies were identified. The conceptual models were theoretically
grounded and identified higher-level outcome domains, while the four taxonomies were

empirically derived and identified higher-level domains as well as specific outcome categories.

None of the existing taxonomies was exhaustive in its coverage of possible treatment
outcomes in child mental health, but rather complemented one another. The above discussion
showcased the overlap as well as inconsistencies between these existing taxonomies, and
the potential gains from synthesis. A new taxonomy was devised that consists of eight domains
and 40 specific outcome categories. Definitions of each high-level domain are provided in
Table 3.3 (below). This taxonomy served as an initial conceptual framework for the Outcome
Measurement Review, the study of Post-Therapy Outcome Perspectives, and the study of
Viewpoints on Outcome Priorities, presented in Chapters 4 through 6. It was iteratively

reviewed and revised based on the outcome categories emerging from these studies.

The outcomes identified by this narrative review are framed around areas for positive
change, rather than in relation to initial presenting problems. Taxonomies of outcome direct
attention away from problems to visions of what improvement might look like. The latter cannot
always immediately be inferred from the former, as the outcomes anticipated may vary,
depending on the treatment approach and mechanisms chosen to address a given problem.
Nevertheless, there is an association between problem categories and outcome categories.
Weisz and colleagues began devising a system for categorising presenting problems in the
early 1990s (Weisz & Weiss, 1991). This has since been applied and refined, including as part
of the development of the idiographic Youth Top Problems outcome measure (Hawley &
Weisz, 2003; Weisz et al., 2011; Yeh & Weisz, 2001). Many of the target problems identified
by Weisz and colleagues map onto outcome categories proposed in this chapter: symptoms
of depression and anxiety, aggressive or delinquent behaviour, or somatic complaints map
onto the symptom domain; problems related to daily living skills link into the domain of
functioning; family and life stress link into the category of relationships; social problems can
be assigned to the domain of functioning or relationships; and identity problems link into the

category of personal growth (Hawley & Weisz, 2003).
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3.4.1 A Note on Mechanisms

The taxonomies considered as part of this narrative review all focussed on grouping
outcomes thematically. None organised outcomes in terms of whether they related to higher-
level (or ultimate) treatment aims, or to intermediate changes that might also be described as
treatment mechanisms. The latter have generally been neglected in psychotherapy research
(Cuijpers, Stringaris, & Wolpert, 2020; Kazdin, 1999a, 2009)

The taxonomy domain of self-management identifies a number of mechanisms by which
young people may be able to help themselves, and cope more effectively. However, self-
management is only one example for a group of changes described as mechanisms by Fonagy
(1997). They include mechanisms of treatment, as well as mechanisms of disease, and are
factors that drive both depressive symptomatology and improvement. For example, cognitive
theories postulate that negative cognitive bias in the interpretation of available information, or
attention bias towards negative as opposed to positive information represent cognitive styles
that commonly underpin depression (A. T. Beck, 1976). CBT targets such cognitive distortions
through treatment mechanisms such as thought identification or cognitive restructuring (Micco,
Henin, & Hirshfeld-Becker, 2014). Other mechanisms commonly used in CBT include, for
example, problem solving, emotion regulation, or behavioural activation (Kennard, Clarke, et
al.,, 2009). Changes in these capacities constitute intermediate outcomes that may be
instrumental in bringing about higher-level change in symptoms and functioning. As discussed
in Section 1.6, mechanisms more typical for psychodynamic psychotherapy concern changes
within the personal growth domain. Mentalisation-based psychoanalytic treatments may focus
on attachment processes (Fonagy & Bateman, 2006), while systemic family therapy may focus

on the influence of family functioning and relationships (Cottrell, 2002).

While the taxonomy devised in this chapter organises outcomes thematically, it is
important to consider that these may occur at different times, be interrelated, and have
different chances of occurring based on the treatment approach used. It may be helpful to
conceive of a change hierarchy or sequential impact chain, as tentatively illustrated in Figure
3.1. Any psychotherapeutic treatment typically aims to alter intermediate outcomes (or
mechanisms) in a first instance. This should facilitate symptom reduction and improved daily
functioning, which constitute critical clinical outcomes, based on which diagnostic status is
established. Epidemiologists or health economists may turn to even higher-level concepts of
wellbeing or health-related quality of life are to judge the effectiveness of the clinical response

at a population level (e.g., Jia, Zack, Thompson, Crosby, & Gottesman, 2015).
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Figure 3.1. lllustration of Possible Outcome Levels

Higher-level .
GiiteammE { Wellbeing

A

f N
Clinical o

InfEmediats Relationships (e Parental support and
outcomes Self-management ; I3\ Personal growth pp
(mechanisms) family relationships) wellbeing

While developmental psychopathology has produced theory and phenomenological

evidence on the mechanisms that underpin the development of mental health difficulties, no
reliable biological marker of recovery from depression has yet been identified (Keller, 2003).
As suggested by the National Institute of Mental Health (NIMH), biomarkers are biological
indicators of disease processes, and may take the form of “a genetic variant, an abnormal
amount of a certain protein, a distinct neuroimaging pattern from a brain scan, a certain
response during a cognitive test, or any number of indicators from blood, sweat, or other
biological fluids” (NIMH, 2008, p. 7). While a number of biomarkers for response to
antidepressant treatment have been suggested, none currently has a solid evidence base
(Cleare et al., 2015). However, if a relevant biomarker was identified, then this would constitute

a critical addition to any outcome taxonomy for adolescent depression.

3.4.2 Limitations and Future Research

The present study focussed on considering and refining existing outcome taxonomies
through an integrative narrative review. Since taxonomies aim to establish terminological
reference points that can attract wide uptake within the relevant research community, their
relevance and acceptability are important to consider. Future research might examine the
acceptability of this taxonomy through a consultation process involving a reference group. This
could be done using the Delphi technique, where several sequential rounds of structured
consultation, feedback, and voting are used to generate consensus within an expert group
(Linstone & Turoff, 1975; Powell, 2003). Similarly, it was beyond the scope of this study to
examine the inter-rater reliability of the taxonomy when applied to empirical data. This may

form another area for future research (e.g., Dodd et al., 2018; Michie et al., 2013).
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Table 3.3. Conceptual Definitions of High-Level Outcome Domains

Outcome Domain

Definition

Symptom change

Self-management

Functioning

Personal Growth

Relationships

Wellbeing

Physical health

Parental support and
wellbeing

Changes in the severity or frequency of symptoms of depression or
comorbid mental health difficulties

Changes in young peoples’ ability to manage their symptoms, feelings
and thoughts, to cope with life’s ups and downs, and in their self-
efficacy and empowerment to take back control.

Changes in young peoples’ ability to meet role expectations at home,
at school, and with peers and the wider community (Hoagwood et al.,
1996).

Changes related to young people developing themselves personally,
which include becoming more mature and independent, becoming
more assertive and self-confident, having greater self-regard and a
stronger sense of identity, and being able to reflect on their personal
history and its effect on the present.

Changes in young people’s relationships with family, friends, peers,
and romantic partners.

Wider improvements in young people’s wellbeing, outlook into life,
and future orientation.

Improvements in biological markers (e.g., cortisol levels), general
physical condition, or weight.

Changes in the capacity of parents to understand their children’s
difficulties and provide adequate support and parenting; changes in
parental wellbeing.
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Chapter 4. Outcome Measurement Review?

2 parts of this chapter have been published as Krause, Bear, Edbrooke-Childs, & Wolpert, 2019.
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4.1 Introduction

4.1.1 Background

A number of systematic reviews have taken stock of the types of outcomes that have
typically been reported in treatment effectiveness studies constituting the evidence base in
child mental health. A systematic review of 236 studies published between 1962 and 2002
found that all of the reviewed studies included at least one measure of symptoms, 28%
reported on changes in functioning, 8% on consumer satisfaction, and 5% on environmental
factors such as parenting (Weisz et al., 2005). A second review found that of 238 eligible
treatment efficacy and service effectiveness studies published between 1980 and 2011, 95%
assessed change in symptoms; 51% in functioning; 34% in services and systems; 29% in
relationships and the family environment; 23% in consumer-oriented outcomes, 9% in parental
symptoms; and 3% in physical health (Hoagwood et al., 2012; P.S. Jensen et al., 1996). A
third systematic review looking specifically at treatment effectiveness studies measuring
mental health and educational outcomes found that of 602 studies screened, only 15%
reported on at least one educational outcome measure, even though 20% related to school-
based interventions (Becker et al., 2014). Taken together, these reviews suggest that the
evidence base for interventions in child mental health is primarily built upon the measurement

of symptom change as a primary outcome, while other outcome domains are rarely covered.

As mental health services move towards more person-centred care, there is a call for
greater participation of young people and families in the process of outcome measurement
through the use of so-called patient-reported outcome measures (Black, 2013; Coulter, 2017;
De Los Reyes et al., 2015; Department of Health, 2011, 2015). By assessing change not only
from the clinician’s perspective but also from that of young people and parents, outcome
measurement can inform and enhance communication and promote shared decision-making,
as it may help establish a common understanding of the progress achieved (Valderas et al.,
2008). There is growing awareness that high integrity health care systems cannot simply rely
on clinicians’ views of what is most important, or on symptom change alone, but must consider
service user perspectives to ensure that treatment meets their needs, priorities, and
preferences (Mulley et al., 2017). Given the growing attention to person-centred care and
shared decision-making, one might expect that more recent studies would show a broader
approach to measurement, reflecting shifting mind-sets that increasingly recognise the
importance of measuring outcomes that genuinely matter to service users, and of doing so by

including them as informants.

The above-mentioned existing reviews have a number of limitations. They were broad
in scope, covering childhood and adolescence, as well as a range of presenting problems.
None examined approaches to outcome measurement specifically for adolescent depression.
All commented on the frequency with which high-level outcome domains were reported, but

none disaggregated these frequencies to a more granular taxonomic level. This limits
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conclusions about the frequency with which frequently endorsed outcomes identified in
qualitative studies with young people (e.g., coping skills, autonomy, identity or family
functioning) have been covered in research studies. Finally, all of these existing studies
focused exclusively on controlled studies, in which the need to ensure the highest possible
internal validity may have favoured symptom-focussed measurement approaches. Little is

known about the extent to which a similar focus dominates studies using other designs.

4.1.2 The Present Study

The present study aimed to expand on the above-mentioned reviews and to address
their gaps. This systematic review focussed on the most recently published treatment efficacy
and effectiveness studies in the field of adolescent depression (considering studies published
between 2007 and 2017). It broadened the inclusion criteria used by previous studies by
explicitly searching for non-controlled studies (including studies that assessed outcome purely
qualitatively). In addition, it specifically examined associations between study characteristics
and the breadth of outcome measurement, based on the hypotheses that outcome
measurement was likely to be more multidimensional (a) in more recently published studies,
and (b) in studies using non-controlled designs. While previous reviews identified overarching
outcome domains, this review undertook a nuanced mapping of outcome domains and
outcome categories, using the initial taxonomy devised in the Outcome Taxonomy Review
(Chapter 3). In light of the growing emphasis on person-centred care, additional attention was
accorded to the extent to which young people were consulted as informants during outcome

measurement. The three research questions guiding this review were:

1. What outcomes were measured for treatments of adolescent depression between
2007 and 2017?

2. To what extent does the breadth of outcome measurement vary with study
characteristics?

3. To what extent were young people considered as informants?

For the sake of brevity, the term “treatment effectiveness study” will be used to refer to both
treatment efficacy and effectiveness studies, unless the explicit distinction of both types is
warranted.

4.2 Method
4.2.1 Search Strategy

Given this review’s broad scope with regards to eligible study designs, a search strategy
was devised that prioritised sensitivity over specificity, in order to identify a broad range of
outcome studies focussing on treatments for adolescent depression. Boolean operators were
used to identify pre-specified search terms in publication titles and abstracts. The search
syntax comprised dedicated sets of search terms to identify (a) randomised trials (e.g. “trial

adj2 clinical) and (b) non-randomised studies (e.g., “routine adj3 care”, “service adj3 data”, or
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program* adj3 evaluat*), as well as terms specifically devised to narrow down the search to
intervention studies (e.g., “intervention adj4 effect*) rather than epidemiological studies. In
addition, search terms specified the study population (e.g., “child”, “adolescent*”, “depress*”),
and a number of exclusion terms that were applied to study titles only (e.g., “toddler*”,

“preschool*”). The full search syntax can be consulted in Appendix B, Table B.1.

Three academic databases were systematically searched: PsycINFO, Medline and
Embase. In order to be included, studies had to have been published in peer-reviewed journals
between January 2007 and July 2017, and measure treatment outcomes either quantitatively
or qualitatively. To complement the automated search, reference lists of key articles were
reviewed, and relevant studies missed by the automated search were added manually. While
no explicit restrictions were placed on study design or data quality, the search excluded papers
that had not passed peer-review as a quality control mechanism, such as gray literature and
doctoral dissertations. Language of publication was restricted to English, French, German,

Italian or Spanish, as these are the languages spoken by the doctoral candidate.
4.2.2 Study Eligibility Criteria

To be included, studies had to assess treatment efficacy or service effectiveness, or
report on treatment outcome as part of a secondary analysis of moderators or predictors of
treatment response. Any research design was eligible, including purely qualitative studies.
Studies were included if the mean age of the treatment sample was between 12 and 19 years,
representing mid to late adolescence as defined by the WHO (2017b). Study participants had
to be diagnosed with a depressive disorder, help-seeking, or referred for depressive
symptoms. Studies testing treatments in non-clinical populations (e.g., interventions
universally targeted at pupils) were excluded. Studies focusing on young people with an
underlying physical illness, developmental disorder, comorbid psychosis, or personality
disorders were also excluded, in order to focus the assessment on outcomes related to
depression as the primary presenting problem (note that this was reflected in some of the
exclusion terms applied to study titles, e.g., “autistic” or “diabetes”). No restrictions were placed
on the study setting or type of mental health treatment. Pilot and feasibility studies were
excluded, as were studies focusing exclusively on prevention, maintenance, safety, treatment

adherence, or engagement.

4.2.3 Study Selection and Data Extraction

Overall, the automated and manual searches yielded 7638 titles. After removing
duplicates, 7483 titles were included in the screening of titles and abstracts (see Figure 4.1 for
a flowchart of the screening process). Due to the inclusive search strategy, a large number of
studies initially identified were subsequently excluded as they did not focus specifically on
adolescent depression, or did not test treatment effectiveness or efficacy. Following the title
and abstract screening, 322 studies were retained for full-text screening. An independent

second reviewer (Holly Bear) replicated the full-text screening for 10% of the retained studies,
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yielding a kappa coefficient of 0.68, indicating substantial inter-rater agreement between both
reviewers (Landis & Koch, 1977). The final sample included 95 studies. Of these, 92 were
considered for quantitative synthesis, and six for qualitative synthesis, with three studies
considered for both. Information was systematically extracted about study characteristics (e.g.,
study design, participant characteristics, treatment approach, publication date), the specific
outcome measures used, and informants consulted for outcome measurement (e.g., clinician,
parent, young person). An overview of all included studies can be found in Appendix B, Table
B.4 and Table B.5).

The term “study” will be used in the remainder of this chapter to refer to each of the 95
publications considered in this review. However, it must be caveated that several of these
publications presented secondary analyses of data collected through larger anchor studies,

and so do not represent primary research studies in themselves.

Figure 4.1. Flowchart of the Screening Process
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Note. Adapted from Moher et al. (2009)
4.2.4 Assessment of Data Quality and Risk of Bias

The methodological quality of the included studies was assessed using an abbreviated
version of the Downs and Black (1998) checklist for data quality in randomised and non-
randomised treatment studies. Four of the originally 27 items in this checklist were removed

because most studies did not report the required information to assess these criteria. The
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abbreviated checklist included 23 equally weighted evaluation criteria, and the total attainable
data quality score was 23. Purely qualitative studies (n = 3) and a single case study were
excluded from this data quality assessment, as the quality criteria could not be meaningfully
applied to these studies. The adapted checklist (Table B.2) and data quality scores for each

study (Table B.3) can be consulted in Appendix B.

4.2.,5 Data Synthesis and Statistical Analysis

The types of outcomes and outcome domains covered in the studies were identified by
mapping each reported outcome measure to the principal concept they were designed to
measure. This was determined with reference to the taxonomy devised through the Outcome
Taxonomy Review (see Chapter 3), handbooks of psychometric measures (Rush, First, &
Blacker, 2008), and the original studies reporting on the relevant measure’s development or
validation. At this stage, 121 distinct measures were identified. To ensure the reliability and
validity of the conceptual mapping, a second reviewer (Holly Bear) independently coded 25%
of these 121 measures. Diverging codes were then discussed and a final coding agreed. The
coding framework thus obtained was also used for a brief thematic analysis (Braun & Clarke,

2006) of outcomes described in the six studies measuring outcomes qualitatively.

Descriptive bivariate analysis was performed on the 92 included studies that presented
gquantitative outcome measures to explore differences in outcome domains measured and
informants consulted over time, and in relation to study characteristics. A series of Kruskal—
Walllis tests were conducted to assess whether there were any differences based on study
characteristics with respect to the number of outcome domains covered (Kruskal & Wallis,
1952). Where the Kruskal-Wallis test showed a significant group difference (p < .05), post hoc
pairwise comparisons were carried out using Dunn'’s test with Benjamini-Hochberg adjustment
for false discovery rates in multiple comparisons, allowing for positively dependent test
statistics (Benjamini & Hochberg, 1995; Dunn, 1961). Spearman’s correlation coefficient for
ordinal and non-parametric data (rs) was computed to test whether there were associations
between the number of outcome domains covered and the data quality assessment score or
publication year (Spearman, 1987). In addition, a Mann-Whitney U test (Mann & Whitney,
1947) was carried out to test whether there were any significant differences in the breadth of
outcome measurement based on whether studies had been published in the f