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Glossary
Scholarly publications including journal articles and textbooks that have
been subjected to peer review by experts in the field of interest.

Acute service

High intensity treatment (inpatient or community) aimed at stabilizing
illness and resolving crises.

Adolescent

A person aged 12 to 17 years.

Clinical framework

Structure for delivery of health services within which there may be one or
more models of care, which target different levels or areas of need within
the consumer population.

Community care

Treatment provided outside of the hospital setting.

Complexity

A characteristic of mental illness that can be demonstrated by the
presence of comorbid intellectual, developmental, personality or
substance use disorders; an impact on activities of daily living such as
education and work; or experiences of social exclusion, abuse, neglect,
homelessness, or criminal justice system involvement.

Consumer

An individual who is currently accessing or has previously accessed a
mental health service.

Descriptive analysis

Statistics used to describe the basic features of measurable data including
total, mean, and percentages of the sample with different responses.

Epidemiological profile

The estimated number or rate of individuals with a particular disease or
condition, this may include diagnoses, severity of symptoms, and level of
disability.
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Academic literature
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Epidemiology
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Evaluation framework

A branch of medicine that aims to describe the number or rate and
distribution of individuals with a particular disease or condition in a
population.

A comprehensive description of ongoing data collection, monitoring and
reporting processes linked to clearly identified key performance indicators
(KPIs) for a program or service. Based on a program logic that identifies
important components of the program or service that should be
considered in a comprehensive evaluation.

Extended inpatient
service

Non-acute treatment in a hospital setting focusing on continuing
treatment and rehabilitation to facilitate return to the community

Grey literature

Non-peer-reviewed publications and other sources of information
including Government and non-government reports, best practice
guidelines, Peak Body reports and websites.
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Treatment provided to consumers as admitted patients within a hospital
setting (can be acute or extended).

Intervention

A treatment or action which is aimed at reducing the impact of a mental
illness and/or improving functioning

Key performance
indicators

A measure used to evaluate the success of a program or service.

Persistence

The duration of illness or service needs.

Prevalence

A measurement of all individuals affected by a condition at a specified
time point, such as within one year.

Program evaluation

A single or one-off evaluation event conducted to provide a snapshot of
program operations and impacts over a specific period of time.

Program inputs

Program resources including funding, staff, steering committee, facilities,
technology and information.

Prospective study

A study examining outcomes in relation to known exposures. Involves
active data collection.

Qualitative analysis

Subjective judgment or interpretation of non-measurable data collected
from structured, semi-structured or unstructured interviews.

Quantitative analysis

Statistical analysis of measurable data using complex mathematical
modelling.

Residential care

Long-term intervention provided in a live-in community based facility
staffed by non-health professionals.

Retrospective study

A study examining exposures in relation to known outcomes.
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Design for the provision of a particular type of health service that is
shaped by theoretical basis, evidence-based practice and defined
standards
Clinical severity as indicated by diagnosis, symptom acuity, recent hospital
admissions, and/or the presence of role dysfunction.
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Severity
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Service model
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Inpatient care

Target population

Group of individuals for whom a program or service is intended.

Young adult

A person aged either 16 to 24 or 18 to 24 years.

Young person/Youth

A person aged 12 to 24 years.

Page | 8

Executive Summary
The report of the inquiry into the closure of the Barrett Adolescent Centre recommended that
development of future services be informed by research into existing clinical and evaluation
frameworks for extended treatment services for adolescents and young people with severe and
complex mental health issues. In October 2016, the Queensland Government commissioned QCMHR
to undertake this research, the results of which are presented in this report.
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Aims

PO

To achieve this aim, the QCMHR project team undertook the following tasks:
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The aim of the project was to identify existing clinical and program evaluation frameworks for
adolescents and young people with severe, persistent and complex mental illness.

A description of the epidemiological profile (e.g. prevalence, diagnoses, severity, and
disability) of severe, persistent and complex mental illness in adolescents and young
people in Queensland.

(2)

A literature review to identify evidence-based clinical interventions and the service
systems to deliver those interventions for adolescents and young people with severe,
persistent and complex mental illness.

(3)

A literature review to identify relevant program evaluation frameworks for the delivery of
services to adolescents and young people with severe, persistent and complex mental
illness.
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(1)

Method
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These three tasks were addressed separately as outlined below.

G

1. Epidemiology

O
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Three approaches were utilised to identify and describe the epidemiological profile of severe,
persistent and complex mental illness in adolescents and young adults.
A literature review was conducted to identify publications that provided a definition of what
is considered ‘severe, persistent and complex’ mental illness. Based on the findings of this
review, a description of the target population and set of indicators of severity, persistence
and complexity were developed. Furthermore, these publications were also searched for
estimates of the size of the population experiencing severe, persistent, and complex mental
illness.

•

In consideration of the findings of the literature review, expert advice was obtained from
four experienced child and youth psychiatrists regarding the number and characteristics of

N

•
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Australian adolescents and young adults who would be considered to have a severe,
persistent, and complex mental illness.
An analysis was conducted of data from three nationally-representative Australian
epidemiological surveys: the Second Australian Child and Adolescent Survey of Mental
Health and Wellbeing or ‘Young Minds Matter’: the 2007 National Survey of Mental Health
and Wellbeing; and the Survey of High Impact Psychosis. Specific variables indicating
severity, complexity, and persistence were identified in the surveys based on the findings of
the literature review and expert advice. These variables were then extracted and combined
to construct the target group of adolescents and young adults with severe, persistent and
complex mental illness. Information from all sources was combined with population
estimates from the Australian Bureau of Statistics to estimate the number of adolescents
and young adults with severe, persistent and complex mental illness in Queensland. The
characteristics of this group were then explored including demographics, clinical
characteristics, psychosocial characteristics, and service utilisation.
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2. Clinical frameworks
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A systematic search was conducted of academic and non-academic literature to explore the
evidence-base for contemporary frameworks for the delivery of clinical services for young people
aged 12 to 24 years with severe, persistent and complex mental illness. Data sources included
relevant academic databases and a range of other sources such as reference lists of informative
documents (e.g., existing syntheses of the literature, best practice guidelines) and relevant grey
literature including Government and Peak Body reports.
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Information was sought from Australia and from other countries with comparable healthcare
systems. An initial focus on identifying information on the implementation and structure of clinical
frameworks was broadened to include models of care such as service delivery models and
transitional care models, and evidence-based planning guidelines. The review focused on identifying
service models that could provide extended care and/or multidisciplinary services to meet the
complex and long-term needs of this population.

3. Program evaluation frameworks

N

O

T

A systematic search of academic literature and a supplementary search of grey literature were
conducted to identify data on evaluation frameworks and single program evaluations relevant to the
evaluation of an extended treatment service for young people with severe, persistent and complex
mental illness. Distinction was made between evaluation frameworks which described a
comprehensive model of ongoing data collection, monitoring and reporting processes linked to key
performance indicators (KPIs), and single program evaluations which described a one-off evaluation
event. Data sources searched included relevant academic databases, government and nongovernment organisation websites, and reference lists of informative documents.
While the primary focus of the review was on services providing treatment to young people aged 1225 years with severe, persistent and complex mental illness, literature related to evaluation of adult
services or services providing extended multidisciplinary care were also included where these were
deemed relevant to the target population.
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The findings of this work were presented to a Consumer/Carer Stakeholder Group on 10 March 2017
to discuss any remaining issues or queries. Important concerns raised by the Consumer/Carer
Stakeholder Group are identified in Appendix A.

Findings
1. Epidemiology
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Review of the literature showed that there are varying definitions of severe, persistent and complex
mental illness. Based on the literature and expert advice, a description of the target group was
developed which encompassed key indicators of severity, persistence, and complexity. This
definition was not to be limited to those with a specific disorder, such as psychosis, but to include
individuals with range of mental illnesses where symptoms met specific criteria for severity,
continued over an extended period and impacted substantially on other aspects of their lives.
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Adolescents within the target group may have one or more of a variety of primary diagnoses, such as
severe mood and anxiety disorders; disruptive behaviour disorders; borderline personality disorder;
post-traumatic stress disorder (PTSD) or eating disorders; which may be complicated by
comorbidities with substance use disorders or significant physical health problems. They are likely to
experience additional complexities, such as social isolation, complex trauma, intellectual disability,
educational disengagement, developmental delays, exposure to abuse or neglect, family problems,
or poor functioning and self-care, and are at a high level of risk to themselves or others.
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Young adults aged 18-24 years with severe, persistent and complex mental illness are also likely to
have a range of primary diagnoses and comorbidities, and be at a high level of risk to themselves or
others. They are likely to experience complexities such as social isolation, disengagement from
education and employment, homelessness or poor functioning and self-care, and to have contact
with multiple agencies across the health, housing, social services and criminal justice sectors.
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These attributes were used to estimate the number of young people in the target population based
on the findings of the three national surveys. This suggested that 0.8% of 12-24 year olds in
Queensland could be considered to have a severe, persistent and complex mental illness. However,
this estimate was considered overly large due to the broad inclusion criteria and small sample sizes
within these surveys. Expert advice was that the majority of this group could be well served within
standard mental health services, and that a much smaller group should be targeted by extended
treatment services. The size of the target group was therefore narrowed to 0.02% of 12-17 year olds,
or 74 adolescents with severe, persistent and complex mental illness in Queensland in need of the
most intensive services and support. For 18-24 year olds it was difficult to clearly identify this small
group and a broader target population of 0.4% was included, or 1,862 young adults. These young
people need a range of intensive services but many would not require extended treatment services.
It is important to provide a continuum of mental health services for both these narrow populations
and the broader group of young people with severe, persistent and complex mental illness.
National survey findings were also used to analyse evidence related to the socio-demographic
characteristics, clinical features, psychosocial characteristics and service utilisation characteristics of
young people with severe, persistent and complex mental illness. This showed that these individuals
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have multifaceted clinical and psychosocial characteristics that go beyond health and into the area
of economic, adaptive, and social functioning. Young people with severe, persistent and complex
mental illness appear to be more socio-economically disadvantaged than their peers and have high
rates of suicide attempts and self-harm. They are highly likely to have experienced trauma, with a
high proportion experiencing multiple types of trauma in their lifetime. Global functioning for these
young people was on average poor, with some young people also experiencing social isolation, poor
family functioning and/or homelessness. Rates of hospitalisation were particularly high for older
youth and those with psychotic disorders. A small minority had also had some contact with the
justice system via arrest, lockup or imprisonment
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Service requirements will differ greatly across the 12 to 24 years age span of the target group.
However, due to the low prevalence of this sub-group within the whole population, detailed
exploration of their service characteristics within the findings of the three national surveys was not
statistically possible.

2. Clinical frameworks
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The review found that there is only limited information available which specifically describes clinical
frameworks for this target population. In addition, the information that is available is highly variable
in terms of the clinical care settings, specific services and characteristics of the target groups
described.
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A total of 28 relevant information sources were identified, which described specific services,
theoretical approaches to service development or specific implementation factors relating to
services for the target population. Of these sources, less than half reported on inpatient treatment
services, and only one source specifically described an extended inpatient service for adolescents.
Overall, there was little consistency in the quality and degree of information provided across these
sources, making a detailed analysis of the evidence difficult.
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When considered together, the literature supports the need for a comprehensive framework of
services to address the needs of young people with severe, persistent and complex mental illness.
No single service model was seen as sufficient to encompass the range of interventions and
healthcare settings required to address the varied and evolving needs of this target group. Although
inpatient care was seen as an important component in the range of services required the majority of
published literature on clinical frameworks or models for this target group described intensive
community treatment services or integrated acute inpatient and community treatment. There is
almost no evidence to inform a model of care for an extended inpatient service.
Although the definition of the target groups varied across the studies reviewed, the entry criteria for
the services described in the literature typically included consideration of three aspects: the
presence of a diagnosed psychiatric disorder, the severity of disturbance and functional impairment
involved, and demonstrated failure to have needs met by less intensive services.
A number of key features could be identified which were common to the evidence based models
reviewed, and should be considered in development of a contemporary clinical framework for
services to the target group. These included: commitment to an individualised treatment approach,
multi-disciplinary teams, intensive case management, close involvement and engagement with
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families, and a focus on facilitating integration with other services and into community. Consumer
involvement was consistently highlighted as an important component in service development and
provision, and collaborative care planning in which the consumer is central to the process and
contributes to decisions was frequently described. The research also indicates that transitional
arrangements and ongoing support are critical in achieving positive outcomes and should begin early
and occur in consultation with consumers, families and broader community supports (such as
schools and community services).
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As only limited evidence-based information from the literature, additional advice was obtained from
relevant experts. This further supported the view that a comprehensive range of services is required
capable of providing appropriate levels of treatment and support to young people across the
spectrum from early intervention through to intensive treatment. For those with severe, persistent
and complex problems, the need to maintain connection with their family and home community,
and engagement in age-appropriate developmental activities was emphasised. The services required
for this target group should include intensive mobile outreach community treatment, access to
acute inpatient treatment when required, age appropriate sub-acute (step-up/step-down)
residential services, and longer term residential care in a community setting. Where the full
spectrum of services is available, it was considered that the need for hospital based extended
inpatient care would be extremely small.

3. Program evaluation frameworks
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The review of relevant program evaluation frameworks and single program evaluations found that
while there was no immediately applicable example available, a number of key principles and
requirements could be identified to guide development of an effective evaluation framework for the
proposed service. This information was coupled with expert opinion to provide recommendations
for the ongoing evaluation of extended adolescent treatment services in Queensland.
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Firstly, the evaluation framework should stem directly from the defined service model. The
framework should define an ongoing evaluation process based on a program logic, which describes
the inputs, activities, participants and intended outcomes (consumer, program and system-level) of
the service model. The stated purpose and objectives of the evaluation should be clearly linked to
the activities and measures encompassed in the framework. For example, an ongoing evaluation
approach tied to program funding should answer specific questions about funding requirements and
expenditure.

N

Evaluation mechanisms including routine data collection, data analysis and reporting protocols
should be clearly defined. This may include setting clinical documentation and data collection
standards, and identifying specific targets that will be used to evaluate key performance indicators.
For example, in evaluating clinical outcomes, a target could be set such as 70% of consumers
meeting a certain level of improvement at 6 months of treatment, as measured by a reduction in
scores on a standard measure).

Ongoing evaluation processes should include a range of consumer, parent/carer and clinicianreported measures to provide a comprehensive overview of services. Assessment instruments and
measures should be applied at regular intervals, but not so frequently as to cause assessment
fatigue in consumers.
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Evaluation processes will require dedicated resources and clinician time. Therefore, funding will
likely need to be allocated for evaluation purposes on continual basis to sustain an ongoing
evaluation approach. Whenever possible, clinical documentation practices should be incorporated
into the evaluation framework to minimize the impacts on clinician time. Employing data collection
instruments and measures that are currently used for reporting in national databases may facilitate
comparisons between services and reduce resource requirements. Use of a secure and user-friendly
electronic data management system would also facilitate ongoing monitoring and reporting efforts.
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Ensuring the results of evaluation are regularly fed back to participants is critical to maximising
learnings and maintaining the effort and commitment of all those involved. The role of research
participation in ongoing evaluation efforts should be identified and incorporated into the evaluation
framework.
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Conclusion
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While up to 0.8% of 12 to 24 year olds could be considered to suffer severe, persistent and complex
mental illness, it is estimated that only 0.02% of adolescents aged 12-17 years, or 74 people in
Queensland in 2016, would have the most severe, persistent and complex mental illnesses likely to
require the highest levels of intensive outreach or extended inpatient treatment. Up to 0.4% of
young adults 18-24 years (1,862 young people) would require a broader range of intensive services,
for some including extended inpatient treatment. These young people are not limited to any specific
diagnoses, but described as having a range of severe primary illnesses as well as other clinical
features and psychosocial characteristics which make their individual circumstances complex and
which warrant an intensive and coordinated service response.
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There is limited evidence-based research available regarding extended inpatient treatment for this
target group of young people with severe, persistent and complex mental illness. The research
supports the need for a comprehensive range of services across the spectrum from early
intervention to intensive treatment. For young people with severe, persistent and complex mental
illness, access is required to intensive mobile outreach community based treatment, acute inpatient
treatment and age appropriate short and long term community-based residential services. Where all
of these services are available and functioning effectively as an integrated system of care, there
should be very little or no requirement for extended inpatient care.
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Key features identified in clinical frameworks for this target group included commitment to an
individualised treatment approach, multidisciplinary teams, intensive case management, close
involvement and engagement with families, a focus on facilitating integration with other services
and into community, consumer involvement and collaborative care planning. For inpatient services,
transitional arrangements and ongoing support are critical in achieving positive outcomes and
should begin early and occur in consultation with consumers, families and broader community
supports.
Evaluation of future services should be specifically designed to address key elements of the service
model. The definition of a clear program logic which links the inputs, activities, participants and
intended outcomes (consumer, program and system-level) of the service model should provide the
basis of the evaluation framework.

Page | 14

Ongoing evaluation processes should encompass consumer, parent/carer and clinician-reported
measures to provide a comprehensive overview of services. Schedules for data collection should be
clearly defined and consider the potential for assessment fatigue in consumers.
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Evaluation processes should be appropriately resourced to ensure capacity to maintain effort over
time. Ensuring the results of evaluation are regularly fed back to participants is critical to maximising
learnings and maintaining the effort and commitment of all those involved. The role of research
participation in ongoing evaluation efforts should be identified and incorporated into the evaluation
framework.
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1. Introduction
1.1 Background

C
Y

Most mental disorders emerge during the transition from adolescence to adulthood. While the
interventions for these disorders can often be effectively managed through primary care, some
young people with more severe disorders require specialised, comprehensive services that are
reflective of this developmental period1. It is estimated that a sub-group of these young people will
have disorders that are so severe, persistent and complex that they may require extended treatment
to meet their needs. The treatment for these individuals includes access to acute inpatient, day
program and step-up step-down services.
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The Barrett Adolescent Centre was a public mental health facility that was operational from 1983 to
January 2014 on the campus of The Park – Centre for Mental Health at Wacol in Queensland. The
centre provided extended inpatient treatment to young people 13 to 17 (in some cases 18) years of
age with treatment resistant symptoms of severe and complex mental illness that were linked to
severe functional impairment and/or a high risk of self-harm or harm to others. The facility also
offered day program and outpatient services, and housed an on-site government-operated school,
the Barrett Adolescent Centre Special School2.
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An inquiry into the closure of the Barrett Adolescent Centre and the subsequent transition of youth
to other facilities was ordered to commence in September 2015, the details of which are outlined in
the “Barrett Adolescent Centre Commission of Inquiry Report” released in June 2016. In the report,
the Commissioner identified several recommendations for mental health services treating young
people in Queensland, including improvements to the clinical evaluation of mental health
interventions, informed in part, by research conducted by the Queensland Centre for Mental Health
Research (QCMHR)3.
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In July 2016, the Queensland Government released its response to the Commissioner’s inquiry, in
which it accepted the recommendation to engage QCMHR to identify existing clinical and program
evaluation frameworks for extended treatment for adolescents and young people with severe,
persistent and complex mental health issues. In October 2016, the Queensland Government
commissioned QCMHR to undertake a three-part project including: a description of the size and
clinical presentation of the target population, a review of appropriate and contemporary clinical care
models, and a review of relevant program evaluation frameworks for services treating this consumer
group. The results of this work are presented in this report to inform the development and ongoing
evaluation, including data analysis and reporting, of extended treatment services for adolescents
and young adults with severe, persistent and complex mental disorders in Queensland.

1.2 Aim
The aim of the project was to identify the epidemiological profile and clinical interventions and
framework for adolescents and young people with severe, persistent and complex mental illness,
and program evaluation frameworks for the services provided to this population.
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To achieve this aim, the QCMHR project team undertook the following tasks:
A description of the epidemiological profile (e.g. prevalence, diagnoses, severity, and
disability) of severe, persistent and complex mental illness in adolescents and young
people in Queensland.

(2)

A literature review to identify evidence-based clinical interventions and the service
systems to deliver those interventions for adolescents and young people with severe,
persistent and complex mental illness.

(3)

A literature review to identify relevant program evaluation frameworks for the delivery of
services to adolescents and young people with severe, persistent and complex mental
illness.
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(1)
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1.3 Target group
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To address the project aims, a clear definition of the target population of interest was required to
set the scope of each analysis. In particular, the target age range for inclusion in the project needed
to be defined. The target age range for youth mental health services in Australia varies, as
demonstrated by the examples in Table 1 below. In some instances the upper age boundary is
inclusive and in some cases it indicates that individuals up to that birthday are eligible.
Target age range

Child & Youth Mental Health Service (CYMHS)

12-17 years

QLD

Barrett Adolescent Centre (now closed)

13-17 years

QLD

Adolescent Extended Treatment (AET)

13-17 years

QLD

AET youth residential rehabilitation units and (forthcoming) step
up/step down beds

16-20 years

NSW

Rivendell and Walker adolescent units

12-18 years

VIC

Youth Prevention And Recovery Care (YPARC) units

16-24 years

VIC

Early Psychosis Prevention and Intervention Centre (EPPIC) services

15-24 years

Headspace services

12-25 years
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Table 1: Example youth mental health services in Australia
Jurisdiction
Service

It is acknowledged that the primary focus of adolescent mental health services should be the <18
years age group, but that there is likely to be a need for continuity of care for young adults
transitioning into the 18+ age range. In consultation with Queensland Health, we determined that
this project should cover the 12-24 years age range. Where possible, epidemiological estimates and
clinical frameworks were identified separately for sub-groups of adolescents (12-17 years) and
young adults (16-20 and 16-24 years). These groups are likely to need different service responses,
and it would not be appropriate to place a 12 year old and 24 year old in the same facility. The split
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of age groups within each section was partially guided by the available format of existing data and
literature.

1.4 Method
Epidemiology
Three separate approaches were utilised to identify and describe the epidemiological profile of
severe, persistent and complex mental illness in adolescents and young adults.
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First, a literature review was conducted to identify publications that provided a definition of what is
considered ‘severe, persistent and complex’ mental illness. Based on the findings of this review, a
description of the target population and set of indicators of severity, persistence and complexity
were developed. Furthermore, these publications were also searched for estimates of the size of the
population experiencing severe, persistent, and complex mental illness.

EN

T

Second, expert advice from four experienced child and youth psychiatrists was sought to describe
and quantify the target population. In consideration of the findings of the above described literature
review, this expert panel provided advice regarding the number and characteristics of Australian
adolescents and young adults who would be considered to have a severe, persistent and complex
mental illness.

T

G

O

VE
R

N

M

Third, an analysis of data from three nationally-representative Australian epidemiological surveys
was conducted. These surveys included the Second Australian Child and Adolescent Survey of
Mental Health and Wellbeing or ‘Young Minds Matter’, the 2007 National Survey of Mental Health
and Wellbeing, and the Survey of High Impact Psychosis. Specific variables indicating severity,
persistence and complexity were identified in the surveys based on the findings of the literature
review and expert advice. These variables were then extracted and combined to construct the target
group of adolescents and young adults with severe, persistent and complex mental illness.
Information from all sources was combined with population estimates from the Australian Bureau of
Statistics to estimate the number of adolescents and young adults with severe, persistent and
complex mental illness in Queensland. The characteristics of this group were then explored including
demographics, clinical characteristics, psychosocial characteristics, and service utilisation.

O

Clinical frameworks

N

The review of clinical frameworks involved a systematic search of both the academic and nonacademic literature to explore the evidence-base for contemporary frameworks for the delivery of
clinical services for this population. Data sources included relevant academic databases (PubMed,
Medline, PsycINFO, CINAHL, Scopus, EMBASE, INFORMIT and the Cochrane Library) and a range of
other sources such as reference lists of informative documents (e.g., existing syntheses of the
literature, best practice guidelines) and relevant grey literature including Government and Peak
Body reports.

Information was sought from Australia and from other countries with comparable healthcare
systems. Initially the focus was on identifying information on the implementation and structure of
clinical frameworks. However, given the lack of detail available at this level, the search was
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broadened to include models of care such as service delivery models and transitional care models,
and evidence-based planning guidelines. The review was centred on service models that can provide
extended care and/or multidisciplinary services to meet the complex and long-term needs of this
population.

Program evaluation frameworks
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The review of program evaluation frameworks involved a systematic search of academic literature
and a supplementary search of grey literature to identify data on evaluation frameworks and single
program evaluations. This information will help to inform the development of an ongoing
multidimensional evaluation approach for an extended treatment service for young people with
severe, persistent and complex mental illness. For the purposes of this review, a program evaluation
framework was defined as a comprehensive description of ongoing data collection, monitoring and
reporting processes linked to key performance indicators (KPIs), whereas a single program
evaluation referred to a one-off evaluation event. Data sources included: relevant academic
databases (PubMed, Medline, PsycINFO, CINAHL, Scopus, EMBASE, INFORMIT and the Cochrane
Library), Government and non-government organisation websites, and reference lists of informative
documents (e.g., existing syntheses of the literature, best practice guidelines, Government reports
and Peak Body reports).
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Literature was sought on existing or proposed evaluation frameworks and single program
evaluations of services in Australia and other high-income countries with comparable healthcare
systems. The review initially focused on services providing treatment to young people aged 12-25
years with severe, persistent and complex mental illness. However, the inclusion criteria for
literature on program evaluation frameworks was widened to include adult services after a
preliminary search returned no academic literature and only a small number of grey literature
publications. The review was also primarily concerned with models that can provide extended care
and/or multidisciplinary services to meet the complex and long-term needs of this population.
Therefore, the recent headspace evaluation was included in the review given the program’s
multidisciplinary service model, despite services being targeted at a less severe population.

N

O

T

G

The findings of this work were presented to a Consumer/Carer Stakeholder Group on 10 March 2017
to discuss any remaining issues or queries. Important concerns raised by the Consumer/Carer
Stakeholder Group are identified in Appendix A.
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2. Epidemiology
2.1 Aims
The overall aim of this component of the report was to identify and describe the epidemiological
profile of severe, persistent and complex mental illness in adolescents and young adults. We sought
to:
define severe, persistent and complex mental illness as it applies to young people;

•

determine the number of adolescents and young adults with severe, persistent and complex
mental illness in Queensland; and

•

explore the proportions of adolescents and young adults within the severe, persistent and
complex mental illness group who have different demographic, clinical and psychosocial
characteristics.
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2.2 Methods
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To achieve this aim, we conducted a literature review, consulted with experts, and analysed data
available from three relevant national Australian surveys.
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Literature review
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Firstly, a literature review was conducted to identify published academic papers and reports from
research bodies, government agencies and service providers that provided definitions and
prevalence estimates of severe, persistent and complex mental illness in adolescents and young
adults. Publications from both Australia and countries with similar demographics and health
systems, such as the United Kingdom and United States, were included. Definitions for adults were
also included in the search to supplement any definitions found for youth and provide a point of
comparison. Based on the literature review, a description of the target population and list of
indicators of severity, persistence and complexity were developed. The results of this review as well
as a summary table listing identified indicators are included in Appendix B. The review of existing
definitions and prevalence estimates provided a basis to guide the subsequent expert consultation
and survey data analysis for this population.

Expert advice
Secondly, expert advice was sought to define and quantify the target population. An expert panel
was convened, consisting of four child and youth psychiatrists:
•

Brett McDermott, Professor of Psychiatry, Townsville Clinical School, College of Medicine
and Dentistry, James Cook University

•

James Scott, Conjoint Associate Professor Royal Brisbane Clinical Unit Faculty of Medicine,
Affiliate Associate Professor UQ Centre for Clinical Research Faculty of Medicine
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•

Beth Kotze, Acting Executive Director of Mental Health Services, Western Sydney Local
Health District

•

Andrew Chanen, Deputy Director of Research, Head of Personality Disorder Research,
Director of Clinical Services, Orygen Youth Health
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These experts were approached to include a mix of clinicians from both Queensland and other
states, and because of their experience with the target population and involvement in national
planning projects for this group. The expert panel met via teleconference and Skype on several
occasions from November 2016 to February 2017. Discussions covered the target population, their
service needs, and interpretations and refinement of the findings of the literature review. Building
on the available literature described above, the panel of youth experts provided advice resulting in a
summary description of the indicative number and defining characteristics of adolescents and young
adults with severe, persistent and complex mental illness in Australia, based on their clinical
experience. This was broken down into severe, persistent and complex mental illness in the
adolescent period (12-17 years) and for young adults (18-24 years).
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Analysis of survey data
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Third, an analysis of data from three nationally-representative Australian epidemiological surveys
was conducted. These surveys included the Second Australian Child and Adolescent Survey of
Mental Health and Wellbeing or ‘Young Minds Matter’, the 2007 National Survey of Mental Health
and Wellbeing, and the 2010 Survey of High Impact Psychosis (for summaries of the surveys see
Appendix B). Descriptive analyses were conducted to ascertain the proportion of adolescents and
young adults meeting the definition of severe, persistent and complex mental illness in each survey
as well as to explore the mix of different characteristics within this population.
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To determine the proportion of adolescents and young adults with severe, persistent and complex
mental illness, specific variables indicating severity, persistence and complexity were extracted and
combined to construct the target group. These variables were chosen based on the findings of the
literature review and expert consultation. Across all three surveys, individuals were required to be
aged as per the parameters of this report (12-24 years) and to have a 12-month diagnosis of a
mental disorder either considered generally severe (e.g. schizophrenia or psychosis) or displaying a
severe level of symptomology (e.g. severe depression, anxiety, or conduct disorder). Individuals who
reported being told by a health professional that they had schizophrenia were also included, with
this being relevant for YMM and the NSMHWB. Finally, as an indicator of complexity and severity,
individuals included in the target group were those meeting the above criteria who were not
involved in education, employment, or full-time caregiving. The measures of role function varied
slightly by study, for example those absent from school for more than 60% of the previous year in
YMM were considered to meet our definition as few in the 12-17 years age group were completely
disengaged from all schooling and employment. For each survey, the number of individuals meeting
all inclusion criteria for age, disorder severity, and role disengagement was calculated. Each survey
describes a different cohort of young people. The YMM covers a younger age range than is included
in the other two surveys, with some overlap in the 16-17 years age range with the NSMWHB. These
two surveys also cover a different range of primary diagnoses and recruited through a process likely
to identify different individuals than the SHIP survey. It was therefore assumed that although there
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could be some minimal overlap across the three samples, they were discrete for the purpose of
calculating the size of the overall target population.
To further explore the proportions of young people within this target population with different
characteristics, additional variables relating to socio-demographics, physical and mental health
comorbidities, suicidality and self-harm, functioning and impairment, service use, and other factors
of interest were extracted (for full list and definitions, see Appendix B).

2.3 Findings

C
Y

Definition of severe, persistent and complex mental illness in young people
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Definitions of severe, persistent and complex mental illness encompass the diagnosis and
comorbidities, duration of illness, history of service contact, impaired functioning and other
complexities including risk and vulnerabilities 4, 5. For the purposes of this report we consider the
elements of severity, persistence and complexity to be as follows:
Severity encompasses clinical severity and is reflected in diagnosis, acuity of symptoms of the
primary mental illness, recent hospital admissions and/or the presence of role dysfunction.

•

Persistence is reflected in the duration of illness or service needs.

•

Complexity in severe mental illness arises from three main sources. The first is the impact on
activities of daily living and role dysfunction due to the severity of the illness, including
disengagement from occupational, social or family networks, and the requirement for
support, such as accommodation and vocational assistance, to achieve and sustain maximum
independence and quality of life 6, 7. Second, complexity arises when the person with mental
illness also experiences comorbid intellectual, developmental, personality or substance use
disorder, and/or physical illness. Third complexity arises when a person with mental illness
experiences social exclusion, abuse, neglect or other trauma; homelessness; or involvement
with the criminal justice system.
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According to our expert panel, adolescents aged 12-17 years with severe, persistent and complex
mental illness are likely to present with a range of primary diagnoses, including one or more of:
severe mood and anxiety disorders; treatment resistant early psychosis; disruptive behaviour
disorders; borderline personality disorder; PTSD; eating disorders; severe and intractable school
refusal; and reactive attachment disorder. These may be complicated by comorbidities with
substance use disorders and/or significant physical health problems. They are at a high level of risk
to themselves or others. Individuals in this group have one or more complexities, such as social
isolation, complex trauma, intellectual disability, educational disengagement, developmental delays,
exposure to abuse or neglect, family problems, or poor functioning and self-care. Other agencies
such as juvenile justice or child protection are often involved. Of these adolescents, 100% are not
engaged with education, employment or training (though once they access services they may reengage with education via these supports). The combination of these features warrants a more
intensive and coordinated service response.
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Young adults aged 18-24 years with severe, persistent and complex mental illness are likely to
present with a range of primary diagnoses, including one or more of: treatment resistant early
psychosis; severe mood and anxiety disorders; borderline or other personality disorders; and
complex trauma. These may be complicated by comorbidities with substance use disorders,
intellectual disability, eating disorders and/or significant physical health problems. They are at a high
level of risk to themselves or others. Individuals in this group have one or more complexities, such as
social isolation, disengagement from education and employment, homelessness or poor functioning
and self-care. Multiple agencies such as health, housing, social services and criminal justice are often
involved. Individuals in this population are often disengaged from family/care givers and friends
highlighting that work must be done to engage these individuals in meaningful activities to become
part of a community. The combination of these features warrants a more intensive and coordinated
service response. It is important to intervene early to prevent further disability and service costs
down the track.
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Prevalence of severe, persistent and complex mental illness in young people

G

O

VE
R

N

M

EN

T

Based on available estimates and clinical experience, the expert panel advised that approximately
0.02% of adolescents aged 12-17 years have the most severe, persistent and complex disorders likely
to require the highest levels of intensive outreach or extended inpatient treatment. This equates to
74 adolescents in Queensland in 2016 (see Table 2). For young adults aged 18-24 years there were
no published estimates available and it was more difficult to estimate the size of an equivalent
narrow target population. Instead, a broader group of up to 0.4% was chosen based on expert
advice and to align with previously published estimates for 18-64 year olds in Australia6. This
equates to 1,862 young adults in Queensland in 2016. Due to the small sample sizes available in the
three surveys, we were unable to focus the analysis on such a small cohort and so the population
reflected in the following survey analysis is larger, at 0.8% of young people, and consistent with
broader definitions of severe, persistent and complex mental illness in the literature (for YMM, 18
participants or 0.60% of 12-17 year olds; for NSMHWB, 15 participants or 0.72% of 16-24 year olds;
for SHIP, 59 of the 1825 participants, which could roughly approximate 0.09% of 18-24 year olds).
This broader group would also require a range of mental health services but at a lower intensity than
the sub-group of young people with the most complex problems.
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Table 2: Prevalence of severe, persistent, and complex mental illness in youth, based on expert advice
Age
12-17 years
18-24 years
Estimated prevalence
0.02%
0.4%
Number of people, Australia 2016
345
9,162
Number of people, Queensland 2016
74
1,862

Mix of characteristics within the target population
While the target population able to be described in the surveys was broader than that defined by
our expert panel, the data nevertheless provided an opportunity to investigate potential
characteristics of this population in more depth. This section outlines the proportions of young
people with severe, persistent and complex mental illness, as identified in the survey analysis, with
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different socio-demographic characteristics, clinical features, psychosocial characteristics and service
utilisation.
Socio-demographic characteristics
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A summary of the socio-demographic characteristics of young people with severe, persistent and
complex mental illness is provided in Table 3. The YMM, NSWMHB and SHIP each provide snapshots
of different cohorts of young people. YMM includes a younger adolescent sample, while the
NSMHWB and SHIP both focus on older youth, with common and low prevalence disorders
respectively. Due to the different samples the socio-demographic characteristics of each population
are different; for example, the proportion of males varied in the NSWMHB and SHIP severe and
complex youth populations, likely due to differences in the gender mix for primary diagnoses of
mood and anxiety disorders versus psychotic disorders. Table 3 also provides comparative data for
all young people, with and without mental disorders, within the specified survey age range. The
cohorts of young people with severe and complex mental illness appear to be more socioeconomically disadvantaged than their peers, although the wide confidence intervals around these
small sample estimates mean that differences should be interpreted with caution.
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Table 3: Socio-demographic characteristics of young people with severe, persistent and complex mental
illness
Indicator
Survey variable [standard error (SE) or 95% confidence interval (CI)]
YMM
NSMHWB
SHIP
Age range
12-17 years
16-24 years
18-24 years
Mean age in years
15.2 [0.5]
20.9 [0.7]
21.9 [0.2]
All adolescents: 14.5 [0.04] All young adults: 19.7
[0.08]
Male
43.6% [20.6, 69.7]
24.0% [7.1, 56.9]
71.2% [59.2, 82.7]
All adolescents: 51.4%
All young adults: 51.0
[49.4, 53.5]
[50.8, 51.3]
SEIFA decile of
36.2% [16.3, 62.2]
51.7% [21.1, 81.1]
35.6% [23.4, 47.5]
disadvantage score ≤3
All adolescents: 26.0%
All young adults: 25.5%
(30% most disadvantaged) [22.1, 30.4]
[22.8, 28.4]
Lives in a major city
46.6% [23.6, 71.2]
79.3% [45.9, 94.5]*
84.7% [75.0, 93.2]
All adolescents: 63.0%
All young adults: 71.7%
[58.0, 67.7]
[69.2, 74.1]*
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Note: *Lives in a major urban area as per data collection format.

N

Clinical features

Table 4 details the clinical features of young people with severe and complex disorders across the
three national surveys. Young people predominantly reported diagnoses of depressive, anxiety and
psychotic disorders. Current or lifetime diagnosis of a comorbid substance use disorder was high,
with more than half of young adults in the SHIP reporting two or more substance use disorders at
some point in their life, and 42% of the NSMHWB having a substance use disorder in the past year. A
significant minority (15-20%) of young adults also reported one or more comorbid serious physical
health problems, which would be expected to increase the complexity of their health care needs.
Further, 15% of adolescents with severe, persistent and complex mental illness in the YMM sample
had an intellectual or developmental disability (including autism or Down Syndrome).
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For the majority of young people in these samples, their disorder had been present for a number of
years; 81% of the SHIP cohort had an illness duration of more than 2 years and 27% a continuous
and chronic course of illness, and half of the NSMHWB group also had an illness duration of more
than 2 years (with an average overall of 3 years). These rates reflect the adolescent onset of many
mental disorders and the challenges in achieving remission and restoration of functioning in illnesses
like early onset schizophrenia.
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The rates of suicide attempts and self-harm were high in this sample, as was the experience of
trauma. Within the severe, persistent and complex disorders cohorts, 44% of YMM adolescents and
32% of the NSMWHB sample had attempted suicide. Rates of deliberate self-harm, where available,
were similarly high. Other indicators of risk in these populations included 11% of adolescents in the
YMM sample exhibiting persistent aggression towards others (aggression on 5 or more occasions),
and 75% of the SHIP sample being admitted involuntarily in the past year. All young adults in the
severe, persistent and complex NSMHWB sample had experienced a traumatic event, and 32% of
the SHIP sample had experienced trauma before the onset of their psychotic disorder. For the
NSMWHB sample the most common types of trauma were witnessing a traumatic event,
experiences of sexual and non-sexual violence, and causing harm to others. Nearly one third had
experienced four or more different types of trauma in their lifetime.
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Psychosocial characteristics
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The overall functioning of young people meeting criteria for severe, persistent and complex
disorders was poor (see Table 4). 63% of young adults with psychotic disorders had a PSP global
functioning score less than 50 (serious impairment), and a similar number were in receipt of the
Disability Support Pension. The mean WHODAS score for young adults in the NSMHWB sample was
21.7, significantly higher than the mean for all 16-24 year olds with and without disorders of 14.2,
and more than half the target group were above a WHODAS cut-off score of 10 reflecting clinically
significant disability8. A minority of young people were experiencing significant problems or needed
assistance with activities of daily living and self-care tasks.
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As per the criteria defining this sample, all of these young people were disengaged from
employment and schooling, or had a large number of days absent from school in the last year (for
YMM). Adolescents in the YMM sample who had some school attendance reported high numbers of
suspensions and poorer connectedness with school compared to their peers (score of 2.7 vs. 1.9 out
of 5, where a higher score indicates poorer connectedness). A significant minority of young adults in
the NSMHWB and SHIP samples were socially isolated. Only a small proportion of these young
people were identified as having poor family functioning or infrequent family contact, but this was
greater than for young people generally (e.g. 17.9% vs. 4.1% poor family functioning in YMM). It is
likely that adolescents and young adults with families who have high levels of dysfunction would not
have participated in the survey due to sampling methods.
Homelessness is more likely to affect young people with poor family functioning or connections, for
example, 17% of the SHIP young people with severe and complex disorders had been homeless in
the past year. When considering lifetime rates of homelessness this rate rose to 37% for the
NSMHWB sample.
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Service utilisation
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Rates of hospitalisation in these samples of young people with severe, persistent and complex
disorders were particularly high for older youth, with 49% of the NSMHWB cohort and 91% of the
SHIP cohort having been admitted in the past year (see Table 4). In these age groups, about half of
those admitted had been an inpatient on more than one occasion, with a small minority reporting
three or more admissions. Rates of hospitalisation were much lower in the adolescent YMM cohort,
at 28%. High rates of outpatient mental health service utilisation were difficult to identify in the
YMM and NSMHWB surveys due to the categorical coding of data. In the SHIP sample, 42% reported
26 or more contacts with specialised clinical mental health services in the community in the past
year, equivalent to fortnightly or more, and 31% were under a community treatment order. Also
within the SHIP sample, 43% had some contact with non-government mental health support
services, but only for an average of 1.6 contacts in the past year.
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Most of the young people identified in our severe and complex mental illness cohorts had not had
contact with the criminal justice system. At any time in their life, 10% of adolescents in the YMM
group had been arrested, with 4% arrested in the past year, while 15% of the older SHIP sample had
been arrested or charged in the past year. A smaller group of 6.8% of the SHIP sample had been in
prison or lockup in the last year. None of the severe and complex NSMHWB sample had ever been
imprisoned in jail or a correctional facility.
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Table 4. Clinical features, psychosocial characteristics and service utilisation of young people with severe, persistent and complex mental illness
Survey variable [95% CI]
Indicator
YMM
NSMHWB
SHIP
Clinical features
Primary diagnosis
Major depressive disorder or
Schizophrenia or psychosis: 33.8% [13.7-62.3]
Schizophrenia: 66.1% [53.6-78.2]
anxiety disorder: 100%
Bipolar disorder: 26.2% [7.2-61.9]
Schizoaffective disorder: 22.0% [11.3-33.3]
Major depressive disorder or anxiety disorder:
Bipolar disorder: 5.1% [0.0-11.3]
40.0% [15.9-70.1]
Depressive psychosis: 3.4% [0.0-8.5]
Delusional disorder: 3.4% [0.0-8.2]
Substance use disorder
N/A
Substance abuse: 28.0% [9.6-58.6]
Alcohol dependence: 11.9% [3.9-20.3]
Substance dependence: 23.2% [7.7-52.1]
2+ lifetime diagnoses of alcohol/cannabis/other
Substance abuse or dependence: 42.1% [16.6substance use disorders: 54.2% [42.3-67.3]
72.6]
Eating disorder
6.9% [1.6-25.3]
N/A
8.6% [1.8-16.1]
Intellectual or
15.0% [3.3-47.6]
N/A
N/A
developmental disability
Significant physical health 0%
15.2% [2.9-52.0]
20.3% [10.9-31.0]
problem
Illness duration ≥2 years
N/A
50.4% [22.6-77.9]
81.4% [70.4-90.7]
Continuous and chronic
N/A
N/A
27.1% [15.9-39.3]
course of illness
Suicide attempts
51.2% [26.7-75.2]
31.7% [11.8-61.7]
13.6% [5.5-22.2]
*
Self-harm
44.3% [20.2-71.5]
N/A
27.1% [16.4-38.9]
Aggression towards
11.2% [1.6-49.2]
N/A
N/A
others
Involuntary inpatient
N/A
N/A
75.0% [58.3-88.9]
treatment
2+ admissions: 25.0% [10.4-41.4]
3+ admissions: 3.1% [0.0-10.3]
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100%
Witness to traumatic event: 77.0% [44.6-93.3]
Sexual violence: 59.9% [27.9-85.2]
Violence (non-sexual): 47.1% [20.8-75.2]
Caused harm to other: 30.3% [11.9-58.4]
War & displacement: 21.3% [5.8-54.3]
Accidents, injuries, or illness: 17.5% [4.4-49.5]
Disasters: 5.1% [0.6-33.9]
Other: 13.7% [2.7-47.2]
1 category: 40.4% [18.3-67.2]
2-3 categories: 29.3% [9.2-62.8]
4-5 categories: 18.0% [5.0-47.7]
6+ categories: 12.3% [2.3-45.2]

32.2% [20.4-44.2]

N/A
N/A

WHODAS score >10: 54.2% [24.4-81.3]
N/A

Getting around: 0%
Communicating: 18.0% [5.2-46.6]

53.5% [23.9-80.9]
Getting around: 5.1% [0.6-33.9]
Communication: 5.1% [0.6-33.9]
Household tasks: 5.1% [0.6-33.9]
12.3% [2.3-45.2]
N/A

13.8% [5.1-22.7]

Ever: 37.4% [12.0-72.4]

Past year: 16.9% [7.9-27.7]
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N/A
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14.0% [3.2-44.9]
Suspended from school 4+ times:
7.7% [1.8-27.8]
School connectedness mean score:
*, †
2.7 [2.0-3.3]
School engagement mean score:
*, †
2.2 [1.8-2.5]
N/A

PSP score of ≤50: 62.7% [50.0-75.0]
62.5% [49.3-74.5]

30.5% [18.8-43.7]
N/A

Homelessness
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Problems with self-care
School disengagement
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Psychosocial characteristics
Global functioning
Receipt of disability
benefits
Needs assistance with
activities of daily living
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Experience of abuse or
trauma
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N/A

N/A

Arrested:
Ever: 10.2% [3.1-29.0]
Past year: 3.6% [0.5-22.5]
†
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N/A

‡

Less than monthly contact with friends: 10.6% [2.420.5]
No contact with friends: 2.1% [0.0-7.3]
No friends: 20.3% [10.5-30.6]
‘Severe’ dysfunction in socialising: 30.5% [18.5-44.2]
Felt socially isolated: 27.8% [16.7-40.7]

PO

Mean: 11.9 [6.0-18.0]

48.5% [21.7-76.1]
2+ admissions: 27.2% [8.6-59.7]
3+ admissions: 9.8% [1.1-52.0]
‡
Mean: 8.8 [3.8-13.8]

N

Number of contacts with
specialised mental health
services in past year
Community treatment
order
Contact with NGO mental
health agencies
Criminal justice system
involvement

27.9% [10.9-55.1]

R

Service utilisation
Hospital admission(s) for
mental health in past year

Less than monthly contact with friends: 20.4%
[3.9-62.0]
No contact with friends: 0%
No friends: 0%
No close & warm relationships: 18.9% [4.852.2]
Felt socially isolated: 0%
Less than monthly contact with family: 15.1%
[3.1-49.7]
No contact with family: 0%

VE

Family relationships

Seeing relatives/friends less than
*
weekly: 35.7% [13.5-66.4]
Communication with
relatives/friends less than weekly:
*
21.6% [6.3-53.1]
Participation in clubs/groups less
*
than weekly: 44.3% [20.5-71.1]
Poor family functioning 17.9% [4.9,
48.3]
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Social isolation

Ever imprisoned: 0%

Many parts of family role could not carry out: 7.3%
[1.7-14.3]
Could not carry out any part of family role: 12.7%
[4.3-22.0]
91.4% [80.4-100.0]
2+ admissions: 43.8% [27.0-61.3]
3+ admissions: 6.3% [0.0-16.0]
Mean: 22.1 [SD: 18.4]
26+ contacts: 42.4% [29.8-54.5]
31.0% [20.0-44.8]
43.1% [30.2-55.0]
Mean number of contacts: 1.6 [SD: 8.3]
Charge or arrest past year: 15.3% [6.7-25.9]
In prison or lockup past year: 6.8% [1.5-13.8]
‡
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Note: *data from youth-reported component of YMM; out of a total score of 5 with higher scores indicating poorer school connectedness/disengagement; likely to be an underestimate due
to the categorical nature of data collection (medians were applied to each category).
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Limitations
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Several limitations of the survey analyses should be noted. The small numbers of young people
meeting our definition limited exploration of their clinical, psychosocial, and service use
characteristics and large differences in survey measures across the three surveys further restricted
the analyses we could conduct. YMM and NSMHWB were household surveys. While this is standard
practice for determining prevalence in populations, household surveys generally miss individuals
who are homeless or institutionalised (i.e. in care or prison). As such, these surveys may miss a
proportion of people with severe, persistent and complex mental illness who are living outside of
the home, including in hospital or institutional care. For example, this may have been why no cases
of severe conduct disorder were found in our YMM sample. Also in regards to representativeness,
SHIP utilised a sample of individuals with psychosis who were treated in the public sector or by
NGOs. Therefore, those survey findings may exclude young people who were either not in treatment
or being treated privately. None of the surveys asked about personality disorders or traumatic brain
injuries, and the coverage of comorbidities such as substance use disorders, intellectual and
developmental disabilities and eating disorders was limited. Young people with intellectual
disabilities are likely to have been excluded from participating in the two adult surveys due to
standard research methods for ensuring informed consent.
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To address these limitations, it might be possible to identify adolescents and young adults with
complex needs via other routine data sources. Some examples include examining the clinical records
of young people attending Queensland Health-funded public mental health services. According to
expert advice, the most useful indicator of complexity in these datasets would be the Z-codes
attached to diagnosis; however these may be collected inconsistently across services. Other avenues
include analysis of data from the education, child protection or youth justice departments to identify
young people with mental illness and complex needs. These analyses were beyond the scope of the
current report, and have their own limitations, but could be considered as avenues for future
investigation to complement these findings.

Key messages

There are varying definitions of severe, persistent and complex mental illness so we utilised
the findings of a literature review in combination with expert consultation to identify key
indicators of severity, persistence, and complexity.
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•
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2.4

Severe, persistent and complex mental illness is not limited to psychosis, with severe
depression and anxiety prevalent amongst this group.

•

The estimated size of the target population of 12-24 year olds from the three national
surveys was overly large due to the broad inclusion criteria and small survey samples. Expert
advice narrowed the population to a smaller estimate of 74 adolescents in Queensland with
severe, persistent and complex mental illness in need of intensive outreach and extended
care services, and 1,862 young adults in need of a broader range of intensive services and
supports.

N

•
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These individuals have multifaceted clinical and psychosocial characteristics that go beyond
health and into the area of economic, adaptive, and social functioning.

•

Service requirements will differ greatly across the age span (from 12 to 24 years) however
the low prevalence of this sub-group within the whole population makes exploration of their
service characteristics, beyond descriptive measures for the whole group, statistically
unfeasible.
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3. Clinical frameworks
3.1 Background
Whilst severe mental disorders that begin in childhood and adolescence are not common, they can
have wide-ranging and long-lasting effects. In addition to profound distress for the individual and
family, mental illness at this life stage adversely affect educational attainment and employment
prospects, social relationships and long-term physical and mental health.
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An effective clinical framework for this group is necessarily complex with considerations needed for
the effects of developmental stages (children to adolescence to adulthood), family and social
environments, multiple agency involvement (including at times the justice system), age-driven
transitions across mental health services, geography, and system resource limitations.

Defining a clinical framework
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The term ‘framework’ is used interchangeably with terms such as ‘model of care’ or ‘service model’.
In this report we use the definition of a ‘model of care’ offered by Davidson et al9 as a: ‘design for
the provision of a particular type of health service that is shaped by theoretical basis, EBP (evidencebased practice) and defined standards’. Thus we differentiate the clinical framework, as the broader
structure within which there may be one or more models of care, which target different levels or
areas of need within the consumer population.
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Given the complex health needs of this group we focus on frameworks and models that comprise
multidisciplinary services and/or interventions, including models of care, transitional care models,
service delivery models, and evidence-based planning guidelines.

O

3.2 Aims
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The second aim of this report is to identify clinical frameworks or components of frameworks that
describe specific health services and the systems to deliver those services, for adolescents and young
people with severe, persistent and complex mental illness.

O

3.3 Methods

N

A broad search of the academic and grey literature was conducted in order to provide an overview
of the evidence-base for appropriate clinical frameworks for this population, including: servicedelivery models, clinical care packages, discharge/transfer planning and key implementation factors.
Electronic searches of PubMed (including Medline), PsycINFO, CINAHL, Scopus, EMBASE and
INFORMIT were undertaken and search results screened at the title and abstract level. Search terms
comprised a combination of Medical Subheadings (MeSH) terms and free text terms to describe
characteristics of our target population (e.g., [adolescent, young adult, juvenile, teenager] AND
[severe mental disorder, complex mental illness, psychotic disorders, dual disability]) and the
intervention/clinical model (e.g., adolescent health services, continuity of patient care, long term

Page | 32

care). The search was limited to studies reporting on frameworks or models from countries with
comparable health systems to that of Australia and published in English.
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An additional supplementary search was conducted to identify other data sources not captured
through the academic databases. Alternate data sources included government service plans or
models of care and conceptual frameworks that describe proposed, previously trialled, or currently
implemented service delivery models and clinical frameworks. The search included state and
national government websites, targeted Google searches, the Cochrane Library, and relevant
reviews or reports. Additionally, expert consultation helped to identify any salient gaps in our
findings. Lastly, we reached out to any existing facilities serving this population in order to pursue
any service methods not available in the literature or online. A detailed description of the literature
review methods is provided in the Appendix C.
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This review focused on individuals between 12 and 25 years of age. For the purposes of our review,
we considered data sources that included samples or target populations that fell largely within the
12 to 25 year age group. Studies that included samples overlapping this (e.g. 10-15 years) were
included as long as 50% or more of the sample fell within our specified age range.
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Much of the academic literature defines their target populations according to diagnoses, in order to
provide clarity around the parameters of the research and the specific situations in which results of
evaluations may apply. So for the purposes of building search strings we used the following terms to
describe severe, persistent and complex mental illness as it is generally categorised in the academic
literature: psychotic disorders, severe affective disorders, anxiety disorders, personality disorders,
severe adverse events or trauma. No limitations were placed on comorbidities of target groups (e.g.
intellectual disability or substance abuse).
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Papers outlining models of early intervention were excluded during our review, as the population
targeted by such interventions may not yet be experiencing such severe dysfunction as is
demonstrated by the cohort with severe, persistent and complex mental illness. However, it is
important to note that early intervention services are an important component of a well-designed
child and adolescent mental health services framework. Ideally, early intervention and lower
intensity interventions are able to help the majority of adolescents with early signs and mild to
moderate problems, before the mental illness becomes profound enough to fall into the severe,
persistent and complex category, and thus reduce the number that may require services through an
intensive or extended treatment program.

N

In total, 28 resources were found, including 21 academic journal articles and 8 government reports,
non-government organisation (NGO) reports, policy submissions, and recommendations. The
majority of publications in this area come from Australia, the UK and the USA.

In addition to the literature searches described above, input was sought from the Expert Panel as
described in Chapter 2, regarding key service components required by young people with severe,
persistent and complex mental health illness. This advice focused on identifying the elements of care
required, rather than on how these should be organised or delivered, and was therefore intended to
supplement understanding of clinical service requirements for this group, rather than describe a
particular service model.
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3.4 Findings
The literature on evidence-based healthcare for youths with severe, persistent and complex mental
illness was highly variable. The review identified information sources that ranged from: existing
syntheses of the literature that focus on specific topics or sub-populations; existing clinical
frameworks; descriptions of theoretical or established models of care; and program or service
evaluations. We found little consistency between reports in terms of quality and the degree/detail of
information provided.
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Of the 28 relevant information sources identified in the review, 13 outlined a specific service10-22,
seven outlined a more theoretical approach to service development1, 23-28, and 8 reported on specific
implementation factors relating to services for the target population29-36 (see Tables 8 and 9 in
Appendix C for more detail). Of the services outlined, seven were for inpatient treatment, six were
for community treatment, and two provided both aspects of care. Nine of the thirteen sources
outlining services stated a specific model upon which their service was based. The most commonly
used models revealed by our search were Assertive Community Treatment, Multi-systemic Therapy,
and the Wraparound Model.
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The seven sources reporting on guiding principles for service delivery detailed aspects such as
guidelines for designing and implementing models of care, specific suggestions for transitional
planning, and detailing proposed models. A review of child and adolescent mental health services
available within South Australia was also identified24.
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Four of the eight sources detailing specific implementation factors reported findings on the
effectiveness of inpatient psychiatric treatment for various populations, such as those with comorbid
intellectual disability, and comparisons of treatment outcome between various diagnoses29-31, 33.

O

Tables 8 and 9 in Appendix C provide a summary of the service models identified in this review.
Table 8 contains the models outlining bed based (inpatient or residential treatment, while Table 9
contains models that use community-based interventions).

G

Synthesis of the evidence – components of a clinical framework

N

O

T

A key finding of this review is the need for a clinical framework to incorporate a range of clinical and
support interventions to address the different developmental stages, risk management,
different/evolving levels of severity and stages of recovery. The evidence suggests that inpatient
treatment is an important component in the continuum of care; it is typically required only for short
duration where individuals require a safe environment and intensive supervision. More extended
inpatient treatment was acknowledged as required by some individuals within acute inpatient
settings, but only one service model was identified which focused on provision of extended inpatient
treatment for young people.

A number of frameworks focused on provision of intensive community treatment services as
providing a higher level of clinical response than standard community based treatment and as
specifically facilitating transition between acute inpatient and return to standard community care10.
In community-based services, those based on assertive outreach models reported greater
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improvements in mental health outcomes10, clinical functioning19, reduced hospital attendance19 and
reduced length of stay in inpatient facilities10.
A small number described acute inpatient services linking directly to standard community mental
health services13. Descriptions of residential facilities were uncommon in the literature, with those
identified in the review promoting limited lengths of stay in subacute step up/step down facilities
and where more extended stays were described, the focus was on rehabilitation rather than clinical
treatment18. One residential rehabilitation model was identified in which collaborative care planning
integrated intensive support and ongoing clinical treatment over an extended period11.
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Of note, each of the models identified in this review comprised a multidisciplinary team, many
employing collaborative care and/or a shared care plan. An equally common feature was the
placement of the individual receiving treatment (and often family) at the centre of the health service
model. In most cases the consumer was involved in the development of their care plan. Involvement
generally took the form of helping to identify their needs and priorities13, although in some cases
consumers also collaborated and contributed to decisions around intervention modalities28. One
evaluation was able to show that collaboration with the consumer and individualized treatment led
to better engagement, and led to greater wellbeing and functioning at discharge22.
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Most of the frameworks and models included other support functions, aimed at assisting the young
person to integrate back into the community. In some cases, the model included providing health
promotional activities to relevant community agencies including providing education and training
sessions for schools, elements of the health and welfare sector and the general community13.

O

Treatment efficacy
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Poor outcomes following discharge were linked to poor transition planning37, 38 and lack of follow-up
support. A number of service models, both residential11, 13 and community-based22, incorporated
discharge planning from an early stage, typically from the time a consumer entered the service or
from at least 3 months prior to discharge25. In each case, the consumer and/or carer was involved in
developing the discharge plan.
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Overall, short-term inpatient treatment has been associated with substantive and sustained health
gain30. One study suggested residential treatment can prepare youth with very high needs to be
served by intensive services in the community within six months31. When treating patients at an
acute inpatient service in New Zealand, the greatest amount of clinical change (as demonstrated by
Health of the Nations Outcome Scales – Child and Adolescent (HoNOSCA) scores) occurred within
the first three weeks of an inpatient admission16. However, this study noted that consumers with
major psychosis did not progress as quickly as other consumers during the initial three weeks, but
did make significant reductions in scores as their admission progressed16.
When comparing the outcomes of psychiatric inpatients with and without intellectual disability, no
significant differences in the degree of improvement between the two groups was found29. Although
consumers with intellectual disability required generally longer lengths of stay and had higher
impairment ratings (in terms of HoNOSCA scores), this population is able to make improvements
similar to those without an intellectual disability during an inpatient admission29.
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Several studies also provided measures of efficacy for community treatment programs. Adolescents
participating in a program of assertive community treatment (ACT) were found to spend less time in
psychiatric hospitals during their first year participating in the program17. Similarly, participants in an
intervention to treat youth with severe emotional disturbances and subsequent complex needs
within the community experienced a 70% reduction in inpatient psychiatric admissions, an 82%
reduction in long-term residential care admissions, and a 45% reduction in the use of acute
residential placements after twelve months of accessing the service19.
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The use of an Adolescent Assertive Outreach Team was found to improve mental health in terms of
symptom treatment and overall functional improvement, suggesting adolescent who receive
intensive community support are treated as effectively as those receiving a combination of
interventions (e.g. inpatient treatment and intensive outreach)10. Overall, intensive community
support can serve as an alternative to inpatient care for some adolescents referred for admission;
however the availability of community treatment does not eliminate the need for acute psychiatric
inpatient care in all adolescents10.
Limitations
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There was little information available on the efficacy of inpatient and residential facilities. What
information was available was biased toward individuals who required acute immediate clinical care,
rather than on-going care. Outcome research of residential treatment has also been limited by lack
of methodological rigor and inadequate resources for evaluation.
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A broad limitation was the defined nature of the cohort or study sample. To assess the extent to
which clinical models are effective, cohorts or target samples need to be as comparable as possible
to reduce potential confounding factors. However, due to the pre-defined nature of participants, for
instance exclusion of those at high risk of suicide or self-harm, the sample will generally not reflect
the complexity of cases in the community. This prevents us being able to generalise the
effectiveness of the model within the broader community.
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A number of studies report methodological limitations including small sample sizes18, 29, lack of a
control group10, 18 and retrospective data collection. These findings must therefore be interpreted
with caution.

T

Expert advice on service requirements
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As the findings of the literature review provided only limited information regarding service models
for the target group, further input was obtained from the expert panel regarding the key service
components required by young people with severe and persistent mental illness and complex needs.
As stated previously, this advice focuses on describing the elements of care likely to be required,
rather than the service model by which these should be organised or delivered and should be seen
as supplementing the consideration of service models.
The following elements were identified by the expert panel as key service requirements and issues
for consideration in developing an appropriate service model.
•

No single service type or component is considered sufficient to provide treatment for young
people with severe and persistent mental illness and complex needs. Instead, these young
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people require a comprehensive range of integrated service components able to deliver
intensive and coordinated clinical treatment and nonclinical support over an extended
period.
The majority of intervention provided should occur within the community and involve the
young person’s family and/or other significant support people. An intensive, mobile
outreach mode of delivery is required, which closely coordinates mental health treatment
with services provided by other agencies involved in the young person’s care.

•

It is likely that all young people with severe and persistent mental illness and complex needs
will require inpatient treatment at some time during their course of treatment. The
significant majority should be able to be treated with brief admission to an acute inpatient
mental health service. In particular, for adolescents aged up to 17 years, young people in
situational crisis and young people with personality disorders, a series of brief admissions
would be more appropriate than an extended stay in an inpatient facility.

•

A very small percentage of the target group may require a longer stay of 1-2 months in an
acute inpatient unit. Acute inpatient stays of this duration would only be appropriate where
required due to the particular complexity of the individual’s needs, such as the need to
identify appropriate and stable accommodation on discharge.

•

In general, extended stays of up to six months in subacute hospital-based services are
considered to be largely inappropriate for young people. Such extended inpatient stays
should not be required for adolescents (12-17 year olds) if comprehensive alternative, more
appropriate services are available. For young people aged 18 to 24 years, a small number of
individuals with exceptionally severe and complex disorders (as few as 2% of the identified
target group) may require an extended subacute inpatient hospital stay due to unremitting
illness and other complexities.

•

Age-appropriate sub-acute, non-acute residential and accommodation services that are able
to address the developmental needs of adolescents and young people should be available as
an important component of the range of services required. These should be located in the
community with capacity to support adolescents and young people with high needs through
collaboration with intensive clinical treatment services provided on an in-reach basis. While
only a minority of the target group are likely to require these services at any point in time,
the lack of availability of suitable age-appropriate residential and accommodation services of
this nature was identified as a major factor in increasing the likelihood of extended inpatient
stays.
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•

•

Intervention should also focus on facilitating engagement in educational, vocational and
social activities to ensure that the individual is able to continue to address the
developmental tasks appropriate to this life stage. As the vast majority of young people with
severe, persistent and complex mental illness are likely to be disengaged from education
and employment, support to re-engage with these roles is a fundamental aspect of
intervention and necessary to promote community engagement and to achieve the best
long term outcomes. Psychosocial recovery and peer-delivered services are also important
to build social interaction and other life skills.
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•

It is important that mental health treatment services for young people in this target group
are integrated with other health services. Treatment of comorbid drug and alcohol problems
should be integrated into all components of care, including within both inpatient and
community based treatment, with specific dual diagnosis services identified as particularly
helpful for this target group. The importance of complementary physical and sexual health
care to address the other health care needs of this complex population was also highlighted.

3.5 Key messages
The evidence-base around clinical frameworks for this population is sparse and the
information that is available is highly variable in terms of clinical care settings, descriptions
of services and characteristics of the target groups.

•

As a whole, the literature supports the need for a clinical framework for adolescents and
young people with severe, persistent and complex mental illness that includes a range of
healthcare settings to address evolving needs.

•

The majority of published literature on clinical frameworks or models for this target group
described intensive community treatment services or integrated acute inpatient and
community treatment. There is almost no evidence to inform a model of care for an
extended inpatient service.

•

Common features of contemporary clinical frameworks include an individualised treatment
approach, multidisciplinary teams, intensive case management, engagement with families
and facilitating integration into community. Collaborative care planning in which the
consumer is central to the process and contributes to decisions is also highlighted.

•

Entry criteria for identified services typically focused on diagnosed psychiatric disorder,
severity of disturbance and functional impairment, and failure to have needs met by less
intensive services.

•

The research indicates that transitional arrangements and ongoing support are critical in
achieving positive outcomes and should begin early and occur in consultation with
consumers, families and broader community supports (such as schools and community
services).
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•

Consumer involvement was consistently highlighted as an important component in service
development and provision.

N

•

Page | 38

4. Program evaluation frameworks
4.1 Background

Y

A comprehensive evaluation process is critical to the effective management of resources and
delivery of evidence-based care in a mental health service. Ideally data should be collected,
reviewed and reported on an ongoing basis to promptly identify and address inefficiencies, with
routine evaluation processes structured into an overarching framework that describes what data is
of interest, and how it should be measured and evaluated.
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Evaluation processes and measures should be tailored to the target population, setting and model of
care. The evaluation of an extended mental health service is likely to focus heavily on measures of
consumer outcomes such as psychological distress and level of functioning, as indicators of
treatment effectiveness. In a youth service, engagement with school or employment, level of
participation in social activities and physical health status are also highly relevant given the
importance of development occurring at this stage in life. Wherever possible, standard data
collection instruments should be used which have been validated for use in the intended consumer
group.
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Evaluations should also seek to investigate aspects of service delivery and program operations to
identify any organisational issues or deviations from the established model of care. This includes
reviewing consumer profiles, program resources and activities to ensure that these are aligned with
program aims and evidence-based practices. Consumer and parent/carer involvement in treatment,
level of engagement and satisfaction are also important variables for evaluation.
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The establishment of a mental health service is likely to have significant effects on other related
services and the overall health system. Given that mental health services do not operate in isolation
and continuity of care relies on the effective integration of services, evaluations should consider the
broader system-level impacts of a program including changes to referral pathways and overall access
to treatment in the population.

Defining a program evaluation framework versus single program evaluation
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For this review, a program evaluation framework was defined as a comprehensive description of
existing or proposed ongoing data collection, monitoring and reporting processes linked to clearly
identified KPIs. It is based on a program logic that identifies a range of important components of the
service to consider in an evaluation. Appendix D provides a detailed description of the features and
processes encompassed within a program evaluation framework.

In contrast, a single program evaluation was defined as a one-off event conducted to provide a
snapshot of program operations and impacts over a specific period of time. Evaluations that focused
on a single type of treatment or intervention delivered within a service (e.g. CBT, psychotherapy,
group therapy or drug treatments) rather than the program as a whole, were not considered to
meet the definition of program evaluations.
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4.2 Aims
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This chapter aims to provide a review of current literature on program evaluation frameworks and
single program evaluations of extended youth or other relevant mental health services. The findings
of the review were synthesised and used to inform the development of a preliminary evaluation
framework that could be further tailored to fit the adolescent extended treatment service proposed
for Queensland, once the model of care is established. We have also discussed how data that is
currently collected in Queensland health services could be incorporated into a routine evaluation
process.
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4.3 Methods
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A search of academic and grey literature was conducted to identify literature on program evaluation
frameworks and single program evaluations of mental health services providing treatment to youth
with severe, persistent and complex mental illness in high-income countries. Academic literature
was collated through a systematic search of relevant electronic databases including PubMed,
Medline, PsycINFO, CINAHL, Scopus, EMBASE and INFORMIT, the Cochrane Library, and reference
lists of relevant documents. A supplementary search was conducted of grey literature on existing or
proposed evaluation frameworks and single program evaluations of mental health services in
countries with comparable health systems. Relevant grey literature was identified through expert
consultation with mental health specialists in Australian jurisdictions, and searches of government
health department and NGO sources including websites, reports and guidelines. Direct
communication was made with authors or existing facilities to pursue additional information where
necessary.
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A search strategy was developed using a combination of MeSH terms and free text terms to describe
characteristics of the target population (e.g., [adolescent, young adult, juvenile, teenager] AND
[severe mental disorder, complex mental illness, psychotic disorders, dual disability]) and the
intervention (e.g., [program evaluation, service evaluation, evaluation framework]). Literature was
included if it was published between 2000 and 2016; came from high-income countries with similar
health systems to Australia; and described a qualitative or quantitative evaluation of a mental health
program/service, or an existing or proposed evaluation framework designed for a mental health
program/service. Studies were included if the service was aimed at a population that fell largely
within the 12 to 25 year age group, with broader consumer samples included where more than 50%
of the sample fell within the specified age range. Evaluations that focused on a single type of
treatment or intervention were not included, e.g. CBT, psychotherapy, group therapy or drug
treatments.
As a preliminary screening identified only a very small amount of literature on program evaluation
frameworks for services treating the target population, the inclusion criteria for publications on this
topic was widened to include services treating adults with severe mental illness. Given the focus on
multidisciplinary service, the recent headspace evaluation was also included in the grey literature
review despite its services targeting a less severe youth population.
Literature identified in this review was separated into two main categories of evidence for data
extraction and analysis: (1) grey literature on program evaluation frameworks, and (2) academic
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literature and grey literature on single program evaluations. The key findings of the literature review
were summarised into categories of evidence and considered in terms of their relevance to the
development of an ongoing evaluation process for an adolescent extended treatment service in
Queensland. Where possible, findings identifying specific data elements or indicators were
considered in the context of known data reporting requirements for existing mental health services.
Detailed information on the literature review method including search strings and exclusion criteria
is reported in Appendix D.
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4.4 Findings
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Review of existing program evaluation frameworks
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The review of grey literature identified two example evaluation frameworks for services targeted at
youth with severe, persistent and complex mental illness39, 40. These services included the Psychiatric
Disability Rehabilitation and Support Services (PDRSS) Youth Residential Rehabilitation (YRR) Service
in Victoria39 and the Macarthur Youth Mental Health and Housing Project (MYP) in NSW40. Given the
limited amount of information on youth services, two additional evaluation frameworks developed
for adult programs were also identified and included for review41, 42. These included an ACT service in
British Columbia (BC)42 and the Partners in Recovery (PIR) program in Australia41. Two of the four
publications describing evaluation frameworks also provided the results of an evaluation of the
program conducted according to the established framework39, 40. The findings of this review focus on
describing exemplar program evaluation frameworks to help inform the structuring of a similar
framework for extended adolescent treatment services in Queensland.
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MYP in NSW
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The Macarthur Youth Mental Health and Housing Project operated in the south-western Sydney
region of NSW from March 2011 to June 201440. This program was funded by the NSW Department
of Family and Community Services, and run by Neami National40. The program was designed to
support young people aged 16-18 years who were experiencing both mental illness and
homelessness40, 43. Key objectives of service provision were to improve housing outcomes and
achieve better mental health and wellbeing; these aims were met through the matching of support
workers with clients, personalised outreach support (e.g. development of independent living skills
and access to community activities), and direct case management support40.

N

The evaluation framework for MYP was created by the Social Policy Research Centre at the
University of New South Wales to assess the program’s ability to provide positive housing and
mental health outcomes for consumers, and to identify lessons learnt for delivering services to this
target population40, 43. Data sources for this mixed methods evaluation included document review,
program data (demographics, consumer outcome measures), and qualitative data collection (semistructured interviews, focus groups) 40, 43. Data from these sources was used to indicate program
outcomes, such as stable housing, stabilised mental health, and community participation in
education and/or work40. However, this evaluation framework was unique in that it was developed
to evaluate the service from implementation through to the end of the program for the purpose of
providing summative findings to inform future services. Table 10 in Appendix D provides an overview
of the evaluation framework developed for MYP.
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PDRSS Youth Residential Rehabilitation Service in Victoria
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The PDRSS YRR Service is part of a suite of public mental health services operated by the
Government of Victoria. The service is targeted at 16-25 year olds with a serious mental illness who
are at risk of, or are experiencing significant functional impairment and psychosocial disability. It is
comprised of Youth Residential Rehabilitation Units (bed-based transitional care for ages 16-24)
provided by five organizations, with 126/166 beds provided by one organization39. All consumers
entering YRR must work with a case worker to identify specific recovery goals, which are recorded in
an Individual Recovery Plan and used to guide service delivery39. No clear or consistent service
model has been identified39.

ACT in British Columbia
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The evaluation framework for PDRSS YRR Service was described as part of a strategic review of all
PDRSS services in a report prepared by Nous Group in 201139. The review included the development
of program logic models to articulate the principles and activity assumptions of the services. The
report also provided the results of a process evaluation conducted according to the established
program logic39. Data for the evaluation was sourced from the program’s Quarterly Data Collection
(QDC), the 2010 PDRSS Census, stakeholder consultations, and an analysis report by an external
consulting agency39. Qualitative analysis of available data informed by stakeholder consultations,
reference group meetings and a literature review was used to rate the performance of YRR against
long-term consumer mental health, physical health, social and economic outcomes on a scale of 0439. Other indicators were examined using descriptive analysis, however very little detail was
provided on data collection methods for these measures39. Table 11 in Appendix D provides an
outline of the program evaluation framework described for PDRSS YRR Service and includes some
additional information on evaluation methods sourced from a Victorian Department of Health
document released in 201244.
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ACT is a mobile community service aimed at providing comprehensive multidisciplinary outpatient
care to improve functioning and symptom management of individuals aged 18-65 years with severe,
persistent and complex mental illness42. The service delivers ongoing evidence-based mental health
care according to a consumer-centred and recovery-oriented model with a high staff-to-consumer
ratio42. Individual support is coordinated by a member of the ACT team and includes crisis
intervention, psychiatric/psychological treatment and support, medication prescription and
management, services/support for concurrent substance use disorder, psychosocial rehabilitation,
employment-related services, activities of daily living, peer support and family-centred services42.
The evaluation framework proposed for the ACT service in BC was developed for the BC Ministry of
Health Services by the Centre for Applied Research in Mental Health and Addiction at Simon Fraser
University in 201342. The framework outlined the proposed formative evaluation measures for early
in the implementation phase of the program (1-3 years) as well as additional measures to collect
once the program was fully established and in the process evaluation phase (3+ years)42. The initial
measures suggested for the implementation phase included consumer characteristics, service model
fidelity, and important consumer outcomes such as reduced crisis care, and increased engagement
with employment42. The additional measures identified for inclusion in the process evaluation phase
included staff training and cultural competence, consumer and family satisfaction, and program
cost-effectiveness42. It was recommended that data collection on these indicators be postponed
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until after implementation to avoid disturbing the progress of the program. The framework was very
clearly defined with specific data collection processes and evaluation benchmarks identified for each
indicator and very few gaps in information42. However, there appeared to be some uncertainty
around how best to evaluate program cost-effectiveness42. Table 12 in Appendix D provides an
outline of the program evaluation framework described for PDRSS YRR Service.
The PIR Initiative in Australia
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The PIR initiative aims to better support people with severe, persistent, and complex mental illness
(and their families and carers) by facilitating better integration, coordination and collaboration
between the clinical and other support services that these individuals may have contact with. PIR
focuses primarily on people who are generally in their mid-twenties or older41. These individuals may
have comorbid substance use and/or physical health issues, and are likely to experience difficulties
maintaining stable accommodation and completing basic activities of daily living41.
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The evaluation framework for PIR was developed by Urbis Pty Ltd in collaboration with the
Department of Health to conduct annual evaluations of the service between 2013 and 2016. The
framework was developed in consultation with program personnel and included the creation of the
PIR Client Minimum Data Set (MDS)41. It incorporated a range of processes for assessing the
activities, and immediate (short-term), intermediate (medium-term), and ultimate (long-term)
outcomes of PIR41. Data sources included but were not limited to the MDS, consultations with
stakeholders, case studies, and self-report measures41. A comprehensive program logic was provided
but no indication of evaluation and reporting methods were described, these were instead inferred
from data collection processes and subsequent evaluation findings41. Two evaluations on the PIR
program have been published since the development of the framework45, 46, both of which had
relatively good levels of participation but neither of which specifically reported on all of the
indicators identified. However, the second evaluation did provide useful tables contrasting the
important issues raised in each evaluation46. Table 13 in Appendix D provides an outline of the
program evaluation framework described for PIR.
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Review of single program evaluations
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Nine academic papers and two grey literature publications were identified on single program
evaluations that met the inclusion criteria (listed above). Of these, five involved services in
Australia22, 24, 47-49, four involved services operating in the United Kingdom29, 50-52, and two involved
services in the United States20, 53. The services included a mix of inpatient and community facilities,
all of which were specifically aimed at young people experiencing severe mental illness, with the
exception of headspace48. Of the eleven program evaluations included in the review, seven used
quantitative measures only20, 22, 29, 47, 49, 50, 52, while the remaining four used mixed methods designs24,
48, 51, 53
. Four of the evaluations were retrospective audits22, 29, 49, 51, three were prospective studies50,
52, 53
, three involved both retrospective and prospective methodologies20, 24, 40, 48, and one was a nonrandomised controlled study47. The findings of the data extraction are detailed in Tables 14 and 15.
Nearly all of the studies included in this review identified specific program inputs as part of a brief
description of the service being evaluated, but only two considered inputs in the actual evaluation
process24, 48. Among the small number of inputs evaluated were the program’s existing or proposed
model of care24, 48, hours of operation48, mix and number of FTE staff, and organisational structure24.
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Data on inputs was collected from qualitative interviews with stakeholders (staff, consumers and
carers), and program documentation (e.g. program policies and staffing levels), and evaluated based
on thematic analysis of feedback on program resources and comparisons to other similar services.
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Participant details and service activities were often included in the program evaluations as indicators
of service model alignment. Data on consumer characteristics were collected at intake or
retrospectively from case files and included information on consumer age, Indigenous status,
primary diagnosis, living situation (e.g. homeless, couch-surfing), previous treatment, presence of an
intellectual disability, and disengagement with school29, 48, 49, 51. Activity data consisted primarily of
care planning, case management, consumer and family involvement in care, and treatment and
incident documentation obtained from program and clinical case files. Descriptive analyses and in
some instances fidelity/auditing tools were used to determine level of agreement between program
activities and the established service model or best practice guidelines20, 24, 53.
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The most commonly used consumer outcome measures were related to mental health and
functioning. These included HoNOSCA22, 29, 47, Children’s Global Assessment Scale (CGAS)29, 47, 52,
Strengths and Difficulties Questionnaire (SDQ)47, 52, and the Global Assessment of Functioning (GAF)
scale20, 22. Data on consumer risk factors including suicidal ideation and self-harm22, 48, 49, and
substance use20, 48, 49 was also collected in several evaluations using either in-house assessments or
standard instruments (e.g. Brief Psychiatric Rating Scale, Alcohol Severity Index, etc.). A small
number of evaluations collected data on physical health20, 48, quality of life20, and housing situation53.
All outcome measures were typically applied at intake and/or discharge, with some programs
repeating certain measures over the course of service delivery and post-discharge. Results were
compared between time points using appropriate statistical analyses (e.g., Chi-squared and paired ttests)22, 49.
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A number of program outcome measures including consumer and carer satisfaction20, 48, overall
service model fidelity20, 24, 53, and stakeholder feedback on program strengths and weaknesses20, 24, 47,
48
were used in the literature as indicators of treatment appropriateness and program effectiveness.
Quantitative data was often obtained from formal assessment instruments applied at set intervals
and evaluated based on comparisons to program targets53 or between time points using statistical
analyses20, 47, 48, 51. Data on these indicators was also collected qualitatively from semi-structured
interviews and open-ended survey questions, and analysed using thematic coding to identify
pertinent information and concepts24, 48, 51.
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Cost-effectiveness was assessed as a program outcome in the evaluation of a community-based
mental health service48 and as a health systems outcome in the evaluation of an inpatient service52.
The cost-effectiveness of the community-based service was assessed using a combination of
difference-in-difference and clinically significant change methodologies, whereby program costs and
consumer outcomes were compared relative to those of two other groups: a similar group accessing
treatment elsewhere and a functional group48. In the case of the inpatient service, cost-effectiveness
was assessed by comparing the differences in estimated service costs pre-admission and postdischarge based on recorded external service use52.
More information on single program evaluation measures, data collection and analysis processes
identified in the literature is included in Tables 14 and 15 in Appendix D.
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Issues identified in the literature

The literature on program evaluation frameworks and single program evaluations both highlighted a
number of key challenges and difficulties in conducting a service evaluation. The review found
repeated evidence of the significant barriers that can be encountered in implementing a planned
evaluation, particularly in relation to data collection and analysis.

LI

C

Y

For the four program evaluation frameworks reviewed, there was limited information available on
implementation. As no publically available reports could be obtained on evaluations conducted
according to the established framework for the ACT program, it was not possible to determine how
this framework was implemented. However, for the three programs where results of evaluations
were available, it was clear that the attempts to evaluate these programs according to the
established frameworks have had mixed results, and have not been able to fully meet the scope or
level of evaluation as initially proposed.
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Limitations such as gaps in data collection and a lack of clarity and accountability for completing
evaluation tasks were frequently identified. In one publication, the authors highlighted that despite
improved consumer outcomes being a primary objective of the program, systematic data collection
on these indicators was not a requirement of service providers and therefore the evidence of
program impacts was limited to output data39. Another important challenge to ongoing data
collection and evaluation was the availability of resources required to complete these activities as
planned40, 41. For another program evaluation framework not included in this review, a withdrawal of
funding resulted in the complete cessation of qualitative data analysis of stakeholder feedback on
services54. Ethics requirements for data collection from various agencies were raised as a potential
challenge to evaluating the PIR program, especially given the time and resources required to obtain
all of the necessary approvals41. Evaluating economic outcomes of the service appeared to be
particularly difficult for some programs, with one citing insufficient data to assess one of its two key
economic indicators (reduced requirement for intensive clinical support), and another describing
uncertainty around the best approach to use for assessing cost-effectiveness42.
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A key recommendation from the program evaluation framework literature was to establish a
relatively small and simple set of measurable indicators covering a range of service aspects, including
short-term and long-term impacts, as the foundation for a program evaluation framework42. The
literature also highlighted the benefits of incorporating known consumer information and data
already collected by national or state agencies into the framework to minimize additional demands
on clinician time42. Other important recommendations from the literature included collecting data at
regular and short intervals (e.g. semi-annually), while also not overburdening evaluation participants
with assessments41. The report on the ACT framework also recommended postponing data collection
on consumer and carer satisfaction and other program outcomes until after the implementation
phase to avoid interfering with the progress of the program42. Finally, it was also suggested that
procuring a data system with software tailored to the specific data collection needs of the program
would help to facilitate the ongoing evaluation process42.

Within the single program evaluation literature, low levels of completion of data collection and the
poor quality of data collected were also frequently identified as limiting the effectiveness of
evaluations. More than half of publications indicated that an absence of data likely impacted
evaluation findings22, 24, 29, 47, 49, 51, with one study stating that the rate of completion for a key
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measure was so low that it could not be included in the analysis29. Retrospective audits in particular
were limited by incomplete referral data, care plans, case notes and incident reports22, 29, 49, 51.
Constraints on clinician time were cited as a chief impediment to effective documentation and data
collection49. A small number of evaluations also identified inconsistencies in data collection and
clinical documentation practices between providers as a limiting factor in interpreting evaluation
results52. Four evaluations stipulated that it was difficult to directly attribute consumer outcomes to
the program given the lack of a comparison group or contrasting data22, 49, 50, 53. Other limitations
identified in the literature include the absence of consumer-rated measures22 and inappropriate
referrals to the program that complicate evaluation20.
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For single program evaluations, improved documentation and data collection practices were the
most frequent recommendations made for future program evaluations. Some studies highlighted
the value of setting minimum standards for clinical documentation and training protocols for data
collection51, 53. A quality improvement study included in the review specified that assessors should
have to attain an inter-rater concordance agreement of 85% on quality assurance measures before
being permitted to conduct routine assessments53. One study recommended partnering with a
university to supervise data collection and strengthen methodological rigour47.
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Multiple studies stated that comparison data from a control or alternative treatment group of
similar individuals would strengthen evaluation findings22, 49, 50, 53. However, given that extended
youth treatment facilities are relatively uncommon and allocating young people with such severe
disorders to a control group would be unethical, a pre- and post-treatment comparison design
would likely be more feasible for such a service. Collecting long-term follow-up data was also
endorsed in the literature as a valuable means of quantifying the full impact of a program48, 49. Other
recommendations included repeating outcome assessments throughout service delivery, and
incorporating consumer-rated measures into the evaluation process22 to provide a more
comprehensive overview of program impacts.

Synthesis of the evidence – components of an evaluation framework
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The review of relevant program evaluations and frameworks found that while there was no
immediately applicable example available, a number of key principles and requirements can be
identified to guide the development of an effective evaluation framework for the proposed service.
The evaluation framework should stem directly from the defined service model. The framework
should define an ongoing evaluation process based on a program logic that describes the inputs,
activities, participants and intended outcomes (consumer, program and system-level) of the service.
The stated purpose and objectives of the evaluation should be clearly linked to the activities and
measures encompassed in the framework. For example, an ongoing evaluation approach tied to
program funding should answer specific questions about funding requirements and expenditure.
Ongoing evaluation processes should include a range of consumer, parent/carer and clinicianreported measures to provide a comprehensive overview of services. Assessment instruments and
measures should be applied at regular intervals, but not so frequently as to cause assessment
fatigue in consumers. While improved consumer mental health and functioning is certainly a primary
focus, several other important outcomes for this consumer population should also be considered.
These included short-term outcomes such as improved engagement in education and/or
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employment, and improved relationships, as well as more long-term outcomes such as reduced
need for hospitalisation and crisis care and reduced contact with the justice system. For inpatient
mental health services, other important indicators for review include the use of restrictive
interventions such as seclusion and restraint, and the use of sedation55, 56, as well as incidents of
aggression towards staff members57. These are particularly relevant given the national and state
initiatives to eliminate the use of restrictive interventions whenever possible and prevent violence
towards health staff in order to promote a safe and therapeutic environment for all involved55-58.
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Evaluation mechanisms including routine data collection, data analysis and reporting protocols
should be clearly defined. This may include setting clinical documentation and data collection
standards, and identifying specific targets that will be used to evaluate key performance indicators.
Evaluation processes will require dedicated resources and clinician time. Dedicated resources will be
required to sustain an ongoing evaluation approach, and use of incentives to enhance completion of
evaluation tasks could be considered. Whenever possible, clinical documentation practices should
be incorporated into the evaluation framework to minimize the impacts on clinician time. Employing
data collection instruments and measures that are currently used for reporting in national databases
may facilitate comparisons between services and reduce resource requirements. Use of a secure and
user-friendly electronic data management system would also facilitate ongoing monitoring and
reporting efforts.
Limitations of the evidence
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Overall, this review found that current literature on program evaluation frameworks for services
treating youth with severe, persistent and complex mental illness was limited, with only two
frameworks fitting that description. In addition, most of evaluation frameworks identified for both
youth and adult mental health services were limited in their quality as a result of gaps in
information, particularly around data collection, evaluation and reporting methodologies, and the
success or otherwise of implementation of the proposed frameworks. It was therefore critical to
supplement these findings with evidence from one-off evaluations, for which there was a greater
amount of literature available on youth services and significantly more detailed descriptions of data
collection and evaluation processes.
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Proposed evaluation framework for extended adolescent treatment services in
Queensland
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As no immediately transferrable program evaluation framework was identified as a suitable match
for extended adolescent treatment services in Queensland, a preliminary framework was developed
based on the available evidence and expert opinion. This proposed framework includes a program
logic (see Figure 2) that identifies potentially relevant indicators for the service, and a brief outline of
suggested data collection and evaluation methods for a select number of those indicators in Table 5.
Most of the indicators would likely be suitable for inclusion during the first 1-2 years of program
implementation or formative phase of ongoing program evaluation. Whilst a wide suite of indicators
has been described, it is recommended only a small number of these be included so as to improve
the likelihood of compliance. As previously stated, based on previous experience, incentives or
penalties will be required to maintain adherence to the evaluation and these are best established
prior to the service commencing to ensure that they are embedded into the service from inception.

Page | 47

Participants

Referral intake

Model of care

Individual mental
health assessments

Direct contact
hours
Data management
system
Referral sources

Individualised
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External factors: Changes to facility accreditation standards, government, and healthcare funding
Figure 1: Proposed program logic for adolescent extended treatment services
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Table 5: Proposed evaluation framework for adolescent extended treatment services
Program
Indicators
Timing
Description of evaluation methods
component
Annually
Annually

Facility

Annually

Qualified staff:
• Clinical
• Non-clinical
• Management
• Administration

Weekly

Referral sources

Weekly

Evaluated based on ratio of expenditure to budget.
Staff survey to assess clarity and appropriateness.
Number of beds and bed occupancy rates are
compared to estimated level of demand in
catchment area.

C
Y

Multidisciplinary staff FTE numbers and staff
qualifications compared to service model guidelines.

LI

Breakdown of referrer types and locations
compared to preferred intake model (e.g.
centralised) and defined catchment area.
Intake decisions (e.g. the quantity and nature of
inappropriate referrals) and outcomes of
Weekly as required
unsuccessful referrals are documented and
reviewed for patterns suggesting service gaps or
poor communication with referrers.
Evaluated monthly based on evidence of a current
Collected at intake,
care plan with links between planned activities and
during service delivery,
individualised recovery-oriented goals. Consumers,
and at discharge,
family members/carers and staff report that care
reviewed monthly
planning was a collaborative process in surveys.
Completion and timing compared to predefined
Intake and 3-monthly
benchmark (e.g. within 24 hours of admission).
Collected weekly and
Type and Frequency compared to predefined
reviewed monthly
benchmark (e.g. at least weekly).
Monthly rates are compared to those reported for
Monthly
other services and to the national target of 0.
Proportion of consumers prescribed and given
Monthly
sedatives and the reasons why are monitored over
time to promote less restrictive alternatives.
Identification of discharge planning in initial care
plan, and at case reviews.
Monthly
Consumer and carer survey to rate quality of
transition planning at point of discharge.

PO

Inputs

Funding
Model of care

Physical assessments
Individualised therapy
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Consumer seclusion and
restraint
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Consumer sedation
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Discharge/transition
planning
Participation in research

Ongoing

The program has engaged a dedicated resource to
conduct ongoing data collection and evaluation.

Program evaluation and
review

Annually

An evaluation report is produced annually to
describe service operations and impacts.

Consumer characteristics

Participants
Geographic distribution*

Consumer
outcomes

N

Care planning
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Referral intake

Reduced risk of suicide and
self-harm
Improved MH and

Consumer characteristics are compared to that of
Collected at intake and
target population, including intake criteria, and
reviewed annually for
predefined benchmarks/guidelines for collective
entire program
age, gender and primary diagnosis breakdowns.
Collected at intake and Distribution of consumers compared to general
reviewed annually
population to identify potential gaps in access.
1 year pre-intake, 3Measures may include number of suicide attempts
monthly in service and
and occasions of self-harm.
1 year post-discharge
Intake, 3-monthly and Suggested measures include APQ6, SDQ/MHI,
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functioning

1 year post-discharge

Improved engagement with
education and employment

1 year pre-intake, 3monthly in service and
1 year post-discharge

Improved relationships

Intake, 3-monthly and
1 year post-discharge

Access to extended youth
mental health services is
improved

Evaluated based on bed occupancy rates and
number of youth in other state general, adult or
pediatric wards for extended periods.

Partnerships with other MH
services support continuity
of care

Annually

Interagency partnerships
support wraparound care

Intake, monthly in
service delivery and
discharge

Consumers and carers are
satisfied with the service

3-monthly and
discharge

Program is aligned with
service model

Bi-annually

Assaults on staff are rare

Monthly

Staff are satisfied with the
service and work
environment

Annually
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Annually

LI

2 years pre-intake and
1 year post-discharge

PO

Reduced contact with
justice system*

C
Y

Allocated funding is aligned
Annually
with actual service costs*
Program reduces burden on
acute MH services and
Annually
associated costs*

Reduced hospitalization and 1 year pre-intake and
crisis care*
post-discharge

System
outcomes

Measures may include APQ6 and number of days
participating in school/work.
Measures may include the SSQ6, MSPSS, or the NIH
Toolbox Emotional Support Survey (8-17), the scores
of which may be compared between time points.
Proportion of consumers to appropriately transition
to less intensive services within the given timeframe
is compared to 100%.
Parent or youth reported number of ER visits and
inpatient bed days pre-intake compared to postdischarge.
Total number of contacts and days under
surveillance pre-intake compared to post-discharge
for each consumer.
Evidence of follow-up communication with referrers
upon intake and discharge and in the case of
unsuccessful referral. Survey of referrers, external
service providers, consumers and carers on views of
referral pathways and continuity of care.
Evidence of shared care plans (including consent to
share information) with referrers and community
services at intake and following discharge.
Consumer and carer satisfaction surveys (e.g. QLD
Health or McLean Hospital's PoC surveys) evaluated
based on established scoring systems.
Collective analysis of input, participant, activity and
outcome data
Monthly assault rates are compared to those
reported by other health services and a target rate
of 0.
QLD Health Staff Opinion (“Better Workplaces”)
Survey scored based on Outcome Unit bands.
Internal staff interviews, focus groups and rates of
staff turnover and sick leave may also provide
insight into satisfaction and risk of burnout.
Allocated funding is compared to actual costs
including evaluation activities.
Collective consumer ER visits/inpatient bed days and
estimated costs are compared pre-intake and postdischarge.

Consumers transition out of
Discharge
care within 6-12 months

Program
outcomes

CGAS/GAF, and HoNOS(CA), which can be compared
between time points.

Note: *Denotes additional indicators for evaluation of the service post-implementation (e.g. 2-3+ years). Additional details
on the proposed instruments are provided in Table 16 in Appendix D. FTE = full-time equivalent, MH = mental health, APQ6
= Activity and Participation Questionnaire, SDQ = Strengths and Difficulties Questionnaire, MHI = Mental Health Inventory,
CGAS = Children’s Global Assessment Scale, GAF = Global Assessment of Functioning, HoNOS(CA) = Health of the Nation
Outcome Scales (for Children and Adolescents), SSQ6 = Social Support Questionnaire, MSPSS = Multidimensional Scale of
Perceived Social Support, NIH = National Institute of Health, ER = Emergency Room, QLD = Queensland, and PoC =
Perceptions of Care.
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As identified in the literature, the proposed evaluation framework is comprised of a relatively simple
set of measurable indicators covering a range of key service elements. The framework suggests
evaluating several of the program input, activity and participant characteristic indicators by
comparing the actual data collected for these to the established targets or guidelines in the
program’s model of care. The framework also highlights how current best practice guidelines and
national targets can be incorporated into the ongoing evaluation of activities by assessing factors
such as consumer and carer involvement in care planning, the inclusion of physical health
assessments and the concerted effort to minimize consumer seclusion, restraint and sedation.
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In addition to mental health and functioning, a range of other relevant consumer outcomes have
been included in the framework to provide a more thorough overview of consumer wellbeing. This
includes improved engagement with education and employment, which would be particularly
important for the development and self-confidence of young people in the target group of this
service. A number of widely used instruments for assessing consumer outcomes have been
suggested, but these represent only a fraction of those that are currently available. Existing
instruments should be reviewed for their suitability once the service model is established, or an inhouse assessment tool could be developed if none of those that are currently available meet the
specific needs of the service. In addition, a combination of consumer and clinician-rated measures
should be selected to obtain different views on treatment outcomes.
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Several important program outcomes have been proposed, two of the most important of which are
consumer and carer satisfaction with the service, and staff satisfaction. An extended mental health
service has the potential to become a very stressful workplace, which could result in high rates of
burnout and staff turnover. This could jeopardize the quality of care provided in the service by
reducing the number of experienced professionals on staff, and result in higher program costs
associated with staff sick leave, recruitment and training. Some other important program outcomes
focus on the program’s partnerships with other services and how these support continuity of care
between services and foster a wraparound approach to treatment. Collecting data on these
measures will likely require ongoing cooperation and time commitments from other service
providers and agencies, which could present some challenges.
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Program cost-effectiveness has the potential to be the most complex outcome to consider in the
ongoing evaluation of a service. A thorough cost-effectiveness evaluation would include cost-benefit
analyses and between program comparisons where appropriate, but this would take a considerable
amount of expertise and resources, and therefore might not feasible. A simple alternative used by
some of the programs in the literature is to compare service costs per consumer over a set period
prior to admission to the service and post-discharge. However, when using this method, it will be
important to consider that individuals in this consumer group will have ongoing needs postdischarge and may have had limited or erratic contact with community mental health services in the
lead up to their admission. This may result in higher costs associated with community mental health
service use after treatment in the extended service, which would in fact be a desired outcome.
Therefore, the cost-effectiveness indicator proposed in the framework focuses on a reduction in
costs associated with hospitalisation and acute crisis care, which would indicate a relapse or
deterioration in mental health status.
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The timings proposed for data collection and review are intended to provide a balance between the
data requirements for a thorough evaluation and the risks of causing assessment fatigue in
evaluation participants. A number of the measures included in the framework are already collected
in Queensland’s public health services, which should help to reduce the demands on clinician time
and allow for direct comparisons between services where appropriate. These include the rates of
seclusion and restraint, and the rates of assault in health services, which are reported monthly
across the state. It also includes the national mandated outcomes (SDI, MHI, CGAS/GAF, and
HoNOS(CA)), which should be recorded on all consumers and entered into CIMHA, and the
Queensland Health Staff Opinion “Better Workplaces” Survey, which is currently collected every two
years to assess healthcare staff satisfaction.
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Finally, it is important to note that the actual process of conducting the evaluation has also been
included as an indicator in the framework. In order to be sustainable, it will require ongoing
commitment on behalf of management and staff as well as appropriate funding and resources, all of
which should be built into the program’s service model from the beginning. Furthermore, ensuring
the results of evaluation are regularly fed back to participants is critical to maximising learnings and
maintaining the effort and commitment of all those involved59. The role of research participation in
ongoing evaluation efforts should be identified and incorporated into the evaluation framework.
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4.5 Key messages

N

M

EN

The program evaluation framework proposed in this report is a preliminary piece of work only and
does not reflect the actual model of care for adolescent extended treatment services in Queensland.
The indicators and suggested evaluation methods are intended to serve as a starting point and
should be reviewed in full prior to the development of a formal evaluation framework once the
model of care has been defined.

Resource incentives or penalties should be linked to agreed data collection and reporting.
Without these, evaluation will almost certainly be unsuccessful.

•

Ongoing evaluation processes should be outlined in an evaluation framework that includes a
program logic describing the inputs, activities, participants and intended outcomes
(consumer, program and system-level) of the service model.

•

The evaluation framework should clearly reflect the purpose and objectives of the
evaluation. For example, an ongoing evaluation approach tied to program funding should
answer specific questions about funding requirements.
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•

•

Evaluation mechanisms including routine data collection, analysis and reporting protocols
should be clearly defined. This may include setting clinical documentation and data
collection standards, and identifying specific targets that will be used to evaluate KPIs.

•

Ongoing evaluation processes should include a small number of meaningful consumer,
parent/carer and clinician-reported measures to provide a broad overview of the service
quality.
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Assessment instruments and measures should be applied at regular intervals, but not so
frequently as to cause assessment fatigue in consumers.

•

Evaluation processes require dedicated resources and clinician time. Therefore, funding will
be allocated for evaluation purposes on continual basis to sustain an ongoing evaluation
approach.

•

Whenever possible, clinical documentation practices should be incorporated into the
evaluation framework to minimize the impacts on clinician time. Employing data collection
instruments and measures that are nationally mandated may facilitate comparisons
between services and reduce resource requirements.

•

A secure and user-friendly electronic data management system would facilitate ongoing
monitoring and reporting efforts.

•

The role of research participation in ongoing evaluation efforts should be identified and
incorporated into the evaluation framework.

N

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

•

Page | 53

References
McGorry PD. The specialist youth mental health model: Strengthening the weakest link in the
public mental health system. Medical Journal of Australia. 2007;187(7):S53-S56.

2.

Barrett Adolescent Centre Commission of Inquiry. Barrett Adolescent Centre Commission of
Inquiry Report 2016.

3.

Queensland Government. Queensland Government Response: Barrett Adolesent Centre
Commission of Inquiry Report. Brisbane: Queensland Government; 2016.

4.

Charlwood P, Mason A, Goldacre M, Cleary R, Wilkinson E. Health Outcome Indicators: Severe
Mental Illness. Report of a working group to the Department of Health. Oxford: National
Centre for Health Outcomes Development; 1999.

5.

Schinnar AP, Rothbard AB, Kanter R, Jung YS. An empirical literature review of definitions of
severe and persistent mental illness. American Journal of Psychiatry. 1990;147:1602-1608.

6.

Whiteford H, Buckingham B, Harris M, Diminic S, Stockings E, Degenhardt L. Estimating the
number of adults with severe and persistent mental illness who have complex, multi-agency
needs. Australian & New Zealand Journal of Psychiatry. 2016.

7.

Whiteford H. Intersectoral policy reform is critical to the National Mental Health Strategy.
Australian Journal of Public Health. 1994;18:342-344.

8.

Andrews G, Kemp A, Sunderland M, Von Korff M, Ustun TB. Normative Data for the 12 Item
WHO Disability Assessment Schedule 2.0. PLOS ONE. 2009;4(12):e8343.

9.

Davidson P, Hickman L, Graham B, Halcomb E, Phillips J. Beyond the rhetoric: what do we
mean by a 'model of care'? Australian Journal of Advanced Nursing, The. 2006;23(3):47-55.

10.

Adrian N, Smith JG. Occupied bed days a redundant currency? An evaluation of the first 10
years of an integrated model of care for mentally ill adolescents. Clinical Child Psychology and
Psychiatry. 2015;20(3):458-471.

11.

Hodges C, Pollock S, McMullin S. Theoretical approaches underpinning the Mind Youth
Residential Rehabilitation model: Mind Australia; 2013.

12.

Mathai J, Bourne A. Patients who do well and who do less well in an inpatient adolescent unit.
Australasian Psychiatry. 2009;17(4):283-286.

M

N

VE
R

O

G

T

O

Mental Health Justice Health Alcohol and Drug Services. Child and Adolescent Mental Health
Service Model of Care. In: ACT Health, ed. Canberra: ACT Health; 2013.

N

13.

EN

T

PO

LI

C
Y

1.

14.

NSW Health. Rivendell Unit Model of Service. In: Sydney Local Health District, ed. Sydney:
NSW Health; n.d.

15.

Styron TH, O'Connell M, Smalley W, Rau D, Shahar G, Sells D, Frey J, Davidson L. Troubled
youth in transition: An evaluation of Connecticut's special services for individuals aging out of
adolescent mental health programs. Children and Youth Services Review. 2006;28(9):10881101.

Page | 54

Swadi H, Bobier C. Hospital admission in adolescents with acute psychiatric disorder: How long
should it be? Australasian Psychiatry. 2005;13(2):165-168.

17.

Ahrens C, Frey J, Knoedler WH, Senn-Burke SC. Effect of PACT on inpatient psychiatric
treatment for adolescents with severe mental illness: A preliminary analysis. Psychiatric
Services. 2007;58(11):1486-1488.

18.

Conway P, Clatworthy J. Innovations in Practice: Grow2Grow - engaging hard-to-reach
adolescents through combined mental health and vocational support outside the clinic
setting. Child and Adolescent Mental Health. 2015;20(2):112-115.

19.

Grimes KE, Schulz MF, Cohen SA, Mullin BO, Lehar SE, Tien S. Pursuing cost-effectiveness in
mental health service delivery for youth with complex needs. Journal of Mental Health Policy
and Economics. 2011;14(2):73-86.

20.

McGrew JH, Danner M. Evaluation of an intensive case management program for transition
age youth and its transition to assertive community treatment. American Journal of Psychiatric
Rehabilitation. 2009;12(3):278-294.

21.

Schley C, Radovini A, Halperin S, Fletcher K. Intensive outreach in youth mental health:
Description of a service model for young people who are difficult-to-engage and 'high-risk'.
Children and Youth Services Review. 2011;33:1506-1514.

22.

Schley C, Yuen K, Fletcher K, Radovini A. Does engagement with an intensive outreach service
predict better treatment outcomes in ‘high‐risk’ youth? Early Intervention in Psychiatry.
2012;6(2):176-184.

23.

Fryer M. Re: Barrett Adolescent Centre Commission of Inquiry. In: Honourable Margaret
Wilson QC, ed: The Royal Australian & New Zealand College of Psychiatrists; 2015.

24.

Gruner L. Review of South Australian Child and Adolescent Mental Health Services: Quality
Directions Australia; 2014.

25.

Ministry of Health. Transitional planning guidelines for infant, child and adolescent mental
health/alcohol and other drugs services 2014. Wellington: Ministry of Health; 2014.

26.

Orygen. Commissioning and Youth Mental Health: Orygen, The National Centre of Excellence
in Youth Mental Health; 2016.

27.

Scottish Executive. Child Health Support Group: Inpatient Working Group - Psychiatric
Inpatient Services. Edinburgh: Scottish Executive; 2004.

N

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

16.

28.

Winters NC, Metz WP. The Wraparound Approach in Systems of Care. Psychiatric Clinics of
North America. 2009;32(1):135-151.

29.

Chaplin R, Roach S, Johnson H, Thompson P. Inpatient Children and Adolescent Mental Health
Services (CAMHS): outcomes of young people with and without intellectual disability. Journal
of Intellectual Disability Research. 2015;59(11):995-998.

30.

Green J, Jacobs B, Beecham J, Dunn G, Kroll L, Tobias C, Briskman J. Inpatient treatment in
child and adolescent psychiatry - A prospective study of health gain and costs. Journal of Child
Psychology and Psychiatry and Allied Disciplines. 2007;48(12):1259-1267.

Page | 55

Lyons JS, Woltman H, Martinovich Z, Hancock B. An outcomes perspective of the role of
residential treatment in the system of care. Residential Treatment for Children & Youth.
2009;26(2):71-91.

32.

Kramer MG. Sanctuary in a residential treatment center: Creating a therapeutic community of
hope countering violence. Therapeutic Communities. 2016;37(2):69-83.

33.

McShane G, Mihalich M, Walter G, Rey J. Outcome of patients with unipolar, bipolar and
psychotic disorders admitted to a specialist child and adolescent mental health service.
Australasian Psychiatry. 2006;14(2):198-201.

34.

Murcott WJ. Transitions between child and adult mental health services: Service design,
philosophy and meaning at uncertain times. Journal of Psychiatric & Mental Health Nursing.
2014;21:628-634.

35.

Thomas N, Pilgrim D, Street C, Larsen J. Supporting young people with mental health
problems: Lessons from a voluntary sector pilot. Mental Health Review Journal. 2012;17(1):1425.

36.

Virani A, Crown N. The impact of a clinical pharmacist on patient and economic outcomes in a
child and adolescent mental health unit. Canadian Journal of Hospital Pharmacy.
2003;56(3):158-162.

37.

Lindqvist E. Planned treatment and outcomes in residential youth care: Evidence from
Sweden. Children and Youth Services Review. 2011;33(1):21-27.

38.

Knorth EJ, Harder AT, Zandberg T, Kendrick AJ. Under one roof: A review and selective metaanalysis on the outcomes of residential child and youth care. Children and Youth Services
Review. 2008;30(2):123-140.

39.

Nous Group. Review of the PDRSS Day Program, Adult Residential Rehabilitation and Youth
Residential Rehabilitation. Melbourne: Victorian Government 2012.

40.

Fisher KR, Purcal C, Turut S, Cox M. Macarthur Youth Mental Health and Housing Project: Final
Evaluation Report. Sydney: Social Policy Research Centre, UNSW Australia; 2015.

41.

Urbis Pty Ltd. PIR Evaluation Framework. Sydney: Urbis Pty Ltd; 2013.

42.

Patterson M, Queree M, Somers J, Tomori C. Assertive community treatment: An evaluation
framework for British Columbia. Victoria, BC: Centre for Applied Research in Mental Health
and Addiction, Simon Fraser University & A. Harrison Research and Consulting; 2013.

N

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

31.

43.

Fisher K, Purcal C, Cox M, Thompson L, Zimmermann A. Evaluation Plan: Neami Macarthur
Youth Mental Health & Housing Project. Fairfield, VIC: Social Policy Research Centre,
University of New South Wales in collaboration with Neami; 2012.

44.

Department of Health. Psychiatric Disability Rehabilitation and Support Services Reform
Framework. In: Department of Health, ed. Melbourne: Victorian Government; 2012.

45.

Urbis Pty Ltd. Partners in Recovery Evaluation and Monitoring Project. Sydney: Urbis Pty Ltd;
2014.

46.

Urbis Pty Ltd. Partners in Recovery: Annual Report 2014-2015. Sydney: Urbis Pty Ltd; 2015.

Page | 56

Hansen B, Howe A, Sutton P, Ronan K. Impact of client feedback on clinical outcomes for
young people using public mental health services: A pilot study. Psychiatry Research.
2015;229:617-619.

48.

Hilferty F, Cassells R, Muir K, Duncan A, Christensen D, Mitrou F, Gao G, Mavisakalyan A,
Hafekost K, Tarverdi Y, Nguyen H, Wingrove C, Katz I. Is headspace making a difference to
young people's lives? Final report of the independent evaluation of the headspace program.
Sydney: Social Policy Research Centre, UNSW Australia; 2015.

49.

Schley C, Ryall V, Crothers L, Radovini S, Fletcher K, Marriage K, Nudds S, Groufsky C, Yuen HP.
Early intervention with difficult to engage, 'high-risk' youth: evaluating an intensive outreach
approach in youth mental health. Early Intervention in Psychiatry. 2008;2(3):195-200.

50.

Swales M, Hibbs RAB, Bryning L, Hastings RP. Health related quality of life for young people
receiving dialectical behaviour therapy (DBT): a routine outcome-monitoring pilot.
SpringerPlus. 2016;5(1):1137.

51.

Ayton A, Meads G. The implementation of the Care Programme Approach in the West
Midlands CAMHS: the impact of organisational diversity on patient safety - an extended audit.
International Journal of Clinical Leadership. 2012;17(4):185-200.

52.

Green J, Jacobs B, Beecham J, Dunn G, Kroll L, Tobias C, Briskman J. Inpatient treatment in
child and adolescent psychiatry - a prospective study of health gain and costs. Journal of Child
Psychology and Psychiatry. 2007;48(12):1259-1267.

53.

Dresser K, Clark HB, Deschênes N. Implementation of a positive development, evidencesupported practice for emerging adults with serious mental health conditions: The Transition
to Independence Process (TIP) model. The Journal of Behavioral Health Services & Research.
2015;42(2):223-237.

54.

NSW Consumer Advisory Group - Mental Health Inc. MH-CoPES Framework. Sydney: ARTD
Consultants; 2013.

55.

Dean AJ, McDermott BM, Scott J. Changing Utilization of Pro Re Nata (‘As Needed’) Sedation in
a Child and Adolescent Psychiatric Inpatient Unit. Australian & New Zealand Journal of
Psychiatry. 2009;43(4):360-365.

56.

Duke SG, Scott J, Dean AJ. Use of restrictive interventions in a child and adolescent inpatient
unit – predictors of use and effect on patient outcomes. Australasian Psychiatry.
2014;22(4):360-365.
Dean AJ, Gibbon P, McDermott BM, Davidson T, Scott J. Exposure to Aggression and the
Impact on Staff in a Child and Adolescent Inpatient Unit. Archives of Psychiatric Nursing.
2010;24(1):15-26.

N

57.

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

47.

58.

Dean AJ, Duke SG, George M, Scott J. Behavioral management leads to reduction in aggression
in a child and adolescent psychiatric inpatient unit. Journal of the American Academy of Child
and Adolescent Psychiatry. 2007;46(6):711-720.

59.

Agency for Clinical Innovation. Understanding Program Evaluation. Chatswood, NSW: Agency
for Clinical Intervention; 2013.

Page | 57

Government of Wisconsin. Chapter 51: State alcohol, drug abuse, developmental disabilities
and mental health act. Updated 2011−12 Wis. Stats. Published and certified under s. 35.18.
Wisconsin: Government of Wisconsin; 2014.

61.

Slade T, Johnston A, Oakley Browne MA, Andrews G, Whiteford H. 2007 National Survey of
Mental Health and Wellbeing: methods and key findings. Australian & New Zealand Journal of
Psychiatry. 2009;43:594-605.

62.

Ruggeri M, Leese M, Thornicroft G, Bisoffi G, Tansella M. Definition and prevalence of severe
and persistent mental illness. British Journal of Psychiatry. 2000;177:149-155.

63.

New York State Office of Mental Health. Serious and Persistent Mental Illness.
https://www.omh.ny.gov/omhweb/guidance/serious_persistent_mental_illness.html.
Accessed October 20, 2016.

64.

Kansas Department for Aging and Disability Services. Method to Define Adults with SPMI.
http://www.kdads.ks.gov/commissions/behavioral-health/publications-and-reports. Accessed
October 20, 2016.

65.

UK Department of Health. Effective care co-ordination in Mental Health Services: Modernising
the Care Programme Approach. Department of Health. London: HMSO; 1990.

66.

UK Department of Health. Refocusing the Care Programme Approach: Policy and Positive
Practice Guidance. London: Department of Health; 2008.

67.

The Sainsbury Centre for Mental Health. Keys to Engagement: Review of Care for People with
Severe Mental Illness who are Hard to Engage with Services. London: The Sainsbury Centre for
Mental Health; 1998.

68.

Department of Health and Human Services. Service provision framework: Multiple and
Complex Needs Initiative (External document). 1 July 2015. Melbourne: Department of Health
and Human Services, Victoria; 2015.

69.

Mental Health Commission. People with Exceptionally Complex Needs (PECN): Interim
Evaluation Report. Perth: Government of Western Australia; 2010.

70.

Hafekost J, Lawrence D, Boterhoven de Haan K, Johnson SE, Saw S, Buckingham WJ, Sawyer
MG, Ainley J, Zubrick SR. Methodology of Young Minds Matter: The second Australian Child
and Adolescent Survey of Mental Health and Wellbeing. Australian & New Zealand Journal of
Psychiatry. 2016;50(9):866-875.
Merikangas KR, He JP, Brody D, Fisher PW, Bourdon K, Koretz DS. Prevalence and treatment of
mental disorders among US children in the 2001-2004 NHANES. Pediatrics. 2010;125(1):75-81.

N

71.

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

60.

72.

Merikangas KR, He J, Burstein M, Swanson SA, Avenevoli S, Cui L, Benjet C, Georgiades K,
Swendsen J. Lifetime Prevalence of Mental Disorders in U.S. Adolescents: Results from the
National Comorbidity Survey Replication– Adolescent Supplement (NCS-A). Journal of the
American Academy of Child & Adolescent Psychiatry. 2010;49(10).

73.

Children's Health Queensland. Adolescent Mental Health Extended Treatment Initiative.
http://www.childrens.health.qld.gov.au/mental-health/adolescent-mental-health-extendedtreatment-initiative/. Accessed October 24, 2016.

Page | 58

Harmsworth L. The Young People with Exceptionally Complex Needs (YPECN) Program. Perth:
Government of Western Australia; 2012.

75.

Kurtz Z. Treating children well: a guide to using the evidence base in commissioning and
managing services for the mental health of children and young people. London: Mental Health
Foundation; 1996.

76.

O’Mara-Eves A, Thomas J, McNaught J, Miwa M, Ananiadou S. Using text mining for study
identification in systematic reviews: a systematic review of current approaches. Systematic
Reviews. 2015;4(1):5.

77.

Shakman K, Rodriguez SM. Logic models for program design, implementation and evaluation:
Workshop toolkit. Washington, DC: U.S. Department of Education, Institute of Education
Sciences, National Center for Education Evaluation and Regional Assistance, Region
Educational Laboratory Northeast & Islands; 2015.

78.

Taylor-Powell E, Henert E. Developing a logic model: Teaching and training guide. Madison,
WI: University of Washington Cooperative Extension; 2008.

79.

GHD. Program Logic. Canberra: Australian Government; 2010.

80.

Child Family Community Australia. How to develop a program logic for planning and
evaluation. Accessed 13 March 2017.

81.

Australian Research Alliance for Children and Youth, KPMG. Measuring the outcomes of
community organisations. Canberra: Australian Research Alliance for Children & Youth; 2009.

82.

QSR. NVivo. Melbourne, VIC: QSR International; 2013.

N

O

T

G

O

VE
R

N

M

EN

T

PO

LI

C
Y

74.

Page | 59

Appendix A: Consumer/Carer Stakeholder Group meeting
The research team would like to acknowledge the feedback provided by members of the
Consumer/Carer Stakeholder Group in response to the overall findings of this work. Important
concerns raised by the group in relation to each section of the report are described below.

Epidemiology

C
Y

There was a consensus among the group that no specific type of mental disorder should be excluded
from the target population for extended adolescent mental health services in Queensland, including
severe eating disorders. Instead, the group agreed that acceptance for admission into these services
should be based on disorder severity, persistence and complexity, and individual needs.
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The small size of the estimated consumer population for extended adolescent mental health services
as described in this report was a significant concern for some of the members of the
Consumer/Carer Stakeholder Group. Queries were raised regarding the methods used to estimate
the target population size, particularly in relation to the indicators that were considered (e.g. suicide
risk/rate) and the degree to which the survey data used was representative of young people with
severe mental illness.

Clinical frameworks

Evaluation frameworks
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Family/carer and consumer involvement in care planning, where appropriate, was recognised by the
group as a critical component of the model of care for extended adolescent mental health services.
Consumer and carer representatives also expressed some concerns around implementing a
maximum length of stay for inpatient services (e.g. 6-12 months), given the variability in individual
consumer needs and the limited capacity of supporting services in some communities.
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The group expressed a strong desire for the new extended adolescent mental health service to be a
centre of excellence, actively engaged in research on best practices and subject to ongoing
evaluation from the outset of service implementation. This includes the development and
establishment of a comprehensive evaluation framework encompassing consumer outcomes as well
as service processes, impacts and costs.
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Appendix B: Epidemiology
Results of the literature review
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Our literature review found most available definitions pertain to adults with severe and persistent
mental illness. Although definitions are provided with varying combinations of these terms, most are
similar in their description of the condition, including criteria about the specific diagnosis, a history
of contact with services, the duration of illness, and the presence of indicators of psychosocial
disability, such as impaired role functioning or the inability to meet self-care needs4, 5. For example
severe and persistent mental illness (SPMI) has been described as “a mental illness which is severe in
degree and persistent in duration, that causes a substantially diminished level of functioning in the
primary aspects of daily living and an inability to cope with the ordinary demands of life, that may
lead to an inability to maintain stable adjustment and independent functioning without long-term
treatment and support and which may be of lifelong duration” 60, p.2. Although most definitions are
labelled as identifying severe or severe and persistent mental illness, they often require an individual
to also meet criteria that demonstrate the complexity of their mental illness.

EN

General adult definitions
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In Australia, the definition of severe mental illness (SMI) used in the National Survey of Mental
Health and Wellbeing 2007 requires the presence of a 12-month mental disorder, coupled with at
least one of the following: an episode of mania; a suicide attempt; at least two areas of severe role
impairment on the Sheehan Disability Scales; or overall functional impairment equivalent to a Global
Assessment of Functioning (GAF) score ≤ 5061. The National Mental Health Service Planning
Framework (NMHSPF) defines severe mental illness as having a diagnosis of schizophrenia or bipolar
disorder, or another diagnosis combined with indicators of severe impairment or risk, including: any
hospital admission or residential aged care facility stay for primary mental illness in the past year;
any treatment by a public sector community mental health team in the past year; or other severe
impairment or risk (such as a GAF score ≤ 50).
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In 1987, the United States National Institute of Mental Health (NIMH) developed a widely cited but
narrower definition for SMI based on three criteria62:

O

1. Diagnosis of nonorganic psychosis or personality disorder;

N

2. Two-year or longer history of mental illness or treatment; and
3. Moderate or severe difficulty in social, occupational or school functioning, as measured by
the GAF (≤70 for moderate, or ≤50 for severe).

This definition has since been operationalised as requiring: 1. An ICD-10 diagnosis of psychosis; 2. At
least two years of contact with mental health services; and 3. Severe dysfunction (GAF≤50)62. A
broader two-dimensional definition was also created using the second and third criteria only, thus
including those who have a diagnosis other than psychosis62.
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Similarly, England’s National Health Service (NHS) first proposed the following criteria when
considering the presence of SMI4:
1. a severe mental disorder (psychotic illness, severe neurotic illness, personality disorder,
dementia or developmental disorder); combined with

C
Y

2. significant functional impairment in at least one area, such as occupation, family
responsibility or accommodation, which has led to social isolation and/or difficulties in
activities of daily living (may be indicated by the receipt of Disability Living Allowance,
homelessness, or requiring supported accommodation);
3. intensive community support needs from informal carers and/or formal services (e.g. more
than weekly contact with specialist services);

LI

4. a history of significant violence, self-harm or self-neglect or a risk of exploitation; and

PO

5. duration of more than one year, or three or more admissions in the past five years.
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The NHS has since updated this definition to encompass a mental disorder (as designated by a
mental health professional) and either a score of at least 4 (severe or very severe problem) or of 3
(moderately severe problem) on at least two of the Health of the Nation Outcome Scale (HoNOS)
items 1-10 (excluding number 5) during the previous six months; or a significant level of service use
over the previous five years (e.g. six months in a psychiatric ward or day hospital; three hospital
admissions; or six months of psychiatric community care)4.
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New York State (USA) offers a similar definition for serious and persistent mental illness, which
requires an adult to have a combination of the following components63:
1. a designated mental illness (excluding substance use disorders, organic brain syndromes,
developmental disabilities or social conditions); and one of

O

2. receipt of government disability allowances; or
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3. extended impairment as evidenced by two of: difficulties in self-care, restriction of activities
of daily living, difficulties in social functioning, or frequent deficiencies resulting in failure to
complete tasks in a timely manner; or

O

4. reliance on psychiatric treatment, rehabilitation and supports to prevent 3.

N

Alternatively, the state of Kansas (USA) uses a three-step model to identify adults with SPMI:
1. A primary diagnosis of mental illness (excluding intellectual, developmental and substance
use disorders), either: a psychotic disorder, including recurrent mood disorders with
psychotic features, OR another severe diagnosis, including other bipolar disorder, severe or
recurrent major depressive disorder, delusional disorder, severe anxiety disorders (panic,
agoraphobia, OCD, PTSD, hoarding) and borderline personality disorder; and
2. Impaired functioning, indicated by one of: an inpatient hospitalisation, or two or more
months of continuous supportive residential care provided in a group home or treatment
facility or by an informal carer in place of formal services; and
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3. Three of: unemployment; requiring public financial assistance; extreme social isolation;
requiring assistance with activities of daily living; requiring help with basic self-care; or
inappropriate social behaviour (e.g. screaming, self-harm, violence).
For non-psychotic diagnoses, individuals must also meet additional criteria to be identified as high
risk. This score is based on: history of admissions, suicidality, self-harm and/or violence, involvement
with the criminal justice system, physical health problems, thought disorder, substance use
disorders, severe financial or family circumstances, and risk of homelessness64.
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The NHS has also developed clinical guidelines to describe the complex mental illness population for
which enhanced care plans (ECPs) are available. They describe the characteristics of this population
as having a severe mental disorder; multi-agency care needs (housing, employment, criminal
justice); requiring coordinated, frequent and intensive interventions; at high risk of relapse; having
comorbidities, such as substance abuse; a high risk of harming themselves or others or of other
vulnerabilities (e.g. financial difficulties, abuse, cognitive impairment); possible treatment under the
Mental Health Act; and likely to disengage with services65, 66.
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The Sainsbury Centre for Mental Health in the UK described severe mental illness as that causing
disability for at least 12 months, but often longer. Some of the complexities described include having
a cycle of repeat offending, homelessness, comorbidities, a history of self-harm or violence toward
others, or of having very poor social functioning67.
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Finally, in Australia some jurisdictions have identified a group of people with very complex needs,
including those with mental illness. In Victoria, the Multiple and Complex Needs Initiative is targeted
at people aged 16+ years with two or more of: a mental illness, substance use disorder, intellectual
disability or acquired brain injury. In addition, to be eligible for the program these individuals must
have exhibited violent or dangerous behaviour causing or risking harm to themselves or others, and
require intensive support and coordinated service delivery across agencies68. In Western Australia,
the People with Exceptionally Complex Needs program is aimed at the same population, with the
additional criterion that eligible individuals are those for whom the existing service system is not
working 69. It is noted that this group are likely to have had difficulties since childhood, frequent
contact with the criminal justice system, frequent use of emergency services, repeated hospital
admissions, unsuccessful accommodation placements, and multi-agency involvement.

O

T

Definitions for adolescents

N

While the definitions reviewed above are largely focused on adult (18+ years) populations, many of
the general principles apply to defining severity, persistence and complexity in adolescent
populations. However, criteria for persistence may be less stringent in the adolescent period, with
less reliance on the duration of illness and more recognition of failure to respond adequately to
normal services. Adolescents may be at risk of secondary impairment to normal development if their
illness persists so time is often critical, requiring an earlier escalation of treatment response. There
are also additional, unique considerations for defining complexity in this age group.
The second Australian Child and Adolescent Survey of Mental Health and Wellbeing (Young Minds
Matter) determined severity among its respondents by assessing the impact of their psychiatric
symptoms across four domains: educational participation, social development, family activities and
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family members, and on the child or adolescent themselves70. This impact level was combined with
diagnosis of a mental disorder and whether there had been any suicide attempt within the previous
12 months in order to assign a level of severity. A suicide attempt without impaired functioning was
a sufficient indicator for severe classification, although most young people with a suicide attempt
also had functional impairment70.
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Like the Australian survey, a study of the prevalence of mental disorders in U.S. children (aged 8-15)
assessed severity of mental disorders by investigating impairment across six domains, including the
degree to which symptoms interfere with the respondent’s own life, family life, social life, peers,
teachers and school performance. The study considered children to have a DSM-IV mental disorder
with severe impairment if they rated “intermediate or severe” on at least two questions, or “severe”
on at least one question71.
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In a study estimating the lifetime prevalence of mental disorders in US adolescents (aged 13-18), the
definition of severe lifetime disorders was based on the impairment criteria within the DSM-IV; to
identify disorders with clinical significance, the authors chose to use higher thresholds of
impairment, only considering individuals who responded with responses of “a lot” or “extreme”
impairment in daily activities, or “severe or very severe” distress as having severe impairment 72.

N

M

EN

Definitions can also be generalised from clinical guidelines for admission to inpatient services. In a
report outlining psychiatric inpatient services for children and adolescents in Scotland, those eligible
for admission are described as having complex needs, attracting more than one diagnosis, and
requiring special attention to ensure that their development is not severely hindered by their illness.
Admission occurs when their mental illness is so severe and disabling to themselves and/or their
family that their care needs can no longer be met within the community27.
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A subset of very severe and complex adolescents were the target population for the Queensland
Barrett Adolescent Centre extended treatment unit. The patients (aged 13-17) accessing this service
largely presented with diagnoses of severe depressive, anxiety, psychotic and eating disorders. This
group has been described as resistant to treatment and having a history of multiple acute
admissions and community service contacts, with various combinations of physical and mental
health comorbidities, delayed educational development, social dysfunction, suicidality/self-harm,
explosive aggressive behaviour, and disruptive impact on their families. Nearly all had disengaged
from education and their social and community networks; other complexities included their removal
from family or disengaged, abusive or neglectful parents2.

N

The Queensland Adolescent Mental Health Extended Treatment Initiative was developed in
response to the closure of the Barrett Adolescent Centre. The suite of services includes mobile
outreach, day programs, residential rehabilitation, step up/step down and sub-acute beds for
adolescents73. The broader target group for this service is adolescents aged 13-17 with persistent,
severe and complex mental illness. This may include psychotic and severe mood and anxiety
disorders with comorbid substance use disorders, significant impairment in social, emotional,
behavioural and psychological functioning and development, and high risk to self or others. These
adolescents are often difficult to engage with community services and may have complex trauma.
The majority of consumers of the adolescent mobile outreach services are unemployed, disengaged
from education, and have emerging borderline personality disorder. Adolescent inpatient and day
program users may also be under an involuntary treatment order2.
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In Western Australia, the Young People with Exceptionally Complex Needs program is designed to
meet the needs of an equivalent group to the adult program. That is, people aged up to 18 years
with: two or more of a mental illness, substance use disorder, intellectual disability or acquired brain
injury; plus violent or dangerous behaviour causing or risking harm to themselves or others; a need
for intensive support and coordinated service delivery across agencies; and for whom existing
services are not working74. In a pilot of the program, all consumers had mental health issues, two
thirds had an intellectual disability, a third had autism, and the majority were in the care of child
protection services.
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The National Mental Health Service Planning Framework, based on available data and expert
opinion, defines two cohorts of Australian adolescents (aged 12-17) with severe and complex mental
illness. These individuals are described as having treatment resistant early psychosis, severe anxiety
disorders, severe trauma or developmental delays, as well as one or more complexities such as
social, drug and alcohol or medical problems. They may be involved with other agencies including
juvenile justice services, child protection agencies, or disability services. A subgroup is described as
those with the greatest complexity, a high level of risk to themselves or others, and requiring
intensive outreach services as they are not amenable to clinic based treatment.
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Summary of indicators
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A summary of the elements included in various definitions of severe, persistent and complex mental
illness for adults and adolescents is shown in Table 3.
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Table 6: Indicators of severe, persistent and complex mental illness derived from available definitions
Domain
Possible indicators
Primary diagnosis
Psychotic disorders or symptoms
Bipolar disorder
Borderline or other personality disorders
Severe and recurrent depressive and anxiety disorders
Complex posttraumatic stress disorder or trauma
Disruptive behaviour disorders (i.e. conduct & oppositional defiant disorders)
Severe and intractable school refusal
Reactive attachment disorder
Severe eating disorders
Comorbidities
Substance use disorders
Personality disorders (including emerging borderline personality disorder)
Intellectual or developmental disability
Significant physical health problems
Risk of harm
Suicide attempts, suicidality or self-harm
History or risk of violence or harm to others
Aggressive behaviour
Involuntary treatment under mental health legislation
Vulnerabilities
Experience of abuse, neglect or trauma, including complex trauma
Risk of abuse
Cognitive impairment
Under child protection
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Domain
Duration of illness

C
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History of service
contact

Possible indicators
Persistent, at least 1 to 2 years
(this may be less in adolescents, with earlier escalation of services in response to
treatment failure)
Contact with services for at least 6 months to 2 years
Hospital admission in past 12 months
History of multiple admissions (e.g. 3+ in 5 years)
Significant residential service stay (e.g. ≥2-6 months)
Frequent contact with specialist services (e.g. >weekly)
Disengaged with needed services
Multi-agency service involvement
GAF score ≤ 50 or other severe role impairment
Receipt of disability benefits
Needing assistance with activities of daily living
Needing assistance with self-care
Homelessness or housing instability
Unemployment
Educational disengagement
Social withdrawal and isolation
Poor family relationships or functioning
Disengaged from the community
Delayed development, including low literacy level
Criminal justice system involvement
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Psychosocial
disability, role
impairment and
community
disengagement
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Published prevalence estimates

M

Note: GAF = Global Assessment of Functioning.
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Prevalence estimates were found to vary considerably, with studies measuring the prevalence of
severe, severe and persistent, and severe, persistent and complex mental illness. For adults aged 1864 years, the NMHSPF estimated that 3.3% had a severe mental illness, with approximately 18.8% of
that group (0.6%) estimated to have complex needs. The Sainsbury Centre for Mental Health has
estimated that 0.3-1.5% of adults suffer from severe and enduring mental illness, and 0.014-0.2%
suffer from severe mental illness and are also difficult to engage with services67. Whiteford and
colleagues6 combined various sources to estimate that one third of adults with severe mental illness,
or 1.1% of adults, have severe and persistent mental illness, and within that 0.4% of the adult
population have severe and persistent mental illness with complex multi-agency needs.

N

Regarding younger populations, in the USA it has been estimated that 11.3% of children (aged 8-15)
have severe impairment as a result of a mental disorder71. Within adolescents (aged 13-18) in the
USA, one in every four-to-five youths (20-25%) was identified to meet the criteria for a mental
disorder associated with severe role impairment and/or distress at some point in their lifetime72. In
the United Kingdom, Kurtz75 has outlined a four tiered model for child and adolescent mental health
services, identifying that 1.85% of children and adolescents (0-17 years) have severe and complex
mental health problems (Tier 3) and 0.075% have serious, persistent and complex problems (Tier 4),
with a smaller proportion (0.02% of children) requiring a period of inpatient care. These rates are
likely to be higher in the adolescent cohort than in younger children. The NMHSPF model estimates
that 2.3% of adolescents (aged 12-17) have a severe mental illness. Within this severe group,
approximately 17.7% (0.4% of adolescents) are estimated to fall within the severe and complex
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cohort, with a subset of 4.4% (0.1% of adolescents) being sufficiently complex to require intensive
outreach services.
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Finally, adolescents with very severe and complex mental illness sufficient to require an extended
treatment service (such as those previously accessing the Barrett Adolescent Centre) represent a
smaller and more severe subset of these groups. One expert suggested that the Barrett Adolescent
Centre cohort might represent as little as 1% or less of adolescents with severe mental illness2. This
would equate to less than 0.02% of all adolescents, based on the NMHSPF estimate of 2.3% of
adolescents having a severe mental illness. While these estimates do vary, in summary the
Australian estimates suggest that between 2.3-3.3% of adolescents aged 12-17 years will have a
severe mental disorder; approximately 0.4% will have a severe and complex disorder; and 0.02-0.1%
have the most severe, persistent and complex disorders likely to require intensive outreach or
extended inpatient treatment. There are no specific estimates for young adults aged 18-24.
However, estimates for the broader adult age range (18-64 years) suggest that 3.3% of adults have a
severe mental illness and approximately 0.01-0.6% have the most severe and complex disorders.
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Overview of the three surveys
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The Second Australian Child and Adolescent Survey of Mental Health and Wellbeing, also known as
‘Young Minds Matter’ (YMM), was conducted in 2014. YMM randomly sampled families with
children and adolescents in the target age range of 4-17 years, aiming to survey 5,500 families as
well as an additional 800 families with older adolescents (16-17 years). In total, 6,310 parents/carers
were interviewed, eliciting a 55% response rate from eligible households. Of those households who
agreed to participate, 89% of young people aged 11-17 years completed the youth component of
the survey. All other measures were parent-derived. The survey included measures of
demographics, mental disorders, functional impairment, perceived need and use of services,
education, and family characteristics. The specific mental disorders measured by YMM included
major depressive disorder, social phobia, separation anxiety disorder, generalised anxiety disorder,
obsessive-compulsive disorder, attention-deficit/hyperactivity disorder, and conduct disorder. The
survey found that 14.4% of adolescents aged 12-17 years experienced a mental disorder in the
previous 12 months. Of these adolescents, 23.1% (or 3.3% of all adolescents) experienced a mental
disorder considered severe.
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The 2007 National Survey of Mental Health and Wellbeing (NSMHWB), conducted 10 years after the
first national survey of adults, randomly sampled households containing people aged 16-85 years.
The survey achieved a response rate of 60%, equating to 8,841 households, while also increasing the
chance of interviewing an individual aged 16-24 years in order to improve the reliability of
estimates. The NSMHWB measured demographics, mental and substance use disorders, disability
and functional impairment, service use and perceived need for services, and caregiving. A range of
mental and substance use disorders were measured including mood (affective disorders), anxiety
disorders, and drug and alcohol use disorders. A full list of disorders included in the survey is
available at http://www.abs.gov.au/ausstats/abs@.nsf/Latestproducts/4326.0Main%20Features3
2007. Within those aged 16-24 years, just over one in four (26.4%) were found to have experienced
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a mental disorder in the 12 months prior to survey while, across the entire sample, 4.1%
experienced a severe mental disorder in the previous 12 months.
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The final survey included in the analysis is the Survey of High Impact Psychosis 2010 (SHIP). This
survey sampled adults with psychosis aged 18-64 years who were in contact with public and nongovernment organisation mental health services. It was conducted across seven mental health
catchment areas across five states, randomly selecting 4,189 eligible participants who screened
positive for psychosis. Of these, 1,825 (44%) completed interviews. The survey included a semistructured clinical interview for psychosis as well as measures of demography, physical and mental
health, quality of life and functioning across difference domains, service use, and unmet need for
treatment. Main past year ICD-10 diagnosis was determined through the interview, which included
screening questions for depression in the past year, ratings on the course of disorder, and modules
to rate the presence of lifetime diagnosis of alcohol, cannabis, or other substance
abuse/dependence. The study found a treated prevalence of psychotic disorders of 4.5 people per
1000 (0.45%) across all ages.

Variables for analysis
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Table 7 lists and defines the variables required for inclusion as a severe, complex, and persistent
case in the survey data analysis as well as related variables on socio-demographics, clinical features,
psychosocial characteristics, and service utilisation extracted for descriptive analysis of the target
group.
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Table 7: Variables of interest for severe, persistent and complex mental illness in national epidemiological
surveys
Indicator
Survey variable
YMM
NSMHWB
SHIP
Criteria for sample selection
Age
12-17 years
16-24 years
18-24 years
Primary
Interview diagnosed, parent- Interview diagnosed 12Interview diagnosed 12diagnosis of
reported 12-month SEVERE
month SEVERE major
month psychotic disorder
severe mental
major depression, social
depression, social phobia,
(schizophrenia,
disorder
phobia, generalised anxiety
generalised anxiety disorder, schizoaffective disorder,
disorder, obsessive
obsessive compulsive
bipolar disorder, depressive
compulsive disorder,
disorder, agoraphobia, panic psychosis, delusional
separation anxiety, conduct
disorder, post-traumatic
disorder)
disorder OR
stress disorder, bipolar
Interview diagnosed, youthdisorder OR
Ever professionally
reported 12-month SEVERE
diagnosed with
major depression OR
schizophrenia
Ever professionally
(In the case of having two or
diagnosed with
more of these disorders,
schizophrenia, psychosis,
psychosis was coded first,
post-traumatic stress
then bipolar disorder, then
disorder
(In the case of having two or depression/anxiety)
more of these disorders,
psychosis was coded first,
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Clinical features
Primary
As above
diagnosis
Substance use
Not available
disorder

Mean age
Sex
SEIFA decile of disadvantage
score ≤3
Living in major city, regional
or remote area

Mean age
Sex
SEIFA decile of disadvantage
score ≤3
Living in major city, regional
or remote area

As above

As above

Ever professionally
diagnosed with eating
disorder
Ever professionally
diagnosed with autism,
intellectual disability or
Down Syndrome
One or more of: diabetes,
epilepsy, neoplasms,
diseases of the circulatory
system, diseases of the
nervous system, congenital
malformations
/deformations
Not available

Not available

O

Not available
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Intellectual or
developmental
disability

VE
R

N

M

EN

T

12-month alcohol/drug
abuse or dependence

Not available

G

Personality
disorder
Eating disorder

N

Significant
physical health
problem

Illness duration
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Not employed, not studying,
not volunteering and not
caring for own children or
other relatives in past 12
months

LI

Socio-demographic characteristics
SocioMean age
demographics
Sex
SEIFA decile of disadvantage
score ≤3
Living in major city, regional
or remote area

Not in education, not
employed and not a fulltime
parent or carer

PO

Role
functioning

then conduct disorder, then
depression/anxiety)
Not in education and not
employed OR
60% or more of school days
absent in last school year

Not available (likely to have
been excluded from survey)

One or more of: diabetes,
epilepsy, cancer, stroke,
heart/circulatory conditions,
kidney problems,
emphysema, tuberculosis

Persistence of MDD /
agoraphobia/ panic/ GAD/
OCD ≥2 years

Dependent drinking in past
12 months as per AUDIT risk
categories
Two or more lifetime
diagnoses of: alcohol
abuse/dependence,
cannabis
abuse/dependence, and/or
other substance
abuse/dependence
Not available
Ever professionally
diagnosed with eating
disorder
Not available (likely to have
been excluded from survey)

One or more of: diabetes,
epilepsy, cancer, stroke,
heart attack, angina, other
heart disease, kidney
disease, hepatitis,
Parkinson’s disease,
congenital disorders
Duration of illness ≥2 years
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Course of
disorder

Not available

Not available

Suicide
attempts

Parent-reported suicide
attempt in past 12 months
OR
Youth-reported suicide
attempt in past 12 months
Youth-reported self-harm in
past 12 months
Items in conduct disorder
module related to
'Aggression to people and
animals' occurring >5 times
in past year (if does not
meet criteria for conduct
disorder)
Not available

Whether attempted suicide
in past 12 months

Not available

Whether experienced a
traumatic event (PTSD
module)

O
N
Problems with
self care
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WHODAS score >10

Not available
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Not available

Needs special help getting
around because of an illness
or disability
Needs special help
communicating with other
people because of an illness
or disability

T

Receipt of
disability
benefits
Assistance
with activities
of daily living

Not available

Not available
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Under child
Not available
protection
Psychosocial characteristics
Global
Not available
functioning

Not available

EN

Involuntary
inpatient
treatment
Experience of
abuse or
trauma

Reported self-harm in past
12 months
Not available

M

Violence or
aggression
towards others

Not available

Number of involuntary
admissions in past 12
months
Abused (sexual, physical,
emotional, neglect) prior to
or in the same year as
psychosis onset
Not available

N

Self-harm

Continuous and chronic
mental illness (Course of
Disorder)
Reported self-harming in
past 12 months with intent
of killing self

Needs special help with
eating, dressing, bathing or
using the toilet because of
an illness or disability

Needed assistance to get
around home or community
in the last week
Whether communication
affected in the last week
Whether needed help with
household tasks in the last
week
Whether restriction of daily
activities because of
conditions
Whether needed help with
personal care in the last
week

Personal and Social
Performance Scale (PSP)
score of ≤50
Receipt of Disability Support
Pension in past 12 months
Reported experiencing a lot
of difficulty with household
responsibilities in past 4
weeks

'Obvious’ or ‘severe'
dysfunction with self-care in
past 4 weeks
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McMaster FAD - Family
Functioning - with
imputation
Youth-reported frequency of
seeing relatives and/or
friends
Youth-reported frequency of
telephone/internet
communication with
relatives and/or friends
Youth-reported frequency of
participation in clubs/groups

How often in contact with
family members

Any homelessness (primary,
secondary, tertiary) in past
12 months
Relationship with family in
the past week

LI

‘Severe' dysfunction in
overall socialising in past 12
months
Felt socially isolated and
lonely in past 12 months
Reported no friends
Had no contact with friends
in past 12 months
Had <monthly contact with
friends in past 12 months

Number of hospital
admissions for mental health
problems in past 12 months

Number of hospital
admissions for mental health
problems in past 12 months

Number of contacts with
psychiatrist, psychologist,
mental health nurse and
other specialist mental
health professionals for
mental health in past 12
months (imputed from
categorical data)
Not available

Number of outpatient
specialised mental health
service contacts in past 12
months
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Service utilisation
Hospital
Any parent-reported
admission(s)
hospital admission for
for mental
emotional or behavioural
health in past
problems in past 12 months
year
OR
Any youth-reported hospital
admission for emotional or
behavioural problems in past
12 months
Contacts with
Number of contacts with
specialised
paediatrician, psychiatrist,
mental health
psychologist, nurse, social
services
worker, OT and counsellor/
therapist for emotional or
behavioural problems in past
12 months (imputed from
categorical data)
Community
Not available
treatment
order

How often in contact with
friends
Whether personal
relationships were affected
by health
Whether relationships with
other people affected by
health in the last week

C
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Whether ever been
homeless

PO

Social isolation

Not available

T

Family
relationships

Not available

EN

Homelessness

Number of suspensions from
school
School connectedness
composite score
School engagement
composite score
Not available

M

School
disengagement

Legally obligated to receive
treatment in past 12 months
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Not available

Criminal justice
system
involvement

Been in trouble with the
police in past year (not
arrested)
Ever been arrested

Ever in jail, prison or a
correction facility

Accessed community
support from (mental
health) NGO agency in past
12 months
Number of mental health
NGO contacts in past 12
months (drop-in centre for
MH, peer led MH support
group, community
counselling services,
telephone services for MH)
Any charge or arrest in past
12 months
Any time in prison or lockup
in past 12 months
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Not available
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Contacts with
NGO mental
health
agencies
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Note: SEIFA = Socio-Economic Indexes for Areas, AUDIT = Alcohol Use Disorders Identification Test, MDD = Major
Depressive Disorder, GAD = Generalised Anxiety Disorder, OCD = Obsessive Compulsive Disorder, PTSD = Post-traumatic
Stress Disorder, WHODAS = World Health Organisation Disability Assessment Schedule, PSP = Personal and Social
Performance Scale, FAD = Family Assessment Device, OT = Occupational Therapist, NGO = Non-Governmental
Organisation, MH = Mental Health.
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Appendix C: Clinical frameworks literature review
Literature review methodology
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This search involved two components. First a systematic search was conducted for clinical
frameworks that have been trialled or proposed with a clear evidence-base for extended care of
youth with severe, persistent and complex mental illness in countries with comparable healthcare
systems. As our goal was to comprehensively describe the current service environment, we
conducted an additional scoping review of clinical frameworks that are currently in place in
Australia. Additional documents sought included government service plans or models of care and
conceptual frameworks. We looked for documents containing proposed, previously trialled, or
currently implemented clinical frameworks. These were identified through a systematic search of
both state and national government department of health websites, as well as through Google
searches. Additionally, expert consultation was used to identify any salient gaps in our findings.
Lastly, we sought information from existing facilities serving this population in order to pursue any
service methods not available in the literature or online.
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Youths were defined as individuals between 12 and 25 years of age. For the purposes of our review,
we considered studies that include samples or target populations that fall largely within the 12 to 25
year age group. Studies that included samples overlapping this (e.g. 10-15 years) were included as
long as 50% or more of the sample fell within our specified age range.
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Severe, persistent and complex mental illness was deemed to include psychotic disorders, severe
affective disorders and anxiety disorders, and personality disorders as well as those exposed to
severe adverse events or trauma. No limitations were placed on comorbidities of samples groups
(e.g intellectual disability).
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Clinical frameworks were considered the guiding service principles for any health system
component, including: models of care, transitional care models, service delivery models, and
evidence-based planning guidelines. Given the needs of this group we focused on models for
extended care that comprised multidisciplinary services.
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Search strategy
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To minimize publication bias we examined both academic and "grey" literature, including searches
of electronic databases: PubMed, Medline, PsycINFO, CINAHL, Scopus, EMBASE and INFORMIT (a
suite of collections form Australia and the Pacific that focuses on publications on a broad range of
subjects). We also searched other sources such as The Cochrane Library, reference lists of relevant
documents (e.g., existing syntheses of the literature, best practice guidelines) and relevant grey
literature such as Government and NGO reports. Additional published literature was identified
through searches of reference lists of relevant articles (using Science Citation Index and hand
searching), forward citations of relevant articles (using ISI Web of Science/Web of Knowledge or
Google Scholar).
Search strings were developed in consultation with a research librarian and used use a combination
of MeSH terms and free text terms to describe characteristics of our target population (e.g.,
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[adolescent, young adult, juvenile, teenager] AND [severe mental disorder, complex mental illness,
psychotic disorders, dual disability]) and the intervention/clinical model (e.g., adolescent health
services, continuity of patient care, long term care). The search strategy was developed and refined
in PubMed using MeSH terms, and then adapted to suit the search style on all other databases used.
Specific search strings used are detailed below.
((((((("Child"[Mesh:NoExp]) OR "Adolescent"[Mesh]) OR "Young Adult"[Mesh])) OR youth[Title/Abstract]) OR
adolescent[Title/Abstract]) OR teenager[Title/Abstract]) OR juvenile[Title/Abstract]
AND
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(((((((((((((((((((((((((((((((((( "Affective Disorders, Psychotic/psychology"[Mesh] OR "Affective Disorders,
Psychotic/rehabilitation"[Mesh] OR "Affective Disorders, Psychotic/therapy"[Mesh] )) OR ( "Psychotic
Disorders/psychology"[Mesh:NoExp] OR "Psychotic Disorders/rehabilitation"[Mesh:NoExp] OR "Psychotic
Disorders/therapy"[Mesh:NoExp] )) OR ( "Schizophrenia/psychology"[Mesh] OR
"Schizophrenia/rehabilitation"[Mesh] OR "Schizophrenia/therapy"[Mesh] )) OR ( "Depressive Disorder,
Major/psychology"[Mesh] OR "Depressive Disorder, Major/rehabilitation"[Mesh] OR "Depressive Disorder,
Major/therapy"[Mesh] )) OR ( "Depressive Disorder, Treatment-Resistant/psychology"[Mesh] OR "Depressive
Disorder, Treatment-Resistant/rehabilitation"[Mesh] OR "Depressive Disorder, TreatmentResistant/therapy"[Mesh] )) OR ( "Anxiety, Separation/psychology"[Mesh] OR "Anxiety,
Separation/rehabilitation"[Mesh] OR "Anxiety, Separation/therapy"[Mesh] )) OR ( "Obsessive-Compulsive
Disorder/psychology"[Mesh:NoExp] OR "Obsessive-Compulsive Disorder/rehabilitation"[Mesh:NoExp] OR
"Obsessive-Compulsive Disorder/therapy"[Mesh:NoExp] )) OR ( "Anorexia Nervosa/psychology"[Mesh] OR
"Anorexia Nervosa/rehabilitation"[Mesh] OR "Anorexia Nervosa/therapy"[Mesh] )) OR ( "Personality
Disorders/psychology"[Mesh:NoExp] OR "Personality Disorders/rehabilitation"[Mesh:NoExp] OR "Personality
Disorders/therapy"[Mesh:NoExp] )) OR ( "Borderline Personality Disorder/psychology"[Mesh] OR "Borderline
Personality Disorder/rehabilitation"[Mesh] OR "Borderline Personality Disorder/therapy"[Mesh] )) OR (
"Schizoid Personality Disorder/psychology"[Mesh] OR "Schizoid Personality Disorder/rehabilitation"[Mesh] OR
"Schizoid Personality Disorder/therapy"[Mesh] )) OR ( "Schizotypal Personality Disorder/psychology"[Mesh]
OR "Schizotypal Personality Disorder/rehabilitation"[Mesh] OR "Schizotypal Personality
Disorder/therapy"[Mesh] )) OR ( "Schizophrenia, Childhood/psychology"[Mesh] OR "Schizophrenia,
Childhood/rehabilitation"[Mesh] OR "Schizophrenia, Childhood/therapy"[Mesh] )) OR ( "Bipolar
Disorder/psychology"[Mesh] OR "Bipolar Disorder/rehabilitation"[Mesh] OR "Bipolar Disorder/therapy"[Mesh]
)) OR ( "Stress Disorders, Post-Traumatic/psychology"[Mesh] OR "Stress Disorders, PostTraumatic/rehabilitation"[Mesh] OR "Stress Disorders, Post-Traumatic/therapy"[Mesh] ))) OR "severe mental
disorder") OR "severe mental disorders") OR "severe depression") OR "severe depressive") OR "severe
anxiety") OR "serious mental health") OR "serious mental illness") OR "complex mental health") OR "complex
mental illness") OR "dual disability") OR ((“multimorbidity”[tiab] AND (“mental”[ti] OR “psychiatric”[tiab]))))
OR ((“multi-morbidity”[tiab] AND (“mental”[tiab] OR “psychiatric”[tiab])))) OR "severe mental illness") OR
"complex needs") OR "complex trauma") OR "severe trauma") OR "dysphoria") OR "reactive attachment"
AND
(((model[ti] AND care[ti]) OR (models[ti] AND care[ti]) OR “healthcare delivery” OR “health care delivery” OR
“clinical framework” OR “contemporary framework” OR “service delivery” OR “system of care” OR “care
pathway” OR “service structure” OR “Chronic Care Management” OR “Extended care” OR “Extended
treatment” OR “Integrated care” OR “Integrated model” OR “Mental health services” OR “child and adolescent
mental health services” OR “outpatient program” OR “inpatient program” OR “day program” OR “Integrated
systemic therapy” OR (model[ti] AND transition[ti]) OR “transitional care” OR "Adolescent Health
Services/legislation and jurisprudence"[Mesh] OR "Adolescent Health Services/organization and
administration"[Mesh] OR "Mental Health Services/legislation and jurisprudence"[Mesh:NoExp] OR "Mental
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Health Services/methods"[Mesh:NoExp] OR "Mental Health Services/organization and
administration"[Mesh:NoExp] OR "Community Mental Health Services/legislation and jurisprudence"[Mesh]
OR "Community Mental Health Services/methods"[Mesh] OR "Community Mental Health
Services/organization and administration"[Mesh] OR "Community Mental Health Services/standards"[Mesh]
OR "Continuity of Patient Care/legislation and jurisprudence"[Mesh:NoExp] OR "Continuity of Patient
Care/organization and administration"[Mesh:NoExp] OR "Continuity of Patient Care/standards"[Mesh:NoExp]
OR "Transition to Adult Care/legislation and jurisprudence"[Mesh] OR "Transition to Adult Care/organization
and administration"[Mesh] OR "Transition to Adult Care/standards"[Mesh] OR "Long-Term Care/legislation
and jurisprudence"[Mesh] OR "Long-Term Care/methods"[Mesh] OR "Long-Term Care/organization and
administration"[Mesh] OR "Long-Term Care/standards"[Mesh] OR "Patient Care Planning/legislation and
jurisprudence"[Mesh:NoExp] OR "Patient Care Planning/methods"[Mesh:NoExp] OR "Patient Care
Planning/organization and administration"[Mesh:NoExp] OR "Patient Care Planning/standards"[Mesh:NoExp]
OR "Delivery of Health Care/legislation and jurisprudence"[Mesh:NoExp] OR "Delivery of Health
Care/methods"[Mesh:NoExp] OR "Delivery of Health Care/organization and administration"[Mesh:NoExp] OR
"Delivery of Health Care/standards"[Mesh:NoExp] OR "Delivery of Health Care, Integrated/legislation and
jurisprudence"[Mesh:NoExp] OR "Delivery of Health Care, Integrated/methods"[Mesh:NoExp] OR "Delivery of
Health Care, Integrated/organization and administration"[Mesh:NoExp] OR "Delivery of Health Care,
Integrated/standards"[Mesh:NoExp] OR "Health Care Reform/legislation and jurisprudence"[Mesh] OR "Health
Care Reform/methods"[Mesh] OR "Health Care Reform/organization and administration"[Mesh] OR "Health
Care Reform/standards"[Mesh] OR "Managed Care Programs/legislation and jurisprudence"[Mesh:NoExp] OR
"Managed Care Programs/methods"[Mesh:NoExp] OR "Managed Care Programs/organization and
administration"[Mesh:NoExp] OR "Managed Care Programs/standards"[Mesh:NoExp] OR "Health Services
Research/legislation and jurisprudence"[Mesh:NoExp] OR "Health Services Research/methods"[Mesh:NoExp]
OR "Health Services Research/organization and administration"[Mesh:NoExp] OR "Health Services
Research/standards"[Mesh:NoExp] OR "Comparative Effectiveness Research/legislation and
jurisprudence"[Mesh] OR "Comparative Effectiveness Research/methods"[Mesh] OR "Comparative
Effectiveness Research/organization and administration"[Mesh] OR "Comparative Effectiveness
Research/standards"[Mesh] OR "Psychiatric Rehabilitation/legislation and jurisprudence"[Mesh] OR
"Psychiatric Rehabilitation/methods"[Mesh] OR "Psychiatric Rehabilitation/organization and
administration"[Mesh] OR "Psychiatric Rehabilitation/standards"[Mesh] OR "Adolescent Psychiatry/legislation
and jurisprudence"[Mesh] OR "Adolescent Psychiatry/methods"[Mesh] OR "Adolescent
Psychiatry/organization and administration"[Mesh] OR "Adolescent Psychiatry/standards"[Mesh] OR "PatientCentered Care/legislation and jurisprudence"[Mesh] OR "Patient-Centered Care/methods"[Mesh] OR "PatientCentered Care/organization and administration"[Mesh] OR "Patient-Centered Care/standards"[Mesh] OR
"Program Evaluation/methods"[Mesh:NoExp] OR "Program Evaluation/standards"[Mesh:NoExp] OR "Program
Development/methods"[Mesh] OR "Program Development/organization and administration"[Mesh] OR
"Program Development/standards"[Mesh] OR "Ambulatory Care Facilities/legislation and
jurisprudence"[Mesh:NoExp] OR "Ambulatory Care Facilities/methods"[Mesh:NoExp] OR "Ambulatory Care
Facilities/organization and administration"[Mesh:NoExp] OR "Ambulatory Care
Facilities/standards"[Mesh:NoExp] OR "Models, Organizational"[Mesh]))

O

T

Inclusion/exclusion criteria

N

Studies that included a qualitative or quantitative overview of the clinical framework, preferably as
compared to a second clinical framework or model of care were included. The paper should focus on
multidisciplinary models aimed at adolescents and young adults with serious mental illness who
have complex mental healthcare needs.

Papers and reports from high income countries with health systems comparable to Australia
published since 2000 were included. As it was likely that evaluations of contemporary models would
be sparse for this population group, our review included both those that had been
implemented/trialled and those that were presented as conceptual frameworks as long as they cited
an evidence-base. Included were papers and reports that a) evaluated models of care and
transitional models or b) described a conceptual model based on best-practice evidence.
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The focus of clinical models was required to be for extended care services for established cases, thus
early intervention models and single treatments (e.g. family-based) were not included as it was
recognised that clinical models for individuals with complex needs would require more than one
aspect of care. Given that this group has complex needs, requiring support from multiple providers,
models should be multidisciplinary, and therefore those that focused on a single type of treatment
or intervention were not included, e.g. CBT, psychotherapy, group therapy or drug treatments.

Screening

T

PO

LI

C
Y

Studies identified through the database search were downloaded into an endnote database with
duplicates excluded. References were screened via a series of three filters: Filter one used ‘text
mining’ which has been recommended for use in reviews that include non-randomised trials for
which database search filters are not76. By searching within endnote for specific words in specific
fields (e.g., Keywords: genome, palliative, drug trial or Title: prenatal, military) irrelevant references
could be isolated, confirmed as not meeting inclusion criteria and excluded. The second filter
involved two authors screening titles and abstracts against inclusion criteria, any disagreement was
resolved via consultation with a third author. Full texts of remaining papers were double-reviewed
by authors and differences resolved through discussion.

EN

Figure 3 shows the PRISMA flow diagram of the literature review on clinical frameworks.

M

Data extraction

G

O

VE
R

N

A template extraction form was developed, trialled and revised as needed to ensure that relevant
data was captured. For articles reporting on service delivery, the operation of current programs, and
models of care, information extracted included location, age, target population, types of services
and clinical interventions offered, key implementation factors, and resources (e.g. staffing and
beds). For articles reporting on the effectiveness of clinical frameworks, data extracted included
location, age, target population, clinical interventions, control groups, outcome measures, and effect
sizes. For publications reporting on service planning components, data extracted included location,
target group, resources and other planning components.

Data synthesis

N

O

T

Each study was assessed in accordance with the NHMRC levels of evidence in order to determine
strength of evidence. We collated data into a narrative synthesis, grouped by subheadings based on
the findings of the systematic review and scoping review.

Supplementary review
For the supplementary review we focused on contemporary models within Australian jurisdictions.
Models were identified through: a) expert consultation (mental health specialists in Australian
jurisdictions) and b) searches of government health department sources including websites, reports
and guidelines. Our review focused on existing models currently in use in our target group in
Australian jurisdictions.
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PRISMA 2009 Flow Diagram

PO

EN

T

Records screened
(n =6571)

M

Full-text articles assessed
for eligibility
(n =182)

Studies included in
qualitative synthesis
(n = 29)

Records excluded
(n = 6389)
(Via text mining = 4352)

Full-text articles
excluded, with reasons
(n =153)
(Conference abstracts,
does not outline model of
care, non-English
language, wrong target
group)

N

O

T

Included

G

O

VE
R

N

Eligibility

LI

Identification
Screening

Records after duplicates removed
(n = 6571)

C
Y

Additional records identified
through other sources
(Grey literature, review of
evaluation literature, reference
lists)

Records identified through
database searching
(n = 7151)

Studies included in
quantitative synthesis
(meta-analysis)
N/A

From: Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and
Meta-Analyses: The PRISMA Statement. PLoS Med 6(7): e1000097. doi:10.1371/journal.pmed1000097
For more information, visit www.prisma-statement.org.

Figure 2: PRISMA flow diagram for literature review on clinical frameworks
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Results of the clinical frameworks review
List of included publications
List of 28 included studies identified through review of clinical framework literature.

C
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1. Adrian N, Smith JG. Occupied bed days a redundant currency? An evaluation of the first 10
years of an integrated model of care for mentally ill adolescents. Clinical Child Psychology
and Psychiatry. 2015;20(3):458-471.
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treatment for adolescents with severe mental illness: A preliminary analysis. Psychiatric
Services. 2007;58(11):1486-1488.
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3. Chaplin R, Roach S, Johnson H, Thompson P. Inpatient Children and Adolescent Mental
Health Services (CAMHS): outcomes of young people with and without intellectual disability.
Journal of Intellectual Disability Research. 2015;59(11):995-998.
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4. Conway P, Clatworthy J. Innovations in Practice: Grow2Grow - engaging hard-to-reach
adolescents through combined mental health and vocational support outside the clinic
setting. Child and Adolescent Mental Health. 2015;20(2):112-115.
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5. Dr. Michelle Fryer. Re: Barrett Adolescent Centre Commission of Inquiry. In: Honourable
Margaret Wilson QC, ed: The Royal Australian & New Zealand College of Psychiatrists; 2015.
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N

6. Green J, Jacobs B, Beecham J, Dunn G, Kroll L, Tobias C, Briskman J. Inpatient treatment in
child and adolescent psychiatry - A prospective study of health gain and costs. Journal of
Child Psychology and Psychiatry and Allied Disciplines. 2007;48(12):1259-1267.
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7. Grimes KE, Schulz MF, Cohen SA, Mullin BO, Lehar SE, Tien S. Pursuing cost-effectiveness in
mental health service delivery for youth with complex needs. Journal of Mental Health Policy
and Economics. 2011;14(2):73-86.

G

8. Gruner L. Review of South Australian Child and Adolescent Mental Health Services: Quality
Directions Australia; 2014.

T

9. Hodges C, Pollock S, McMullin S. Theoretical approaches underpinning the Mind Youth
Residential Rehabilitation model: Mind Australia; 2013.

N

O

10. Kramer MG. Sanctuary in a residential treatment center: Creating a therapeutic community
of hope countering violence. Therapeutic Communities. 2016;37(2):69-83.
11. Lyons JS, Woltman H, Martinovich Z, Hancock B. An outcomes perspective of the role of
residential treatment in the system of care. Residential Treatment for Children & Youth.
2009;26(2):71-91.

12. Mathai J, Bourne A. Patients who do well and who do less well in an inpatient adolescent
unit. Australasian Psychiatry. 2009;17(4):283-286.
13. McGorry PD. The specialist youth mental health model: Strengthening the weakest link in
the public mental health system. Medical Journal of Australia. 2007;187(7):S53-S56.
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14. McGrew JH, Danner M. Evaluation of an intensive case management program for transition
age youth and its transition to assertive community treatment. American Journal of
Psychiatric Rehabilitation. 2009;12(3):278-294.
15. McShane G, Mihalich M, Walter G, Rey J. Outcome of patients with unipolar, bipolar and
psychotic disorders admitted to a specialist child and adolescent mental health service.
Australasian Psychiatry. 2006;14(2):198-201.
16. Mental Health Justice Health Alcohol and Drug Services. Child and Adolescent Mental Health
Service Model of Care. In: ACT Health, ed. Canberra: ACT Health; 2013.

C
Y

17. Ministry of Health. Transitional planning guidelines for infant, child and adolescent mental
health/alcohol and other drugs services 2014. Wellington: Ministry of Health; 2014.

LI

18. Murcott WJ. Transitions between child and adult mental health services: Service design,
philosophy and meaning at uncertain times. Journal of Psychiatric & Mental Health Nursing.
2014;21:628-634.
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19. NSW Health. Rivendell Unit Model of Service. In: District SLH, ed. Sydney: NSW Health; n.d.
20. Orygen. Commissioning and Youth Mental Health: Orygen, The National Centre of Excellence
in Youth Mental Health; 2016.
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21. Schley C, Radovini A, Halperin S, Fletcher K. Intensive outreach in youth mental health:
Description of a service model for young people who are difficult-to-engage and 'high-risk'.
Children and Youth Services Review. 2011;33:1506-1514.

N

M

22. Schley C, Yuen K, Fletcher K, Radovini A. Does engagement with an intensive outreach
service predict better treatment outcomes in 'high-risk' youth? Early Intervention in
Psychiatry. 2012;6:176-184.
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23. Scottish Executive. Child Health Support Group: Inpatient working group - psychiatric
inpatient services for children and young people in Scotland: A Way Forward. Edinburgh
2004.
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O

24. Styron TH, O'Connell M, Smalley W, Rau D, Shahar G, Sells D, Frey J, Davidson L. Troubled
youth in transition: An evaluation of Connecticut's special services for individuals aging out
of adolescent mental health programs. Children and Youth Services Review.
2006;28(9):1088-1101.

T

25. Swadi H, Bobier C. Hospital admission in adolescents with acute psychiatric disorder: How
long should it be? Australasian Psychiatry. 2005;13(2):165-168.
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O

26. Thomas N, Pilgrim D, Street C, Larsen J. Supporting young people with mental health
problems: Lessons from a voluntary sector pilot. Mental Health Review Journal.
2012;17(1):14-25.
27. Virani A, Crown N. The impact of a clinical pharmacist on patient and economic outcomes in
a child and adolescent mental health unit. Canadian Journal of Hospital Pharmacy.
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Data extraction for review of clinical frameworks
Oversight mechanisms
Outcome data (HoNOSCA &
CGAS) recorded at initiation
of treatment and discharge.
No mention of auditing of
data collection.

Workforce and skills
Multidisciplinary:
Consultant psychiatrist,
clinical nurse specialists,
psychologists, support
worker, administrator.

Cases are reviewed
monthly, and a threemonth follow up occurs
post discharge.

Multidisciplinary: care
coordinator, clinical
(mental health, drug and
alcohol) service
providers and support
(employment and/or
education) service
providers.

Clinical outcome data is
collected at admission and
discharge by the psychiatric
registrar using the
HoNOSCA.

Multidisciplinary staff,
but unit mainly
managed by nurses in
shifts of four at any one
time.

N
O

T

G
O

VE

R

N

M
EN

T

PO

LI
C
Y

Table 8: Summary tables of hospital and residential care for adolescents and youth with severe and complex disorders
Source, location
Target group
Clinical function
Linking mechanisms
Supporting functions
Adolescent
Eligibility
Tier 4 service offering
Referral by the service’s
Family work and facilitated
Resource Centre
acute
inpatient
unit,
day
Adolescent
Assertive
integration into
Ages 12-17 with serious
(ARC), London
program,
and
intensive
Outreach
Team
(AAOT).
community resources.
mental illness presenting
outreach services.
Services are integrated
Adrian & Smith
in crisis.
10
Interventions include CBT, and maintain close links
(2015)
behavioural
with outpatient CAMHS
Not Eligible
desensitisation, group
teams.
Context
Adolescents under age 18 work, and medication
Acute inpatient,
presenting with first
Care planning.
management. Average
day program, and episode psychosis.
length of stay in inpatient
intensive
unit is 36 days.
community
outreach
Mind’s Youth
Eligibility
Residential service based Referral by state health
Support services may
Residential
on
the
Wraparound
facilities
(case
manager
or
include drug and alcohol
Ages 16 to 24 with
Rehabilitation
Facilitator
Model
(WFM).
clinician).
Community
programs, and
complex mental health
(YRR) Units,
A collaborative care plan supports are put into
education/employment
challenges who require
Victoria &
is developed based on
place prior to discharge
services. Advocacy and
additional support.
Queensland
clinician assessment and from the program, and
assistance in finding
consumer-identified
community-based services accommodation at
Hodges et al.
11
priorities. Key clinical
can be incorporated into a discharge. Family or
(2013)
services may include
young person’s
community member
mental
health
and
wraparound
team.
considered essential part
Context
physical health. Suggested Transitional arrangements of the care team.
Nonacute
time for wraparound
are made at least three
residential
program is 6-9 months.
months prior to discharge.
Banksia Adolescent Eligibility
A 12 bed crisis-oriented
Self-referrals (by the
Educational and vocational
Unit, Melbourne
unit
with
an
attached
young
person
or
their
sessions are provided.
Ages 12-18 suffering from
parent
or
carer),
GP,
school.
Typical
length
of
Mathai & Bourne
serious psychiatric
12
specialist doctor (e.g.
stay is 5-10 days, but
(2009)
problems.
Paediatrician) or other
patients have stayed for
health care worker or
up
to
18
months.
Context
School Welfare
Interventions include
Acute inpatient
Coordinator.
activity groups, group
therapy, individual
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N/R

Multidisciplinary team.

PO

LI
C
Y

Consumers are given
access to educational
support, allied health
support, vocational
support, and visits from
public advocates.

Family based
therapy/programs,
assessment of
occupational function.

Ongoing quality
improvement activities e.g.
clinical audits, critical
incident reporting, risk
assessment and
management and handling
of complaints. Clinical
supervision for team
members within discipline
of practice.

Multidisciplinary team
including includes
psychiatrists, psychiatry
registrars, registered
mental health nurses,
psychologists (clinical
and registered), social
workers, occupational
therapists and youth
workers.

Interventions are also
provided to facilitate tasks
of development for the
young person.
Individualised education

All documentation is
entered into CERNER in
accordance with state-wide
and district business rules.
HoNOSCA, CGAS and SDQ

Multidisciplinary team
approach to care. School
staff are included as part
of care team. Staff
includes psychiatrists,

N
O

T

G
O

VE

R

N

M
EN

Referrals typically come
from the emergency
department, a CAMHS
Mental Health,
community service, or
Justice Health,
from another hospital.
Alcohol and Drug
13
Discharge planning begins
Services (2013)(A)
when the young person is
admitted, and includes
Context
liaising with relevant
Acute inpatient
stakeholders, clinical
managers, the consumer,
and carers. Effective
discharge will promote
continuity of care.
CAMHS Model of
Eligibility
Based on a MDT model
Referral via the
Care, ACT
includes
Step
Up
Step
community-embedded
Adolescent community
Down
services
(SUDS),
CAMHS
network.
Mental Health,
team: 11-18
Adolescent
and
Young
Collaboration
with other
Justice Health,
Young adult team:
Adult
Community
Mental
services
via
regular
case
Alcohol and Drug
17-25
13
Health
Teams,
and
conferences,
telephone
Services (2013)(B) Adolescent SUSD: 13-18
specialist day programs.
contacts /support and the
Young adult SUSD:
Interventions
include
invitation of these
Context
18-25
specialist assessment and stakeholders to case
Subacute
programs, clinical
reviews. Community
Those with moderate to
residential, day
management, dialectic
partners include school
severe
mental
health
programs, intensive
behavioural therapy,
counsellors, GPs,
presentations,
based
on
community
intensive support group
headspace, Alcohol and
the level of dysfunction
programs,
therapeutic
Drug Services, and private
and impact on functioning
group
based
mental health care
(not reliant on diagnosis).
interventions, assertive
providers. Discharge
follow-up, and medication readiness is discussed
management/review.
with consumer, carer and
relevant agencies.
Rivendell Unit,
Eligibility
A state-wide tertiary
State-wide referrals from
NSW
referral
service
that
treating mental health
Ages 12-18 with
14
typically
serves
as
a
step
professionals are
NSW Health (n.d.) persistent, severe and
up
from
less
intensive
accepted for planned
complex mental illness/es
community
treatment.
admissions. Referrers and
that lead to significant

T

CAMHS inpatient
services, ACT

counselling, and
pharmacotherapy.
Eligibility
Provides short-term care
and treatment in a safe
Ages 13-25 experiencing
severe mental illness, and and therapeutic
unable to be supported in environment that enables
a focus on recovery and
an intensive community
goals. Interventions
support environment.
Typically presenting with a include individual therapy,
severe psychotic episode therapeutic programs,
or mood disorder, where physical activity, and
creative arts therapy.
a less restrictive
treatment option is not
viable.
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Extended inpatient

impairment.
Not Eligible

significant stakeholders
are included in care
planning throughout an
admission. Discharge
planning involves key
stakeholders; all
appropriate community
based supports are
coordinated prior to
discharge.

programs are provided.

are used for routine
outcome measures. Clinical
decision making and
accountability is the
responsibility of the
consultant psychiatrist, who
reports to the inpatient
director, who reports in
turn to the Director of
Rivendell Child Adolescent
and Family Mental Health
Services. The facility is
managed by a core team
including the Nurse Unit
Manager, Senior Allied
Health Professionals,
Consultant Psychiatrists, an
Adolescent Advocate, and
the School Principal.
Strengths focussed
Treatment plans are
treatment planning (SFTP) reviewed and revised
and community-focussed approximately every five
treatment planning (CFTP). months.
Assist with educational
achievement and
vocational readiness,
foster independent living
skills and social skills and
reinforce substance abuse
prevention skills.

nurses, psychologists,
clinical psychologists,
neuro-psychologists,
sports psychologists,
social workers, specialist
CAMHS staff, and a
dietician.

The Christchurch
Youth Inpatient
Unit, NZ
Swadi & Bobier
16
(2005)

R

N

Goal is to help those over
18yrs transition from
children’s mental health
care to adult services.

VE

Intensive
community,
nonacute
residential

G
O

Context

Based on an integrated
model of assessment and
Young adults (18+) with
treatment. The service
moderate to severe
mental illness, who have a includes clinical,
wide range of significant residential, case
psychiatric, neurological, management, and other
medical, developmental, support systems.
Interventions are adapted
cognitive, social,
to individual needs and
emotional, and legal
preferences, and include
problems. Most have
been in foster care or the focusing on activities and
emphasizing stabilisation
residential care system.
through supports, rather
than relying
predominantly on officebased psychotherapy.
Eligibility
An 8-bed tertiary mental
Ages 16-18, with a severe health facility for
assessment and short
psychiatric disorder
term intensive treatment.
unable to be effectively
Mean length of stay for
treated or managed in

T

Styron et al.
15
(2006)

Eligibility

N
O

The Young Adult
Services (YAS)
program,
Conneticut

M
EN

T

PO

Primary developmental
disability, homelessness,
excessive risk to others.

Interventions are
individualised according
to consumer needs and
can include
psychotherapeutic,
behavioural, and
psychoeducational
interventions, and family
and carer interventions.

LI
C
Y

Context

Referrals are accepted
N/R
mainly from the
Canterbury region.
Discharge is usually
considered on the basis of

Data collection occurs for
outcome measurement.
The HoNOSCA serves as an
end-point measurement.

N/R

N/R
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Acute inpatient

other services.

treatment is 27 days, but
this increases when only
Not Eligible
considering consumers
admitted with major
Patients with conduct
disorder and/or substance psychosis.
abuse disorder.

clinical consensus, taking
in the views of the
consumer and their
family, as well as that of
the receiving outpatient
service. Outpatient service
remains involved to
prevent discontinuity of
care and facilitate early
discharge.

LI
C
Y

Context

N
O

T

G
O

VE

R

N

M
EN

T

PO

Note: CBT = Cognitive Behavioural Therapy, CAMHS = Child and Adolescent Mental Health Service, HoNOSCA = Health of the Nations Outcome Scale for Children and Adolescents, CGAS = Children’s Global
Assessment Scale, GP = General Practitioner, N/R = not reported, MDT = Multidisciplinary Team, SDQ = Strengths and Difficulties Questionnaire.
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Table 9: Summary table of community-based services for adolescents and youth with severe and complex disorders
Source, location
Target group
Clinical function
Linking mechanisms
Supporting functions

Ages 14-25 with complex
mental health needs.

Context
Day program

Grimes et al.
19
(2011)
Context
Intensive
community

Eligibility
Ages 3-19 severe
emotional disturbance
(as evidenced by
prolonged impairment,
receipt of various state
services, and risk of outof-home placement) and
expectations of either
frequent psychiatric
hospitalisation and/or
long-term out-of-home

Intensive community
treatment using the
wraparound approach.
The service provides faceto-face home-based care
for each child using
individualised
interventions
(psychotherapy,
medication) and nontraditional therapies such
as transportation to

N
O

Mental Health
Services Program
for Youth
(MHSPY) model,
Massachusetts

Workforce and skills

N/R

Interdisciplinary team.

PO

LI
C
Y

Oversight mechanisms

T
M
EN

Conway &
Clatworthy
18
(2015)

Eligibility

Referral sources include
schools, CAMHS, local
charities, social services,
and the youth offending
team. Attendance levels
are monitored and
educational and
employment outcomes
are reviewed at least
every three months.

Therapeutically
supported vocational
placements at an
organic farm.
Educational, vocational
and life skills training.

N/R

Multidisciplinary
workforce including
psychologists, a
psychotherapist, an
occupational therapist, a
horticultural therapist,
and psychology/
psychotherapy trainees.

Referred by local
representatives from the
Department of Mental
Health, Social Services,
Juvenile Justice, and
Special Education. The
program shares linkages
with professional and
non-professional
community resources.

N/R

Outcome measures are
collected at baseline,
every six months, and at
discharge. Satisfaction
surveys are administered
to youth, family, and
leading agency involved
when a child is
discharged.

Includes care manager,
care planning team
(Department of Mental
health, teachers,
therapists, care
managers, informal
supports, doctors, family,
Social Services).

N

The Grow2Grow
model, Kent

Rehabilitation services
are integrated with
clinical services.
Includes vocational
rehabilitation services,
substance abuse
counselling, and
assistance with
independent living
skills.

R

Intensive
community

N/R

VE

Context

Ages 15 to 21 with severe
and persistent mental
illnesses. Must have
primary diagnosis of a
psychotic disorder,
bipolar disorder, or OCD,
with at least 4 functional
limitations indicating a
need for intensive
community support.

Assertive community
treatment service. Offers
highly individualised and
comprehensive array of
services. Interventions
include
pharmacotherapy,
symptom monitoring,
supportive
psychotherapy, and
psychoeducation, illness
management and
recovery skills, intensive
case management, 24hour crisis intervention.
Assertive communitybased service. Little
information available on
specific interventions but
psychodynamic therapy
and problem solving are
mentioned, Placements
are a maximum of two
days per week for up to
two years.

G
O

Ahrens et al.
17
(2007)

Eligibility

T

Program of
Assertive
Community
Treatment,
Wisconsin
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McGrew & Danner
20
(2009)
Context
Intensive
community

Ages 17-25 with serious
mental illness, evidenced
by significant functional
impairment such as out
of home placements,
legal system involvement,
substance abuse, etc.

N/R

Consumers receive
assistance with
employment,
education, housing (10
cluster apartments
maintained by Our
Town), money
management, and
community
involvement.

Not eligible

Context

N
O

T

G
O

Intensive
community

Family interventions,
advocacy and
brokerage for practical
needs (e.g.

M
EN

N

22

Schley (2012)

Referrals accepted from
within the local health
system and/or from
Orygen clinical program
via GP, community
member or self-referral.

Discharge decisions made
on a case-by-case basis,
as indicated by clinical
need, reaching treatment
goals, at person’s request
or if continuation is
counter-productive.
Discharge and follow up
support planning
commences at beginning
of treatment.

R

21

Schley (2011)

Ages 14-25 years with
severe mental health
problems, considered at
high risk (e.g. suicidal)
and proven difficult to
engage in clinical
services.

Based on Multi-Systemic
Therapy (MST), provides
intensive, outreach
mental health services
including: casemanagement,
collaborative
development & reviewing
of an individual service
plan (ISP), risk
management.
psychotherapy, group
therapy, and/or
pharmacotherapy. Active
treatment is a maximum
of two years.

VE

The Intensive
Mobile Youth
Outreach Service
(IMYOS),
Melbourne

Those with a primary
diagnosis of a
developmental or
physical disability.
Eligibility

N/R

LI
C
Y

Eligibility

PO

Our Town,
California

specialised after-school
programs.
An intensive case
management program
based on Assertive
Community Treatment.
Mental health treatments
include access to clinical
services and support for
psychiatric needs.

T

placement.

accommodation,
employment, financial
management), and
reintegration with
school. Service liaison
and referral, e.g.
specialist alcohol and
drug services

Weekly team meetings
occur to review each
consumer’s progress.
Treatment progress is
formally reviewed at least
every six weeks.
Formalised outcome
measures occur at threemonthly intervals.

Staff includes a
psychiatrist, advanced
practice nurse, clinical
supervisor, three
personal service
coordinators (case
managers), an
employment specialist,
and a peer support
specialist. Workforce
provides continuous care,
both at the facility and
within the community.
Eight mental health
professionals from
various backgrounds
including clinical
psychology, social work,
occupational therapy,
and psychiatric nursing. A
full-time coordinator
provides day-to-day
operational management
of the team and is
involved in direct clinical
care. A consultant
psychiatrist and senior
psychiatric registrar also
contribute to clinical
governance, treatment
provision and ongoing
service development.

Note: OCD = Obsessive Compulsive Disorder, N/R = not reported, CAMHS = Child and Adolescent Mental Health Service, GP = General Practitioner.
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Appendix D: Program evaluation frameworks literature
review
Defining a program evaluation framework
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For the purposes of this review, a program evaluation framework was defined as a comprehensive
description of existing or proposed ongoing data collection, monitoring and reporting processes
linked to clearly identified KPIs. It is based on a program logic that identifies a range of important
components of the service to consider in an evaluation and should be somewhat adaptable to
overcome any challenges encountered in the data collection and evaluation processes. Where a
program evaluation framework has been established, it provides the blueprint for conducting
systematic evaluations of the whole program, thereby generating regular feedback to improve
future operations.
Evaluation cycle
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T

The development of an evaluation approach should account for changes in service delivery over the
course of implementation and life of the program59. According to a report produced by the NSW
Agency for Clinical Innovation in 2013, the development of an evaluation framework should be a
cyclical process that involves (p.5-9)59:
Assembling an evaluation team;



Planning the evaluation including roles and responsibilities;



Creating a program logic;



Defining the evaluation design;



Establishing a plan for data collection and analysis;



Implementing the evaluation;



Reporting evaluation results; and



Incorporating findings into the service model and future evaluation processes
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Based on the program’s implementation stage, its evaluation may be classified as: formative,
occurring in the initial implementation phase (e.g. pilot trial or site); process, assessing service
operations and outcomes once the program is fully established (e.g. 3+ years post-implementation);
or summative, investigating long-term program impacts well after implementation (e.g. 5+ years) or
at the end of the program59. The scope of an evaluation, indicators of interest and methods used
should reflect the implementation stage of the program being evaluated.
In some cases, the evaluation team may be external to the organisation operating the program or
service. This is advisable where conflicts of interests or perceived biases towards the program exist,
the program is considered politically sensitive or high risk, or there is limited capacity to conduct the
evaluation in-house. External evaluators should be suitably familiar with the program to understand
the context of service delivery and challenges associated with data collection and interpretation.
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Program logic

A program logic should stem from the program’s primary objective and aim to encapsulate the
current service model including the inputs, activities, participants, outputs and intended outcomes,
which may be consumer, program/organisation or system-focused59. This helps to inform the
development of specific evaluation questions by identifying key program indicators and problems
that should be assessed59. Figure 1 provides an example program logic structure and the various
program components are briefly described below, however it is important to note that these may
vary according to the program and nature of the evaluation.
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Program
objective
Participants

Activities

Outputs

Consumer
outcomes

Program
outcomes

System
outcomes

(e.g. funding
resources,
staff,
infrastructure)

(e.g. ratio of
male to female
consumers, age
distribution)

(e.g. referral
intake, care
planning, staff
training)

(e.g. number of
occasions of
service
provided)

(e.g. MH and
functioning is
improved in
consumers)

(e.g. program
is accessible
and costeffective)

(e.g. pressure
on other
services is
reduced)

T

PO

LI

Inputs

EN

External factors (e.g. changes to healthcare legislation and funding)

M

Figure 3: Generic program logic structure
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Inputs refer to the resources invested in a program or service59, 77, 78. Examples include funding, staff
(clinical, management and administrative), infrastructure (treatment rooms, offices), technology
(data management systems), contact hours, advisory committees, and the model of care59, 77. In
some cases, these also include program activities42, 79.
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Participants (sometimes listed as participation) refer to the number and characteristics of consumers
accessing the program or the program’s target population78, 80. Examples include the total annual
participation rates for the program, the proportion of consumers who are female, and the
geographic distribution of the program’s clientele80.
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Activities refer to the processes involved in service delivery59. Examples include intake procedures,
mental and physical health assessments, care planning and coordination, psychological treatment,
pharmacotherapy, educational/vocational support, and discharge planning.

N

Outputs refer to the direct results of program activities59. Examples include indicators such as the
number of referrals reviewed, the number of consumers accepted into the program, the number of
adverse events reported, and the number of consumers discharged39. In some cases, activities and
details about program participants (e.g. proportion of consumers who identify as Indigenous,
number of carers involved in care coordination, etc.) are grouped under outputs59, 78, 80.
Consumer outcomes refer to the intended changes in consumer status as a result of the program42,
59
. These may include improved mental health and wellbeing, increased levels of functioning, active
engagement with education or employment, and improved physical health. Consumer outcomes are
typically identified as short, medium or long-term59, 80.
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Program outcomes represent the specific goals that the service aims to achieve59, 81. These may
include the timely assessment of referrals, alignment of service delivery with the model of care,
efficient use of resources, limited staff turnover and increased awareness of the program in the
community. These may also be identified as short, medium or long-term outcomes, with long-term
outcomes sometimes referred to as “impacts”59, 79, 80.
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System outcomes refer to the expected impacts of the program on the overarching health system59.
These may also sometimes be referred to as “impacts” and include reduced pressure on other
mental health services, improved overall access to mental health services, and improved referral
pathways between organisations40, 77, 81.
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External factors refer to issues or circumstances outside of the program that are likely to influence
its objectives, inputs, operations and/or effectiveness80. These may include a change in government,
or changes in funding for the sector80.
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Each of the indicators identified in a program logic should be clearly defined and measurable. This
means linking the indicators to specific data collection instruments and/or processes, and describing
how the measure will be evaluated (e.g. a pre-post analysis or comparison to a benchmark)59.
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Literature review methodology
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This review involved two components, the first of which was a systematic search of academic
literature on program evaluation frameworks and single program evaluations of mental health
services providing treatment to youth with severe, complex and persistent mental health issues in
high income countries. The second component was a supplementary search of grey literature on
program evaluations and existing or proposed program evaluation frameworks for mental health
services in countries with comparable healthcare systems. The supplementary search included direct
communication with authors or existing facilities to pursue additional information on program
evaluation frameworks identified in the grey literature where necessary. For the purposes of this
review, a single program evaluation referred to a one-off evaluation event, whereas an evaluation
framework was defined as a description of ongoing data collection, monitoring and reporting
processes linked to clearly identified KPIs.
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Search strategy

N

To minimize publication bias we examined both academic and grey literature. Academic literature
was identified through a systematic search of relevant electronic databases including: PubMed,
Medline, PsycINFO, CINAHL, Scopus, EMBASE and INFORMIT (a suite of collections form Australia
and the Pacific that focuses on publications on a broad range of subjects). We also searched other
sources such as The Cochrane Library, reference lists of relevant documents (e.g., existing syntheses
of the literature, best practice guidelines) and relevant grey literature such as Government and NGO
reports. Additional academic literature was identified through searches of reference lists of relevant
articles (using Science Citation Index and hand searching), forward citations of relevant articles
(using ISI Web of Science/Web of Knowledge or Google Scholar). Relevant grey literature was
identified through expert consultation (mental health specialists in Australian jurisdictions), and
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searches of government health department and NGO sources including websites, reports and
guidelines.
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Search strings were developed in consultation with a research librarian and used use a combination
of MeSH terms and free text terms to describe characteristics of our target population (e.g.,
[adolescent, young adult, juvenile, teenager] AND [severe mental disorder, complex mental illness,
psychotic disorders, dual disability]) and the intervention (e.g., [program evaluation, service
evaluation, evaluation framework]). The search strategy was developed and refined in PubMed
using MeSH terms, and then adapted to suit the search style on all other databases used. Specific
search strings used are detailed below.
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((((((("Child"[Mesh:NoExp]) OR "Adolescent"[Mesh]) OR "Young Adult"[Mesh])) OR youth[Title/Abstract]) OR
adolescent[Title/Abstract]) OR teenager[Title/Abstract]) OR juvenile[Title/Abstract]
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(((((((((((((((((((((((((((((((((( "Affective Disorders, Psychotic/psychology"[Mesh] OR "Affective Disorders,
Psychotic/rehabilitation"[Mesh] OR "Affective Disorders, Psychotic/therapy"[Mesh] )) OR ( "Psychotic
Disorders/psychology"[Mesh:NoExp] OR "Psychotic Disorders/rehabilitation"[Mesh:NoExp] OR "Psychotic
Disorders/therapy"[Mesh:NoExp] )) OR ( "Schizophrenia/psychology"[Mesh] OR
"Schizophrenia/rehabilitation"[Mesh] OR "Schizophrenia/therapy"[Mesh] )) OR ( "Depressive Disorder,
Major/psychology"[Mesh] OR "Depressive Disorder, Major/rehabilitation"[Mesh] OR "Depressive Disorder,
Major/therapy"[Mesh] )) OR ( "Depressive Disorder, Treatment-Resistant/psychology"[Mesh] OR "Depressive
Disorder, Treatment-Resistant/rehabilitation"[Mesh] OR "Depressive Disorder, TreatmentResistant/therapy"[Mesh] )) OR ( "Anxiety, Separation/psychology"[Mesh] OR "Anxiety,
Separation/rehabilitation"[Mesh] OR "Anxiety, Separation/therapy"[Mesh] )) OR ( "Obsessive-Compulsive
Disorder/psychology"[Mesh:NoExp] OR "Obsessive-Compulsive Disorder/rehabilitation"[Mesh:NoExp] OR
"Obsessive-Compulsive Disorder/therapy"[Mesh:NoExp] )) OR ( "Anorexia Nervosa/psychology"[Mesh] OR
"Anorexia Nervosa/rehabilitation"[Mesh] OR "Anorexia Nervosa/therapy"[Mesh] )) OR ( "Personality
Disorders/psychology"[Mesh:NoExp] OR "Personality Disorders/rehabilitation"[Mesh:NoExp] OR "Personality
Disorders/therapy"[Mesh:NoExp] )) OR ( "Borderline Personality Disorder/psychology"[Mesh] OR "Borderline
Personality Disorder/rehabilitation"[Mesh] OR "Borderline Personality Disorder/therapy"[Mesh] )) OR (
"Schizoid Personality Disorder/psychology"[Mesh] OR "Schizoid Personality Disorder/rehabilitation"[Mesh] OR
"Schizoid Personality Disorder/therapy"[Mesh] )) OR ( "Schizotypal Personality Disorder/psychology"[Mesh]
OR "Schizotypal Personality Disorder/rehabilitation"[Mesh] OR "Schizotypal Personality
Disorder/therapy"[Mesh] )) OR ( "Schizophrenia, Childhood/psychology"[Mesh] OR "Schizophrenia,
Childhood/rehabilitation"[Mesh] OR "Schizophrenia, Childhood/therapy"[Mesh] )) OR ( "Bipolar
Disorder/psychology"[Mesh] OR "Bipolar Disorder/rehabilitation"[Mesh] OR "Bipolar Disorder/therapy"[Mesh]
)) OR ( "Stress Disorders, Post-Traumatic/psychology"[Mesh] OR "Stress Disorders, PostTraumatic/rehabilitation"[Mesh] OR "Stress Disorders, Post-Traumatic/therapy"[Mesh] ))) OR "severe mental
disorder") OR "severe mental disorders") OR "severe depression") OR "severe depressive") OR "severe
anxiety") OR "serious mental health") OR "serious mental illness") OR "complex mental health") OR "complex
mental illness") OR "dual disability") OR ((“multimorbidity”[tiab] AND (“mental”[ti] OR “psychiatric”[tiab]))))
OR ((“multi-morbidity”[tiab] AND (“mental”[tiab] OR “psychiatric”[tiab])))) OR "severe mental illness") OR
"complex needs") OR "complex trauma") OR "severe trauma") OR "dysphoria") OR "reactive attachment"
AND
(((((((((((((((((((((((((("Comparative Effectiveness Research/legislation and jurisprudence"[Mesh] OR
"Comparative Effectiveness Research/methods"[Mesh] OR "Comparative Effectiveness Research/organization
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and administration"[Mesh] OR "Comparative Effectiveness Research/standards"[Mesh]) OR "Patient
Satisfaction/legislation and jurisprudence"[Mesh:noexp]) OR ("Program Evaluation/methods"[Mesh:noexp] OR
"Program Evaluation/standards"[Mesh:noexp])) OR ("Benchmarking/legislation and jurisprudence"[Mesh] OR
"Benchmarking/methods"[Mesh] OR "Benchmarking/organization and administration"[Mesh] OR
"Benchmarking/standards"[Mesh])) OR ("Outcome and Process Assessment (Health Care)"[Mesh:noexp] OR
("Outcome and Process Assessment (Health Care)/legislation and jurisprudence"[Mesh:noexp] OR "Outcome
and Process Assessment (Health Care)/methods"[Mesh:noexp] OR "Outcome and Process Assessment (Health
Care)/organization and administration"[Mesh:noexp] OR "Outcome and Process Assessment (Health
Care)/standards"[Mesh:noexp]))) OR ("Outcome Assessment (Health Care)"[Mesh:noexp] OR ("Outcome
Assessment (Health Care)/legislation and jurisprudence"[Mesh:noexp] OR "Outcome Assessment (Health
Care)/methods"[Mesh:noexp] OR "Outcome Assessment (Health Care)/organization and
administration"[Mesh:noexp] OR "Outcome Assessment (Health Care)/standards"[Mesh:noexp]))) OR "Patient
Outcome Assessment"[Mesh:noexp]) OR "Treatment Outcome"[Mesh:noexp]) OR ("Process Assessment
(Health Care)"[Mesh] OR ("Process Assessment (Health Care)/legislation and jurisprudence"[Mesh] OR
"Process Assessment (Health Care)/methods"[Mesh] OR "Process Assessment (Health Care)/organization and
administration"[Mesh] OR "Process Assessment (Health Care)/standards"[Mesh]))) OR ("Data
Collection/legislation and jurisprudence"[Mesh:noexp] OR "Data Collection/methods"[Mesh:noexp] OR "Data
Collection/organization and administration"[Mesh:noexp] OR "Data Collection/standards"[Mesh:noexp])) OR
("Surveys and Questionnaires/methods"[Mesh:noexp] OR "Surveys and
Questionnaires/standards"[Mesh:noexp]))) OR "program evaluation"[Title/Abstract]) OR "program
evaluations"[Title/Abstract]) OR "evaluation framework"[Title/Abstract]) OR "evaluation
frameworks"[Title/Abstract]) OR "patient assessment"[Title/Abstract]) OR "process
monitoring"[Title/Abstract]) OR "evaluation instrument"[Title/Abstract]) OR "assessment
instrument"[Title/Abstract]) OR "best practice"[Title/Abstract]) OR "patient outcome"[Title/Abstract]) OR
"patient outcomes"[Title/Abstract]) OR "patient-reported outcome"[Title/Abstract]) OR "patient-reported
outcomes"[Title/Abstract]) OR "clinician-reported outcome"[Title/Abstract]) OR "clinician-reported
outcomes"[Title/Abstract]

Inclusion/exclusion criteria
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Included were academic papers and grey literature sources published between 2000 and 2016 from
high-income countries with similar health systems to Australia. Studies must have included a
qualitative or quantitative evaluation of a mental health program/service, or described an existing or
proposed evaluation framework designed for a mental health program/service. Evaluations that
focused on a single type of treatment or intervention were not included, e.g. CBT, psychotherapy,
group therapy or drug treatments.

N

Youths were defined as individuals between 12 and 25 years of age. For the purposes of this review,
we focused on program evaluation frameworks and single program evaluations of services aimed at
a population that falls largely within the 12 to 25 year age group. Studies that included consumer
samples overlapping this (e.g. 10-15 years) were considered relevant as long as more than 50% of
the sample fell within our specified age range.
The study population had to consist of established cases of severe, complex and persistent mental
illness. Severe, persistent and complex mental illness includes psychotic disorders, severe affective
disorders and anxiety disorders, and personality disorders as well as those exposed to severe
adverse events or trauma. No limitations were placed on comorbidities of samples groups (e.g.
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intellectual disability), however the primary diagnosis for treatment was required to be a severe
mental disorder.
The focus of programs or services being evaluated in the study was required to be evidence-based
multidisciplinary care for youth with established cases of severe, complex and persistent mental
illness. Given the needs of this target group and the purpose of this work, we focused primarily on
services and programs delivering extended care. Prevention models and single treatments (e.g. CTB
for severe depression) were not included as it was recognised that service models for individuals
with complex needs would require more than one aspect of care.
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Screening
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Studies identified through the database search were downloaded into an endnote database with
duplicates excluded. A team of four researchers screened references by their title, keywords and
abstract via a series of three filters: Filter one uses ‘text mining’ which has been recommended for
use in reviews that include non-randomised trials for which database search filters are not
appropriate76. By searching within endnote for specific words in specific fields (e.g., Keywords:
genome, palliative, drug trial or Title: prenatal, military or Abstract: cancer, surgery) irrelevant
references could be isolated, confirmed as not meeting inclusion criteria and excluded. Sources
identified as eligible in the initial screening were subjected to a full-text screening conducted by two
authors to determine their acceptability for this review.
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A preliminary screening identified no academic literature and only a very small amount of grey
literature on program evaluation frameworks for services treating the target population, therefore
the inclusion criteria for publications on this topic was widened to include services in Australia
treating adults with severe mental illness. Given the focus on multidisciplinary service, the recent
headspace evaluation was also included in the grey literature review despite its services targeting a
less severe youth population.
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Data extraction
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Figure 3 shows the PRISMA flow diagram of the literature review on program evaluation frameworks
single program evaluations.
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Based on the results of the academic and supplementary searches, the literature identified in this
review was separated into two main categories of evidence for data extraction: (1) grey literature on
program evaluation frameworks, and (2) academic literature and grey literature on single program
evaluations. Given that the aim of this work is to inform the development of an ongoing evaluation
approach for the extended youth severe service, this review focused on extracting data that could
be incorporated into a program evaluation framework. Information on the components of a
standard evaluation framework was sourced from grey literature on generic health programs and
used to formulate two data collection templates: one for evidence on program evaluations, and
another for evidence on evaluation frameworks.
Grey literature on program evaluation frameworks

The data extraction for literature on program evaluation frameworks was more detailed than that
for program evaluations as providing information on ongoing approaches was the primary focus of
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this review. The data extraction included details about the program’s services such as the funding
and governing agencies, service location, target population, and service description, as well as
general information on the evaluation framework including the year and context in which it was
proposed. The extraction also sought to provide a comprehensive description of the evaluation
framework including: the KPIs identified for each program logic component (inputs, activities,
outputs and/or outcomes), the specific factors assessed for every KPI, the instruments or methods
used for data collection, when data collection occurs and who is responsible, and how the results are
evaluated and reported. In addition, any limitations and recommendations on the evaluation
process were highlighted.
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Academic and grey literature on single program evaluations
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The nature of the relevant information on program evaluations was consistent across both academic
and grey literature, and was therefore collected using the same data extraction template. The data
extraction for literature on single program evaluations included: the country of operations, the
context of the service and evaluation, the measures and analysis used, limitations of the evaluation,
and recommendations for future studies identified by the investigators. KPIs that could be
incorporated into an evaluation framework for that service have been proposed based on the
evaluation aims, methods and findings.

Data synthesis
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The key findings of the literature review were summarised for each category of evidence and
considered in terms of their relevance to the development of an ongoing evaluation process for
Queensland’s new extended treatment service for young people. The findings were also compared
with data items and reporting practices currently used in Australia to meet the requirements of the
National Minimum Dataset and to populate the Consumer Integrated Mental Health Application
(CIMHA). Given that utilising data that is already routinely collected would help to minimise
clinicians’ administrative tasks, commonalities between the measures and methods identified in the
literature and those already used in the Australian health system were identified and considered.
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PRISMA 2009 Flow Diagram
Additional records identified
through other sources
(n =23, reference lists, clinical
review)

Identification

Records identified through
database searching
(n = 8553)
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Records excluded
(n = 7472)
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Records screened
(n =7736)
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Screening

Records after duplicates removed
(n = 7736)
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Eligibility
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Full-text articles
assessed for eligibility
(n =264)

Studies included in
qualitative synthesis
(n = 9 papers, 7 GL)

Full-text articles
excluded, with reasons
(n =248)
(Conference abstracts,
does not describe an
evaluation framework,
non-English language,
wrong target group)

Studies included in
quantitative synthesis
(meta-analysis)
N/A

From: Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and
Meta-Analyses: The PRISMA Statement. PLoS Med 6(7): e1000097. doi:10.1371/journal.pmed1000097
For more information, visit www.prisma-statement.org.

Figure 4: PRISMA flow diagram for literature review on program evaluation frameworks
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Results of the program evaluation frameworks review
List of included publications on program evaluation frameworks
List of 4 publications describing program evaluation frameworks identifed in literature review.
1. Fisher K, Purcal C, Cox M, Thompson L, Zimmermann A. Evaluation Plan: Neami Macarthur
Youth Mental Health & Housing Project. Fairfield, VIC: Social Policy Research Centre,
University of New South Wales in collaboration with Neami; 2012.
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2. Nous Group. Review of the PDRSS Day Program, Adult Residential Rehabilitation and Youth
Residential Rehabilitation. In: Department of Health, ed. Melbourne: Victorian Government
2012.
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3. Patterson M, Queree M, Somers J, Tomori C. Assertive community treatment: An evaluation
framework for British Columbia. Victoria, BC: Centre for Applied Research in Mental Health
and Addiction, Simon Fraser University & A. Harrison Research and Consulting; 2013.
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4. Urbis Pty Ltd. PIR Evaluation Framework. Sydney: Urbis Pty Ltd; 2013
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Data extraction for review of program evaluation frameworks
Table 10: Program evaluation framework: Macarthur Youth Mental Health and Housing Project
Funding and governing agencies
Location
Target population
Service description

Limitations

LI
C
Y

40, 43

Operated by Neami National and funded by NSW Department of Family and Community Services.
Services delivered in the South Western Sydney Region of NSW in Australia between March 2011 and June 2014.
The target population is young people aged 16-18 years (with recommendations to expand this to 14 – 21 years) experiencing mental illness and homelessness, and whose
needs may be considered too high or complex for current youth homelessness services.
MYP provides direct case management and outreach support to improve the mental health, wellbeing and housing outcomes of young people with mental illness. The
personalised outreach support is aimed at improving consumers’ independent living skills, management of physical and mental health, access to community services, and
educational and vocational outcomes. Direct case management is intended to facilitate consumer access to stable and secure housing as well as appropriate treatment. The
program operates with a standard maximum caseload of 10 consumers per support worker.
The following key limitations and challenges were identified in the MYP evaluation framework report:

PO

Service: MYP in NSW, 2015

•
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Limited resources prevented the program from providing training and secondary consultation to other local youth homelessness services to increase their capacity,
and therefore a comprehensive evaluation of this core objective was not possible.
•
Only a small number of consumers agreed to participate in the program evaluation process, and most of those individuals were not able to complete all of the
evaluation components. As a result, the amount of data collected and generalisability of evaluation findings were limited.
•
Only a small number of family members participated in the interviews and provided feedback on the service.
•
Limited information was available on young people who only had brief contact with the program, which prevented the reasons for that limited contact being
investigated.
•
The adult version of the PWI questionnaire was used instead of the version designed for young people.
•
Given that the program’s support workers conducted the evaluation questionnaires and interviews, young people may have chosen to restrict their responses.
•
No comparison or control group was used to compare the outcomes analysed.
The following key recommendations were identified in the MYP evaluation framework report:
•
•

T

Measures
Consumer characteristics:
- Age
- Gender
- Experience of homelessness
- Indigenous status
- Mental health diagnosis

N
O

Program component: Participants
Indicators
Target group
Support is provided to young
people aged 16-18 years
whose needs may be
considered too high or
complex for current youth
homelessness services

G
O

Create a detailed project plan that clarifies roles, responsibilities, aims, and outcomes of the project and update this plan as the project progresses.
Consider the creation of a role for an intake person responsible for all admissions into the program (who is separate from the support workers) to streamline the
process and reduce the workload on support workers.
•
Inform relevant, local services and develop cooperative relationships; consider creating Memorandums of Understanding for regular contact and preferred means of
collaboration.
•
When a young person leaves the program, ensure that debriefing sessions occur with the young person and other relevant services involved in their support. Reflect
on what worked well during their time with the program, and what could have been done differently.
Evaluation framework – summative evaluation phase
Data collection
Program files and consumer case notes.

Timing
Intake

Evaluation and reporting
Descriptive analysis of consumer
characteristics
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Presence of significant physical
health issues
Contact with juvenile justice
Substance use risks

Program component: Activities
Indicators
Measures
Service response Case management support
Types of support provided
provided to young people and
to address housing, family, and
mental health issues of young Quality of support
people

Reasons for leaving the program

Case notes and stakeholder interviews

Descriptive analysis of service use hours per
consumer group (gender, etc.)

Timing
During service delivery
and at program end

Evaluation and reporting
Descriptive analysis of support types and
service contact frequency. Qualitative
analysis of challenges to providing support.
Qualitative analysis of consumer feedback
on quality of support and evidence of staff
flexibility and commitment to case
management from case notes.
Qualitative analysis used to identify reasons
for leaving and descriptive analysis used to
show number of consumers citing a specific
reason towards program end.
Not conducted due to lack of resources.

During service delivery
and at program end

Case notes and stakeholder interviews

Training and support to SHS
N/R
providers
Providing family members with
relevant information about services,
referring them to relevant services
or providing assistance to help them
navigate the service system.

Discharge and at
program end
N/R
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Secondary consultation to
youth homelessness services
and family members

Data collection
Case notes and stakeholder interviews.

Over the lifetime of the
program
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Program data collection.
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Hours of service use
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Program component: outcomes
Indicators
Consumer
Stable housing
outcomes
Stabilised mental health

CANSAS-P

Completed by consumers who agreed to
participate in program evaluation processes
Completed by the consumer

CANSAS-S

Completed by staff member

Evaluation and reporting
Descriptive analysis of housing outcomes
for consumers (e.g. average number of SHS
placements). Qualitative analysis of
challenges to securing suitable housing.
Annually
Descriptive analysis of results highlighting
areas of difficulty.
6-monthly
Descriptive analysis of substance use (type
and frequency) and changes in use between
time points.
Collected twice, 18
Descriptive analysis of scores and changes
months apart on average between time points.
6-monthly
Descriptive analysis of scores and changes
between time points.
6-monthly

APQ6

Completed by consumers who agreed to

Collected twice

BASIS-32

PWI

N
O

Personal wellbeing

T

ASSIST

G
O

Measures
Securing a tenancy or maintaining a
current living situation

Community participation

Data collection
Participant case notes and stakeholder
interviews
Completed by the consumers
Completed by support worker with consumer

Timing
Intake, during service
delivery and at program
end

Descriptive analysis of scores and changes
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(education, work)

participate in program evaluation processes

Improved family relationships

Consumer-reported improvements

Qualitative interviews

between time points.
End of program

Qualitative analysis of consumer feedback
on changes to family relationships.
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Program component: system outcomes
Indicators
Measures
Data collection
Timing
Evaluation and reporting
Impacts
Improved impact on young
Links with other support services
Case notes and interviews with stakeholders
During service delivery
Qualitative analysis of consumer feedback
people's links to mental health
including other service providers
and at program end
on links to MH and housing services and
and homeslessness services
signs of liaising with services in case notes.
Improved capacity of youth
Training and secondary consultation N/R
N/R
Not conducted due to lack of resources.
homelessness services in
to other local youth homelessness
responding to mental health
services to improve their capacity
issues
The benefits of providing MYP Program costs and benefits (e.g.
The program’s financial data over its duration Annually and at program Descriptive analysis of program costs per
services outweigh the costs
increased participation in
end
consumer, which was compared to the
employment and education, reduced
estimated costs of supporting a rough
The program leads to costneed for future housing support)
sleeper locally (quantitative) and to
saving across the youth and
program benefits (qualitative).
mental health systems
Sources: Fisher K, Purcal C, Cox M, Thompson L, Zimmermann A. Evaluation Plan: Neami Macarthur Youth Mental Health & Housing Project. Fairfield, VIC: Social Policy Research Centre, University of New South
43
Wales in collaboration with Neami; 2012. And Fisher KR, Purcal C, Turut S, Cox M. Macarthur Youth Mental Health and Housing Project: Final Evaluation Report. Sydney: Social Policy Research Centre, UNSW
40
Australia; 2015.
Note: MYP = Macarthur Youth Mental Health and Housing Project, NSW = New South Wales, SHS = Specialist Homelessness Services, BASIS-32 = Behaviour and Symptom Identification Scale, ASSIST = Alcohol,
Smoking and Substance Involvement Screening Test, PWI = Personal Wellbeing Index, CANSAS = Camberwell Assessment of Need Short Appraisal Schedule, APQ6 = Activity and Participation Questionnaire, MH =
mental health, N/R = not reported.
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Table 11: Program evaluation framework: Psychiatric Disability Rehabilitation and Support Services Day Program, Adult Residential Rehabilitation and Youth Residential Rehabilitation
Services
39

Service: PDRSS YRR in Victoria, 2012

Victorian Department of Health
Services delivered across the state of Victoria in Australia.
The target population is 16-25 year olds with a serious mental illness who are at risk of, or are experiencing substantial functional impairment and psychosocial disability.
Youth Residential Rehabilitation Units with no clear and consistent service delivery model (bed-based transitional care for ages 16-24). Most activities provided are centered
on work, domestic activities, self-care, social contact, and recreation. These services are provided by five organizations, with 126/166 beds provided by one organization. All
consumers entering YRR must work with a case worker to identify recovery goals for the duration of their support period, which helps to plan the services delivered to a
consumer in an Individual Recovery Plan or IRP. However, these differ substantially in quality and frequently do not articulate goals that will result in recovery outcomes.

Limitations and challenges

The following key limitations and challenges were identified in the PDRSS Youth Residential Rehabilitation Service evaluation framework report:

PO

LI
C
Y

Funding and governing agencies
Location
Target population
Service description

•
•
•
•

T

M
EN

Recommendations

Providers are not accountable for collecting data on recovery outcomes for consumers.
Some providers do attempt to collect some consumer outcome data, but data from assessments are not collected at a departmental level.
No YRR data is collected on consumer physical health.
Current data collected for service delivery at a departmental level are output focused and offer limited insight into the performance of the YRR program – these are
restricted to outputs with no associated outcome data.
The following key recommendations were identified in the PDRSS Youth Residential Rehabilitation Service evaluation framework report:

VE
R

N

•
Establish clear selection criteria for service.
•
Link YRR consumer outcomes to individual service provider performance and include a performance assessment in funding and service agreements.
•
Provide a formal report to departmental executive and policy team outlining progress of program reforms and early feedback of consumer outcomes.
•
Provide regular formal feedback to sector leaders about the progress of program reforms.
•
Produce performance reports and conduct outcome measurement (requires development and implementation of effective outcome measurement tools).
•
Implement common intake assessment and outcome measurement tools.
Evaluation framework – process evaluation phase
Program component: inputs
Indicators
Funding
Inpatient beds
Service locations

G
O

Measures
$8.03M in YRR services
166 beds
10 Metro YRR services
7 Rural YRR services
Professional qualifications of program staff.

N
O

T

Qualified staff

Data collection
N/R
QDC
N/R
N/R
SWOT Analysis Report.

Skills and knowledge of YRR service providers

Stakeholder and consultant views of staff
skills and level of experience.

SWOT Analysis Report

Evaluation and reporting
Costs reported per consumer per annum.
Records detailed total number of consumers occupying beds.
N/R
N/R
SWOT analysis was used to identify any issues around staff
qualifications and investment in staff development.
Descriptive analysis used to show breakdown of staff qualifications,
and proportions were compared to provider-implemented minimum
requirement of a bachelor’s degree and recommended PDRSS specific
certificate III qualification.
SWOT Analysis assessed workforce capacity to deliver required
services. Results showed increasing disorder complexity requires a
more highly skilled and qualified workforce.
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Stakeholder consultations

Qualitative analysis of stakeholder feedback identified concerns about
inexperienced and insufficient staff and high turnover.
Descriptive analysis used to show range of referral sources. This
highlighted the large network of referral pathways resulting from no
formal entry coordination mechanism to get into services.

Referral pathway for each consumer.

PDRSS Census

Program component: activities
Indicators
Consumer
Daily living support
perspective

Measures
Types of support activities provided.

Data collection
N/R

Average number of direct contact
hours/person/week.
Peer support activities provided.

N/R

Providers select preferred assessment tool.
Examples include the CAN-C and BASIS-32.
Quality of IRPs across program.

N/R

Evidence of coordination mechanisms with
specialist clinical mental health, community,
social, health and primary care services.

N/R

Measures

Data collection

Evaluation and reporting

N/R

Descriptive analysis used to show proportion of consumers receiving
different service types (e.g. needs assessment, care coordination,
carer/family member support, etc.).

Documented and reviewed
Individual Recovery Plans (IRPs)
Links to specialists and other
community services

Nous Observation/Program
documentation (IRPs)

Clinical and psychosocial
rehabilitation and recovery
service models and practice

Complete Individual Recovery
Plans (IRPs)

Pattern of services provided to consumers.

VE
R

Agency
perspective

Quality of IRPs across program.

G
O

Indicators

Proportion of YRR consumers supported for
6-12 months.

Indicators

Measures

N
O

T

Consumers transition to
independent living in 6-12
months
Program component: outcomes

Mental
health

N

Program component: outputs

Enhanced adaptive coping skills -

Evaluation and reporting
Descriptive analysis used to identify the most common types of
support activities provided. These were assessed based on fidelity to
planned activities.
Average number of hours/week compared to recommended 6 hours
in service model.
Analysis reported strengths and weaknesses of peer support activities;
showing they have good potential to support recovery aims.
No outcome data from assessments is collected at a departmental
level.
Qualitative analysis of consistency of IRP completion between
providers, including clear identification of measurable and recoveryoriented consumer goals representing fidelity to planned model.
Review of current activities identified no formal mechanism to
coordinate services for YRR consumers.

PO

Psychosocial assessment

T

Agency
perspective

SWOT Analysis Report

M
EN

Individual and group support

LI
C
Y

Referral sources

Program documentation (IRPs)

Qualitative analysis of program review identified no clear and
consistent service delivery model across sites.
Qualitative analysis of consistency of IRP completion between
providers, including clear identification of measurable and recoveryoriented consumer goals representing fidelity to planned model.

PDRSS Census

Proportion of YRR consumers supported for 6-12 months was
reported and compared to recommended maximum of 12 months in
service model.

Data collection

Evaluation and reporting

Literature review

Qualitative analysis of data used to rate performance of YRR against
long-term recovery outcomes from 0-4.

Stakeholder consultations
QDC
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PDRSS Census
Literature review

Sustained stable housing

QDC

No outcome data from assessments is collected at a departmental
level.

Stakeholder consultations

Qualitative analysis of available data used to rate performance of YRR
against long-term recovery outcomes from 0-4.

QDC
PDRSS Census

Consumer housing situation upon exit for all
three PDRSS programs.

LI
C
Y

Social

Maintained good mental health and wellbeing clinical &
psychosocial rehabilitation and
recovery

Descriptive analysis used to show housing situation for consumers
upon exit; situation was unknown for 93% of consumers.

-

Literature review
Stakeholder consultations
QDC
PDRSS Census
Literature review
Stakeholder consultations
QDC
PDRSS Census
Carer Satisfaction Survey

Reduced carer burden

-

Educational and vocational
achievement and employment

Number of consumers participating in
Literature review
education, employment or volunteering on a
Stakeholder consultations
part-time or full-time basis.
QDC

N

Economic

M
EN

T

Improved social and family
relationships

PDRSS Census

Descriptive analysis used to show proportion of consumers engaged
in education, employment or volunteering and those unemployed.
Qualitative analysis of data used to rate performance of YRR against
long-term recovery outcomes from 0-4.

Literature review
Stakeholder feedback and available data was insufficient to make an
assessment on the performance of YRR against long-term recovery
Stakeholder consultations
outcomes.
QDC
PDRSS Census
39
Sources: Nous Group. Review of the PDRSS Day Program, Adult Residential Rehabilitation and Youth Residential Rehabilitation. In: Department of Health, ed. Melbourne: Victorian Government 2012. And
44
Department of Health. Psychiatric Disability Rehabilitation and Support Services Reform Framework. In: Department of Health, ed. Melbourne: Victorian Government; 2012.
Note: The QDC included in the review was conducted in 2009-10, and the PDRSS Census was conducted in 2010. YRR = Youth Residential Rehabilitation, PDRSS = Psychiatric Disability Rehabilitation and
Support Services, IRP = Individual Recovery Plan, N/R = Not reported, QDC = Quarterly Data Collection, SWOT = Strengths, Weaknesses, Opportunities and Threats.

VE
R

-

Qualitative analysis of data used to rate performance of YRR against
long-term recovery outcomes from 0-4.

N
O

T

G
O

Reduced demand on specialist
mental health clinical, PDRSS
and other state services

Qualitative analysis used to rate performance of YRR against longterm recovery outcomes of stable and affordable housing from 0-4.
Qualitative analysis of data used to rate performance of YRR against
long-term recovery outcomes from 0-4.

PO

PDRSS Census
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Table 12: Program evaluation framework: Assertive Community Treatment Teams in British Columbia
42

Target population
Service description

Limitations and challenges

British Columbia Ministry of Health Services
As of 2013, there were 12 ACT teams across BC: eight high-fidelity teams, five of which were in the Vancouver area; and four newly-formed teams, two of which were
located rurally, and two located in the Fraser area.
The target population is adults (18-65 years of age) with severe mental illness who have not sufficiently improved with traditional outpatient programs. The program’s
consumer population is primarily composed of individuals who have a psychotic disorder as their primary diagnosis. It also includes those with persistent and complex
issues such as personality disorders, poly-substance, abuse cognitive impairment, comorbid medical conditions, criminal justice system involvement and homelessness.
ACT is a mobile community service aimed at providing comprehensive multidisciplinary outpatient care to improve functioning and symptom management, and to help
individuals with severe mental illness to achieve their personal goals. The service delivers ongoing evidence-based mental health care according to a consumer-centred
and recovery-oriented model with a high staff-to-consumer ratio. Support is available to consumers 24 hours a day, 7 days per week and may involve more than one
service contact in a day if necessary. Individual support is coordinated by a member of the ACT team and includes crisis intervention, psychiatric/psychological treatment
and support, medication prescription and management, services/support for concurrent substance use disorder, psychosocial rehabilitation, employment-related services,
activities of daily living, peer support and family-centred services.
The following key limitations and challenges were identified in the ACT BC evaluation framework report:

LI
C
Y

Funding and governing agencies
Location

PO

Service – ACT in BC, 2013

•

Recommendations

N

M
EN

T

Model fidelity was an important priority for evaluation, however the DACTS, which is the gold-standard measurement tool for the service model, is very labourintensive and focuses on structural rather than functional service elements. Therefore, a “Peer Review Template” was developed based on the key measures in the
tool and used as an alternative.
•
There is uncertainty around how to best evaluate the cost-effectiveness of ACT services given that it relies primarily on reduced hospitalisation costs. It has been
suggested that the most appropriate comparison model may be residential care.
•
Further research is required to confirm when (if ever) transition to less intensive services is safe and appropriate so that this may be incorporated into the program
evaluation.
•
There are no well-validated questionnaires for many of the indicators of interest to the evaluation of ACT services (e.g. consumer satisfaction, quality of life).
The following key recommendations were identified in the ACT BC evaluation framework report:
•
•

Program component: inputs

N
O

T

G
O

VE
R

Ensure high-level support for ACT implementation and evaluation.
Develop an evaluation framework that is simple, accurate, reliable, and easy to implement, use and maintain, especially in the early stages of the service. Strategies
include:
o Starting with a simple set of concrete indicators that are feasible to collect during the first two years of implementation, including a small number of
standardised outcome measures.
o Collecting data at regular and short intervals, such as semi-annually at the outset of service implementation.
o Utilizing known consumer information and direct outcome data already collected as part of the MOHS’s Minimal Reporting Requirements to minimize
demands on clinician time.
•
Strengthen the validity of evaluation findings by:
o Collecting baseline (pre-ACT) consumer outcome data to allow for the appropriate interpretation of program impacts.
o Collecting and analyzing data based on cohorts of consumers who have been exposed to ACT for similar periods of time.
 For example: 12-24 months; 25-36 months; and 37-49 months.
•
Purchase or design software specific to ACT team data collection needs.
•
Pilot the evaluation framework.
•
Avoid collecting data from consumers and carers on program satisfaction and outcomes during implementation phase as this could interfere with progress.
Evaluation framework – formative and process evaluation phases
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Implementation of ACT
teams

12 MDTs of 10-12 (rural: 6 to 8) practitioners across Site visit/teleconference
BC
(for formal review)

Annually

Urban team: minimum of 11 FTE MDT staff including
a team coordinator, 1 FTE peer support specialist, 1
FTE program assistant, and a 0.8 FTE psychiatrist.

Measures
Consumer characteristics:
- Primary and secondary diagnoses
- Age
- Gender
- Ethnicity
- Infectious disease (HIV or Hep C)
- Proportion with a chronic medical disease
- Proportion prescribed clozapine

Data collection
Timing
MSP, DAD, Chronic Disease Intake
Registry, PharmaNet, and
ACT team spreadsheet.

PO

No formal data collection
N/R
or monitoring processes in
place. Appropriate
measurement tools or
qualitative interviews with
staff or consumers may be
used once teams are
established.

Rural team: minimum of 8 FTE MDT staff including a
team coordinator, 1 FTE peer support specialist, 1
FTE program assistant, and a 0.5 FTE psychiatrist.
Inclusion of this indicator in the evaluation process
was proposed for the establishment phase of the
program (3+ years post-implementation) and the
Community Advisory Board and the Community of
Practice have been suggested as monitoring
agencies.

Evaluation and reporting
Target population composition compared to the
following benchmarks:
- 80% of consumers with a primary psychotic
disorder (range: 70-80%)
- Ages range across adult lifespan
- 50% gender split to 60%/40% male: female
- 30% of consumers prescribed clozapine

Data collection
Collected and monitored
by the MoH.

Timing
Annually

Evaluation and reporting
Compared against the established benchmark of
100% participation among teams.

Site visit/teleconference

Annually

Site visit/teleconference

Annually

Hours of operation and crisis care
Daily case review
Individualised Community Service Plan
Frequency of contact
Caseload
Proportion of consumers discharged

Site visit/teleconference
Site visit/teleconference
Site visit/teleconference
Site visit/teleconference
Site visit/teleconference
Site visit/teleconference

Annually
Annually
Annually
Annually
Annually
Annually

Compared to established benchmark of >80%
fidelity to ACT model. Results reported to ACTPAC.
Compared to minimum of 8 mental health
professionals for urban teams, 6 for rural teams.
Compared to program aim of 24/7, 365 days/year.
Compared to 100%.
Compared to 100%.
Compared to daily contact.
Compared to ratio of 10 consumers: 1 staff.
Compared to 10% annually starting in year 4.

T

G
O

Measures
Participation in provincial evaluation (e.g. “peer
review process,” Community of Practice, and
ACTPAC) across all ACT teams
Overall fidelity to ACT Model based on Peer Review
Template or DACT (optional)
Staff composition

N
O

Program component: outputs
Indicators
Provincial / Regional Evaluation
Policies & Program
Support outputs
ACT Team outputs
Model fidelity

Evaluation and reporting
Compared against the established benchmark of
$1.3 to $1.8 million per team per year to fund 9.5
FTEs for rural teams and 12.8 FTEs for urban teams.

Budget/actual funds used (or hours/ staff) per team
for initial training
Budget/actual funds per team (or hours/staff) for
ongoing training and education on ACT
Participation in continuing education; workshops;
and communities of practice
Number of supervision meetings per month
Development of a safety plan or policy

VE
R

Program component: participants
Indicators
Consumer symptoms, Teams are seeing the
behaviours and
target population as
history
outlined in the ACT
Model

Timing
Annually

T

Staff training and
supervision*

Data collection
Formal review process

LI
C
Y

Measures
Team operational budget (for staffing)

M
EN

ACT Team

Funding

N

Indicators
Provincial/ regional
policies & program
supports
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Number of changes in living arrangement
Residential Follow-back Calendar (optional)

LI
C
Y

One year pre-entry and Compared to baseline (pre-ACT admission) ER visit
annually thereafter

ACT teams spreadsheet or
MRR

Intake and 6-monthly

No individual consumer benchmarks identified.
However, total housing outcomes across program
compared to benchmark of 50% of consumers living
in independent market housing where
accommodation is affordable, in good repair and not
overcrowded.

Intake and 6-monthly

Physician reimbursement
schedules collected by the
MoH
ACT teams spreadsheet or
MRR

Intake and annually

Consumer/caregiver
survey; focus groups; and
qualitative interviews

N/R

No formal evaluation practices currently in place.
Inclusion of these indicators in the evaluation
process was proposed for the establishment phase
of the program (3+ years post-implementation).

Measures

Data collection

Timing

Evaluation and reporting

Independence variables, e.g. use of bank accounts,
possession of personal ID, library card, bus or
recreation pass, and use of leisure time.

N/R

Annually (at minimum) Inclusion of these indicators in the evaluation
process was proposed for the establishment phase
of the program (3+ years post-implementation).

Attachment to family physician
Number of primary care contacts per year
Number of episodes and days incarcerated

Number of episodes and days of community
supervision
Perceptions of care & well-being
Optional instruments include:
- Consumer Survey Scale
- Family Satisfaction Scale
- Recovery Self-Assessment Questionnaire
- Attitudes Toward Recovery Scale
- Corrigan Recovery Scale
Communication with team
Therapeutic Alliance Scale (optional)
Perceived choice and involvement
Consumer Constructed Empowerment Scale
(optional)

Compared to minimum of 2 contacts with a family
physician per year including 1 annual physical
examination.
Two years pre-entry
Compared to a benchmark of 20% reduction in
and annually thereafter contacts with the criminal justice system.

Program component: long-term outcomes
Indicators
Quality of Life and
Independent Living
Skills

N
O

T

G
O

Consumer satisfaction Consumer/family
satisfaction*

DAD, MRR, NACRS, and
ACT team spreadsheet

N

Criminal justice

Increased (appropriate)
contact with primary
care
Decreased justice
system involvement

Timing
Evaluation and reporting
Two years pre-entry
Compared to a benchmark of 50% reduction in bed
and annually thereafter days by the end of the first year and up to 70%
reduction in bed days thereafter.

ACT teams spreadsheet or
MRR

VE
R

Primary care

Inclusion of this indicator in the evaluation process
was proposed for the establishment phase of the
program (3+ years post-implementation) and the
Community Advisory Board was suggested as a
monitoring agency.

Data collection
DAD, MRR, NACRS, and
ACT team spreadsheet

M
EN

Program component: short-term outcomes
Indicators
Measures
Hospitalization and
Reduced hospitalization Number of days of psychiatric bed utilization (all
crisis care
and crisis care
types) per year
Number of days of medical/surgical hospital bed
utilization per year
Number of ER visits per year for psychiatric reasons
Number of ER visits per year for physical health
problems
Housing
Stable housing
Housing status (with relatives; residential care
facility; family care home; supported housing;
independent market housing; homeless, etc.)
Residential module in the IAPSRS Tool Kit (optional)

Qualitative interviews or
N/R
focus groups with staff and
consumers conducted by
independent research staff
were proposed.

PO

Proposed measures include the percentage of ACT
teams that receive training on Aboriginal issues
(and other ethnic groups), proportion of Aboriginal
staff on the team, and qualitative data on cultural
competence and sensitivity in service delivery.

T

Cultural competence*

Improved independent
living & self-care skills*
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Stages of Change Scales (optional)

PharmaNet and ACT teams Intake and 6-monthly
spreadsheet or MRR

PharmaNet and ACT teams Intake and 6-monthly
spreadsheet or MRR

Substance Abuse Treatment Scale (optional)

ACT teams spreadsheet or
MRR

Evaluated based on positive movement to next
stage of readiness (Precontemplation,
Contemplation, Preparation, Action, Maintenance).

Intake and 6-monthly

No individual consumer benchmarks identified.
However, total employment outcomes across
program compared to benchmark of 30% of
consumers involved in competitive employment.
Cost-effectiveness
Reduced individual
Number, length and costs of direct and indirect
Collected by Health
Annual
No formal evaluation practices currently in place.
costs to health care and service
Authorities, MoHS and
Pre and post-admission health system cost
other systems*
other ministries
comparisons, before and after consumer and carer
Cost of hospital admissions/ER visits
cost comparisons, and between province ACT team
cost comparisons were proposed for establishment
phase (3+ years post-implementation).
Source: Adapted from Patterson M, Queree M, Somers J, Tomori C. Assertive community treatment: An evaluation framework for British Columbia. Victoria, BC: Centre for Applied Research in Mental Health and
42
Addiction, Simon Fraser University & A. Harrison Research and Consulting; 2013, p. 38-41.
Note: *Denotes indicators proposed for inclusion in a process evaluation once the program has reached the establishment phase. ACT = Assertive Community Treatment, BC = British Columbia, MoHS = Ministry
of Health Services, MDT = multidisciplinary team, FTE = full-time equivalent, MSP = Medical Services Plan, DAD = Discharge Abstract Database, ACTPAC = Assertive Community Treatment Provincial Advisory
Committee, DACT = Dartmouth Assertive Community Treatment Scale, N/R = Not reported, MRR = Minimum Reporting Requirements, NACRS =National Ambulatory Care Reporting System, ER = emergency
room, IAPSRS = International Association of Psychosocial Rehabilitation Services, ID = identification.

T
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Increased employment/ Engagement in competitive, non-competitive,
income
volunteer work or unemployed
Length of employment

Evaluated based on a reduction in reported use.

N
O

Employment

Level of alcohol and substance use (Abstinent; Use
without Impairment; Abuse; Dependence;
Dependence with Institutionalization)
Clinician Alcohol and Drug Use Scale (optional)
Drug Use Questionnaire (optional)
Addiction Severity Index (optional)
Number of consumers prescribed methadone

LI
C
Y

Increased readiness for
substance use
treatment

Independent Living Skills Survey (optional)
Quality of Life Instrument (optional)

PO

Substance use

Improved quality of
life*
Decreased substance
use
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Table 13: Program evaluation framework: Partners in Recovery Initiative
41

Service description

Limitations and challenges

Australian Government DoH
Australia-wide
PIR focuses on individuals with severe and persistent mental illness who have complex support needs that require a response from multiple agencies. These individuals have
significant functional impairment and psychosocial disability, and may have become disconnected from social or family support networks. They may also have comorbid
substance use or physical health issues or both, are likely to experience difficulties maintaining stable accommodation, and experience difficulty in completing basic activities
of daily living. These individuals are reported to often fall through the system gaps and require assistance from multiple health and community services to maintain their
lives within community. There are no specific age criteria for accessing PIR services, but most service users are in their mid-twenties or older.
The PIR initiative aims to support people with severe, persistent and complex mental illness, their carers and families, by facilitating collaboration and integrated service
delivery between the various sectors that they may come into contact with. PIR looks to improve referral pathways and streamline access to the clinical and other support
services required to meet the individual needs of people in the target group. The service promotes a community-based recovery model and works to strengthen
partnerships between clinical and community support organisations accessed by the target population.
The following key limitations and challenges were identified in the PIR Evaluation Framework Report:

LI
C
Y

Funding and governing agencies
Location
Target population

PO

Service – PIR in Australia, 2013

•

T

M
EN

Recommendations

Ethics approval will be required for consultations with consumers and possibly carers (Jurisdictional and district level), and for access to de-identified MDS, State and
Territory, and carer and consumer outcome data.
•
An effective consumer and carer recruitment approach will be required to encourage participation in interviews.
•
A large-scale paper based survey approach would have considerable cost/resource considerations.
•
It could be difficult to ensure data quality and consistency across regions.
The following key recommendations were identified in the PIR Evaluation Framework Report:
•

G
O
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It is important that the evaluation does not overburden research participants (including PIR Organisations, consumers and carers), and that the cost and time
associated with the evaluation data collection activity is appropriately balanced with the value of the data with regards to answering the key evaluation questions.
•
The design of the consultation strategy will need to balance the scope of ethics applications required with the rigour of data collection – this may involve selecting a
sub-set of sites for consumer consultations.
•
A review of the approach to implementing the consumer and carer outcome measures should be conducted, including recruitment of consumers and carers to
complete the assessment instruments, and resource requirements for sites to administer the measure.
•
The development of a feasible and cost-effective linkage study will need to consider ethics requirements, the negotiation of access to State and Territory owned data
sets, and the cost/resource intensity of conducting the study.
Evaluation framework – process evaluation phase

N
O

T

Program component: participants
Indicators
Measures
Needs
Clients with severe and persistent mental illness require
services from multiple agencies for complex health and social
needs
No or inadequate existing coordination arrangements are in
place to assist clients in accessing the necessary services and
supports
Program component: activities and short-term outcomes
Indicators
Measures
The network of PIR
Number of applications received across all regions and

Data collection
PIR MDS.

Timing
Annual

PIR MDS.

Annual

Data collection
Program documentation (DoH).

Timing
2013

Evaluation and reporting*
Descriptive and qualitative
analysis.

Evaluation and reporting*
Descriptive analysis.
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Referral, intake and
assessment processes
are developed and in
place

Identification of processes and rationale for development of
model, and strengths and weaknesses of approach.
Stakeholder satisfaction with the model and the approach to
its development.
Documented examples of PIR referral, intake and assessment
tools and processes.

Annual

Examples of PIR Organisation Program documentation (Project
Plans).
Consultations with PIR Organisations.
Consultations with PIR Organisations.
National workshops.
Consultations with PIR Organisations and Network members.

Annual

Program documentation (DoH).
Consultation with DoH.

2013
Annual

Consultation with DoH.

Annual

Examples of PIR Organisation Program documentation (Project
Plans).
Consultations with the DoH and PIR Organisations.
Consultations with the DoH and PIR Organisations.
National workshops.
Consultations with the DoH and PIR Organisations.

Annual

Consultations with PIR Organisations and Network members.

Annual

N
O

T

G
O

Annual
Annual

LI
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Identification of rationale for approach, and strengths and
weaknesses of approach.
Level of stakeholder satisfaction with the referral, intake and
assessment processes.
The Reporting
Nature and range of reporting and monitoring requirements.
Framework is
Extent to which PIR Organisations are meeting reporting
developed and
requirements (timeliness and quality).
implemented effectively Extent to which the Department is satisfied with the
by the DoH and PIR
information provided by PIR Organisations.
Organisations
Appropriate data
Range and type of data systems.
systems are
implemented to enable
accurate and timely
Identification of rationale for selection of the system, and
reporting, information strengths and weaknesses of the selected system.
sharing, and consumer Extent to which Department receives consistent, complete
information
and accurate data in line with the Reporting Framework.
management
Level of satisfaction among PIR Organisations and PIR
Networks with the effectiveness and efficiency of the data

Consultations with PIR Organisations, Network members and
the DoH.
Examples of PIR Organisation Program documentation
(Implementation Plans).
Consultations with PIR Organisations, Network members and
the DoH.
Examples of Program documentation (Project Plans).
Consultations with PIR Organisations, Network members and
the DoH.
National workshops.

PO

Identification of features according to model type.

2013
Annual

T

Care coordination and
support model is agreed
and in place

Program documentation (DoH).
Program documentation (DoH).
Sample of Program documentation (Performance Reports).
Consultations with PIR Organisations.
Consultations with PIR Organisations and DoH.
Sample of PIR Program documentation (Performance Reports).
Consultations with PIR Organisations.

M
EN

PIR Organisation staff
are recruited and
appropriate training
and capacity building
has been provided to
staff as required.

proportion that were successful.
Number funded in 2012-13 and in subsequent years.
Profile of funded PIR Organisation consortia.
Proportion of PIR Organisations staffed according to their
implementation model in establishment phase (and ongoing)
Range and types of skills and qualifications of PIR staff.
Range and type of training and capacity building undertaken
by PIR staff in establishment phase (and ongoing).
Satisfaction among PIR staff with the training and capacity
building provided.
Range and type of any identified training gaps.
Range and type of care coordination and support models.

N

Organisations is
established.

Descriptive analysis and
qualitative analysis.

Annual
No specific methods identified,
qualitative analysis likely.

Annual
Annual
2014
Descriptive and qualitative
analysis.

Annual
2014
Annual
Descriptive and qualitative
analysis.

Descriptive and qualitative
analysis.

Annual
2014
Annual
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system.
Clear governance and
Documented governance and management structures.
management structures
are in place at Program
and regional level

Annual

No specific methods identified,
qualitative analysis likely.
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PO

LI
C
Y

Program documentation (DoH).
Consultation with the DoH.
Examples of PIR Organisation Program documentation (Project
Plans).
Consultations with the DoH and PIR Organisations.
Range and type of governance and management structures.
Examples of PIR Organisation Program documentation (Project
Plans).
Consultations with the DoH and PIR Organisations.
National workshops.
Documented policies and protocols for expenditure of flexible Examples of PIR Organisation Program documentation (Project
funding.
Plans).
Consultations with the DoH and PIR Organisations.
Identification of mechanisms for managing fidelity to Program Consultation with the DoH.
guidelines.
Identification of communication, information sharing and
List of tools, resources and activities (such as PIR website,
practice sharing tools and channels.
conferences, workshops, etc.).
Consultation with the DoH, PIR Capacity Builders.
Lead Agency and
Reported levels of commitment, communication,
Online survey of PIR Organisations (including Partnership
partner organisations
cooperation, collaboration and capacity.
Assessment Tool).
operate effectively as a
National workshops.
consortium in the
Consultations with PIR Organisations.
establishment and early Reported nature and type of previous relationships.
Consultations with PIR Organisations.
implementation phases Level of satisfaction among PIR Organisation members with - Online survey of PIR Organisations (including Partnership
working together.
Assessment Tool).
Consultations with PIR Organisations.
PIR Organisations are
Documented national and samples of regional guidelines.
Program documentation (DoH).
accepting consumers
Examples of PIR Organisation Program documentation (Project
into the Program in line
Plans).
Consultations with PIR Organisations and the DoH.
with agreed inclusion
criteria
Proportion of PIR Organisations that report that the
Consultations with PIR Organisations and the DoH.
guidelines are clear and give sufficient guidance for them to
assess eligibility.
The level of variation across PIR Organisations in application
of the guidelines.
Number and proportion of consumers referred who meet
PIR MDS.
each of the inclusion criteria.
Reported level of discretion being applied by PIR
Consultations with PIR Organisations.
Organisations and rationale for inclusion in the Program.
Demographic profile.
PIR MDS.
Clinical profile (including contributing factors influencing
mental illness).
Needs Assessment profile.
Basic demographic profile.
PIR MDS.

Annual
2014
Annual
Annual
Annual
Administered twice
(Pre/Post)
2014
Annual
Annual
Administered twice
(Pre/Post)
Annual
Annual

Descriptive and qualitative
analysis.

Annual

Qualitative analysis

‡

No specific methods identified,
qualitative analysis likely.

Annual

Descriptive analysis.

Annual

Qualitative analysis.

‡

Annual

Descriptive analysis.

‡

Annual
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LI
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Timing
‡
Annual
Annual
‡
Annual
‡

PIR MDS.
PIR MDS.

‡

Annual
‡
Annual
Administered twice
(Pre/Post)
Annual
Annual

No specific methods identified,
descriptive and qualitative
analysis likely.
Qualitative analysis.

Administered twice
(Pre/Post)

Consultations with PIR Organisations and Network members
Consultations with PIR Organisations and Network members
FTF consultations with consumers and carers/families.
†
Telephone consultations with key stakeholders .
Case studies (Network).
Examples of Program documentation.
FTF consultations with consumers and carers/families.
†
Telephone consultations with key stakeholders .
Case studies (Network).
Online survey of PIR Organisations and Network members.

Annual
Annual

Descriptive analysis to
compare scores between time
points.
Qualitative analysis.

PO

Online survey of PIR Organisations and Network members
(including Partnership Assessment Tool).
Consultations with PIR Organisations and Network members.
FTF consultations with consumers and carers/families.
†
Telephone consultations with key stakeholders .
Case studies (Individual and Network).
Online survey of PIR Organisations and PIR Network members
(including Partnership Assessment Tool).

N

Range and types of new or improved partnerships reported.
Reported improvement in wraparound servicing.
Examples of good practice and effective strategies.

Evaluation and reporting*
Descriptive analysis.

Annual

M
EN

Improved partnership score.

Effective interface between PIR and NDIS approaches.

G
O

Level of shared understanding reported.

Examples of service system reform influenced by PIR

T

Reported improvement in service access.
Examples of good practice and effective strategies (including
for engaging key equity groups).

N
O

Clinical and community
support services are
operating according to a
community-based
recovery model
PIR consumers and their
families/carers have
improved access to
required and culturally
appropriate services
and supports

PIR MDS.

VE
R

Service providers have
engaged in new and
more effective
partnerships to meet
the needs of people
with severe and
persistent mental Illness
with complex needs

Data collection
PIR MDS.
Consultations with PIR Organisations.
PIR MDS.

T

Program component: medium-term outcomes
Indicators
Measures
Level of consumer
Number and proportion of referrals by referral source.
intake is in line with
Program expectations
Number and proportion of consumers who are NDIS
participants.
Consumer volumes (proportion of target population
estimates).
Length of episode (between PIR entry and exit).
Number and proportion of consumers exiting due to no
longer needing PIR.
Level of coordination
Reported improvement in level of communication,
between clinical and
coordination and collaboration by PIR Organisations and
service partners.
community support
service providers is
Reported levels of communication, coordination and
improved
collaboration with the NDIS by PIR Organisations.

Reported improvement in service access.

Consultations with PIR Organisations and Network members.
Consultations with PIR Organisations and Network members.
†
Telephone consultations with key stakeholders .
Consultations with PIR Organisations and service providers.
FTF consultations with consumers and carers/ families.
†
Telephone consultations with key stakeholders .
Case studies (Individual and Network).
Sample of Program documentation (performance reports).
FTF consultations with consumers and carers/families during
site visits.
Telephone consultations with key stakeholders, including PIR
Organisations.

Annual

Administered twice
(Pre/Post)
Annual
Annual

Descriptive and qualitative
analysis.

Annual

Qualitative analysis.

Annual
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Case studies (Individual and Network).
Program documentation (DoH).

PIR Organisations are
operating in an
effective and costefficient manner

Reported level of effectiveness and efficiency of Program
management.
Reported level of effectiveness and efficiency of PIR
Organisation management and Program delivery.
Program costs (establishment and recurrent).
Flexible funding expenditure by type.
Staffing levels (FTE) and consumer volumes
Average caseload per Support Facilitator.
Program component: long-term outcomes
Indicators
Measures
Consumers participating Improved mental health status through Mental Health
in PIR have improved
outcome measures (eg K10, HONOS).
clinical functioning
Reduced frequency and duration of hospital admissions for
psychiatric treatment.
Frequency of contact with specialist community mental health
services.
Frequency of contact and length of episode in residential
mental health care.
Reduced level of need in clinical and health domains.
Improved self-rating of individual health status.

Program documentation (DoH).
PIR MDS.

T

M
EN

N

VE
R

G
O

T

Consumers participating
in PIR have an improved
quality of life

Program documentation (DoH).

Data collection
State and Territory Mental Health Collections – National
Outcomes and Casemix Collection.
State and Territory Mental Health Collections – Admitted
Patient Mental Health Care NMDS.
State and Territory Mental Health Collections – Community
Mental Health Care NMDS.
State and Territory Mental Health Collections – Residential
Mental Health Care NMDS.
PIR MDS (CANSAS outcomes).
Self-reported outcome survey (health behaviour and
management domain) – sample from longitudinal sites.
Perceived improvement in consumers’ clinical functioning and FTF consultations with consumers and carers/families.
management among PIR consumers and carers/families, PIR
Consultations with PIR Organisations and Network members.
Organisations, PIR Network members.
Case Studies (Individuals).
Reduced level of need in accommodation domain.
PIR MDS (CANSAS outcomes).
Reduced level of need in social inclusion and participation
domains.
Improved self-rating of social inclusion status.
Self-reported outcome survey (social inclusion domains) –
sample from longitudinal sites.
Perceived improvement in consumers’ social inclusion and
FTF consultations with consumers and carers/families.
participation among PIR consumers and carers/families, PIR
Consultations with PIR Organisations and Network members.
Organisations, PIR Network members.
Case Studies (Individuals).
Improved self-rating of quality of life.
Self-reported outcome survey (quality of life WHOQoL-BREF
tool) – sample from longitudinal sites.
Perceived improvement in consumers’ quality of life among
FTF consultations with consumers and carers/families.
PIR consumers and carers/families, PIR Organisations and PIR Consultations with PIR Organisations and Network members.
Network members.
Case Studies (Individuals).

N
O

Consumers participating
in PIR have improved
access to stable housing
and increased
participation in
employment, education
and social activities

Consultations with PIR Organisations.
Examples of PIR Organisation Program documentation (Activity
Work Plans).
Consultations with PIR Organisations, Network members and
the DoH.
Online survey of PIR Organisations and PIR Network members.

Annual

LI
C
Y

Reported role and range/types of impact of flexible funding
on local service access.

Annual

PO

Flexible funding expenditure by type.

Annual
Administered twice
(Pre/Post)
Final Report

No specific methods reported,
descriptive analysis likely.
Qualitative analysis.
No specific methods identified,
qualitative and descriptive
analysis likely.
No specific methods identified,
descriptive analysis likely.

Final Report
Timing
Final Report (data
linkage)
Final Report (data
linkage)
Final Report (data
linkage)
Final Report (data
linkage)
‡
Annual
Collected twice
(Pre/Post)
Annual
Final Report
‡
Annual

Evaluation and reporting*
No specific methods identified,
but descriptive analysis likely.

Qualitative analysis.

No specific methods identified,
descriptive analysis likely.

Collected twice
(Pre/Post)
Annual

Qualitative analysis.

Final Report
Collected twice
(Pre/Post)
Annual

No specific methods identified,
descriptive analysis likely.
Qualitative analysis

Final Report
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N
O

T

G
O

VE
R

N

M
EN

T

PO

LI
C
Y

Families and carers of
Reduced carer burden.
Carer assessment tool (UoW) – sample of carers at longitudinal Collected twice
No specific methods identified,
people participating in Increased carer wellbeing.
sites.
(Pre/Post)
descriptive analysis likely.
PIR have an improved
Perceived improvement in carers’ and families’ quality of life. FTF consultations with carers/families.
Annual
Qualitative analysis.
quality of life
Consumers and carers
Overall level of satisfaction with support received.
FTF consultations with consumers and carers/families.
Annual
Descriptive and qualitative
are satisfied with the
Level of satisfaction with particular aspects of support.
analysis.
Consumer and carer satisfaction survey (online/paper-based).
Final Report (single
support they have
or ongoing)
received through PIR
PIR is an effective
The degree to which stakeholders consider the model to be
Consultations with PIR Organisations and Network members
Annual
No specific methods identified,
†
coordination model for appropriate and effective.
qualitative analysis likely.
Telephone consultations with key stakeholders .
supporting people with Identification of key features of the model.
Considerations for improving and sustaining the model.
severe and persistent
mental illness with
Considerations for sustaining and improving the interface
Consultations with PIR Organisations and Network members
Annual
†
complex needs
with the NDIS.
Telephone consultations with key stakeholders .
41
Sources: Adapted from Urbis Pty Ltd. PIR Evaluation Framework. Sydney: Urbis Pty Ltd; 2013, p. 9-25. With supplementary information from Urbis Pty Ltd. Partners in Recovery Evaluation and Monitoring
45
46
Project. Sydney: Urbis Pty Ltd; 2014. And Urbis Pty Ltd. Partners in Recovery: Annual Report 2014-2015. Sydney: Urbis Pty Ltd; 2015.
45, 46
Note: *Evaluation methods were inferred from the findings of two PIR evaluation reports
produced after the development of the framework, or from the data collection processes described for that
82
45, 46 †
indicator where no specific evaluation findings were identified. Where qualitative analysis was conducted, NVivo software and free coding were used
. Stakeholders include: DoH, state and territory
‡
governments, PIR Expert Reference Group, National Disability Insurance Agency, Peak bodies and cross-sectoral representatives. Collected annually based on ongoing data collection. PIR = Partners in Recovery,
DoH = Department of Health, PIR = Partners in Recovery, MDS = Minimum Data Set, NDIS = National Disability Insurance Scheme, FTF = Face-to-Face, FTE = Full Time Equivalent, K10 = Kessler Psychological
Distress Scale, HONOS = Health of the Nations Outcome Scale, NMDS = National Minimum Data Set, CANSAS = Camberwell Assessment of Need Short Appraisal Schedule, WHOQoL-BREF = World Health
Organisation Quality of Life (abbreviated version), UoW= University of Wollongong.
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Results of the single program evaluations review
List of included publications
List of 11 publications on program evaluations identified in literature review.
1. Ayton A, Meads G. The implementation of the Care Programme Approach in the West
Midlands CAMHS: the impact of organisational diversity on patient safety - an extended
audit. International Journal of Clinical Leadership. 2012;17(4):185-200.
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2. Chaplin R, Roach S, Johnson H, Thompson P. Inpatient Children and Adolescent Mental
Health Services (CAMHS): outcomes of young people with and without intellectual disability.
Journal of Intellectual Disability Research. 2015;59(11):995-998.
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LI

3. Dresser K, Clark HB, Deschênes N. Implementation of a positive development, evidencesupported practice for emerging adults with serious mental health conditions: The Transition
to Independence Process (TIP) model. The Journal of Behavioral Health Services & Research.
2015;42(2):223-237.
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T

4. Green J, Jacobs B, Beecham J, Dunn G, Kroll L, Tobias C, Briskman J. Inpatient treatment in
child and adolescent psychiatry - a prospective study of health gain and costs. Journal of
Child Psychology and Psychiatry. 2007;48(12):1259-1267.
5. Gruner L. Review of South Australian Child and Adolescent Mental Health Services: Quality
Directions Australia; 2014.
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6. Hansen B, Howe A, Sutton P, Ronan K. Impact of client feedback on clinical outcomes for
young people using public mental health services: A pilot study. Psychiatry Research.
2015;229:617-619.

O

7. Hilferty F, Cassells R, Muir K, Duncan A, Christensen D, Mitrou F, Gao G, Mavisakalyan A,
Hafekost K, Tarverdi Y, Nguyen H, Wingrove C, Katz I. Is headspace making a difference to
young people's lives? Final report of the independent evaluation of the headspace program.
Sydney: Social Policy Research Centre, UNSW Australia; 2015.
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8. McGrew JH, Danner M. Evaluation of an intensive case management program for transition
age youth and its transition to assertive community treatment. American Journal of
Psychiatric Rehabilitation. 2009;12(3):278-294.

N
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9. Schley C, Ryall V, Crothers L, Radovini A, Fletcher K, Marriage K, Nudds S, Groufsky C, Yuen
HP. Early intervention with difficult to engage, 'high-risk' youth: evaluating an intensive
outreach approach in youth mental health. Early Intervention in Psychiatry. 2008;2:195-200.
10. Schley C, Yuen K, Fletcher K, Radovini A. Does engagement with an intensive outreach
service predict better treatment outcomes in 'high-risk' youth? Early Intervention in
Psychiatry. 2012;6:176-184.

11. Swales M, Hibbs RAB, Bryning L, Hastings RP. Health related quality of life for young people
receiving dialectical behaviour therapy (DBT): a routine outcome-monitoring pilot.
SpringerPlus. 2016;5(1):1137.
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Data extraction for review of single program evaluations
Table 14. Academic literature on single program evaluations: data extraction
Consumer outcome studies
Country

Context

Evaluation questions

Measures (timing)

Chaplin et al.
29
(2015)

United
Kingdom

Service

Does treatment provided
by the inpatient psychiatric
service improve the clinical
outcomes of young people
with and without an
intellectual disability?

Consumer characteristics

Limitations and
recommendations

Consumer characteristics

Limitations

Descriptive analysis was used for all
variables, gender between groups
was analysed using a Chi-squared
test and age was analysed using a
Mann-Whitney test.

The poor quality of the data
collection conducted by local
clinicians was highlighted as a
limitation. The low completion
rate of the CGAS prevented it
from being used in the analysis.
The study was also limited by
the use of only the HoNOSCA
as an outcome measure.

PO

Treatment data

Compulsory or non-compulsory
admissions were reported. (Intake)

M
EN

T

Length of stay was recorded.
(Discharge)
Health and functioning

HoNOSCA scores were obtained.
(Intake and Discharge)
CGAS was also completed but not
included in the analysis.

Treatment data
Descriptive analyses were used for
all variables. Compulsory admission
was compared between groups
using Fisher’s exact test, and
differences in mean length of stay
were analysed using the MannWhitney test.
Health and functioning
Descriptive analyses were used for
all variables. Differences in
outcomes were analysed using Chisquared and Mann-Whitney tests.

Recommendations
The study recommended
further replication using more
detailed outcome measures
and reliable data collection
processes.

Australia

Service

N
O

Hansen et al.
47
(2015)

T

G
O

VE
R

Evaluation
A retrospective audit of routinely
collected outcome measures
completed by clinicians as part of
a quality improvement project.
The evaluation assessed the
effectiveness of inpatient
psychiatric treatment for (1)
young people with and without
an intellectual disability, and (2)
young people with an intellectual
disability treated in a specialist
or general unit.

Age, gender, primary diagnosis and
degree of intellectual disability were
collected. (Intake)

N

Inpatient CAMHS providing
psychiatric care to young people
aged 6-17 with and without an
intellectual disability. Fourteen
inpatient units were involved,
including specialist units for
young people with an intellectual
disability, general adolescent
psychiatric inpatient units,
general children’s psychiatric
inpatient units and a forensic
unit. Diagnoses include eating
disorders, psychosis, affective
disorders and stress or
developmental problems.

Analysis

LI
C
Y

Study

CYMHS, a public health service
providing psychotherapy and
support through a case manager
to young people (age range 9-17)
with serious mental health issues

Do consumers experience
improved health and
functioning with
treatment?
Is consumer feedback on

Health and functioning

Health and functioning

Limitations

The HoNOSCA was completed by
clinicians for all participants. (Intake,
monthly case reviews for first three
months, discharge)

The distribution of scores for the
different measures was measured
using the Shapiro Wilk test, p=0.05.
Change in scores independent of
condition were analysed using a

Half of the potential data
collection opportunities were
missed for the ORS and SRS
measures, likely due to time
constraints for clinicians.

The CGAS was completed by clinicians
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Consumer outcome studies
Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

in Queensland.

treatment outcomes used
to inform treatment and
improve future outcomes?

for all participants. (Intake, monthly
case reviews for first three months,
discharge)

mixed factorial ANOVA. Change in
scores as a function of condition
was assessed using a multivariate
analysis with pre-treatment scores
as covariates.

Only 30% of SDQs were
completed, which is consistent
with national averages but
lowered the power of those
results.

Consumer feedback on treatment

Recommendations

Differences in ORS and SRS data
were analysed using the Wilcoxon
signed ranks test.

Partnering with a university to
supervise data collection could
improve protocol adherence
and help to strengthen
methodological rigour.

Non-randomised experimental
pilot study comparing treatment
as usual to treatment informed
by routine consumer feedback
on outcomes.

Does consumer feedback
indicate a good
therapeutic alliance?

Consumer feedback on treatment

The ORS was administered to
individuals in the feedback group as a
measure of consumer functioning that
is sensitive to the effects of
psychotherapy. (Beginning of each
psychotherapy session)

M
EN

T

Is consumer feedback on
therapeutic alliance used
to inform treatment and
improve outcomes?

The SDQ was completed by all youths
(SDQY) and parents (SDQP) to obtain
their perspective on treatment
outcomes. (Intake, monthly case
reviews for first three months,
discharge)

PO

Evaluation

LI
C
Y

Context

G
O

VE
R

N

The SRS was administered to individuals
in the feedback group as a measure of
the strength of the therapeutic alliance
between the consumer and therapist.
(End of each psychotherapy session)

T

Country

N
O

Study
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Consumer outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Schley et al.
49
(2008)

Australia

Service

Is the program delivering
services to high-risk, poorly
engaged youth with severe
and complex mental
illness?

Consumer characteristics

Consumer characteristics

Limitations

Data was extracted from
developmental, familial and personal
histories, including previous treatment,
behavioral difficulties, school
disengagement, and formal diagnosis.
(Referral)

Evaluated using a frequency
analysis.

Missing documentation
standards prevented detailed
evaluation of risk factors
(severity, frequency and
duration), treatment variables
and follow-up outcomes. Data
collection measures were
rudimentary and did not
capture the variation in
clinician views over time.
Absence of a control group
prevented the evaluation from
quantifying the actual effects
of the program’s interventions.

Is psychiatric
hospitalization reduced
among consumers in the
program?

Psychiatric risk assessments identified
the presence of suicidal ideation,
deliberate self-harm, violence, criminal
behavior and substance abuse. (Referral
and discharge)

M
EN

Internal retrospective clinical
audit of 47 randomly selected
consumer files from 2000-2004,
conducted using an in-house
structured questionnaire and
rating guidelines.

Risk variables

Hospitalization

Frequency of psychiatric hospital
admissions and duration of inpatient
stays were reported for 3-monthly
intervals. (12 months pre and post
referral).

Changes in presence of risk factors
analyzed using the McNemar test.
(p≤0.05)
Hospitalization
Differences in frequency of
admissions analyzed using the
McNemar test. Changes in duration
of inpatient stays analysed using a
paired t-test. (p≤0.05)

Recommendations
Future evaluations should
include wellbeing measures, a
control group (waitlist), and
longitudinal follow-up data.

N
O

T

G
O

VE
R

N

Risk variables

PO

Evaluation

Is the presence of risk
factors diminished among
consumers at discharge?

T

Orygen Youth Health Intensive
Mobile Youth Outreach Services
in Melbourne targeting high-risk
youth aged 15-24 with complex
and severe mental illness, and a
history of poor engagement with
services.

LI
C
Y

Study
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Consumer outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Schley et al.
22
(2012)

Australia

Service

Are consumers actively
engaged in treatment?

Engagement

Engagement

Limitations

Measured using the multifactorial
engagement assessment developed by
Hall et al. (Referral, initial assessment
and discharge)

Differences between time points
analyzed using paired t-test.
Associations with treatment
outcomes analyzed with multiple
linear regression or binary logistic
regression.

Missing referral data resulted
in some consumers being
excluded and these had higher
hostility risk scores at initial
assessment. Absence of a
comparison group prevented
the evaluation from identifying
whether referring providers
would have yielded similar
outcomes. Absence of
consumer-rated measures
limited findings.

Do consumers participating
in the program have
improved functioning?

Risk of self-harm and harm to others
measured using the suicidality and
hostility subscales of the Brief
Psychiatric Rating Scale. (Referral, initial
assessment and discharge)

Risk variables, health and
functioning

PO

Quality assurance exercise
involving a retrospective analysis
of routinely collected consumer
data from 2005 to 2009.

Do consumers participating
in the program have
improved wellbeing?

Risk variables

Health and functioning

T

Evaluation

Do consumers participating
in the program experience
a reduction in suicidality
and hostility?

Wellbeing measured using the
HoNOSCA or the Health of the Nation
Outcomes Scale HoNOS for adults.
(Initial assessment and discharge)

M
EN

Orygen Youth Health Intensive
Mobile Youth Outreach Services
in Melbourne targeting high-risk
youth aged 15-25 with complex
and severe mental illness, and a
history of poor engagement with
services.

LI
C
Y

Study

HoNOSCA and HoNOS scores
averaged and analyzed using paired
t-test.

Recommendations
Future evaluations should
include a comparison group
and consumer-rated measures.

*Fisher exact and two-sampled ttest used when appropriate, p≤0.05. Regularly measuring
engagement (4-6 week
intervals) during treatment
may be valuable.

N
O

T

G
O

VE
R

N

Functioning measured using the GAF
scale. (Initial assessment and discharge)

Changes in risk and functioning
scores between time points
analyzed using paired t-test.
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Consumer outcome studies
Study

Country

Context

Evaluation questions

Measures (timing)

Analysis

Swales et al.
50
(2016)

United
Kingdom

Service

Do program participants
experience improved
health related quality of
life with treatment?

Health related quality of life

Health related quality of life

Evaluation

Limitations
The recruitment process found
that only 4 of the 7 identified
DBT programs treating
adolescents collected routine
data with enough accuracy for
benchmarking and could thus
be included in the study. The
absence of a control group
made it difficult to definitively
ascertain whether outcomes
were attributable to the
program. A reliability
coefficient to exclude sources
of systematic error was difficult
TM
to obtain since the EQ-5D is
not yet widely used in mental
health.
Recommendations
Data collection consistency
should be improved between
programs and consumer
outcomes should be compared
to those of a control group to
strengthen findings.

N
O

T

G
O

VE
R

N

M
EN

T

Pilot study using routinely
collected outcome measures to
evaluate the health related
quality of life (HRQoL) of
adolescents with BDP type
personality disorders who are
receiving DBT through NHS
programs. The study also aimed
to assess the use of the EuroQol
5 dimensions (EQ-5D™) as a
benchmarking tool for HRQoL.

TM

The differences in EQ-5D scores
pre- and post- treatment were
compared to the Reliable Change
Index calculated using the Jacobson
method (Jacobson and Truax 1991)
to ascertain with 95% confidence
that the change is real. A test-retest
reliability estimate of 0.78 was
used.

LI
C
Y

The EQ-5D was routinely collected to
measure HRQoL and was typically
completed by the consumers
themselves, although in some cases the
clinician completed it by proxy. The tool
includes self-reported measures of
health in relation to mobility, self-care,
usual activities, pain or discomfort, and
anxiety and depression. These results
were converted to utility scores and
uploaded to the DBT pseudonymised
outcome benchmarking website.
(Intake and discharge)

PO

Four publicly funded NHS
dialectical behavior therapy
(DBT) programs treating
adolescents (aged 14-18 years)
with 5 or more assessment
criteria for borderline personality
disorder upon presentation,
including self-harm.

TM

Limitations and
recommendations
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Program outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Ayton &
Meads
51
(2012)

England

Service

Is the CPA approach to care
planning implemented
according to national
guidelines across
providers?

Consumer characteristics

Consumer characteristics

Limitations

Demographic data including age,
gender, ethnicity and legal status were
reported. Clinical data including ICD-10
diagnosis, and length of stay were also
collected.

Assessed using descriptive analyses.

Consumer views on CPA are
not collected and were not
assessed. Consumer and carer
involvement in CPA process
was poorly documented. CPA
plans were not always shared
with consumers and family,
and were often missing for
unexpected discharges.

CPA plan quality

Descriptive statistics was used to
describe the frequency of CPA
criteria implemented compared to
national guidelines. Categorical
variables were analysed using
Pearson’s Chi-square test.

PO

M
EN

T

CPA plans were audited using a data
collection instrument based on the CPA
Are consumers and family
Brief Audit Tool adapted for CAMHS,
members involved in care
and completed by the community
plan development?
consultants or first author. Information
was collected on specific needs
Are care plans completed at assessments (mental, physical, social), a
discharge and signed by the description of the care plan based on
provider?
area of need, the name of the clinician
managing that aspect of care,
Are care plans shared
implementation of the CPA plan postbetween inpatient and
discharge, and patient and carer
community providers to
involvement in the CPA. The
promote continuity of care?
questionnaire also collected free
comments (qualitative data) on
Are care plans employed by
difficulties experienced by community
community services postproviders in the CPA process including
discharge?
risks to consumers, policy differences,
space for decisions and resources.
Are difficulties in
(Post-implementation)
implementing the CPA
identified?

Qualitative data were assessed
using thematic analysis.

Recommendations
Recommended practices
included use of the ICD-10
multi-axial system, establishing
minimum standards of care
planning for transition from
hospital to community
treatment, and ensuring that
CPA plans are completed on
the day of discharge and
shared with community
providers. More thorough
recording of unmet needs,
negotiating shared care for
unmet needs, joint protocols
for unexpected discharges, and
specialist education/training on
the CPA were recommended.

N
O

T

G
O

Mixed methods retrospective
audit to evaluate the
implementation of the CPA,
assess the impact of
organizational diversity on
patient safety, and identify
practices that can improve the
transition between providers. The
audit was conducted by a
collaborative group of local peer
consultant child and adolescent
psychiatrists.

CPA plan quality

N

Evaluation

Are consumer mental,
physical and social needs
identified in care plans?

VE
R

Inpatient and community CAMHS
providing services to young
people with severe and complex
mental illness, and implementing
the Care Programme Approach
(CPA) to improve safety and the
coordination of care when
consumers transition between
organisations.

LI
C
Y

Study
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Consumer and program outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Dresser, Clark
& Deschênes
53
(2014)

United
States

Service

Are TAS sites implementing
TIP adhering to the service
model?

Fidelity Quality Improvement
Assessment

Fidelity Quality Improvement
Assessment

Limitations

T
N
O

Adherence to the TIP model was
analysed using the certified assessor
practice probe and organizational
interview fidelity ratings provided
that the assessor had shown ≥85%
concordance with another certified
assessor. Ratings were expressed as
a percent of complete fidelity
(100%), and compared between
certified and non-certified sites.

PO

T

M
EN

Housing situation

Consumer housing and community life
outcomes were assessed based on:
living in the community versus
treatment or restrictive settings; having
a family or independent living situation
versus living with friends or “couch
surfing”; being in detention, jail,
residential treatment, or AWOL; and
probation status. (Intake and discharge
or current status)

N

G
O

Two prospective studies: (1) to
describe the TIP fidelity quality
improvement assessment process
including tool testing and
capacity to differentiate between
stages of implementation; and (2)
to identify indicators that can be
used by a new site implementing
the TIP model to assess its impact
on consumers.

R

Evaluation

Fidelity to the TIP model was evaluated
for each program over a 2-day period
Do services implementing
by certified TIP model assessors and
the TIP model positively
local trainee assessors using: the TIP
impact consumer living
practice probe, young person focus
situations and productivity? group, and organizational interview.
The inter-rater reliability of these tools
was assessed by comparing certified
assessor and trainee assessor ratings.
(Different stages of TIP model
implementation: training initiated but
not all staff, training initiated all staff,
training completed all staff, and
certification achieved)

VE

Seven TAS sites using the TIP
model to support young people
aged 14–25 years as they
transition into adulthood.
Consumers must have a severe
mental health disorder (bipolar I,
major depression, PTSD or
attention deficit/ hyperactivity
disorder), a CAFAS score >80, a
history of multiple-system
involvement, and be eligible for
Medicaid.

LI
C
Y

Study

Education/employment engagement
Consumer education and employment
outcomes were measured based on the
following factors: employed and/or
attending school; attending school or
GED program; employed; graduated
high school or completed GED during
this evaluation period; attending
college. (Intake and discharge or
current status)

Consumer outcomes
The following outcomes were
compared at intake and
discharge/study completion:
proportion of consumers with a
stable living situation (living
independently or in a family home);
proportion of consumers living in
the community rather than
treatment/restrictive settings;
proportion of consumers employed
or attending school; and proportion
of consumers that have completed
a degree.

The new site had relatively
small caseloads, indicating that
the results may not be
comparable to established
sites. Absence of a control
group made it difficult to assess
the actual impacts of the
program.
Recommendations
Competency-based training
was recommended for local
assessors with a goal of 85%
inter-rater concordance prior
to certification and the routine
use of quality assurance
probes. Personnel from other
agencies interacting with
transition aged youth (e.g.
family court, probation, youth
shelter, and child welfare) were
introduced to the TIP model to
foster collaboration and help
align services with consumer
goals. A TIP implementation
committee was formed at the
new site to discuss the
strengths and challenges of the
service at monthly meetings.
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Consumer and program outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Green et al.
52
(2007)

England
and Wales

Service

Do consumers experience
improved health and
functioning with
treatment?

Diagnostic tests

Health and functioning

Limitations

The Kiddie-Schizophrenia and Affective
Disorder Schedule and Autism
Screening Questionnaire were used to
determine diagnosis. (Intake)

Changes in the health and
functioning measures of individual
consumers over time were assessed
using regression analyses and
paired t-tests. p<0.01 or ≤0.05

Inter-rater reliability may have
been a limitation given that
assessments were completed
by different clinicians and
teachers at different times for
the same individual.

Prospective cohort study
including a cost-effectiveness
analysis of inpatient psychiatric
treatment.

Are service use and costs
reduced following
treatment?

Health and functioning

The CGAS was completed by a clinician
to assess functioning. (Intake
agreement, intake, discharge and 1 year
follow-up).
The SNASA was used to identify
‘cardinal problems’ from the consumer,
parent and/or clinician’s perspective.
(Intake, discharge and 1 year follow-up)

M
EN

Is the program cost
effective?

The SDQ was completed by adolescents
and parents. (Intake, discharge and 1
year follow-up)

T

G
O

VE

R

N

The TRF was completed by the youth’s
pre-intake, unit and follow-up schools
to assess behavior and functioning.
(Intake, 4 weeks post-intake and 1 year
follow-up)

N
O

Associations between changes in
scores and other variables (unit
attended, age, gender, FAD, FEQ,
length of stay, diagnosis) were
studied using multivariate analyses.
p<0.01

PO

Evaluation

Does the program identify
and meet the needs of
consumers?

T

CAMHS providing inpatient
treatment at 4 adolescent (aged
12.0-17.6 years) and 4 children’s
(aged 3.4-14.8 years) units.
Consumers include individuals
with externalizing and
internalizing disorders, psychosis,
eating disorders and organic
disorders.

LI
C
Y

Study

Family characteristics
The FAD was used to assess consumer
family characteristics. (Intake)
The FEQ was completed by a clinician to
measure the level of therapeutic
alliance. (1 month post-intake)

Treatment data
Treatment variables (e.g. length of
stay) were compared between
diagnostic groups using means and
confidence intervals.

The lack of cost data for
alternative services prevented
a comparative analysis.
Recommendations
Developmentally sensitive
studies should be conducted to
compare inpatient care to
assertive outreach services in
this group.

Economic data
Descriptive analysis was used for
inpatient service costs.
Differences in service costs between
pre-inpatient treatment and postinpatient treatment were analysed
using paired t-tests and nonparametric Wilcoxon Signed Ranks
Test.

Treatment data
A CSRI was used to get data on external
service use 6 months pre- and posttreatment. (Intake and 1 year followup)
Length of stay data was collected from
ward staff. (Discharge)
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Consumer and program outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

Economic data
Inpatient and external service costs
calculated using national unit costs
from 2001-2002 and multiplied by
service use for a cost/person. (Intake,
discharge and 1 year follow-up)

Are consumers satisfied
with the treatment
delivered by the program?
Do consumers participating
in the program have
improved quality of life?

Limitations

Primary diagnosis, clinical
characteristics, treatment,
hospitalization and criminal history, and
employment, education and residential
status were collected from consumer
charts and in-house tracking forms.
(Intake and monthly)

Changes over time were analysed
using paired t-tests.

Health and functioning

Data was aggregated into three
time periods: 1-6 months, 7-12
months and 13-18 months. Paired ttests and the McNemar test were
used to identify significant
differences, in which case paired
comparisons between all three time
points were undertaken. One-tailed
tests were used to analyse
hospitalization and residential
status (i.e. days homeless). All other
data was analysed using two-tailed
tests.

The program’s fidelity to the
Assertive Community
Treatment model was difficult
to assess given that the service
was still new and underwent
key changes over the course of
the evaluation. Fulfilment of
admission criteria was often
difficult to ascertain as young
people are still in the early
stages of mental illness, and
clinicians can be reluctant to
ascribe adult diagnoses to this
group. Inappropriate and
inconsistent referrals to the
program were a significant
challenge.

N

Measured using the HAPI-A,
Independent ADL, and mental and
physical subscales of the (SF–12).
(Intake and 12-month follow-up)
The GAF scale was also used. (Monthly)

R

Do consumers participating
in program have a
reduction in substance use?

G
O

Two-year longitudinal pre-post
evaluation of program using both
retrospectively and concurrently
collected consumer data from
face-to-face interviews and
monthly progress reports
conducted between August 2003
and December 2005.

Do consumers participating
in the program experience
a reduction in
hospitalisations and
homelessness?

VE

Evaluation

Do consumers participating
in the program have a
reduction in clinical
symptoms and move
towards recovery?
Do program referrals and
participants meet the
intake criteria?
Does the program adhere

Limitations and
recommendations

Continuous data

PO

Case management program in
California called Our Town that
provides early, intensive
psychiatric and psychosocial
services to youth 18-25 with
severe mental illness (DSM-IV
diagnosis, significant functional
impairment in ≥2 areas,
symptoms ≥1 year) who have
traversed at least one social
service system.

Consumer characteristics

T

Do consumers participating
in the program have
improved functioning?

M
EN

Service

T

United
States

N
O

McGrew &
Danner
20
(2009)

LI
C
Y

Study

Consumer feedback on treatment
Treatment satisfaction was measured
using the MHSIP Consumer Survey.
(Intake and 12-month follow-up)
Quality of life
Measured using the Life Satisfaction
Checklist. (Intake and 12-month followup)
Substance use

Measured using 4 items from the
Alcohol Severity Index. (Intake and 12month follow-up)

Frequency or dichotomous data
Changes over time were analysed
using the McNemar test.
Tracking data

Recommendations
The program’s admission
criteria was initially based on
traditional adult criteria, but
was revised to account for the
differences in a population of
transition age youth with
severe mental illness.

Recovery
Measured using the Mental Health
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Consumer and program outcome studies
Country

Context

Evaluation questions

Measures (timing)

Analysis

to the Assertive Community Confidence Scale. (Intake and 12-month
Treatment model?
follow-up)
Service implementation

Limitations and
recommendations

LI
C
Y

Study

N
O

T

G
O

VE

R

N

M
EN

T

PO

Implementation of the assertive
community treatment model was
assessed using the site level DACTS. (Six
months pre- and post-evaluation)
Note: CAMHS = Children and Adolescent Mental Health Services, HoNOSCA = Health of the Nations Outcome Scale for Children and Adolescents, CGAS = Children’s Global Assessment Scale, CYMHS = Child &
Youth Mental Health Service, SDQ =Strengths and Difficulties Questionnaire , SDQY = Strengths and Difficulties Questionnaire Youth, SDQP = Strengths and Difficulties Questionnaire Parent, ORS = Outcome
Rating Scale, SRS = Session Rating Scale, ANOVA = analysis of variance, HoNOS = Health of the Nations Outcome Scale, GAF = Global Assessment of Functioning, NHS = National Health Service, DBT = dialectical
behaviour therapy, HRQoL = Health-related quality of life, BDP = Borderline Personality Disorder, CPA = Care Programme Approach, ICD = International Statistical Classification of Diseases and Related Health
Problems, TAS = Transition Age Service, TIP = Transition to Independence Process, PTSD = post-traumatic stress disorder, CAFAS = Child and Adolescent Functional Assessment Scale, AWOL = Absent Without
Official Leave, GED = General Education Development, SNASA = Salford Needs Assessment for Adolescents, TRF = Teacher Report Form, FAD = Family Assessment Device, FEQ = Family Engagement
Questionnaire, CSRI = Client Service Receipt Inventory, DSM-IV = Diagnostic and Statistical Manual of Mental Disorders Fourth Edition, HAPI-A = Hoosier Assurance Plan Instrument for Adults, ADL = Adult Daily
Living Skills, SF–12 = Short Form – 12, MHSIP = Mental Health Statistics Improvement Program, DACTS = Dartmouth Assertive Community Treatment Scale.
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Table 15. Grey literature on single program evaluations: data extraction
Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Gruner
24
(2014)

Australia

Service

Are CAMHS services wellintegrated?

Data was collected by the CAMHS
Review Team via interviews, a
documentation review, and submissions
from various stakeholders.

General review

Limitations

Key strengths and issues
surrounding CAMHS were identified
from all data sources and discussed.
This included an evaluation of the
quantity and quality of existing data
available.

Incident documentation and
analysis were poorly
completed, and consumer
evaluation and follow up
reports were lacking. Only one
team was able to provide
assessment/referral/
supervision forms, which they
developed. No standardised
documentation process was
identified. One submission
highlighted a lack of clarity
around case note recording
and vast inconsistencies were
observed between providers.
Routinely collected outcome
data was limited. Many felt
that reviews were often
conducted but no changes
implemented.

T
N
O

Workforce

PO

N

Is the Model of Care
comprehensive and does it
clearly define the roles of
different providers?

Two sets of interviews with staff,
executives, consumers and carers
collected data on:
• Strengths of the service
• Concerns with service delivery
• CAMHS’ organisational structure
• Understanding of corporate and
clinical governance processes
• Impacts of recent coroner reports
on staff
• Stakeholder views on the aims of
the review
• Understanding of CAMHS
operations
• Understanding of the relationships
between CAMHS and stakeholders,
and CAMHS and the health service
executive

T

Do staffing levels for
CAMHS services adhere to
best practices and are they
comparable to those
elsewhere in Australia?

Interview data

M
EN

Are adverse events
documented in a thorough
and standardised manner?

G
O

Mixed methods review of CAMHS
to inform systems improvement
in areas including clinical
governance and risk
management, models of care,
consumer engagement, and
documentation standards. It
includes interviews conducted
with staff, executives, consumers
and carers, a documentation
review, and a review of
submissions.

Are clinical processes and
outcome data routinely
documented?

R

Evaluation

Are consumers provided
with multidisciplinary care?

VE

CAMHS in South Australia
following the merger of the
Northern and Southern CAMHS.
These encompass community
teams, country outreach,
inpatient units including the
Boylan ward (≤18 years of age),
emergency services, consultation
and liaison services, and specialist
services including the ASEC for
12-17 year olds. ASEC consumers
include people with Autism
Spectrum Disorders. ASEC has a
high staff to consumer ratio,
offers group programs and is
often regarded as a “last resort”.

LI
C
Y

Study

Documentation data
A review of documents was conducted
on site to collect data on:
• Staffing numbers and breakdowns
• Incidents and adverse events
• File audit results for Northern
CAMHS
• Some routinely collected outcome
measures
• Present and proposed organisation
structure
• Model of care
• Consumer feedback
• Committee meetings
• The risk register
• Coroner’s reports

Full-time staffing levels/ratios and
mix for CAMHS were compared to
those of similar services in Western
Australia given that the population
profile of that state is similar to
South Australia.
Model of care
The draft CAMHS Model of Care
was assessed based on literature
describing models of care (what
they are, what they contain and
their general purpose). This
included comparing the draft to
models of care outlined for similar
services elsewhere in Australia,
specifically the ELMHS Service in
Melbourne, and the Child and
Adolescent Mental Health Service in
the Australian Capital Territory.

Recommendations
Develop a single data system
for clinical services to promote
accountability, improve
monitoring and facilitate
service integration. Implement
standardised processes for
assessment, management and
escalation of risks and educate
staff in these processes. Clarify
the role of research and
evaluation in building the
Model of Care. Improve the
CAMHS’s capacity to use and
interpret existing data to
improve quality of care, service
management and consumer
outcomes.

Page | 122

Study

Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Submission data

Is psychological distress
associated with physical
health issues improved in
consumers?
Do consumers engage in
social activities and feel
included?

LI
C
Y

The K10 was completed by consumers
st
to measure psychological distress. (1 ,
rd th
th
th
3 , 6 , 10 , and 15 occasion of
service)

Prevalence of suicidal ideation and selfharm was self-reported in surveys. (Two
surveys 9 months apart)

Is service delivery aligned
with the established service
model?
Are consumers satisfied
with services?

Are carers satisfied with
services?
Are services accessible to
those in need?
Are services cost-effective?

Analysed using descriptive analysis.
Quantitative outcome data

PO

Health and functioning

M
EN

Is the social and
occupational functioning of
consumers improved?

T

Are suicidal ideation and
self-harm reduced among
consumers?

G
O

An independent 2.5-year mixed
methods evaluation to assess the
youth access and engagement,
consumer outcomes, service
delivery model and costeffectiveness of centre-based
headspace services in accordance
with the organisations objectives.

Consumer data including age, gender,
Indigenous status and distance from
nearest centre were collected from
program datasets. (First service)

The SOFAS was conducted by a
practitioner. (Every service)

N

Evaluation

Is psychological distress
improved in consumers?

The number of days incapacitated (fully
or partially) from psychological distress
was self-reported. (Two surveys 9
months apart)

R

Centre-based services providing
integrated care to improve the
mental, social and emotional
wellbeing of people aged 12-25
years. Consumers generally have
mild to moderate mental
disorders, but those with complex
issues and severe symptoms may
also be seen. Services focus
primarily on mental health, but
also include physical health, drug
and alcohol, and social and
vocational support services.
Providers include GPs, mental
health nurses, psychologists, and
allied health workers.

VE

Service

T

Australia

N
O

Hilferty et al.
48
(2015)

A review of submissions from relevant
stakeholders was conducted, but mostly
strengthened findings from other
sources.
Consumer characteristics
Consumer characteristics

Physical health
Physical health as the source of
psychological distress in the past 4
weeks was measured using a 5-point
scale. (Two surveys 9 months apart)
Social inclusion
Measured using a 5-point scale to rate
feelings of inclusion/support, and level
of social interaction. (Two surveys 9
months apart)
Substance use
Binge drinking (≥4 drinks/couple of
hours) in the past 30 days was self-

A difference-in-difference approach
was used to compare the average
difference in outcome measures
(e.g. K10) over time between
program consumers and similar
comparison groups (one external
consumer group and one
functional). Changes in consumer
K10 scores over time were also
analysed based on thresholds for
clinical significance (clinically
significant change method).
Qualitative outcome data
Evaluated using thematic coding
and analysis.
Economic data
Cost-effectiveness was analysed by
comparing program costs and
consumer outcomes (relative to
comparison groups) according to
the difference-in-difference and the
clinically significant change
methods.

Limitations
The evaluation relied on two
different datasets, which
coupled with ongoing
innovation in data system
development may produce
differing results. An RCT was
not practical, limiting the
strength of the comparative
analyses. Headspace treatment
and comparison groups were
quite different and matching
profiles resulted in smaller
comparison groups. The
response rate for stakeholder
surveys was low, limiting the
depth of these findings. The
K10 only assesses mental
health, limiting its utility for
such a multifaceted program.
Little data was available for
service users who disengaged
early.
Recommendations
More longitudinal studies
should be conducted to
investigate early
disengagement and the longterm impacts of headspace
services on mental health.
Research on program
effectiveness would benefit
from access to hospital
admission and MBS data.
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Study

Country

Context

Evaluation questions

Measures (timing)

Analysis

Limitations and
recommendations

Consumer and carer satisfaction
A satisfaction survey was completed by
nd th
th
th
consumers. (2 , 5 , 11 , and 16
occasion of service)

PO

Consumer views on services were
obtained through semi-structured
interviews. (Once)

LI
C
Y

reported by consumers. Cannabis use
(yes/no) was self-reported for the past
30 days. (Two surveys 9 months apart)

M
EN

Stakeholder views

T

Parent/carer views on services were
obtained via an online survey, 6 focus
groups and 3 individual semi-structured
interviews. (Once)

R

N

Stakeholder views on program
implementation, access and the service
delivery model were obtained from a
survey of centre managers, a survey of
professionals affiliated with headspace,
and semi-structured interviews with
staff. (Once)
Economic data

N
O

T

G
O

VE

Data on funding collected from
program’s finance dataset and
direct/indirect program and per
consumer costs broken down. (Annual)
Note: CAMHS = Children and Adolescent Mental Health Services, ASEC = Adolescent Services Enfield Campus, ELMHS = Early in Life Mental Health Service, GP = General Practitioner, K10 = Kessler Psychological
Distress Scale, SOFAS = Social and Occupational Functioning Assessment Score, RCT = randomised controlled trial, MBS = Medicare Benefits Schedule.
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Evaluation instruments
List of evaluation instruments identified in the literature review of program evaluation frameworks

Self-report measure of vocational activity
and social participation for routine use in
community mental health services.
Designed for adults.

Adult Personal
Wellbeing Index
(PWI-A)

Maybe - Youngest age in validity
studies is 16. Design for use in
ambulatory mental health
services may not reflect needs of
those with SPMI.
Contains seven items of satisfaction, each Maybe - School children version
one corresponding to a quality of life
available (includes adolsecents).
domain (e.g. standard of living, health,
PWI-A designed for use in general
relationships).
adult population (18+).

Addiction/
Alcohol Severity
Index (ASI)

Structured clinical interview used to
produce a profile of severity within each
patient across six domains commonly
affected by addiction (chemical abuse;
medical; psychological; legal;
family/social; and employment/support.

No - Instrument was developed
with male veterans, so has
historically had issues adequately
representing clinical needs of
special groups.

Alcohol,
Smoking, and
Substance
Involvement
Screening Test
(ASSIST)

Developed to detect and manage
substance use and related problems in
primary and general medical care
settings.

Yes - Used by Orygen in patients
with first-episode psychosis.

Behavior and
Symptom
Identification
Scale (BASIS-32)

Self-report measure of major symptoms
and functioning difficulties experienced
by people as a result of mental illness.

Brief Psychiatric
Rating Scale

Clinician-rated scale providing
assessment of psychopathology
symptoms. Allows for assessment of

-

1

-

1

Source

Stewart, G., Sara, G., Harris, M., Waghorn, G., Hall, A., Sivarajasingam, S.,
Gladman, B. & Mowry, B. (2010). A brief measure of vocational activity and
community participation: development and reliability of the Activity and
Participation Questionnaire. Australian and New Zealand Journal of Psychiatry,
44(3), 258-266.
th
International Wellbeing Group (2013). Personal Wellbeing Index: 5 Edition.
Melbourne: Australian Centre on Quality of Life, Deakin University.

McLellan, T.A., Luborsky, L., Woody, G.E., O’Brien, C.P. (1980). An improved
diagnostic evaluation instrument for substance abuse patients: The Addiction
Severity Index. The Journal of Nervous and Mental Disease, 168(1), 26-33.

-

-

1

Maybe - Validated and reliable in
both inpatient and outpatient
mental health settings. Seems to
be only for adults (18+).

Hides, L., Cotton, S.M., Berger, G., Gleeson, J., O’Donnell, C., Proffitt, T.,
McGorry, P.D., & Lubman, D.I. (2009). The reliability and validity of the Alcohol,
Smoking and Substance Involvement Screening Test in first-episode psychosis.
Addictive Behaviours,34(10), 821-825.
McLean Hospital. (n.d.). eBASIS: BASIS-32. Retrieved from:
http://www.ebasis.org/basis32.php

-

1

Maybe - Designed for patients
with major psychiatric disorders.
Has been used across 12-25 age

1

-

Pirkis, J., Burgess, P., Kirk, P., Dodson, S., Coombs, T. (2005). Review of
standardized measures used in the National Outcomes and Casemix Collection
(NOCC). Australian Mental Health Outcomes and Classification Network.
Kwan, B. & Rickwood, D.J. (2015). A systematic review of mental health
outcome measures for young people aged 12 to 25 years. BMC Psychiatry 15,
(279).

G
O

VE

R

N

1

T

N
O

Grey
literature

PO

Activity and
Participation
Questionnaire
(APQ6)

Academic
Papers

Validity in youth with SPMI?

T

Description

M
EN

Name of
instrument

LI
C
Y

Table 16: Evaluation instruments identified for program evaluation frameworks and single program evaluations

McLellan, T.A., Cacciola, J.C., Alterman, A.I., Rikoon, S.H., Carise, C. (2006). The
Addiction Severity Index at 25: Origins, Contributions and Transitions. The
American Journal on Addictions, 15(2), 113-124.
WHO. (n.d.). The ASSIST project – Alcohol, Smoking and Substance Involvement
Screening Test. Retrieved from: http://www.who.int/substance_abuse/
activities/assist/en/.
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Academic
Papers

Description

Validity in youth with SPMI?

treatment change. Subscale symptom
scores can also be used (e.g. hostility)

range, although not specifically
developed for this group. Child
version available.

-

Children’s
Global
Assessment
Scale (CGAS)

Provides an assessment for those aged 416 to establish levels of dysfunction.

Yes - Designed for ages 4-16. Valid
in both inpatient and outpatient
populations.

3

M
EN

N

1

-

VE

R

Maybe - Designed for use in
adults (18+). Children’s version
available (4-10).

-

G
O

Maybe - Adapted and used for a
wide range of service contexts
(adult and child groups, assertive
outreach service).

1

-

T

Care Program
Approach Brief
Audit Tool (CPABAT)

1

N
O

Carer Needs
Assessment

Collects assessment information on the
carer and care recipient, information for
guiding a service response, and for
reporting.

Phelan, M., Slade, M., Thornicroft, G., Dunn, G., Holloway, F., Wykes, T.,
Strathdee, G., Loftus, L., McCrone, P., Hayward, P. (1995). The Camberwell
Assessment of Need: The validity and reliability of an instrument to assess the
needs of people with severe mental illness. British Journal of Psychiatry, 167,
589-595.
Pirkis, J., Burgess, P., Kirk, P., Dodson, S., Coombs, T. (2005). Review of
standardized measures used in the National Outcomes and Casemix Collection
(NOCC). Australian Mental Health Outcomes and Classification Network.

PO

No – seems to be most commonly
used in adults aged 40+.

LI
C
Y

The University of Nottingham. (n.d.). Adult Camberwell Assessment of Need
(CAN). Retrieved from: http://www.researchintorecovery.com/adultcan.

Short measure used in routine clinical
work to assist with care planning (clinical
version) or a service evaluation tool
(research version) to understand the
health and social needs of adults with
severe mental health problems.

Client Services
Receipt
Inventory (CSRI)

Source
Shafter, A. (2005). Meta-Analysis of the Brief Psychiatric Rating Scale Factor
Structure. Psychological Assessment, 17(3), 324-335.

Camberwell
Assessment of
Need Short
Appraisal
Schedule
(CANSAS)

Records information on service
utilization, income, accommodation, and
other cost-related variables. This
information allows resource use to be
described and support costs to be
estimated. Can be used at multiple points
to track changes over time.
Instrument for mental health inpatient
services to quickly and simply assess the
quality of their care planning for patients
using the Care Program Approach. Allows
steps to be taken to correct any
identified deficiencies in care planning.

Grey
literature

T

Name of
instrument

(Administered to carers)

-

1

Shaffer, D., Gould, M.S., Brasic, J., Ambrosini, P., Fisher, P., Bird, H., Aluwahlia,
S. (1983). A Children’s Global Assessment Scale (CGAS). Archives of General
Psychiatry, 40, 1228-1231.
Personal Social Services Research Unit. (n.d.). Client Service Receipt Inventory.
Retrieved from: http://www.pssru.ac.uk/blogs/csri/what-is-the-csri/.
Beecham, Jennifer and Knapp, Martin (2001) Costing psychiatric interventions.
In: Thornicroft, Graham, (ed.) Measuring Mental Health Needs. Gaskell,
London, UK, pp. 200-224.

The Sainsbury Centre for Mental Health. (2005). Briefing 29: The Care
Programme Approach. Retrieved from: https://www2.rcn.org.uk/__data/
assets/pdf_file/0003/529446/cpa-briefing-scmhpdf.pdf.

Ramsay, L., Samsa, P., Owen, A., Stevermuer, T., & Eagar, K. (2007). A national
approach to assessing the needs of carers. Centre for Health Service and
Development: University of Wollongong. Retrieved from:
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/documents/do
c/uow082095.pdf.
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Global
Assessment of
Functioning
(GAF)

LI
C
Y

-

Maybe - Designed for ages 12+.
Validity with SPMI unknown.

M
EN

T

1

Byford, S. (2013). The validity and responsiveness of the EQ-5D measure of
health-related quality of life in an adolescent population with persistent major
depression. Journal of Mental Health, 22(2), 101-110.

1

Yes - Validated in forensic
adolescent unit, a regional
adolescent service, and a subregional child and adolescent unit
(mean age 13.8).

1

Swales, M., Hibbs, R. A. B., Bryning, L., & Hastings, R. P. (2016). Health related
quality of life for young people receiving dialectical behaviour therapy (DBT): a
routine outcome-monitoring pilot. SpringerPlus, 5(1), 1137.
The National Child Traumatic Stress Network. (2013). Family Assessment
Device. Retrieved from: http://www.nctsnet.org/content/family-assessmentdevice.

PO

Maybe - Tentative support for the
use of this tool among
adolescents.

Source
Winter, J.P., & Calsyn, R.J. (2000). The Dartmouth Assertive Community
Treatment Scale (DACTS): A generalizability study. Evaluation Review, 24(3),
319-338.

-

-

N

Self-report measure of structural,
organizational, and transactional
characteristics of an individual’s family.
Includes seven scales (affective
involvement, affective responsiveness,
behavioral control, communication,
problem solving, roles, and general
family functioning).
Instrument used to record the
therapeutic alliance during psychiatric
admissions. Measures child’s personal
and therapeutic engagement with
treatment staff; engagement of child
with therapeutic activities while in
treatment; child’s personal engagement
with other children in environment; and
parental engagement at both a personal
and ‘task-related’ level with treating
staff.

1

R

Generic self-report outcome measure
which measures current general health
status in five domains (mobility, self-care,
usual activities, pain or discomfort, and
anxiety or depression).

(Administered to program staff)

VE

Family
Engagement
Questionnaire
(FEQ)

Developed to measure program fidelity
to the principles of assertive community
treatment.

Grey
literature

Kroll, L. & Green, J. (1997). The therapeutic alliance in child inpatient
treatment: Development and initial validation of a family engagement
questionnaire. Clinical Child Psychology and Psychiatry, 2(3), 431-447.

-

G
O

Family
Assessment
Device (FAD)

Academic
Papers

Validity in youth with SPMI?

T

EQ-5D 3L

Description

Clinician-rated assessment instrument for
psychiatric patients measuring symptom Maybe - Used across 12 to 25 age
severity and functional impairment. Used range, although not specifically
in treatment planning and as a measure
designed for this population.
of program performance.

N
O

Name of
instrument
Dartmouth
Assertive
Community
Treatment Scale
(DACTS)

2

-

Kwan, B. & Rickwood, D.J. (2015). A systematic review of mental health
outcome measures for young people aged 12 to 25 years. BMC Psychiatry 15,
(279).
Norman Smith, G., Ehmann, T.S., Flynn, S.W., MacEwan, G.W., Tee, K., Kopala,
L.C., …, Honer, W.G. (2011). The Assessment of Symptom Severity and
Functional Impairment with DSM-IV Axis V. Psychiatric Services, 62(4), 411-417.
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Clinician rated instrument that measures
behavior, impairment, symptoms, and
social functioning in those aged 18-64.

Yes - Young adults only (18+).

1

Health of the
Nations
Outcome Scale
for Children and
Adolescents
(HoNOSCA)

Outcome measurement with 13
questions about behavior, impairment,
symptoms and social functioning. Is
available in clinician, parent, and selfreport versions.

Yes – Valid up to age 18.

Hoosier
Assurance Plan
Instrument for
Adults (HAPI-A)

Provides an assessment on levels of
functioning in the areas of distress,
physical health status, community
functioning, risk behavior/substance use,
and reliance on mental health services.

Maybe - Validated in sample with
serious symptoms of mental
illness (indicated by GAF score of
50), mean age 38.1.

Independent
Adult Daily
Living Skills

Scale adopted from “Adults with SMI
Baseline Interview”, which assesses
consumers’ needs for assistance with
regard to 13 areas of functioning (e.g.
grooming, employment, money
management)

Kessler
Psychological
Distress Scale
(K10)

This is a questionnaire used to yield a
global measure of distress. Questions are
based on the level of nervousness,
agitation, psychological fatigue and
depression during the most recent past
four weeks. It is a self-report measure.

Source
Australian Mental Health Outcomes and Classification Network. (2016). Health
of the Nation Outcome Scales (HoNOS). Retrieved from:
http://www.amhocn.org/publications/health-nation-outcome-scales-honos.

-

CAMHS Evidence Based Practice Unit. (n.d.). Mental Health Outcome Measures
for Children and Young People. London: University College London & The Anna
Freud Centre.
Garralda, M.E., Yates, P., Higginson, I. (2000). Child and adolescent mental
health service use: HoNOSCA as an outcome measure. The British Journal of
Psychiatry, 177, 52-58.
McGrew, J., Newman, F., & DeLiberty, R. (2007). The Hoosier Assurance Plan
Instrument for Adults (HAPI-A): The psychometric properties of an assessment
instrument used to support service eligibility and level of risk-adjusted
reimbursement decisions in a state managed care mental health
program. Community Mental Health Journal, 43, 481–515.

PO

-

-

VE

R

N

1

1

-

G
O

No details found

Maybe - Used across 12-25 age
range, although not developed for
this population.

T

N
O

3

Grey
literature

LI
C
Y

Academic
Papers

Validity in youth with SPMI?

T

Description

M
EN

Name of
instrument
Health of the
Nations
Outcome Scale
(HoNOS)

-

1

McGrew, J. H., & Danner, M. (2009). Evaluation of an intensive case
management program for transition age youth and its transition to assertive
community treatment. American Journal of Psychiatric Rehabilitation, 12(3),
278-294.
McGrew, J. H., & Danner, M. (2009). Evaluation of an intensive case
management program for transition age youth and its transition to assertive
community treatment. American Journal of Psychiatric Rehabilitation, 12(3),
278-294.
Human Services Research Institute. (2002). Managed care and vulnerable
populations study: Adults with serious mental illness. Core paper 1: Sample
survey component. Cambridge, MA: HSRI
Kwan, B. & Rickwood, D.J. (2015). A systematic review of mental health
outcome measures for young people aged 12 to 25 years. BMC Psychiatry 15,
(279).
Mental Health National Outcomes and Casemix Collection: Overview of
clinician-rated and consumer self-report measures, Version 1.50. Department
of Health and Ageing, Canberra, 2003.
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Academic
Papers

Validity in youth with SPMI?

Grey
literature

Anke, A.G.W. & Fugl-Meyer, A.R. (2003). Life satisfaction several years after
severe multiple trauma – a retrospective investigation. Clinical Rehabiliation,
17, 431-442.

The scale yields a total score and five
subscale scores:
General; financial; housing; employment;
and safety.

No - Most commonly used for
injuries (TBI, SCI, trauma).

1

-

Mental Health
Confidence
Scale

Can be used to measure specific
dimensions of self-efficacy related to a
multi-dimensional recovery model.

No - Validated in adults
participating in self-help groups.

1

-

Mental Health
Statistics
Improvement
Program
Consumer
Survey (MHSIP)

This survey is used to measure concerns
important to consumers using publically
funded mental health services. The
survey measures concerns relating to
access, service quality/appropriateness,
outcomes, overall satisfaction and
participation in treatment planning.

Maybe - Validated in adult
consumers with diagnoses
including schizophrenia and mood
disorders.

-

R

N

1

McGrew, J. H., & Danner, M. (2009). Evaluation of an intensive case
management program for transition age youth and its transition to assertive
community treatment. American Journal of Psychiatric Rehabilitation, 12(3),
278-294.
Carpinello, S.E., Knight, E.L., Markowitz, F.E., & Pease, E.A. (2000). The
development of the mental health confidence scale: A measure of self-efficacy
in individuals diagnosed with mental disorders. Psychiatric Rehabilitation
Journal, 23(3), 236-243.
Ralph RO, Kidder K, Phillips D. Can we measure recovery? A compendium of
recovery and recovery-related instruments. Cambridge, MA: Human Services
Research Institute; 2000.
Jerrell, J.M. (2006). Psychometrics of the MHSIP Adult Consumer Survey. The
Journal of Behavioral Health Services and Research, 33(4), 483-488.
University of Washington Department of Psychiatry and Behavioural Sciences.
(n.d.). Mental Health Statistics Improvement Program (MHSIP) Surveys.
Retrieved from: https://depts.washington.edu/pbhjp/projectsprograms/page/mental-health-statistics-improvement-program-mhsip-surveys.
CAMHS Evidence Based Practice Unit. (n.d.). Mental Health Outcome Measures
for Children and Young People. London: University College London & The Anna
Freud Centre.

VE

G
O

Yes – can be completed by adults
and children aged 13-18.

1

-

Law D, Wolpert M, (eds). Guide to using outcomes and feedback tools with
children, young people and families. United Kingdom: Child Outcomes Research
Consortium; 2014.
Miller, S.D., Duncan, B.L., Brown, J., Sparks, J.A., & Claud, D.A. (2003). The
Outcome Rating Scale: A preliminary study of the reliability, validity, and
feasibility of a brief visual analog measure. Journal of Brief Therapy, 2(2), 91100.

N
O

T

Instrument designed for use by clinicians
to assess change in clients following
psychological intervention.

M
EN

T

Life satisfaction
checklist

Outcome Rating
Scale (ORS)

Source

LI
C
Y

Description

PO

Name of
instrument
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Salford Needs
Assessment
Schedule for
Adolescents
(SNASA)

Independent needs assessment across a
variety of domains, including
symptomology and social functioning.
Identifies ‘Cardinal Problems’ within each
domain, which helps to guide treatment.

Yes – designed for adolescents.
Validated in population with
mixed diagnoses, including
personality disorders,
schizophrenia, and conduct
disorder.

1

Session Rating
Scale (SRS)

Assesses key dimensions of effective
therapeutic relationships, including
perceptions of: (1) respect and
understanding; (2) relevance of goals and
topics; (3) client-practitioner fit; and (4)
overall alliance.

Yes – used with ages 13+.

-

Short Form 12
(SF-12) (mental
and physical
subscales)

This is the abbreviated version of the SF36, which is used to measure healthrelated quality of life by assessing health
status and monitoring medical care
outcomes.

Maybe – validated in patients
with severe mental illness
(schizophrenia, psychotic
disorder, or major mood disorder)
who were over 18.

Grey
literature

-

1

M
EN
-

G
O

VE

Maybe – validated in mildmoderate severity adult
outpatients. Used by Headspace
and in a study of outpatients aged
15-18 with personality disorders.

T

Modified version of the GAF which
separates measures of social and
occupational functioning from measures
of symptoms and psychological
functioning.

N
O

Social and
Occupational
Functioning
Assessment
Scale (SOFAS)

R

N

1

Source
Green, J., Jacobs, B., Beecham, J., Dunn, G., Kroll, L., Tobias, C., & Briskman, J.
(2007). Inpatient treatment in child and adolescent psychiatry – a prospective
study of health gain and costs. Journal of Child Psychology and Psychiatry,
48(12), 1259-1267.

T

Validity in youth with SPMI?

LI
C
Y

Academic
Papers

Description

Kroll, L., Woodham, A., Rothwell, J., Bailey, S., Tobias, C., Harrington, R.,
Marshall, M. (1999). Reliability of the Salford Needs Assessment Schedule for
Adolescents. Psychological Medicine, 29, 891-902.
Law D, Wolpert M, (eds). Guide to using outcomes and feedback tools with
children, young people and families. United Kingdom: Child Outcomes Research
Consortium; 2014.

PO

Name of
instrument

Andreason, E.M. & Meyers, A.R. (2000). Health-related quality of life outcome
measures. Archives of Physical Medicine and Rehabilitation, 81(S2), S30-S45.
Salyers, M.P., Bosworth, H.B., Swanson, J.W., Lamb-Pogone, J., Osher, F.C.
(2000). Reliability and validity of the SF-12 health survey among people with
severe mental illness. Medical Care, 38(11), 1141-1150.
Chanen, A.M., Jovev, M., Jackson, H.J. (2007). Adaptive functioning and
psychiatric symptoms in adolescents with borderline personality disorder.
Journal of Clinical Psychiatry, 68(2), 297-306.
Goldman, H., Skodol, A.E., Lave, T.R. (1992). Revising axis V for DSM-IV: a
review of measures of social functioning. The American Journal of Psychiatry,
149(9), 1148.

-

1

Hilferty, F., Cassells, R., Muir, K., Duncan, A., Christensen, D., Mitrou, F., …, Katz,
I. (2015). Is headspace making a difference to young people’s lives? Final
Report of the independent evaluation of the headspace program. (SPRC Report
08/2015). Sydney: Social Policy Research Centre, UNSW Australia.
Hilsenroth, M.J., Ackerman, S.J., Blagys, M.D., Baumann, B.D., Baity, M.R.,
Smith, S.R., …, Holdwick, D.J. (2000). Reliability and validity of DSM-IV Axis V.
American Journal of Psychiatry, 157, 1858-1863.
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Academic
Papers

Validity in youth with SPMI?

Grey
literature

Source

The SDQ is a brief behavioral self-report
questionnaire. Questions measure
emotional symptoms, conduct problems,
hyperactivity/inattention, peer
relationship problems and prosocial
behavior.

Yes – can be used for ages 3-16
(parent-report used for 3-11; selfreport for 11-16)

Teacher Report
Form (TRF)

A component of the Child Behavior
Checklist (CBCL) to be completed by the
child/adolescent’s teacher or other
member of school staff. This instrument
provides the teacher’s ratings of many of
the problems rated on the CBCL, such as
social functioning, mood and anxiety
symptoms, and externalizing symptoms.

Yes – version available for ages 618. Original sample used to
develop the instrument
comprised students receiving
mental health or special
education services.

-

Goodman, R. (2001). Psychometric properties of the Strengths and Difficulties
Questionnaire (SDQ). Journal of the American Academy of Child and Adolescent
Psychiatry, 40, 1337 ‐ 1345.
Australian Council for Educational Research (n.d.). Child Behaviour Checklist
(CBCL) 6-18. Retrieved from: https://shop.acer.edu.au/child-behaviourchecklist-cbcl-6-18.

1

-

The National Child Traumatic Stress Network. (2012). Child Behavior Checklist
for Ages 6-18. Retrieved from: http://www.nctsn.org/content/child-behaviorchecklist-ages-6-18.
The National Child Traumatic Stress Network. (2005). Teacher’s Report Form.
Retrieved from: http://www.nctsnet.org/nctsn_assets/pdfs/measure/TRF.

N
O

T

G
O

VE

R

N

Note: CPA = Care Programme Approach.

2

Mental Health National Outcomes and Casemix Collection: Overview of
clinician-rated and consumer self-report measures, Version 1.50. Department
of Health and Ageing, Canberra, 2003.

PO

Strengths and
Difficulties
Questionnaire
(SDQ/
SDQYouth/
SDQParent)

LI
C
Y

CAMHS Evidence Based Practice Unit. (n.d.). Mental Health Outcome Measures
for Children and Young People. London: University College London & The Anna
Freud Centre.

T

Description

M
EN

Name of
instrument
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