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Abstract

Consumer and community involvement in research and health services is an
increasingly well recognised area of research methodology and practice, yet one which
is not well documented in the published literature (Staniszewska et al., 2017). When
applied specifically to youth mental health research this absence of documentation is
particularly pronounced (Mawn, Welsh, Stain, & Windebank, 2015). In the instances
where it has been directly examined, it has typically been from the point of view of
researchers, not young people.

The Youth Involvement in Mental Health Research project sought to investigate
this issue by examining the characteristics, motivations and experiences of the young
people involved in youth mental health research. The project specifically focused on the
experiences of young people and researchers who were part of an Australian multi-
institutional cooperative research program (the Young and Well Cooperative Research
Centre (the CRC)) which involved young people in every research project and at an
organisational level.

A multi-method approach was used involving five interconnected studies. Three
studies used qualitative methods: focus groups, interviews and analysis of existing data;
and two used quantitative methods: a longitudinal study and an online cross-sectional
survey. Across these studies, four participant groups were considered: young people
aged between 18 and 25 who were involved in the research projects of the CRC,
including young people who were part of the youth advisory group of the CRC (the
Youth Brains Trust), other young Australians aged 18 to 25, and researchers who
conducted research as part of the CRC. This breadth has allowed the perspectives of a
range of different stakeholder groups to be compared and contrasted.

This study is the first comprehensive description of the young people who were
involved in an extensive program of youth mental health research. The current literature
is predominately small-scale studies of single instances of involvement, which are
mainly focused on the researcher’s experience. By contrast, the current project’s use of
five studies which each examine different facets of the young people who are involved
provides a greater level of depth and breadth.

The results of the project show that young people who are involved in youth
mental health research have higher rates of mental ill health than the rest of the
population. They are motivated to do this work to further their relationships with

researchers and each other, and to gain new skills. Their involvement entails a wide

X



range of traditional and non-traditional research activities such as being involved in
project design and planning, and is largely a positive experience.

The project represents an important step in the field of consumer and community
involvement by highlighting the contribution of young people to this work. This group
has not been consistently or sufficiently acknowledged as key informants to the work
they have been involved in. Findings suggest greater effort is needed to include young
people from a broader range of backgrounds such as culturally and linguistically diverse
groups, and that the experiences of young people who are involved could be improved
by working with young people across all stages of the research such as design, analysis

and dissemination of findings.



1 Introduction

1.1 Overview

Young people around the world, including in Australia, experience high rates of
mental ill health (Australian Bureau of Statistics, 2014b; Patel, Flisher, Hetrick, &
McGorry, 2007), but do not seek help at commensurate rates (Bhugra, 2010). While
attempts to change this are ongoing, it is a problem for which there are currently limited
solutions. An important aspect of any potential solution is involving the young people
who benefit from mental health research in designing and executing research, and the
outputs of research, which will benefit them. This approach is known as community and
consumer involvement.

Mention of consumer and community involvement in policy and practice
guidelines is increasingly prominent and frequent, in both youth mental health research
specifically, and in broader health research and service delivery. Despite this, there has
been minimal direct examination of the young people who take part in these activities.
The majority of literature on the topic either discusses the principles of youth
involvement, or provides suggestions for how to involve consumers and young people.
Some papers report small case studies where youth involvement processes were used in
mental health research, but have limited detail about the young people who were
involved.

The Youth Involvement in Mental Health Research (YIMHR) project addresses
this gap. It is based on the premise that understanding the characteristics, motivations
and experiences of young people involved in youth mental health research will improve
the practice of youth involvement by assisting with broadening the group of people who
are involved, and improving their experiences when they are involved.

The project examines the Young and Well Cooperative Research Centre (the
CRC). The CRC was an Australian, multi-institutional, cooperative research program
which involved young people at an organisational level in its governance, guidance and
strategic direction and in all of the research projects that the CRC funded. Examining
youth involvement throughout the CRC meant that it was possible to obtain a broader
picture than could be achieved through investigating individual instances of
involvement in one research project.

The YIMHR project comprises three aims, explored through five different

research studies: three qualitative and two quantitative, with four stakeholder groups. A



multi-method approach was used, with both open-ended exploratory work and the more
directed investigation of a number of facets.

The thesis describes each of the studies individually while also detailing how
they contribute to the aims of the YIMHR project. The present chapter introduces the
terminology used in the project. Chapter 2 provides an overview of what is known from
the published literature on the topic. Chapter 3 describes the design of the project and
introduces the CRC and the researcher’s relationship to the topic. Chapters 4 through 8
sequentially describe each study’s specific design features, results and discusses the
outcomes. The thesis concludes with Chapter 9, which discusses the findings in light of
the aims, suggests practical implications of these results and proposes areas for future

work.

1.2 Terminology

The concepts which underpin this project are used in a range of settings to mean
similar, but slightly different, ideas. Because of this, it is necessary to clarify at the

outset of the thesis what is meant by each of the main terms used.

1.2.1 Research involvement, participation and engagement

A variety of terms have been developed and used to describe consumer and
community involvement throughout the history of the approach (Liabo, Boddy,
Burchmore, Cockcroft, & Britten, 2018; Miller et al., 2017; Morley, Norman, Golder, &
Griffith, 2016). This variation has arisen from the wide range of disciplines which have
used, and contributed to, the theory and practice of this approach. It can be seen in the
myriad of scales and conceptualisations of consumer and community, or public and
patient, involvement and engagement that exist in research, policy, and practice. As
Liabo, Boddy, Burchmore, Cockcroft and Britten (2018) explain, this variety has also
contributed to the confusion that many researchers and health professionals report about
involvement. The term most frequently used in North America is ‘engagement’, in the
Netherlands it is “participation’, and as described below, the United Kingdom currently
uses a range of terms to describe particular activities (Liabo et al., 2018).

INVOLVE, which supports active public involvement in health services, public

health and social care research in the United Kingdom uses the following definitions:

Involvement: ‘where members of the public are actively involved in research

projects and in research organisations;’

Participation: ‘where people take part in a research study;’ and



Engagement: ‘where information and knowledge about research is provided and

disseminated’ (National Institute for Health Research, 2018a).
The CRC used the following terms in its organisational vision:

Youth participation: ‘Young people are critical partners in our work. Involving
young people meaningfully expands the quality of our research and ensures that

our work is relevant, engaging and meets the needs of young people’.

End user engagement: ‘The Young and Well CRC believes that, in the words of
VicHealth, ‘together we do better.” We believe that we can have a much greater
impact by working together as a collective than we can as individuals’ (Young

and Well Cooperative Research Centre, 2016b).

When the INVOLVE and CRC descriptions are contrasted, it is apparent that
there are differences in how different groups use the terms ‘involvement,’
‘engagement,” and ‘participation.” Because the definitions used by INVOLVE are more
commonly used in the published literature they have been used in this thesis. However,
because the work aimed to document what had occurred in practice, and how those who
executed this work described what they had done, engagement and participation level
activities were also examined. This is most apparent in the first two studies, which used
qualitative methods to examine the lived experience of involvement, participation and

engagement.

1.2.2 Civic participation

The term ‘civic participation’ is used to describe a situation where young people
are active in their communities beyond the day-to-day activities of living. As with
research involvement, considerable ambiguity and disagreement exists concerning what
nomenclature should be used to describe this range of actions. Checkoway (2011), in an
examination of what is known about civic participation, suggested that when °...people
are involved in the institutions and decisions that affect them, it is participation’ (page
341; Checkoway, 2011).

Where the term ‘civic participation’ is used in this thesis, it is used as defined by
Checkoway. Because the project focuses on young people, the term ‘civic’ is used

instead of ‘youth’ to make a clear distinction between the two areas.



1.2.3 Research

In this thesis, the definition of ‘research’ is that used by the National Health and
Medical Research Council in the Australian Code for the Responsible Conduct of
Research. It defines research as: ‘an original investigation undertaken to gain
knowledge, understanding and insight’ (page 1; National Health & Medical Research
Council, 2007).

This definition is inclusive of research about the development of health services.
It excludes investigations or research which describes the ongoing delivery of a service.
For example, work which describes how young people have been involved in an
advisory group or board assisting the execution of a service is not included within the

definition.

1.2.4 Young people

Throughout the thesis, the terms ‘young person’ and ‘young people’ are used to
describe people aged 18-25 years of age. The reason for the choice of this age range is

described in Chapter 3, Section 3.7.

1.2.5 Mental health

In this thesis, the term ‘mental health’ refers to health conditions, and aspects of
a person’s lived experience, which affect their emotional and mental wellbeing in both a
positive and negative manner. Where the terms ‘mental ill health’ or ‘mental illness’ are
used, this is as defined by the Australian Commonwealth Department of Health: ‘a
health problem that significantly affects how a person feels, thinks, behaves, and

interacts with other people’ (Australian Government Department of Health, 2007).



2 Literature review

2.1 Overview

The goal of the Youth Involvement in Mental Health Research (YIMHR) project
is to increase the understanding of the characteristics, motivations and experiences of
young people who are involved in youth mental health research. This goal is achieved
through an examination of an organisation which mandated the use of youth
involvement techniques in its organisational structure and the projects which it funded,
the Young and Well CRC (the CRC). Section 2.2 of this chapter describes the
demographic characteristics, mental health, and civic participation and volunteering of
the CRC’s target group—young Australians aged 18-25.

The majority of the chapter (Sections 2.3 —2.6) focuses on consumer and
community involvement in research and mental health service development. Section 2.3
describes the origin and rationale for consumer and community involvement in research
and mental health service development. The ways and processes used in involvement,
and an overview of contextual influences, is described in Section 2.4. What is presently
known about the three key dimensions examined in this thesis: the characteristics,
motivations and experiences of those who are involved in areas other than youth mental
health research, is described in Section 2.5. The limited work which has specifically
focused on youth involvement in mental health research is reviewed in Section 2.6. As
this section demonstrates, work in the area to date is limited to a small number of papers
about the principles of involvement, and a slightly larger, but still limited, number of
papers which have described the involvement of young people in mental health
research.

The work which informed this literature review has been drawn from a variety
of sources. Section 2.2, which describes the CRC’s target group, was derived from
Australian sources including government databases such as the Australian Bureau of
Statistics. Preference has been given to data which is nationally representative, where
possible.

The majority of the chapter was informed by searches of peer-reviewed
literature and grey literature which were undertaken in early 2013, the end of 2016 and
March 2018. The PsycInfo, PubMed and the Web of Science databases were searched
using terms including those in Table 2.1 below (inclusive of relevant combinations of

these terms, e.g. ‘patient and public involvement’). Where relevant, the ‘young person’



terms were included or excluded in order to find the work relevant to the specific

sections.

Table 2.1 Search terms used for peer-reviewed literature

Concept Search terms
Young Young people, young person, adolescent, youth, students,
people young adult, emerging adult, young male, young female,

volunteers, volunteer, caregivers, carer client, consumer,
patient, patients, survivors, survivor, Sx, user

Forms of Involvement, participation, personal narratives,

involvement  participatory design, experience based, co-design,
governance

Mental Mental health, mental health care, social welfare, well-

health being, mental disorder, mental illness, mental disease, fear,

mood disorder, depression, dysthymia, stress, stress
disorder, acute stress, anxiety, panic, agoraphobia, social
phobia, generalized anxiety disorder, GAD , obsessive
compulsive, OCD, adjustment disorder, separation anxiety
, post-traumatic stress, stress disorders, post-traumatic,
post-traumatic, post-traumatic stress disorders, ptsd,
phobia, mild depressive disorder

In addition to these searches, the grey literature was extensively searched
throughout the project. Grey literature consists of reports, websites and other materials
published outside the academic or peer-reviewed literature. Mental health websites,
peak health and mental health consumer organisation websites and known participation
sites such as INVOLVE were searched for information relevant to the topic of the
thesis. This was supplemented with searches of Google and Google Scholar using a
combination of the terms outlined in the table above. Finally, academic informants such
as the supervisory team and researchers in the CRC were consulted and relevant papers

provided by these informants.

2.2 Young Australians: their mental health, demographic
characteristics and civic participation

2.2.1 Overview

The CRC worked with young Australians to improve their mental health and
wellbeing through the use of digital technologies. The characteristics of the population
which the CRC aimed to involve, young Australians aged 18-25, are described in order
to situate the specific explorations conducted in the thesis. Specifically, what is known
about their mental health, demographic characteristics and civic participation is

reviewed.



2.2.2 Mental health

Mental i1l health is a considerable problem worldwide, contributing to adverse
economic and social outcomes including unemployment, physical illness, and lost
productivity at school and work (Patel, Flisher, et al., 2007). Reported prevalence of
mental ill health in adults varies worldwide, and drawing international comparisons is
challenging due to the heterogeneity of measurement instruments and methods
employed across studies (Patel, Araya, et al., 2007). Estimates of 12 month prevalence
in developed countries vary from 8% in the Netherlands, to up to 57% within certain
geographical areas in the USA (Patel, Flisher, et al., 2007). Across the countries of the
Organisation for Economic Cooperation and Development (OECD), on average 20% of
the working age population will experience mild to moderate disorders each year
(OECD, 2014).

Mental ill health is particularly prevalent among young people. Of those who
develop a psychiatric condition in their lifetime, 50% do so by 14 years of age, and 75%
before 25 years of age (Patel, Flisher, et al., 2007). In Australia, estimates of the overall
prevalence of youth mental ill health vary between 16.3% and 27% (Australian Bureau
of Statistics, 2014b; Patel, Flisher, et al., 2007). The more recent of these figures,
16.3%, was derived from the Australian Bureau of Statistics’ General Social Survey,
which asked if participants self-defined as having a behavioural or emotional disorder
(Australian Bureau of Statistics, 2014b).

Higher rates of psychological distress have been observed within two specific
groups of young people: Lesbian, Bisexual, Transgender or Intersex (LGBTI) and
Aboriginal and Torres Strait Islander young people (Australian Bureau of Statistics,
2014a, 2014c; Lea, de Wit, & Reynolds, 2014; National LGBTI Health Alliance &
Rosenstreich, 2013; Robinson, Bansel, Denson, Ovenden, & Davies, 2014). LGBTI
young people experience psychological distress, suicidality and substance use problems,
and experience abuse at considerably higher rates than heterosexual young people of a
similar age (Lea et al., 2014; National LGBTI Health Alliance & Rosenstreich, 2013;
Robinson et al., 2014; Smith et al., 2014). These higher rates are thought to be due to
the increased presence of risk factors in this group, including internalised homophobia
and perceived stigma associated with membership of the group (Lea et al., 2014;
National LGBTI Health Alliance & Rosenstreich, 2013; Smith et al., 2014). Similarly, a
comparison of rates of psychological distress between young Aboriginal and Torres
Strait Islander Australians aged 15 to 24 and the non-indigenous population found that

young Aboriginal and Torres Strait Islander Australians self-report high, or very high



rates of psychological distress at approximately twice the rate of non-indigenous
Australians (Australian Bureau of Statistics, 2014a).

Worldwide, rates of help seeking are not commensurate with rates of experience
of mental ill health (Bhugra, 2010). International estimates suggest that up to 60% of
young people who need treatment do not receive it (Kessler et al., 2007; OECD, 2014).
In any one year, fewer than 22% of Australians aged 16 to 24 with a diagnosable mental
disorder access mental health services (McGorry, Bates, & Birchwood, 2013; Slade,
Johnson, Oakley Browne, Andrews, & Whiteford, 2009; Yap, Reavely, & Jorm, 2013).
This trend is similarly evident when intentions to seek help are examined. A study of
the help seeking intentions of 15 to 24 year old Australians found that only 10%
perceived no barriers to seeking help, and that 39% of males and 22% of females would
not seek help from formal services for personal, emotional, or distressing problems
(Donald, Dower, Lucke, & Raphael, 2000). This discrepancy is a key issue in the
mental health field. As discussed in Section 2.3, one of the assumptions that underpins
the use of involvement is that it can increase the likelihood that a young person will use
a service. Given the discrepancy between rates of experience of mental ill health and
help seeking, and this assumption, it is useful to examine what is known about what
impedes young people from seeking help (barriers), and what facilitates help seeking
(facilitators).

A systematic review of studies which examined young people’s reported barriers
to, and facilitators for help seeking for mental health problems concluded that strategies
for improvement should focus on improving mental health literacy and reducing stigma
(Gulliver, Griffiths, & Christensen, 2010). The first of these, health literacy, has many
dimensions (Rickwood, Deane, Wilson, & Ciarrochi, 2005). These include knowledge
of how to prevent mental disorders, recognition of the symptoms of mental disorders,
and knowledge of the sources of help for mental ill health (Griffiths, Christensen, &
Jorm, 2009; Jorm, 2011; Jorm et al., 1997). Attempts to quantify rates of mental health
literacy in the population have focused on the level of knowledge that people have
about depression. Examples of measures include the Depression Literacy Scale
developed by Griffiths and colleagues (Griftiths, Christensen, Jorm, Evans, & Groves,
2004; Gulliver et al., 2012) which asks participants true/false questions about facts
about depression; and surveys which present participants with case vignettes describing
a person with a mental health condition, asking them to identify which mental health
condition was described (e.g. Reavley & Jorm, 2011a). A cross-sectional survey of

young Australians aged 18 to 25 years employing the latter method found that this



group has low rates of mental health literacy compared to adults (Wright et al., 2005).
This finding is important in the context of the present study because, if one of the goals
of the use of involvement is to improve the rates of uptake of treatments, then involving
young people with comparatively high rates of mental health literacy, and thus who may
have higher rates of service use, may be problematic.

Possessing negative attitudes toward mental ill health and those who experience
it, which is often referred to as stigma, is considered to be a major barrier to help
seeking among young people (Gulliver et al., 2010; OECD, 2014). A variety of facets of
stigma have been examined, including personal stigma—the attitudes a person holds
regarding others; self-stigma—the views a person has about themselves; perceived
stigma—beliefs regarding the stigmatising views others hold; and, interpersonal
stigma—the stigma that occurs within interpersonal communication and lived
engagements (Wright, Jorm, & MacKinnon, 2011). Reavely and Jorm’s (2011b)
national survey of young people’s stigmatising attitudes towards people with
depression, anxiety disorders and psychosis/schizophrenia, found that young people
associated all mental disorders with unpredictability. As above, a range of measures
have been used to attempt to understand the rates of mental health stigma in the
Australian population. Because of the multi-faceted nature of the concept, few studies
have attempted to ascertain the magnitude of the stigmatising attitudes held by specific
population groups. One exception is Calear, Griffiths and Christensen (2011), who used
the Depression Stigma Scale to conclude that levels of perceived depression stigma
reported by young people were statistically significantly higher than the levels of
personal depression stigma reported by young people.

Sources of help for mental health difficulties available to young people in
Australia, and internationally, are varied. A recent major review of Australian programs
and services for mental health found that there are a myriad of sources of information
and advice available for people with mental ill health (National Mental Health
Commission, 2014). However, these sources are poorly coordinated and existing
systems do not maximise the best outcomes for either the people who use them, or the
resources used to create and maintain them (National Mental Health Commission,
2014). A key recommendation arising from the review was that the mental health
system should move to a person-centred approach. This approach was defined as being
one where services are designed around the needs of people, rather than people having

to organise themselves around services (National Mental Health Commission, 2014).



For young people, one avenue through which this may be achieved is the use of
internet-enabled technologies, often referred to as e-mental health. As noted in the next
section, almost all young Australians use the internet on a daily basis (Australian
Bureau of Statistics, 2009b) for a wide range of purposes (Burns et al., 2014; Kauer,
Mangan, & Sanci, 2014; Muir et al., 2009). This high rate of usage has stimulated a
focus on the potential of e-mental health strategies and tools for providing e-mental
health services to young people. E-mental health solutions can enable and empower
young people to access help for mental ill health at times and places of their choosing,
including in some cases anonymously, which may circumvent some of the major
barriers to help-seeking in this group. Studies of structured online programs with this
group have demonstrated both high rates of acceptability and significant improvements
in mental health outcomes (Calear, Christensen, MacKinnon, Griffiths, & O’Kearney,

2009; Sethi, Campbell, & Ellis, 2010; Spence et al., 2011).

2.2.3 Demographic characteristics of young Australians

The following section describes the demographics of young Australians. The
specific characteristics reported were chosen based on their relevance to youth mental
health research and youth involvement practices. Where available, the results of
national level studies of young people aged 18 to 25 are reported; however, this was not
possible for all the characteristics described.

Young people aged 18 to 25 years comprised 10.5% of the Australian
population at the last census (Australian Bureau of Statistics, 2016). This figure is
broadly similar to Organisation for Economic Cooperation and Development (OECD)
nations, in which young people account for between 8.0% and 14.3% of the population
(OECD, 2010).

Approximately half of young Australians aged 18 to 25 are female (Australian
Bureau of Statistics, 2016). The majority (89%) participate in full time education,
training, employment, or a combination of full time education and part time
employment (Australian Institute of Health and Welfare, 2015). The General Social
Survey found that they are most frequently located in major cities (75%), with 15%
residing in inner regional areas and the remaining 10% living in regional areas or
remote communities (Australian Bureau of Statistics, 2014b).

In the last Australian Census of Population and Housing, the proportion of
young Australians aged 18 to 25 who identified as Aboriginal or Torres Strait Islander

was 12.5% (Australian Bureau of Statistics, 2016). The proportion of young people who
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had arrived in Australia in the last 10 years was 16.7%, and the proportion who reported
that they spoke a language other than English was 25.7% (Australian Bureau of
Statistics, 2016).

The proportion of young Australians aged 18 to 25 who identify as LGBTI has
not been comprehensively documented at a national level. The most recent national
survey of a subset of this population group, people who identify as homosexual, was a
self-selecting survey which used an online survey method. It found that among the
young people aged 20 to 25 who were sampled, 6.5% identified as homosexual (Roy
Morgan, 2015).

The 2009 Australian Bureau of Statistics Survey of Disability, Ageing and
Carers indicated that serious disability was experienced by 3.4% of young people aged
between 15 and 25 years, and that 41.4% of the same age group experienced a long term
health condition in any one year (Australian Bureau of Statistics, 2009a). The rates of
young Australians who have a caring role is also large, with 23.2% of Australians aged
15 to 24 self-identifying as being a carer (Australian Bureau of Statistics, 2009a).
Homelessness is also a significant issue for young Australians, with 11% of 15 to 24-
year old people having experienced homelessness at some point in their life (Australian
Bureau of Statistics, 2014b).

Finally, young people in Australia self-report high rates of internet and
technology use (Burns et al., 2014; Kauer et al., 2014; Muir et al., 2009). Almost all
young Australians report that they use the internet (Australian Bureau of Statistics
2009), usually on a daily basis. They do so for a variety of reasons, the most common of
which is to engage in social networking activities such as messaging, online games, and
emailing (Australian Bureau of Statistics, 2011). They also use the internet to access
services related to healthcare (8.4%), government information services (Australian
Bureau of Statistics, 2014b), and to access online mental health services (Burns et al.,

2014; Kauer et al., 2014; Muir et al., 2009).

2.2.4 Civic participation and volunteering

Studies that have documented the characteristics and motivations of young
people who take part in civic participation are limited. However, a related area which
has been more thoroughly examined in the published literature is volunteering.
Consequently, the following section describes both civic participation and volunteering.

The 2016 Australian census indicated that 3.4 million people, or 20.6% of all

adults in Australia, take part in some form of volunteering work in any one year
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(Australian Bureau of Statistics, 2016). Among those aged 18 to 24 years this rate drops
to around 18.8% (Australian Bureau of Statistics, 2016). The proportion of young
people who volunteer regularly is even lower— only 4% of young people report
volunteering in any one week (Australian Bureau of Statistics, 2006a). These
volunteering rates are comparable to those in other OECD countries, though reliable
comparisons are difficult as definitions and collection methods differ (Australian
Government, 2011). The likelihood that a young person will take part in these activities
has been linked to a range of factors, including gender, education level, socio-economic
status, location, and cultural identification (Hickie, Groom, McGorry, Davenport, &
Luscombe, 2005; Walsh & Black, 2015).

A greater percentage of young women tend to volunteer than young men, a
pattern which is evident across all types of volunteering and civic participation (Muir et
al., 2009). In the five years between 2001 and 2005, the median annual hours of
volunteering decreased by 12 hours among young men, whereas it increased by two
hours for young women (Australian Bureau of Statistics, 2006a).

Young people who self-report that they volunteer are more likely to be enrolled
in an educational program than their counterparts, with approximately 40% of students
volunteering in any one year (Australian Bureau of Statistics, 2012a; McCabe, White, &
Obst, Patricia, 2007). Young people who are studying and not working, or who combine
study and paid work, are significantly more likely to self-report that they volunteer than
young people who are engaged in paid work only (Australian Bureau of Statistics,
2006b; Australian Institute of Health and Welfare, 2015; Muir et al., 2009). However,
young people who are engaged in paid work are more likely to volunteer than young
people who neither work nor study (Muir et al., 2009).

A review of previous studies of the characteristics of young people who
volunteer, commissioned by the Australian Federal Government, found that young
people who reside outside of major cities are slightly more likely to volunteer than
young people who live in major cities (Muir et al., 2009). This finding suggests that
young people may be more likely to volunteer where the community is easier to access,
smaller, or more familiar (Muir et al., 2009).

The final characteristic that affects the likelihood that a young person will
volunteer is cultural diversity (Muir et al., 2009). Specifically, lower participation rates
have been observed in groups of young people for whom English is not their primary
language (Australian Bureau of Statistics, 2012a; K. Brown, Lipsig-Mumme, &
Zajdow, 2013; Muir et al., 2009), and in groups of young people who identify as being
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from an Aboriginal, Torres Strait Islander or Indigenous background (Mission
Australia, 2013).

In addition, a range of motivations that young people have for volunteering or
civically participating have been described. These are examined in the following
paragraphs.

Multiple studies have found that young people are motivated to volunteer in
order to contribute to society or their community (Australian Institute of Health and
Welfare, 2015; Muir et al., 2009; Walsh & Black, 2015), or to contribute to a
worthwhile cause (Muir et al., 2009). Many believe volunteering is linked to good
citizenship (Hill, Russell, & Brewis, 2009) and the opportunity to ‘make a difference’
(Ferrier, Roos, & Long, 2004; Hill et al., 2009; Moffat, 2011).

A range of social factors may contribute to the likelihood that a young person
will volunteer. These factors include a desire for social contact, perceived pressure by a
social group, or personal or family involvement in the cause (Australian Institute of
Health and Welfare, 2015; Ferrier et al., 2004; Hyde & Knowles, 2013; Moftfat, 2011;
Muir et al., 2009; Snyder & Omoto, 2008). Young people may also volunteer for the
perceived social benefits that volunteering may afford them, including the opportunity
to receive acknowledgement or appreciation for their contributions (Edwards, Elwyn,
Smith, Williams, & Thornton, 2001; Ferrier et al., 2004).

Young people also volunteer because they believe they can learn from their
participation (Australian Institute of Health and Welfare, 2015; Hyde & Knowles,
2013), and/or develop skills that could be useful in progressing or obtaining work and
career opportunities (Muir et al., 2009; Snyder & Omoto, 2008). However, the latter
motivation is more often cited by young men than young women, particularly when

young men are pessimistic about their future work prospects (Walsh & Black, 2015).

2.3 Consumer and community involvement: origins and benefits
2.3.1 Overview

At the broadest level, consumer and community involvement is an ideological
tradition, investigative method and academic discipline. Fundamentally, it aims to
redistribute ‘power’ from those who ‘have it’ to those who ‘do not’ through involving
those without power in the processes and structures which shape their worlds. This
redistribution of power can both empower the people who use the products and
processes which are developed and help ensure that they are relevant to all the

stakeholders who use or engage with them.
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The concepts that underpin consumer and community involvement have been
articulated by a range of authors from a broad range of disciplines. Within the areas of
research and mental health, many in the field attribute the initial articulation to Arnstein
(1969). Arnstein conceptualised involvement, which she referred to as participation, as
a hierarchical ladder of processes with nine runs that place significant value on the
power of citizens to impact decisions that affect them (Arnstein, 1969). There are three
areas, each made up of three rungs on the ladder, which describe a level of interaction
between citizens, or people who use services; and policy makers, or creators of services.
The three areas are non-participation, which describes situations where there is no
interaction or exchange of power; degrees of tokenism, which are interactions where
power is partly, but not completely exchanged; and degrees of citizen power, in which
citizens have increasing control over the situation. This initial articulation has formed
the basis of significant movements in areas as diverse as political science, development
studies and health.

One particular movement which has developed from Arnstein’s work is Hart’s
(1991) ‘ladder of young people’s participation.” The ladder is similar in style and
content to Arnstein’s, but focuses specifically on young people. The rungs on the ladder
range from manipulation (level 1), to young people initiated and directed (level 7) and
young people initiated, shared direction with adults (level 8). It was designed to assist
people who understood that children and young people have a right to be active
participants in their communities, and to put these values into action through
articulating different ways that young people could participate or be involved.

The following section describes how the principles of involvement, which
started with the above ladders, have been applied and developed in the areas of research
and mental health. Following these overviews, the benefits that arise from using

involvement methods are described.

2.3.2 Mental health

The academic discipline and clinical treatment of mental ill health has
consistently involved stark differences in the levels of power afforded to people who
experience mental illness and the professionals who care for them (Epstein, 2013; Gee,
McGarty, & Banfield, 2015; Kaufman, 1999; Robson, 2008; Starkman, 2013).
Consumer and community involvement in the mental health sector—one of the ways in
which the power imbalance might be addressed—first arose in the form of the

Consumer and Psychiatric Survivor Movement in the United Kingdom, United States,
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Canada and Australia during the 1960s and 1970s (Epstein, 2013; Gee et al., 2015;
Kaufman, 1999; Robson, 2008; Starkman, 2013). In Australia, the first clear articulation
of involvement in mental health policy arose from the 1993 report of the National
Inquiry into the Human Rights of People with a Mental Illness (the Burdekin report).
The Burdekin report described the impact of societal stigma and disesmpowerment on
the lives of Australians with mental illness (Burdekin, Guilfoyle, & Hall, 1993). It
suggested that this impact could be reduced through actively involving people with a
mental illness in mental health policy and practice.

In the quarter century following the Burdekin report, consumer and community
involvement has become a high priority area both in Australia’s national mental health
policy framework (Browne & Hemsley, 2008) and internationally (OECD, 2014).
International recognition is evidenced by the OECD’s inclusion of ‘mental health
consumers’ and ‘mental health carers’ as two of the four key stakeholder groups in the
development of mental health policy and practice (OECD, 2014). Its importance in
Australia is shown through policies such as the Australian National Mental Health
Strategy, which includes the Statement of Rights and Responsibilities (P. Brown, 2012;
Raphael, 1991); the First National Mental Health Policy (Australian Health Ministers,
1991); and the five National Mental Health Plans to date (Australian Health Ministers,
1993, 1998, 2003, 2009, 2017).

These policies aim to ensure that consumers and community members are
involved from the micro level—for example in clinical service planning and treatment
decisions; to the macro level—for example through providing input into how services
operate, including helping plan and contributing to reform processes (Lloyd & King,
2003). Within the youth mental health field, an assumption which underpins the use of
involvement practices is that young people will be more willing to use mental health
services that have been designed in collaboration with young people (Swanton, Collin,
Burns, & Sorensen, 2007). Given the high rates of mental ill health in this age group
and the low rates of help seeking, as discussed above in Section 2.2.2, this function is

particularly critical for this age group.

2.3.3 Research

Consumer and community involvement in research involves researchers
recognising and valuing consumers and community members as active and equal
partners in the research process, rather than as passive subjects of the research. The aim

is to change research from being about, or for, consumers and community members to
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being carried out with, or by, them. Where this aim is achieved, a range of benefits to
the research, to consumers and to the researchers may result. A summary of some of
these benefits is provided in the following section.

As discussed in Chapter 1, the terms used to describe the approach are not used
consistently or clearly (Miller et al., 2017; Morley et al., 2016). One reason for this is
that consumer involvement in research draws on, and has arisen from, two
complementary, yet different, approaches and schools of thought—consumerist and
democratic (Beresford, 2002). The former approach prioritises the improvement of the
product through the involvement of consumers. By contrast, the democratic approach is
concerned with the empowerment of consumers, and the exercising of their democratic
right to be involved in decisions that affect their lives. For the purposes of this review,
and project, no distinction is drawn between these two schools of thought. This is
because the project focuses on the practice of involvement, and those who are involved,
not the theoretical or ideological background. However, this distinction is noted because
of the influence the two approaches have had on the development and execution of
involvement practices.

In practice, consumer and community involvement in research is increasingly
recognised in research direction and policy. In Australia, this is evidenced in
the 2002 and 2016 joint statements between the National Health & Medical Research
Council (NHMRC) and the Consumers Health Forum of Australia. The vision for these
statements is: ‘consumers, community members, researchers and research organisations
working in partnerships, to improve the health and well-being of all Australians through
health and medical research.” (page 2; National Health & Medical Research Council and
the Consumers Health Forum of Australia, 2016).

Despite these high-level inclusions and mentions in policy, the extent to which
involvement is practiced, and the quality of data which describes it, is not consistent or
clearly established. This particularly pertains to the involvement of young people. For
example, Brady and Preston (2017) conducted an evaluation of the extent and impact of
young people’s involvement in studies funded by the United Kingdom’s largest
research funder, the National Institute for Health Research. They concluded that most of
the information collected by researchers regarding the involvement of young people
noted only the stages of research in which the latter had been involved, with hardly any
information on who was involved and how (Brady & Preston, 2017). They also note
that most of the information collected on young people’s involvement is written by

researchers (Brady & Preston, 2017). They suggest that there needs to be more

16



opportunities for young people to have a say on how they have been involved, and the
difference that they think this has made to them and the research (Brady & Preston,
2017).

2.3.4 Benefits of consumer involvement in both mental health and research

A range of benefits—to the community, to researchers, to the research and
service outputs, and to the consumers who are involved—arise from the involvement of
consumers in research and service delivery. Broadly, these benefits can be related to the
consumerist and democratic approaches described by Beresford (2002) and outlined
above. The benefits to consumers specifically are described in detail below in Section
2.5.2 (motivations). The following section describes an overview of benefits that
involvement brings to the research and research processes described to date. It
demonstrates that these benefits have been predominately documented through primary
research and researcher’s reflections on the process.

Involvement of consumers and community members in both research and
service development is widely recognised as helping research and services focus on
issues that are relevant to patients and the public (e.g. Staniszewska et al., 2017). When
young people specifically are involved, this is particularly important because of the
differences in age and lifestyles which may occur between young people and
researchers.

An essential feature of the involvement of consumers and community members,
and young people in particular, is a substantial level of collaboration between all
stakeholder groups (Ramey & Rose-Krasnor, 2015). Researchers reflecting on their
previous involvement of young people have suggested that this can result in greater
levels of mutual understanding or respect (Shaw, Brady, & Davey, 2011). Where young
people are involved as researchers, it may also lead to research participants being more
open and willing to discuss personal experiences (Kirby, 2004). Case et al.’s (2014)
case study of a project which involve consumers in conducting focus groups to assess
current perceptions of care, found this to be the case. In this study, the authors note that
the involvement of consumers added validity, authenticity and legitimacy of the focus
groups.

Where young people are involved in the research planning stage, their
involvement may lead to data collection and outputs which are more appropriate.
Researchers who have involved young people in mental health service delivery have

described that they find it helpful in rethinking the issues they are presented with
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(Ramey & Rose-Krasnor, 2015). Researchers who have involved young people in health
and mental health research have suggested that the practice can lead to organisations
and researchers working more closely with the end users and beneficiaries of their work
(Blanchard, Hosie, & Burns, 2013; Fleming, 2010; Shaw et al., 2011). In some
instances, this may even lead to the abandonment or revision of their previous ideas, as
occurred in Owen et al.,’s (2010) study in which service users were involved in

designing a text messaging intervention to reduce repetition of self-harm.

2.4 Consumer and community involvement: ways and processes
employed, and contextual influences

2.4.1 Processes used

The active involvement, participation and engagement of consumers and
community members is often achieved using a very broad range of processes and
methods. The various methods used are often conceptualised as ladders, including those
of Arnstein and Hart as discussed in Section 2.3 above (Arnstein, 1969; Hart, 1991), or
more recently as spectrums of involvement, such as the IAP2 spectrum (International
Association for Public Participation, 2014). Spectrums, such as IAP2, are a similar way
to express the idea that participation, engagement and involvement can vary, and that
the stages or rungs on a ladder are not necessarily discrete levels. As these
conceptualisations convey, methods used range from those which are about informing,
to those which involve collaboration with, and empowerment of, consumers. These
methods can employ both formal and informal processes (McDonagh & Bateman,
2012). A review of the literature indicates that different groups have been taken part in
involvement processes in different ways which have been described using a variety of
names and terms (Domecq et al., 2014).

A summary of the most common processes used, and a critique of some of the
benefits and limitations of them and where they sit on the IAP2 spectrum is shown in
Table 2.2. A brief review of each of these processes, and examples of where they have

been used, follows the Table.
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Table 2.2 Key features of common involvement processes

Process Key features IAP2 level(s) | Benefits Limitations
Participatory | Iterative cycles between Consult, Easily Does not lend
design stakeholders, typically involve, understood itself to the
using workshops collaborate by empower
researchers level of IAP2;
and young can be limited
people; less in the type of
resource involvement;
intensive more suited to
because of some forms of
focus on research (e.g.
workshops design
focused
research) than
other types
Participatory | Involvement throughout the | Collaborate, | Very in-depth | Resource
action research process, empower form of intensive;
research sometimes continuing after involvement; | requires
the research project has emphasis on | researchers to
been completed reflection have
phase, which | extensive
allows links with
stakeholder community
groups to groups; may
learn from not be suited
the to non-
experience community
based research
Co-design Creation of equal All phases, Flexible, can | Can be used
processes relationships between depending on | be tailored to | in such a
different stakeholder groups | specific specific variety of
execution project needs | ways that the
or skills; may | specific term
empower can be
consumers meaningless;
through lack of
treating them | perceptiveness
as ‘experts’ can mean that
involvement
is tokenistic
Co- Consumers involved as Collaborate, | Genuine Requires
researchers researchers who have equal | empower involvement | training and
status with other as equals; availability of
researchers consumers’ consumers;
expertise may result in
formally some
legitimatised | consumers not

being able to
be involved
because of
education and
availability
requirements;
not
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necessarily
suited to all
ages or ability
levels of
consumers
(e.g. young
people and
disabled
people)
Researcher- Consumers are guided by Inform, Less resource | Consumers
led researchers in specific ways | consult, intensive than | less actively
or at specific stages involve other involved;
methods; consumers
simpler may not feel
because itis | as if their
less of a opinions have
departure been as
from actively
traditional considered as
practices with other
methods
Consumer- or | Consumers or community Collaborate, Consumers Requires
community- | members lead the research, | empower lead the consumers to
led non-consumer researchers process; have, or
support topics and develop,
processes are | research
determined skills; has
by limited
consumers; relevance to
empowers young people
consumers to | because of the
learn research | high skill
skills requirement

Participatory Design is a research method which is used in studies which aim to

produce an intervention or product. It is underpinned by consumerist principles that

emphasise the usability, effectiveness, and acceptability of the product that is being

developed (EIf, Rystedt, Lundin, & Krevers, 2012; Orlowski et al., 2015). Interventions

or products are developed by working in iterative cycles to build on each of the

stakeholder’s knowledge and understanding to develop and refine the product (Orlowski

et al., 2015). The method has been used in a wide range of fields, such as mental health

and human-computer interactions (EIf et al., 2012; Orlowski et al., 2015; Spinuzzi,

2005). As described in detail in Section 2.6, Wadley, Lederman, Gleeson and Alvarez-

Jimenez (2013) used participatory design methods to develop an online therapy for

young psychosis suffers. One of the specific mechanisms they used was a workshop in

which young people were presented with preliminary sketches of the intervention

website and asked to comment on these.
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Participatory Action Research (PAR), or Community-Based Participatory
Research (S. Chen, Poland, & Skinner, 2007), is undertaken to empower consumer and
community members by shifting authority and power away from the researchers who
are conducting the research (Chambers, Pringle, & Juliano-Bult, 2012; S. Chen et al.,
2007; Orlowski et al., 2015). It achieves this by involving stakeholders in a meaningful,
in-depth, and sustained way throughout the research process. This involvement can take
place at any stage of the process, from research design to implementation. This process
is designed to ensure that the results of the research are suitable for use by consumers
and community members, and that they are committed to using it (Dold & Chapman,
2011). As a result, projects which use it may be more likely to have their results or
findings translated into community practices and policies (Chambers et al., 2012). Chen,
Poland and Skinner (2007) used participatory action research to involve adolescents as
co-evaluators of an applied research program called TeenNet. The following six-phase
model was used: (1) involvement of a group of young people; (2) identification of
issues by the young people; (3) planning of community action by the researchers and
young people; (4) action; (5) research, reflection and reward in which communities took
part in a participatory evaluation of their action projects and the overall process; and, (6)
sustainability, which involved the ongoing efforts to continue identifying and
addressing community concerns.

Co-design processes aim to create an equal relationship between a range of
different stakeholder groups. Co-design processes have a strong focus on respecting the
views of all stakeholders, and using their views to improve or create solutions that are
fit for purpose and based on self-expressed needs (Szebeko & Tan, 2010). However,
they are extremely broad, and comparisons between methods can be difficult because of
the range of techniques referred to as co-design. An example of one model of co-design
is described by Szebeko and Tan (2010). Their model involves six stages: diagnose;
engage and discover; design; develop and test; influence, delivery and enterprise; and
measure and sustain. This model enables designers to work throughout a project with
clients and other stakeholders.

Co-design processes may involve young people designing parts of the research
process, or facilitating data collection activities, such as running focus groups or
conducting interviews (Hagen et al., 2012; Mawn, Welsh, Kirkpatrick, Webster, &
Stain, 2015; Monshat, Vella-Brodrick, Burns, & Herrman, 2012; Smith et al., 2014;
Wadley et al., 2013). Other terms used to describe this process, or parts thereof, include
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co-design interviews (Monshat et al., 2012), co-design workshops (Robinson et al.,
2014), and co-facilitating groups (Graham, Rose, Murray, Ashworth, & Tylee, 2014).

Where consumers are involved as researchers who have equal status to other
researchers, they are referred to as co-researchers (McDonagh & Bateman, 2012). More
commonly, young people are involved at isolated stages of the research process.
Examples of this include project and research agenda development, such as for research
on high-risk youth (Iwasaki, Springett, Dashora, McLaughlin, & McHugh, 2014;
McDonagh & Bateman, 2012); and the dissemination and presentation of the research
findings to a wide range of audiences (Fleming, 2010; McDonagh & Bateman, 2012),
including at conferences (Crowe, 2007). Consumers have been involved in mental
health service delivery in a broad range of ways: the design of mental health services,
staff selection, and creating awareness of the problems and challenges of mental ill
health (Ramey & Rose-Krasnor, 2015; Skinner & Fleming, 2007).

Researcher-led involvement processes are also utilised. These processes involve
consumers being guided by researchers in specific ways, or at specific research stages.
Examples of stages at which consumers have been involved include conducting data
analysis (Sweeney, Greenwood, Williams, Wykes, & Rose, 2013), undertaking
systematic reviews (Morley et al., 2016), and identifying research priorities (Banfield,
Barney, Griffiths, & Christensen, 2014). Research which has created a new mental
health treatment, or evaluated an existing one, has involved consumers in the testing
process to ensure that the intervention is appropriate for the target audience (Hagen et
al., 2012; Orlowski et al., 2015). Consumers have also assisted by recruiting research
participants via their social networks in order to disseminate an awareness of the project
to other young people (Smith et al., 2014).

Research can also be consumer- or community-led (Boote, Telford, & Cooper,
2002). Consumer-led research allows consumers to have greater control over the topic
and design of the research than the above processes allow for. Examples of this include
university departments led, or co-led, by consumers including the Service User
Research Enterprise (SURE) at King’s College London; and various consumer-led
research networks (e.g., the Consumer Led Research Network in New South Wales,
Australia). While this form of consumer research is growing in prominence, it has
limited relevance to young people who do not usually have the skills and experience to

take a leading role.
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2.4.2 Governance structures

Advisory groups are one of the most frequently employed methods of involving
consumers and community members in both research and service delivery (Gyamfi,
Keens-Douglas, & Medin, 2007). For example, children and young people’s
involvement in publicly funded research in the UK has been largely facilitated through
an advisory group, GenerationR, which is made up of local youth advisory groups from
across the UK (Brady & Preston, 2017). Advisory groups enable researchers to consult
young people throughout the research process, from the design stage through to
evaluation and implementation (Howe, Batchelor, & Bochynska, 2011). The format and
function employed varies depending on the nature of the research being conducted, the
organisational structures that exist to support young people’s participation, and the
characteristics of the young people involved. For example, Mawn’s use of the advisory
group model involved meetings between the young people, clinicians and academics to
discuss their differing ideas of what research should be prioritised (Mawn, Welsh, Stain,
et al., 2015). Advisory groups provide a platform for group members to advise
researchers about a topic of interest through a regular and formalised consultation
process. These groups may be comprised solely of consumers and community members,
or consumers and community members may provide advice alongside other experts

(Monson & Thurley, 2011).

2.4.3 Contextual influences

In addition to the benefits outlined above, there are a broad range of contextual
factors which impact on all stakeholder groups when involvement is used. The
following section reviews the key influences on how involvement in research and health
service development is practiced. As noted by Kirby (2004), many of the issues relevant
to actively involving young people in research are similar to those for actively involving
people in research in general.

One of the primary rationales given for consumer and community involvement
is to address power imbalances in research and health service delivery. Through
choosing to be involved, consumers can, reduce this power imbalance (Cargo & Mercer,
2008; Kirby, 2004; Lolacano Merves, Rodgerds, Johnson Silver, Sclafane, & Bauman,
2015; McDonagh & Bateman, 2012; Monson & Thurley, 2011; Shaw et al., 2011). A
review of four youth involvement case studies suggested that researchers need to adapt
their behaviours and structures to address this power imbalance and enable young

people’s voices to be heard (Powers and Tiffany, 2006).
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Involvement requires structural and behavioural alterations to the research
process including time, flexibility and resources. The time required to implement
involvement processes often exceeds that accounted for during the planning stages of a
research project (Coser et al., 2014). However, if a commitment to involvement is not
maintained throughout the research process, this may lead to resentment,
disappointment and a sense of failure among participants (Coser et al., 2014).

Involvement also requires organisations or researchers to be flexible in the
allocation of resources and to be prepared to adapt to account for the changing needs of
those they are involving (Monson & Thurley, 2011; Ramey & Rose-Krasnor, 2015).
Where this flexibility can be achieved, it includes aspects such as providing space and
time for young people to learn new processes (Powers & Tiffany, 2006); and
contributes to the creation and maintenance of positive research environments, which
are discussed further below (Fleming, 2010).

A number of organisational changes may be required to enable involvement to
be effective. These include changes to how resourcing is conducted and allocated.
Researchers and service providers have identified that involving young people in
research and mental health service delivery is resource intensive (James, 2007; Ramey
& Rose-Krasnor, 2015). The implications of not adequately resourcing the practice were
discussed by James (2007) in his review of four case studies of consumer involvement
in Australian mental health service delivery. These implications included the need to
maximise consumer’s contribution and avoid poor experiences. In addition, researchers
have reported that the lack of adequate resources is a major barrier to involving both
adults and young people (Chambers et al., 2012; Dold & Chapman, 2011; Hagen et al.,
2012; Howe et al., 2011; Orlowski et al., 2015; Owens et al., 2010). This challenge has
been identified in the broader adult involvement literature (Ocloo & Matthews, 2016),
and by young people specifically as issue requiring consideration (National Children’s
Bureau, 2010). In allocating resources, such as additional researchers or administrative
and support staff, care needs to be taken in planning how consumers interact with the
team. Howe et. al., (2011) provide an example of a lack of clarity over who was the
primary point of contact and support person for the youth involved by one research
team. Such misunderstandings and disagreements within a research team can confound
the pragmatic considerations, and lead to the perception of being ignored, which
detracts from the effectiveness and experience of involvement (Hagen et al., 2012;

Howe et al., 2011).
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The challenge of structural and behavioural alterations is particularly
pronounced in youth involvement in mental health research. Researchers have reported
difficulty in recruiting and retaining young people with mental illnesses (Monshat et al.,
2012; Orlowski et al., 2015). Owens et al., (2010) found that fluctuations in mental state
and personal circumstances made retention of the same group of young people
throughout the research process difficult. Both Monshat et al., (2012) and Orlowski et
al., (2015) have raised the ethical challenges of working with young people with a
mental illness. One way in which these challenges have been addressed is to involve
consumers who are at a point in their recovery such that they can understand the project
and effectively complete the tasks expected of them (Case et al., 2014).

Young people who are involved in research and service delivery have several
expectations of the researchers and health professionals who involve them. They expect
that their contributions will be heard with sincerity, will be acted upon in ways that are
discernible to them and will be credited to them by the researcher (Hagen et al., 2012;
National Children’s Bureau, 2010). Researcher behaviour, and the processes they put in
place, can influence how young people perceive these expectations to be met or not;
failure to meet expectations can discourage young people from involvement. The most
consistently perceived negative behaviour reported is researchers ignoring the
contributions of young people (Dold & Chapman, 2011; Elf et al., 2012; Powers &
Tiffany, 2006). Young people have also reported a lack of interest, insincerity and
tokenism when interacting with some researchers (Collin, Rahilly, et al., 2011). In
Collin, Rahilly et. al.,’s (2011) study of youth participation in the Australian online
mental health service, Reachout.com, these negative experiences were documented with
only some of the organisation’s staff, yet resulted in decreased feelings of
connectedness to the community and the organisation as a whole. Such undermined
relationships reduce the perceived efficacy of young people’s involvement, and can lead
to frustration, disillusionment, disempowerment and a sense of isolation (Collin,
Rahilly, et al., 2011).

Researchers’ and health professionals’ biases may be due to perceived
underlying feelings of insincerity and a lack of interest. Consumers have identified
researchers discounting their input as insufficiently academic in nature as a challenge to
their involvement (Patterson, Trite, & Weaver, 2014). Similarly, researchers may
underestimate the capabilities of young people, for example by failing to recognise their
potential for leadership (S. Chen et al., 2007). This may be due to negative attitudes,

and resistance to change among health professionals and managers (Ocloo & Matthews,
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2016). In particular, researchers’ negative attitudes toward young people with mental
illnesses has been reported previously (Hickie et al., 2005; Orlowski et al., 2015)..

However, the perception of lack of interest may be due to the necessities of
research and service delivery. There is a need to balance the perspectives of young
people with those of other stakeholders, pragmatic allocation of resources and the
technical and ethical requirements of research (Monshat et al., 2012; Orlowski et al.,
2015). For example, Monshat et al., (2012) reported that the young people they involved
in co-designing an online mindfulness program suggested recruitment material design
elements that were not considered ethically sound, and hence these changes were not
implemented.

Where young people have poor perceptions of researchers and health
professionals, these may be alleviated by ensuring clear communication, clear
expectations and maintaining positive relationships and environments.
Miscommunication can be avoided, and perceived value increased, where researchers
ensure young people are aware of the project and the expectations of their role are
clearly defined (Hagen et al., 2012; National Children’s Bureau, 2010). Kirby (2004)
recommends that this communication include informing young people of how their
contribution is to be used and how the research will be disseminated. Young people may
be provided with summaries of the research in accessible forms and language,
preferably including detail on how the outputs of the research have improved the lives
of young people (Kirby, 2004).

Good relationships and research environments support involvement processes.
Important relationships include not only those between researchers and young people,
but also within groups of young people (Ramey & Rose-Krasnor, 2015). Appropriate
resourcing (see above) to support consumers and community members can provide a
positive environment (Monson & Thurley, 2011; Powers & Tiffany, 2006), and may
involve having a dedicated support person (Kirby, 2004). A supportive environment can
be assisted by researchers acknowledging the capabilities of young people they involve,
and that these capabilities can vary between and within groups of young people (James,
2007; Lolacano Merves et al., 2015). Once these capabilities are understood, the setting
of realistic expectations can contribute to a positive environment (James, 2007). Finally,
by fostering relationships and an environment that makes research engaging and
enjoyable ensures participants’ experiences are positive, thus increasing their

motivation and building cohesion (Kirby, 2004).
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2.4.4 Diversity in involvement

Ensuring that the population of consumers who are involved in research and
service delivery are diverse, and that the opportunities to be involved are inclusive, is a
key issue with involvement. Within adult involvement in health research, the need to
include the perspectives of a wide range of people and groups has been identified as
being important by organisations including INVOLVE UK (Simons, 2012), and by
consumer advocates in Crawford and Rutter’s (2004) survey of service users involved
in mental health trusts. The issue has also been identified in youth-specific work. For
example, Hagen et al.,”s (2012) guide to participatory design, written to shape the work
of the CRC, argued that involving the specific groups of young people who will be the
beneficiaries of the work is critical. A lack of diversity was identified by a group of
young people who were involved in shaping an online youth mental health service and
was linked to concerns around the development of services relevant to diverse groups of
young people (Collin, Rahilly, et al., 2011). Similarly, youth mental health researchers
have identified the narrow range of young people they are able to recruit for
involvement processes as a limitation to their work output (Monshat et al., 2012).
Within this discussion, specific types of characteristics which are present or not, have
not been established. An important reason for this is that: ‘... it is not necessarily up to
us to identify who finds it more difficult to have their voice heard — it will depend upon
people’s own perception of this which may vary across different areas and contexts’
(page 4; Simons, 2012). Where authors, including Simons (2012), have listed groups
who should be included to make the research more diverse, these have generally
identified specific groups who are at risk of ill health or, in the case of mental health
research and service delivery, groups who are less likely to seek help for mental health
than others (Collin, Rahilly, et al., 2011).

Recruitment methodologies can result in a lack of diversity. Care is required to
ensure that the chosen method or sampling strategy does not systematically exclude
young people from particular sectors of society who may experience barriers to
becoming involved. For example, a sampling strategy focused on schools may be a
barrier to young people who are not in mainstream education (Shaw et al., 2011).

While diversity in involvement practice is desirable, researchers, adults and
young people have all acknowledged that including diverse groups in a tokenistic way
can be negative. James (2007) calls for researchers to both avoid tokenism and to
consider diversity beyond the narrow definitions of Simons (2012) and Collin, Rahilly

et al., (2011) discussed above. James (2007) acknowledges that young people are not
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homogenous, but vary with age, developmental stage, experience, knowledge and skills,
and should not be considered to be an homogeneous group based solely on their age.
Among adults, it has been recognised that those who are currently involved are drawn
from a narrow group of individuals with little consideration given to including people
with different demographic characteristics (Ocloo & Matthews, 2016). Finally, young
people believe tokenism to be an issue, and have advised researchers against this in their

practise (National Children’s Bureau, 2010).

2.5 Consumer and community involvement: the consumers who are
involved

2.5.1 Their characteristics

Few details have been given of the characteristics of consumers who have been
involved in research and mental health service delivery in published work to date.
Where they have been described, it has predominately been due to researchers
identifying the limitations they faced involving people with particular experiences and
characteristics in their work (see Section 2.4.2 above). What these reports show is that,
within the group of people who choose to be involved, there may be biases toward
specific groups of people.

In the broader adult involvement literature, the characteristics of people involved
have been described in three studies from the United Kingdom, in the areas of health
and social care research, mental health research and mental health service delivery.

A key study in this area is Patterson, Trite and Weaver’s survey of the activity
and views of service users involved in mental health research (Patterson et al., 2014). It
found that this group, termed a workforce, is: ‘diverse, but characteristically mature and
highly skilled, using a wealth of life experiences to inform research activity’ (page 74;
Patterson et al., 2014). The study found that the majority of people who participate are
women (62.8%), have completed tertiary education (63.9%), and are ethnically white
British (77.9%).

Tarpey’s review of unpublished examples of involvement in health research
suggested that most of the adult population of the UK does not get actively involved in
health research or other activities (Tarpey, 2006). One example described in the report,
in which consumers who had been affected by cancer were involved, found that the
consumers who were involved were typically female, middle-aged, affluent and

educated. Other people in the study who lived in rural or poorer urban areas tended to
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express more concern with issues surrounding access to cancer services, than an interest
in involvement in policy, planning or research.

An attempt to directly compare the views expressed by consumers who are
members of mental health service user groups, and those who are not, was made by
Crawford and Rutter (2004). Their survey-based study compared the research priorities
of four different groups: members of a local mental health service user group, patients
of mental health services, mental health service managers, and consultant psychiatrists.
None of the characteristics of the service user groups were described. They concluded
that the views of the members of the service user group and the random sample of
patients were similar. However, the service user group members did note that they were
not representative of local patients. For example, in terms of their cultural and linguistic
backgrounds, they did not include the broad mix of minority communities present in the
geographic area that the group covered (Tarpey, 2006).

Literature on young people’s involvement in mental health service delivery is
limited in a comparable way to that on adults. Where it does exist, it has found similar
biases to those reported above. Two papers identified in this area are an evaluation of
the online youth mental health service, Reachout.com’s Youth Participation Program
(Collin, Rahilly, et al., 2011), and a description of the face-to-face youth mental health
service program, Headspace (Coates & Howe, 2014). Both suggest that there is a bias
among those who were involved toward women and people taking part in education.
Three quarters of the young people who had been involved in the Reachout.com Youth
Participation Program were female, and over half were currently studying (Collin,
Rahilly, et al., 2011).

Between the two studies, the proportion of young people who self-identified as
being from ‘minority groups’ varied. The majority of applicants to the advisory group
described in Coates and Howe (2014) identified as being from minority groups which
were not further specified. The only minority group to be identified in Collin, Rahilly et
al., (2011) was Aboriginal or Torres Strait Islander young people (1.8%). However, the
former group did prioritise the recruitment of people from minority groups, whereas
Collin, Rahilly et al., (2011) did not state this as an aim.

Neither example of involvement attempted to recruit young people with
particular experience of mental ill health. Despite this, all of the young people who took
part in the Headspace youth advisory group either had current experience of mental ill
health or had done so previously (Coates & Howe, 2014). While the proportion of

young people who had any previous experience was not reported by Collin, Rahilly et
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al., (2011), the mean level of psychological distress using the Kessler 10 was noted as
being high using the thresholds recommended by the Australian Bureau of Statistics
(Andrews & Slade, 2001).

The final domain of characteristics reported in the Collin, Rahilly et al., (2011)
paper was young people’s civic participation. It showed that the young people who were
involved were also highly involved in their communities. Over 90% of respondents had
taken part in either an online community group, a support group, a special interest

organisation, or a local library within the last year.

2.5.2 Their motivations and barriers they perceive

Understanding what motivates consumers to be involved in research and mental
health service delivery is an important step to involving them in ways that meet not only
the desired organisational objectives, but also enrich their lives and meet their
expectations. The following section reviews what has been found in a number of areas,
with a focus on young people’s motivations.

Consumers may be motivated to exercise their right to be involved in matters
which affect them. This motivation has been described both by researchers reflecting on
what they think adults’ motivations for being involved in research are (Mclaughlin,
2011), and also young people who have described their own motivations for being
involved in health research (National Children’s Bureau, 2010). Related to this,
consumers may be motivated by a desire to have some influence on the processes that
affect their, and other people’s, lives (Tarpey, 2006). For example, consumers who have
a lived experience of disability or long term illness may see involvement as challenging
the social structures which make them feel less visible (Tarpey, 2006).

Young people and adult consumers are both motivated to learn more about the
topic of the research, and influence the process and outcomes (Coates & Howe, 2014;
National Children’s Bureau, 2010; Ramey & Rose-Krasnor, 2015; Tarpey, 2006).
Young people, in a guide for researchers about how to involve people, have stated that
they believe that being involved in research is one way in which they may be able to
make their voices heard (National Children’s Bureau, 2010). Rather than just being
participants and answering someone else’s questions, this voice includes aspects such as
being asked about what, and how, research is being done. By having their voices heard,
they hope to challenge adult researchers’ ideas about young people (National Children’s

Bureau, 2010), and potentially to change the system (Ramey & Rose-Krasnor, 2015).
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Conversely, a lack of interest in the topic of the research or the research process can be
a barrier to involvement.

One study discussed in the review conducted by Tarpey (2006) reported that
some of the people they surveyed acknowledged that they generally lack the motivation
to be involved in health or social care issues, including research. They said that they felt
no immediate need to, either because they had no health or social care problems, were
ill very rarely, or they had always received good treatment (Tarpey, 2006).

One motivation—documented only in the youth involvement in mental health
service delivery field— is young people’s desire to develop professional relationships
between themselves and researchers, or to make friends (Coates & Howe, 2014; Collin,
Metcalf, et al., 2011; Ramey & Rose-Krasnor, 2015). For example, young people
commenting on their reasons for deciding to be involved in an advisory group noted that
they were motivated to build and maintain quality relationships between themselves and
researchers (Coates & Howe, 2014).

Where incentives are offered in return for involvement, young people have
identified that receiving these can be a motivating factor (National Children’s Bureau,
2010). Specific guidelines about this have been developed by INVOLVE, in
consultation with young people, to guide researchers (National Institute for Health
Research, 2016). The guide recommends that when young people are involved, they
should receive appropriate reward and recognition for their contributions. What
specifically these incentives should be, and what young people would like them to be is
related to the particular activity or group of young people. For instance, the young
people who contributed to the National Children’s Bureau (2010) guide suggested that a
copy of the report they contributed to may be a suitable incentive.

The final, substantial area of motivations described in the youth involvement in
research literature, is the development of new skills and knowledge. Based on
researchers’ reflections and young people’s self-report, it has been argued that youth
involvement in research affords young people opportunities to develop and acquire new
skills (Coates & Howe, 2014; Coser et al., 2014; Fleming, 2010; Gyamfi et al., 2007;
McDonagh & Bateman, 2012; National Children’s Bureau, 2010; Powers & Tiffany,
2006).

In addition to motivations for involvement, a related area which has been
explored is the perceived barriers to getting involved. To date, explorations of barriers
to involvement have predominately focused on those that are faced when consumers

and young people choose to be involved. A consideration of these barriers is important
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because, as explored above, there is a need to consider the breadth of consumers who
are currently involved compared to those who are not. In addition, barriers may limit the
motivations young people have for being involved.

The accessibility of an involvement activity can function as a major barrier to
involvement in research for both young people and adults. As explored in the previous
section, many of those who would be involved are also taking part in study or work.
Because of this, activities which occur during business hours can be a barrier to
involvement. This has been recognised by young people themselves (Coser et al., 2014;
Kirby, 2004; National Children’s Bureau, 2010), by researchers reflecting on their
involvement of young people (Gyamfi et al., 2007) and adult consumers who have been
involved (Patterson et al., 2014). Similarly, activities which take place in locations
which are difficult to access have been recognised as a barrier to involvement in a
survey of consumer researchers’ experiences (Patterson et al., 2014). To date, this
barrier has not been documented in the youth specific literature. However, a related
barrier—that locations and research environments are perceived to be unwelcoming—
has. This barrier has been identified through researcher and practitioner reflections on
mental health service delivery (Gyamfi et al., 2007), and in health research (Cargo &
Mercer, 2008). Finally, if researchers or health practitioners expect young people to
bear the financial cost of involvement, even temporarily, this can be a barrier (Dold &
Chapman, 2011; National Institute for Health Research, 2016).

Personal circumstances which are unrelated to the activity itself, but which
impact on young people’s lives, can be a barrier to involvement. These barriers are
predominately isolated to young people’s involvement. For example, if young people
are transitioning between stages of life, such as between high school and university, this
may impact on their ability to be involved. This barrier has been identified through both
young people’s self-report and researchers’ reflections on their experience of involving
young people (S. Chen et al., 2007; Lolacano Merves et al., 2015; Monson & Thurley,
2011; National Children’s Bureau, 2010). The impact of these transitions can be that
young people are either unable to commit to being involved in a whole research project,
or that their attendance and availability fluctuates.

Consumers, and young people in particular, may lack self-confidence, or feel
that they do not have enough knowledge to be involved (Kirby, 2004; Lolacano Merves
et al., 2015; Monson & Thurley, 2011; National Children’s Bureau, 2010).

Additionally, in the case of mental health research, researchers have posited that mental
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ill health itself may be a barrier to becoming involved for young people who have

previously experienced a mental illness (Monson & Thurley, 2011).

2.5.3 Their experiences

Consumers’ experiences of involvement in research and mental health service
delivery have been discussed in a number of papers. As the following section describes,
consumers who have been involved in these areas have reported a range of experiences
and have also attributed some changes in their own lives to their involvement. These
experiences include positive changes to their personal development, mental health and
help seeking, skills, networks and relationships (Case et al., 2014; S. Chen et al., 2007,
Collin, Rabhilly, et al., 2011; Coser et al., 2014; Dold & Chapman, 2011; Gyamfi et al.,
2007; Powers & Tiffany, 2006; Ramey & Rose-Krasnor, 2015; Tarpey, 2006). As
described in previous sections, the literature on young people’s experiences is limited.
For this reason, experiences described in the adult and youth mental health service
delivery literature are also reviewed. The breadth of fields and processes may be
considered a strength for informing our understanding of the experience of involvement.
However, the often-qualitative methods used make it difficult to draw conclusive
comparisons between reports, noting particularly that the aspects of involvement which
led to the experiences are often undocumented.

One of the most common experiences identified by consumers in both youth and
adult research and mental health service delivery is that involvement contributes to
positive personal development. Specific aspects of this positive development include
renewed self-worth, a sense of purpose, and self-confidence (Case et al., 2014; Collin,
Rahilly, et al., 2011; Coser et al., 2014; Dold & Chapman, 2011; Ramey & Rose-
Krasnor, 2015; Tarpey, 2006). Renewed self-worth and a sense of purpose were
reported by the six young researchers who took part in the “Youth Injection’
participatory research project described by Coser et al., (2014). Through their roles as
youth researchers, young people came to see their experiences as valued knowledge and
believed that they had something positive to contribute to the community. Increased
self-confidence was recognised as the major impact that involvement in Reachout.com’s
Youth Participation Program had on young people (Collin, Rahilly, et al., 2011).
Specifically, over three quarters of the young people who responded to a survey about
their involvement reported that it increased their confidence working with

Reachout.com staff and external stakeholders.
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Young people also derive a sense of enjoyment and belonging from being
engaged in their communities, as documented through focus groups and interviews after
their participation in involvement processes (Collin, Rahilly, et al., 2011; Coser et al.,
2014; McDonagh & Bateman, 2012; Oliver, Collin, Burns, & Nicholas, 2006; Powers
& Tiffany, 20006).

A number of studies which have examined adult and young people’s
involvement in mental health service delivery have suggested that it may lead to
improvements in mental health and increase the likelihood that they will seek help
(Case et al., 2014; Collin, Rahilly, et al., 2011; Ramey & Rose-Krasnor, 2015). Young
people who had been involved in the Reachout.com Youth Participation Program
associated their participation with increased understanding of when and how to seek
help in regards to their mental health issues (Collin, Rahilly, et al., 2011). This program
offered young people opportunities to be involved in activities—including the design of
the service website and the development of the organisation—which are focused on
youth mental health and wellbeing. Similarly, young people who were involved in the
face-to-face youth mental health service reported, through interviews, focus groups and
questionnaires following their involvement, that they gained positive mental health
changes (Ramey & Rose-Krasnor, 2015).

Researchers have posited that involvement affords consumers opportunities to
learn new skills, a theory which has been confirmed by consumers (Case et al., 2014; S.
Chen et al., 2007; Collin, Rahilly, et al., 2011; Coser et al., 2014; Mclaughlin, 2011;
Powers & Tiffany, 2006; Ramey & Rose-Krasnor, 2015; Tarpey, 2006). Some studies
have not specified the type of skills gained; (Case et al., 2014; S. Chen et al., 2007;
Gyamfi et al., 2007; Tarpey, 2006) however, where specific skills have been nominated,
these are related to the type of activity involved. For example, the four examples of
youth involvement in health research reviewed by Powers and Tiffany (2006) showed
that where young people were offered opportunities for leadership, this was an area in
which they developed skills. Similarly, the young people who were involved as co-
researchers in the Youth Voices project developed research skills (S. Chen et al., 2007).

Finally, experiences of involvement reported by adults and young people
indicate that being involved can lead to improvements in their networks, their
involvement with their communities, and their relationships (Collin, Rahilly, et al.,
2011; Coser et al., 2014; Dold & Chapman, 2011; Powers & Tiffany, 2006). The most
frequently described of these areas is that involvement leads to increased peer support

(Collin, Rahilly, et al., 2011; Coser et al., 2014; Dold & Chapman, 2011; Powers &
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Tiffany, 2006). This experience was acknowledged by all of the stakeholders surveyed
by Dold and Chapman (2011). Social connectedness was the most significant benefit
found in the cross-sectional survey of young people who had been part of
Reachout.com’s Youth Participation Program (Collin, Rahilly, et al., 2011). Other
related improvements reported by participants included unspecified networking

opportunities and social skills (Collin, Rahilly, et al., 2011).

2.6 Youth involvement in mental health research
2.6.1 Overview

The active involvement of young people in mental health research draws on, and
complements, the practices and research outlined in the preceding sections. The
processes and practices used are similar, as are the benefits, challenges and barriers.
Similarly, the academic literature on this topic is deficient in scope and depth. Despite
increasing recognition of the importance of involvement in both the research and mental
health fields, involvement of young people in mental health research is poorly
documented at present, and significantly lacking in the published literature. This
deficiency was illustrated by Orlowski et al.,’s (2015) systematic review of consumer
involvement in the design of technology-based youth mental health and well-being
interventions, which included 17 papers. The inclusion criteria for the review were
broader than those considered in the YIMHR project, both with regards to the age range
and the definition of involvement. The age range included children, whereas the present
project includes only young adults. The review also included studies which, when
examined for the present literature review, were not considered to have actively
involved consumers. This incongruity demonstrates one of the challenges of research
involvement—that the broad range of understandings of involvement leads to
inconsistencies within the field.

The ways and processes through which consumers and young people have been
involved in mental health research, and the barriers and challenges faced by researchers,
are similar to those discussed in the broader involvement studies above. Consequently,
the literature in both areas pertaining specifically to youth involvement in mental health
research is not reviewed in this section.

In the course of identifying relevant papers for this review, eight papers were
found which described the characteristics, motivations or experiences of young people
who had been involved in youth mental health research (Elf et al., 2012; Graham et al.,
2014; Howe et al., 2011; Mawn, Welsh, Kirkpatrick, et al., 2015; Mawn, Welsh, Stain,
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et al., 2015; Monshat et al., 2012; Ross, Hart, Jorm, Kelly, & Kitchener, 2012; Wadley
et al., 2013). The level of detail described in these papers varied. An overview of each
of the papers follows.

Monshat, Vella-Broderick, Burns and Herrman (2012) involved young people in
designing an online mindfulness training program. Y oung people were asked to
comment on how useful, easy-to-use and enjoyable they found the proposed
programme, and how the draft version and its planned evaluation strategy could be
improved.

Youth mental health consumer advocates were involved using were involved
using a Delphi consensus method to develop key messages for adolescents on how to
provide basic mental health first aid to their peers (Ross et al., 2012).

A co-design workshop was used by Wadley, Lederman, Gleeson, and Alvarez-
Jimenez (2013) to develop an online social therapy for young psychosis sufferers. The
young people involved were six current and former mental health clients from the client
advisory team of the research-focused clinic in which the project was situated.

Mawn, Welsh, Stain and Windebank (2015) describe the establishment of the
“Youth Speak on Mental Health Research’ advisory group. The aim of the group was to
focus on the long-term involvement and development of young people in all stages of
the research process.

The second paper by the same team on this topic is directly concerned with
young people’s perceptions of being involved. The paper, entitled ‘Getting it right!
Enhancing youth involvement in mental health research,’ consisted of interviews with
an opportunistic sample of eight young people about their experience of involvement,
their motivations for doing so and their preferences about involvement (Mawn, Welsh,
Kirkpatrick, et al., 2015).

A youth advisory group which guided the development of youth mental health
services in New South Wales, Australia is described in Howe et. al.,’s (2011) paper. It
describes the results of an evaluation of this group, which used a mixed methods
approach including questionnaires, interviews and project records.

Young people aged between 16 and 25 who were carers of someone with a
mental illness were involved, through a participatory design process, in developing a
web-based support system in the study conducted by Elf, Rydstedt, Lundin & Krevers
(2012).
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The young people in Graham’s (2014) study, which aimed to develop youth-
generated quality standards for youth mental health in primary care, had sought help for

mental ill health using primary care services.

2.6.2 The characteristics of young people who are involved

The papers described in the above section have each reported the characteristics
of the young people involved in varying levels of detail. A synthesis of what is known
in this area is provided in the following section.

In the four studies which reported the gender of the young people who were
involved there was a bias toward women’s participation (Elf et al., 2012; Howe et al.,
2011; Mawn, Welsh, Kirkpatrick, et al., 2015; Monshat et al., 2012). The percentage of
young women ranged from 50% (Elf et al., 2012) to 87.5% (Mawn, Welsh, Kirkpatrick,
et al., 2015), with a mean of 71.6%.

Other than age, the most common selection criterion for participation in the
projects was mental health status, or previous use of mental health services. Only three
of the eight papers did not select young people based on their previous experiences.
Two of these were studies which involved young people in ongoing advisory functions
(Howe et al., 2011; Mawn, Welsh, Stain, et al., 2015), and one which developed an
online mindfulness training program (Monshat et al., 2012).

In the cohort of youth consultants described by Howe et al., (2011), 37% of the
young people were current or previous users of mental health services. Within the youth
advisory group described by Mawn, Welsh, Stain and Windebank, (2015), the
proportion of young people who had experienced mental ill health themselves, or been a
carer or sibling of someone who had, was not recorded. The authors note that this was a
strategic choice made with the aim of reducing stigma and ensuring that the work that
the group contributed to focused on resilience and wellbeing. Monshat et. al., (2012)
recruited young people through a mental health service website, Reachout.com, but did
not purposively select young people who had an experience of mental ill health. Despite
this lack of purposive selection, they found that 13 of the 20 young people who took
part in designing the mindfulness program had a previous experience of mental ill
health.

Only three of the papers reported on other characteristics of those who were
involved. Two of these papers discussed the main activity that young people were
taking part in. The living situation, and membership of a range of population subgroups

were reported in each in one paper (Howe et al., 2011; Monshat et al., 2012; Wadley et
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al., 2013). In the two papers which reported on the main activity that young people were
engaged in outside of the project (Howe et al., 2011; Monshat et al., 2012), there was a
high level of student representation among participants. Half of the participants in the
Monshat et al., study (2012), and 56% of the young people involved in the Howe et al.,
(2011) study were students at the time of their involvement. These rates are similar to
the proportion of students in this age group in the broader Australian population
(Australian Institute of Health and Welfare, 2015). The young people who were
involved in co-design workshops to develop an online social therapy are described as
living in a variety of situations, including, alone, with a partner, with friends or with
their parents (Wadley et al., 2013). However, the proportions of young people in each of
these groups were not reported.

Only one of the eight papers, Howe et al., (2011), described any specific
population sub-groups which the young people identified as being from. Of the 16
young people who were involved, two identified as Aboriginal or Torres Strait Islander,
one identified as having a culturally and linguistically diverse background, one as

having a disability, two as young carers and one as being homeless.

2.6.3 The motivations of young people who are involved

Qualitative research published to date on young people’s involvement in youth
mental health research suggests that their motivations may be similar to adults who are
involved in research and mental health service delivery, as detailed in Section 2.5.2
above. However, this area was examined in only two of the eight papers that contained
empirical data on the topic of youth involvement in mental health research (Howe et al.,
2011; Mawn, Welsh, Kirkpatrick, et al., 2015), which emphasises the need for a more
detailed examination of the area. Howe et al., (2011) reported the motivations of the
young people who were involved in the project, whereas the Mawn, Welsh, Kirkpatrick
et al. (2015) paper explored the young people’s perceptions of their involvement in
mental health research. Specifically, they looked at ways that researchers could give
back to the young people and how their involvement could be facilitated (Mawn, Welsh,
Kirkpatrick, et al., 2015). As described above, some participants in each of these studies
had previously experienced mental ill health, but not necessarily all the participants.

Young people in both studies reported that they were motivated to ‘to make a
difference,’ suggesting that they perceived that being involved in research has the
potential to make a wider societal impact (Howe et al., 2011; Mawn, Welsh,

Kirkpatrick, et al., 2015). This finding is similar to the more specific motivations
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described in the broader involvement literature about wanting to achieve positive
outcomes for other consumers or young people (Case et al., 2014; Coates & Howe,
2014; Ramey & Rose-Krasnor, 2015; Tarpey, 2006). While there are minor differences
in the motivations between the two areas, this commonality suggests that this is an area
worthy of further investigation, and should be emphasised in recruitment activities and
advertisements.

Another motivation which emerged in both studies was the idea of personal
development. Young people in the Howe et al., study (2011) were motivated to help
their career pursuits, and the young people in Mawn, Welsh, Kirkpatrick et al., (2015)
expressed that, in order to facilitate meaningful involvement, researchers should provide
personal development opportunities. One specific way this could be achieved would be
to provide opportunities that could be added to a young person’s curriculum vitae.

The final motivation reported by the young people in Howe et al., (2011), to
contribute to the development of mental health interventions, did not explicitly emerge
in the Mawn, Welsh, Kirkpatrick et al., (2015) study. This may be because of the latter

study’s focus on the mechanics of involvement, rather than explicit motivations.

2.6.4 The experiences that young people have when they are involved

Only three papers have discussed the experiences that young people have when
they are involved in youth mental health research (Howe et al., 2011; Mawn, Welsh,
Kirkpatrick, et al., 2015; Mawn, Welsh, Stain, et al., 2015). Of those, only Howe et al.,
(2011) described these experiences in detail. The limited state of literature is reviewed
in this section. It is important to note that there is no reason to suggest that young
people who are involved in mental health research do not experience a similar breadth
of experiences to young people involved in service delivery and other forms of research
(see Section 2.5.3). Rather, it is probable that the absence of evidence for this is due to a
lack of reporting on the subject, not an absence of experiences.

The type of experiences that young people report is related to the specific
activity they were involved in. The young people involved in the two studies described
by Mawn and colleagues describe experiences specifically related to research (Mawn,
Welsh, Kirkpatrick, et al., 2015; Mawn, Welsh, Stain, et al., 2015). In contrast, the
experiences reported in Howe et al.,’s study, which described involvement in service
development, include those related to young people’s broader lives, such as their
wellbeing (Howe et al., 2011). As described in the conclusion to this chapter (Section

2.7) and the empirical work of this thesis, one of the aims of the YIMHR project was to
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fill this gap - to document the range of experiences that young people gain from being
involved in mental health research specifically.

The young people who were involved in the Youth Speak advisory group
described by Mawn were offered mentoring and training in research skills, and reported
gaining these skills (Mawn, Welsh, Stain, et al., 2015). The subjective experience of
gaining these skills was investigated in the related Mawn, Welsh, Kirkpatrick et al.,
(2015) paper. This investigation identified challenges in the experience of involvement,
with some young people describing involvement in the data analysis stage as being
boring, while others expressed interest in this particular stage.

A relationship between being involved and positive mental health outcomes was
suggested by both Howe et al., (2011) and Mawn, Welsh, Kirkpatrick et al. (2015). In
the Howe et al., (2011) description this was due to some young people, who had
previously experienced mental ill health, reporting that the exposure to other young
people who had also experienced mental ill health helped them to realise that others had
been through similar experiences. In Mawn, Welsh, Kirkpatrick et al., (2015) involving
young people in the dissemination stage of research was identified as an opportunity to
challenge mental health stigma.

In addition to these experiences, Howe et al., (2011) reported a number of
additional effects. They found that involvement led to improvements in participants’
wellbeing, increased involvement in their broader communities, and an enhanced
relationship with adults. These findings were reported through group interviews with

the young people involved.

2.7 Conclusion

Consumer and community involvement in health research and mental health
service delivery has arisen from a range of disciplines, and the rationales cited for the
use of it are broad. Both within Australia and internationally, mentions of involvement
in high level policies and practices are frequent. Examples of this include the work of
INVOLVE UK, and the joint statements by the National Health and Medical Research
Council and the Consumers Health Forum of Australia. When young people are actively
involved in mental health research, it has been suggested that this may lead to higher
rates of uptake of the services designed using involvement.

Despite these high-level recommendations and policy statements, the translation
of these broad directions into documented action remains limited. Where involvement

has been conducted and described, this has predominately been done from the
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perspective of researchers and health practitioners. With some exceptions, these
descriptions have neglected to clarify who was involved in the work. When these
exceptions are considered, however, some trends are evident. Consumers, and young
people in particular, are typically female, and either educated, or involved in study.
Their motivations for being involved include making improvements to the research
process, and to their own lives. They have positive experiences when they are involved,
and report increased skills, mental health and expansion of their networks. A key issue
which has been raised, but not adequately addressed or solved, is that involvement
should be more inclusive and the groups who are involved should be more diverse than
they are at present.

When the involvement of young people in mental health research specifically is
examined, these broad trends are replicated but the absence of literature is even more
pronounced. The research described in this thesis, the YIMHR project, was developed
to address this gap. As will be described in Chapter 3, this project is a more direct
examination of the young people who are involved. This is made possible by examining
the young people who were involved in the Young and Well CRC, a large research
organisation which involved young people in their program of work on young people’s
mental health and wellbeing. The work attempts to understand the characteristics of the
young people who are involved in mental health research, exploring their diversity, and

document their motivations and experiences.
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3 Design and background

3.1 Overview

The present chapter describes the design of the Youth Involvement in Mental
Health Research (YIMHR) project, and the organisation which the project uses as a case
study, the Young and Well CRC (the CRC). Section 3.2 describes the project aims, and
Section 3.3 provides a detailed account of the CRC. Following this, an overview of the
studies that make up the project (Section 3.4), the participant groups involved in the
studies (Section 3.5), and the methods used (Section 3.6) is provided. The final two
sections in the chapter, Section 3.7 and 3.8, describe why the age range of the young
people in the project was restricted to 18 to 25 years, and how the researcher’s lived

experience informed the project.

3.2 Project aims

The goal of the YIMHR project was to improve the practice of youth
involvement in mental health research by systematically exploring their involvement
from their own point of view. This goal reflects the absence of focused, direct reporting
and examination of the characteristics, motivations and experiences of these young
people in the literature to date. The project had three aims, which are described in

Figure 3.1.

Aim 1: Characteristics

To identify the characteristics of young people who are involved in youth mental
health research, to compare these with other young peoples’ characteristics, and to
examine researchers’ beliefs about these characteristics

)
: o R
Aim 2: Motivations
To compare the self-reported motivations of young people involved in mental
health research to both researchers’ perceptions of these motivations and the
motivations that other groups of young people report for similar activities )

Aim 3: Experiences

To compare young people’s actual and desired experiences of involvement in
mental health research, and to compare this with how researchers involve young
people

Figure 3.1 YIMHR project aims

The project involved investigating an organisation that had conducted research

into young people’s mental health, and which had mandated the use of youth
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involvement throughout the projects it funded. This organisation, the CRC, is described

in the following section.

3.3 The Young and Well Cooperative Research Centre
3.3.1 Vision, outcomes and pillars of success

The CRC was Australia’s largest youth mental health and technology research
collaboration at the time it was created. It was established under the Australian
Government Department of Industry and Sciences’ Cooperative Research Centres
program and existed for the five-year period from 1 July 2011 to 30 June 2016.

The vision of the CRC was: ‘a digitally connected world where technologies are
used to support young people to feel safe, healthy and resilient’ (page 1; Young and
Well Cooperative Research Centre, 2016b)

The seven long-term planned outcomes of the organisation were:

o A reduction in youth suicide, suicide attempts and self-harm in young
people;
o A reduction in youth mental health problems including depression,

anxiety, problematic drug and alcohol use, and eating disorders;
o Increased rates of help seeking by young people;
o A reduction in lost productivity of young people due to days absent from

education or work;

o A reduction in social isolation experienced by young people and their
families;
. Improved mental health resulting in a reduction in medical, care and

welfare costs; and
. An improvement in quality of life of young people, their families and
their communities (Young and Well Cooperative Research Centre,

2016b).

To achieve these long-term outcomes four pillars of success were articulated.

These were:
o Scientific rigor,
. Innovative use of technologies,
. Youth participation, and
o End user engagement (Young and Well Cooperative Research Centre,

2016b).

43



The last two of these pillars of success are central to this project. As noted in
Section 1.2, what was meant by the CRC’s use of ‘youth participation’ and ‘end user
engagement’ was synonymous with the more commonly used term ‘involvement,” as
defined by INVOLVE UK.

The end product of the CRC’s directive to research projects to use youth
participation and end user engagement techniques was largely left to the discretion of
individual researchers and project leads. When the CRC head office was reviewing and
approving the project plans they ensured that each project plan included the active
involvement of young people. However, because of the breath of academic disciplines
across the CRC and the range of topics being investigated, no particular process or

stages of involvement were mandated.

3.3.2 The Cooperative Research Centres model

A Cooperative Research Centre (a CRC) is a company formed through a
collaboration of businesses and researchers, and funded in part by the Australian
Government. CRCs assemble multidisciplinary teams from across research providers to
address end-user driven research. The overall activities of a CRC are managed by a
head office which funds research projects. This form of governance allows the head
office of a CRC to mandate topics and other requirements while working in
collaboration with experts in the field, including representatives from industry and
academic sectors.

An important feature of the CRC model is that the degree to which individual
research projects interact with, or are supported by, the head office of the CRC can
vary. The head office signs off on all project plans, and attempts to support the projects
throughout their existence, but the degree to which this is welcomed by the projects

varies.

3.3.3 Structure and partners in the CRC

The CRC was comprised of Reachout.com, as the lead organisation, together
with both essential and supporting partner organisations. These organisations were from
universities and the broader mental health and wellbeing industry, including service
providers and government. The organisations were primarily Australian; however, a
number of international organisations were also members. Thirteen of these
organisations, the ‘essential partners,” were more heavily involved than the others.

These organisations made significant cash and in-kind contributions and participated in
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organisational governance, program leadership and project management. This meant
that the essential partners provided significant input into the work of the CRC, and that
staff from these organisations contributed across projects and research streams.

The 13 essential partners were:

o Beyondblue

o Black Dog Institute

o The University of Sydney

. Butterfly Foundation
o Headspace
o Murdoch University

. Orygen, The National Centre of Excellence in Youth Mental Health

o Queensland University of Technology
. The Australian National University

. The University of Melbourne

o The University of South Australia

o The University of Western Sydney
o VicHealth

The remaining 60 ‘supporting partners’ made cash or in-kind contributions and
were participants in the research programs conducted by the CRC. The list of
supporting partners can be seen in Appendix 3.1.

The CRC was led by a board of seven independent directors who met every two
months. The board and the head office of the CRC were supported by four advisory
groups—the Scientific Leadership Council, the Members’ Advisory Committee, the
Technology and Innovations Collective, and the Youth Brains Trust (the YBT).

The last of these, the YBT, was a youth advisory group which guided the
strategic direction and research of the CRC. Each yearly cohort of the YBT was
comprised of 20 young people aged 12 to 25 years. The sub-set of this group of 20,
which was aged between 18 and 25 years, varied between each cohort and was not
recorded. Young people applied to the YBT by submitting a six question, open-ended
application to the CRC head office. Applications to join the YBT were solicited by the
CRC head office through social media and partner organisations. The questions were
designed to allow applicants to tell their own story, and to describe the skills and other
experience that they would bring to the group. To ensure the YBT group comprised a

plurality of voices, a key principle in the CRC’s selection process was to identify people
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with life experiences that were not yet represented, or which were underrepresented, in

the existing YBT group. The six questions in the applications were:

1. In no more than 150 words, tell us about yourself.
2. If you were to initiate some research relating to young people,

technology and wellbeing, what would it be?

3. What skills do you have that you can bring to the team?

4. Why do you want to be involved with the Youth Brains Trust of the
Young and Well CRC?

5. Is there anything we can do to support your participation in the Youth

Brains Trust?

6. Is there anything else you would like to add?

The activities that young people took part in as part of the YBT varied
considerably, and depended on their interests, the activities of the CRC head office and
CRC researchers. The one activity which was consistent across participants and cohorts
was a weekend at the CRC head office during which they learned about the CRC, youth
mental health research, and got to know each other as a group. This weekend occurred
within the first six months of each cohort of the YBT. Young people’s involvement

formally ended 12 months after they were selected into the YBT.

3.3.4 The research of the CRC

The CRC’s research agenda was organised into three streams, with a total of 31
research projects. These streams each promoted the core outcomes of the CRC using a
range of different methods and were aimed at different target populations. The streams
were titled ‘Safe and Supportive,” ‘Connected and Creative’ and ‘User Driven and
Empowered.” Each of these research streams focused on a different aspect of the vision
of the CRC.

The Safe and Supportive stream was made up of six research projects which
focused on four key challenges: digital citizenship and safety, respectful relationships,
participation, and help-seeking.

The Connected and Creative stream focused on young people who may be at
greater risk of developing a mental health difficulty due to a number of risk factors,
including experience of social isolation, discrimination, violence and/or a lack of
resources. The four projects and eight sub-projects in this stream aimed to generate

baseline data about how vulnerable young people integrated existing technologies into
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their everyday lives, tracked how this use changed, and carried out predictive mapping
of target groups’ technological needs.

The final stream, User Driven and Empowered, focused on developing
innovative services for young people who were experiencing mental health difficulties.
It aimed to ensure the services were easily accessible and available in an environment
that worked well for young people. It comprised 10 projects and involved 19 partners.
The approach taken involved work in three main areas: supported self-help, creating
new digital settings for mental health service provision and revolutionising professional
practise.

YIMHR was formally based in the User Driven and Empowered stream.
However, it informally sat outside of the three-stream structure due to its use of data

from all of the streams and the CRC head office.

3.4 Studies

The YIMHR project was comprised of a 5 study multi method program of
research. The five studies were designed by the researcher (RR) specifically for this
research project, and were not part of the original structure or design of the CRC.

The five studies of the YIMHR project were university student focus groups (Study 1),
researcher interviews (Study 2), analysis of advisory group applications (Study 3),
survey of advisory group applicants (Study 4), and survey of community members
(Study 5). The relationship between each of these studies and the three project aims are
shown in Figure 3.2. Studies 1, 2 and 3 employed a qualitative approach. Studies 4 and
5 employed quantitative methods. The approaches used are described in Section 3.6
below.

Study 1 (focus groups with university students) was a scoping study which was
designed following an initial review of the literature. This initial review ascertained that
there was limited research in the specific area. The findings of this study were used
alongside existing work to narrow the scope of the key concepts being examined, and to
refine the project aims.

The subsequent four studies were designed as a set to capture various aspects
and stakeholder groups.

They were conducted concurrently, however the analysis of the results was
conducted sequentially in order to allow the results of each study to inform the
subsequent study. This was because the timing of the data collection was largely

dependent on the actions of the CRC. For example, the data for Study 5 was collected
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when the CRC was halfway through the 5 years of its funding and Study 4 was designed

to survey one cohort of the YBT across their involvement.

( Aim 1: \ Aim 2: \ Aim 3:

Characteristics Motivations Experiences
e N
Study 1: University
student focus groups v v v
Chapter 4
\( pter 4) J
\
Study 2: Researcher
interviews (Chapter 5) v v v
N
4
Study 3: Analysis of
advisory group v v v
applications (Chapter 6) )
N

Study 4: Survey of

advisory group v v
applicants (Chapter 7)

Study 5: Survey of
community members v v v
(Chapter 8)

Figure 3.2 YIMHR project aims and studies

Study 1: University student focus groups (Chapter 4)

Study 1 was a series of semi-structured focus groups that examined university
students’ perspectives on participation, engagement and involvement in mental health
research. The study was undertaken to inform the design and execution of the project
due to the limited existing work in the area. It examined participants’ previous
experiences of participation in research, their motivations for involvement and
engagement, and their ideas around how researchers should involve young people in

mental health research.
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Study 2: Researcher interviews (Chapter 5)

The perspectives and experiences of researchers who were part of the CRC were
explored in the second study using semi-structured interviews. This study examined
researchers’ beliefs about the characteristics of the young people who they had
involved, their perceptions of the latter’s motivations and how they had involved young

people in their work.

Study 3: Analysis of advisory groups applications (Chapter 6)
The characteristics and motivations of young people who apply for, and are
members of, a mental health research advisory group were examined in Study 3. This

was done through an analysis of applications to the YBT, the CRC’s youth advisory
group.

Study 4: Survey of advisory group applicants (Chapter 7)

The results from Study 3 were elaborated in Study 4 through a longitudinal
survey. The study examined the characteristics and experiences of the young people
who applied to be members of the YBT in 2013 over a period of 12 months. The
characteristics reported by this group were compared to the Australian population, and
the group who were accepted into the YBT were compared to those who were not. The
study aimed to ascertain if participants changed as a result of their participation in the

YBT on a range of relevant measures.

Study 5: Survey of community members (Chapter 8)

Study 5 used an online cross-sectional survey to compare the young people who
had been involved in the CRC with their peers who had either been involved in or
participated in other forms of research, who had taken part in civic participation
activities, or who had not been actively involved in their communities. The areas
examined were participant characteristics, experience of mental ill health and help
seeking, involvement with the CRC, involvement with groups other than the CRC, and

technology use.

Relationship of individual studies to the overall project

As described in the preceding sections, the majority of studies considered
similar, but slightly different, stakeholder groups and used different research methods.
Study 1 was an overarching scoping study involving young people and the findings
contributed to the design of the other studies and to the overall project’s findings. Study
2 provided a point of contrast to the other studies by including the perspective of CRC
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researchers in the project. This inclusion was important to ensure that the structure and
work of the CRC could be easily compared to existing work, and also to further
understand how researchers relate to young people. Studies 3 and 4 took a similarly in
depth look at the CRC, but examined the work of the central youth involvement
mechanism of the CRC- the Youth Brains Trust. Finally, Study 5 was similar to Study 1
in that it examined involvement in the CRC through a broader lens than Studies 2-4.
This was achieved by comparing young people’s experiences in the CRC to those who
were involved in other contexts. How each of these studies contributed to the project

aims is shown above in Figure 3.2.

3.5 Participant groups

YIMHR involved four participant groups: young people who were aged between
18 and 25 who were involved in the CRC, young people involved in the YBT of the
CRC, other young Australians and researchers who were part of the CRC.

3.5.1 Young people involved in the CRC research projects

An estimated 1000 young people were involved in the CRC across 31 research
projects. These young people were involved in a broad range of ways across the CRC’s
research projects. The experiences of these young people are described in Study 5

(Chapter 8).

3.5.2 Young people involved in the Youth Brains Trust

The Youth Brains Trust (YBT) was investigated specifically because of its
central place in the CRC’s governance structure, and to enable comparisons with, and
extension of, the previous literature focusing on youth advisory groups with similar

structures.

3.5.3 Young people in Australia

The final group of young people comprised young Australians aged between 18
and 25 years. This was the largest and least specific of the four groups of young people.
It was included in order to compare the demographic profiles of young people involved

in the CRC with the broader cohort of young Australians in Studies 4 and 5.
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3.5.4 Researchers who had involved young people in mental health research

Researchers who involved young people in the CRC were included to provide
insights into the work of the CRC from the point of view of researchers, and to

understand how they viewed the young people who were involved in the CRC.

3.6 Methods

A multi-method approach was used in the project. An overview of the
methodological approaches used in the project is provided below. As reviewed in
Section 2.6, no previous studies in this area have used a multi method approach, most
likely because of their small scale and limited sample sizes.

Specific details of how these methods were used in each study are described in

the chapters which describe each study (Chapters 4 — 8).

3.6.1 Qualitative methods

Qualitative research encompasses a wide range of data collection and analysis
methods (Willig, 2013). Because qualitative methods can be used to create research
designs that do not pre-suppose answers or frameworks, they are useful in studies which
aim to describe or explore a phenomenon which is not well understood (Willig, 2013).
They also have the advantage of allowing the identity and perspective of the researcher
to be incorporated (Braun & Clarke, 2006). This latter feature was important in this
project because of the influence of the researcher’s lived experience on the design and
execution of the project, as described below (Section 3.8).

As discussed above, the project aimed to comprehensively describe the young
people who are involved in an extensive program of youth mental health research. In
light of the limited existing work in the area, an approach to qualitative research which
focused on description, rather than interpretive interplay with existing theories, was
chosen. One approach which does this is Qualitative Description (QD). As outlined by
Sandelowski (2000, 2010) and Neergaard, Olesen, Andersen and Sondergaard (2009),
QD should be the method of choice when a description of a phenomena is the aim of the
study. The approach involves low inference interpretation of participants’ experiences,
which given the limited literature to date, made it an appropriate method to investigate
the aims of the project.

QD can involve a range of data collection methods (Neergaard et al., 2009;
Sandelowski, 2000, 2010), including those which were employed throughout the

project: semi-structured focus groups (Study 1), semi-structured interviews (Study 2),
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and an analysis of existing data (Study 3). The rationale for choosing each of these
methods is described in the relevant chapters.

The reporting of results of a QD study involves staying close to the data and
describing participants’ experiences in a language similar to the informants’ own
language. In the YIMHR project this style of reporting allowed the young people’s
voices and experiences to emerge with minimal additional interference from the
researcher.

A criticism of the QD approach is that it can lack rigour. Because of this, it is
important to use strategies to enhance the rigour of the method (often referred to as
validity criteria) and to reflect on what benefits these strategies have achieved. The
strategies employed in this project for this purpose are those proposed by Milne and
Oberle (2005): authenticity, credibility, criticality and integrity. Authenticity involves
ensuring that the informants are free to speak, that their voices are heard and that their
perceptions are accurately represented. Credibility involves capturing and portraying a
truly insider perspective. Criticality involves reflection on the critical appraisal applied
to every research decision and integrity involves reflecting on researcher bias,
informants’ validations and member checking and researcher triangulation. Reflection
on the use of these strategies in the project can be found in Chapter 9, Section 9.5
(Strengths and Limitations).

All qualitative data were managed using NVivo for Mac 10.1.13, and were
analysed using the analytical method proscribed by Sandelowski (2000, 2010),
qualitative content analysis. Specifically, the form of analysis used was that referred to
as ‘conventional content analysis’ by Hsieh and Shannon (2005), with specific
terminology borrowed from Braun and Clarke’s (2006, 2013) guides to successful
qualitative research. As defined by Hsieh and Shannon (2005), the goal of qualitative
content analysis is to provide knowledge and understanding of the phenomenon under
study’.

Common to many forms of qualitative analysis, this is a constructivist approach
which acknowledges the existence of a range of meanings that could have arisen from
the data, and that pre-existing knowledge cannot be eliminated from the analysis (Braun
& Clarke, 2006). For all of the qualitative studies in this project, the following approach
was followed.

The data collected- either transcripts (Studies 1 and 2) or the pre-existing
applications (Study 3) - were read repeatedly by the researcher (RR) to achieve a deep

immersion in the data and the information. In all studies, this immersion phase occurred
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over a number of months to ensure that this immersion was sufficiently deep. During
these periods, data for other studies and research for the broader project was also being
conducted. These co-occurrences resulted in the immersion phases being complemented
by broader thinking about the topic, which informed the analysis.

The data were then read word-for-word and labels, called ‘codes,” were assigned
to the most basic segments or elements of the text (designated ‘text extracts’) that can
be derived from the data. The number of codes applied to each text extract vary
depending on the possible multiple or complex meanings of the extract. As many codes
as required to capture this meaning are applied to the section of text. Where the data
being analysed was collected using a protocol (e.g. a focus group or interview), then
codes are applied without direct reference to this.

Following the completion of the initial coding, the codes are reviewed. Where
the codes are found to be very similar, for example ‘CALD’ and ‘culturally and
linguistically diverse,” they are merged into one code prior to step 2.

After the codes have been reviewed, and collated as necessary, themes and
features are identified. Braun & Clarke describe a theme as: ‘patterned meaning across a
dataset that captures something important about the data in relation to the research
question, organised around a central organising concept’ (page 337, Braun & Clarke,
2013).

A feature is similar to a theme but does not have a central organising concept. It
simply clusters together many different ways that an idea is evident in the data. Features
are used to inform the interpretation of the themes.

Themes are generated from the codes by reviewing the codes and the related text
excerpts, and grouping these into related areas. This is an iterative process, which took
place over a substantial period of time (between 2 weeks and 2 months). The time
between stages allowed RR to reflect on each section of the text. Where no clear theme
emerged, or where there was substantial apparent overlap, the broader research team
was involved to assist with overcoming these challenges.

These ‘initial’ themes are reviewed using Braun & Clarke’s (2013) levels of
thematic reviewing as a guide. Level one involves reviewing the text extract attached to
each of the codes and assessing whether the codes which had been assigned to a theme
formed a coherent pattern. Where they do not, the theme was reworked by moving some
of the codes to other themes or renaming the theme. Level two, which is conducted after
Level one, involves considering the validity of each of the themes in relation to each

other.
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3.6.2 Quantitative methods

Quantitative methods, specifically online cross-sectional surveys and
longitudinal studies have a range of different advantages to qualitative methods. These
include the ability to use pre-existing measures; sampling of large populations,
including through online dissemination; the ability for participants to be less readily
identifiable; and the ability to ascertain if participants change over time (deVaus, 2002).
The importance of these attributes for the project are outlined below.

Surveys facilitate the use of standardised measures, enabling the comparison of
participant groups within studies, and with other studies of comparable populations
(deVaus, 2002). Where possible, concepts were measured using pre-existing scales
which were selected on the basis of their psychometric properties and appropriate length
(deVaus, 2002). The CRC developed a list of Standard Measures which the organisation
expected all researchers to use throughout their projects (Young and Well Cooperative
Research Centre, 2013). Where possible, the specific measures used were drawn from
this list. Researcher-devised questions were only used where suitable scales were not
available.

Large-scale survey methods, and online delivery in particular, facilitate de-
identification. Ensuring participants were not readily identifiable was an important
factor for the YIMHR project because of the potential pre-existing relationship between
the researcher and young people who had been part of the CRC.

The administration of surveys online, thus allowing for sampling of larger
populations than was possible using alternative methods, was important in Study 5. The
target population for this study was all young people who were involved in the CRC
(estimated to be 1000) and all young Australians aged 18 to 25. Attempting to access a
cross-sectional sample of these populations using either paper-based surveys, or more
in-depth qualitative methods, would not have been practical.

Finally, longitudinal surveys facilitate comparisons within the same population
sampled at multiple time points (Haslam & McGarty, 2003). This feature was used in
Study 4 to compare the young people who were accepted into the YBT with those who

were not.

3.7 Choice of age range

The age range examined in this thesis, 18 to 25 years, is a subset of the broader
group researched by the CRC. The decision to limit the age range was made for two

reasons. Firstly, young people aged 12 to 17 and 18 to 25 have some similarities, but
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differ in many ways, for example: the level of education that they have had an
opportunity to complete, the degree of independence with which they are able to access
health services, and the type of activities that they take part in on a daily basis.
Secondly, within standard Australian ethical frameworks (National Health &
Medical Research Council & Australian Research Council Australian Vice Chancellors
Committee, 2007), people under the age of 18 years are not considered to be able to
give informed consent to participate in research without permission from a parent or
guardian. Obtaining parental consent would have required participant identification and
matching data to participants. Given the pre-existing relationship between the researcher
and the CRC, and the consequent possibility of identification, research methods which
did not identify potential participants were preferred. Thus, the participant groups were

limited to people over the age of 18, who could give their own consent.

3.8 Reflexivity

Reflexivity, which involves the researcher acknowledging their role in the
production of the work (McLeod, 2001), was used in this project to acknowledge my
prior experience, and to allow this to inform the work in a productive way. The
suitability of the use of reflexivity in the PhD process has been described by
Etherington (2004), who highlights that this process in particular lends itself to the
investigation of a topic that has a pre-existing, or personal, meaning to the candidate
due to the length and duration of the thesis.

My background as a young mental health consumer who has been involved in
mental health research, and specifically in the work of the CRC, was an important
influence on this work. The initial inspiration for the topic came from my own
experiences as a member of the YBT, and prior to this as a member of Reachout.com’s
Youth Participation programs. These experiences provided a more extensive insight into
the lived experience of being a young person who has been involved in research than
can be surmised from the presently limited literature on the topic.

In addition to the insights I was able to bring to the work, the relationships I had
developed afforded easier access to, and awareness of, sources of information about
involvement compared to a researcher who did not have such relationships. For
example, a researcher who did not have a personal experience of applying for an
advisory group may have been aware that written applications are used. However, they

may be less likely to know about the questions in the application, and their relevance to
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a research project. Similarly, the CRC head office may not have allowed an external
researcher to contact other researchers and young people multiple times.

In order to balance the influence of these experiences and relationships, retain a
level of impartiality and ensure that my experiences did not unduly influence the results
of the project, I employed a number of techniques. Firstly, I discussed the progress of
the analysis and the findings of the studies with the members of my supervisory team
who were not closely aligned with the CRC. These discussions helped me understand
when my own experiences were clouding the results of the analysis. Secondly, I
distanced myself from the personal and professional relationships I had with members
of the CRC head office and executive during the time of my candidature. This
distancing allowed me to develop a critical distance and a greater degree of impartiality
than I initially had. Further reflections on this, in light of the results of the project, are

described in the discussion and conclusion chapter in Section 9.5.

3.9 Involvement of young people in project design

While young people other than the researcher were not formally involved in the
YIMHR project design, in one respect the project entails involvement at the highest
level of involvement — consumer led-research as noted in Section 3.8 above. In another
respect, it is acknowleged that young people other than the researcher were not
involved. While further involvement would have been ideal (see Section 9.5, Stregnths
and limitations, for a discussion of this), it was beyond what was possible for a PhD and

the requirements of the degree.
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4 Study 1: University student focus groups

4.1 Introduction
4.1.1 Overview

The first study of the Youth Involvement in Mental Health Research (YIMHR)
Project was a series of focus groups which examined university students’ experiences of
taking part in research across the breadth of engagement, participation and involvement.
The study was designed following an initial review of the literature and consultation
with the Young and Well Cooperative Research Centre (the CRC) head office, both of
which identified a paucity of extant work from the perspective of young people. This
warranted an exploratory study which examined four broad areas: young people’s
previous participation in research, their motivations for doing so, their thoughts on how
researchers should recruit young people to participate and be involved in research, and
how they thought young people could be better involved in mental health research.
Previous work which informed the design of this study can be found in Chapter 2. The
specific areas relevant to this study are: the benefits of consumer involvement (Section
2.3.4), contextual influences (Section 2.4.2), and consumers’ and young people’s

motivations (Sections 2.5.2 and 2.6.3) and experiences (Sections 2.5.3 and 2.6.4).

4.1.2 Study rationale

Young people were asked directly about their experiences of being engaged,
involved and participating in research, and their ideas and views about changes
researchers could make to how they involve young people. Broad, open-ended style
questions were employed to allow young people’s ideas to emerge with minimal
constraints. The findings from this study were key to informing the aims and design of
the YIMHR project, including narrowing the focus from engagement, participation and

involvement, to concentrate on involvement.

4.2 Design
4.2.1 Choice of method

The study used a qualitative descriptive approach, as described in Section 3.6.1.
The data were were collected using semi-structured focus groups. This method was
chosen because focus groups can elicit a wide range of views, perspectives and
understandings of an issue. They can therefore be a useful exploratory tool for looking

at under-researched areas (Beyea & Nicoll, 2000; Braun & Clarke, 2013).
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4.2.2 Human Research Ethics approval and consent

The Australian National University’s Science and Medical Delegated Ethics
Review Committee approved the ethical aspects of this study (Approval number
2013/224; see Appendix 4.1). Participants provided consent to participate by signing a

consent form before the focus group began (see Appendix 4.2).

4.2.3 Participants

The participant group was a convenience sample of current university students
aged 18 to 25 from the Australian National University (the ANU). Participants were
recruited through the researcher’s existing networks and the Centre for Mental Health
Research (CMHR) at the ANU. The former were accessed through an event page on
Facebook, which provided details of the focus groups, their location and the participant
information sheet (see Appendix 4.3). The event page was a landing page on Facebook,
to which the researcher’s Facebook friends and broader networks who met the inclusion
criteria were invited. The event could be shared by anyone invited to the group and
resulted in the focus groups being disseminated through broader ANU student networks.

A CMHR network of potential participants for CRC-funded projects, based at
the ANU, was established in the year prior to this study during a series of university
events about mental health. This network consisted of a list of names and emails of
students who were interested in ongoing involvement in research. The students were
sent one email inviting them to participate in the focus groups, and providing them with
the researcher’s contact details and the participant information sheet. Participants were

offered a movie voucher in return for their participation.

4.2.4 Procedure

The focus groups were conducted between 8 and 17 May 2013. All the groups
were held at the CMHR and were facilitated by the researcher and a research assistant.
An audio recording of each group was made using a Marantz Professional Solid-State
Recorder. These recordings were transcribed verbatim, by the primary investigator,
within 48 hours of being conducted. Following the initial transcription, transcripts were
checked against the recording twice for accuracy. To allow for ease of reading and for
clarity, instances of paralanguage (‘umm’, ‘ah’) were removed from the transcripts
(Willig, 2013). Each participant was assigned an identifying code in the order they
signed up to the focus groups (e.g. the final participant to attend the focus groups was

Participant 28).
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4.2.5 Focus group questions

Participants were asked a series of open-ended questions examining their
experiences of participating in research, their motivations for taking part, their
experiences of, and ideas about, recruitment, and their views about how young people
could be more actively involved in research. Where the researcher and the assistant
perceived it to be helpful for the group, a white board was used to document lists of
ideas generated during discussions. These lists were used only to help participants
interact with each other and were not retained following the end of the group. Indicative
examples of the questions asked within each area can be seen below, with the full

protocol available in Appendix 4.4. The question areas were:

. Previous research participation

o Motivations

o Experiences of, and ideas around, recruitment to research studies
o Methods of involving young people in research

Area 1: Previous research participation

The purpose of the previous research participation questions was to gain an
understanding of if, and how often, participants had previously participated in research.
The answers to these questions would provide an indication of how familiar they may

be with research methods.

e Have you participated in research before? (Show of hands)
e What sort of research have you participated in?

e Would you participate in other research? (Show of hands)

Area 2: Motivations
Participants’ motivations for attending the focus group, the barriers and
facilitators they had experienced, and thought that others may experience, were

examined in Area 2.

e Were (or would) your motivations for participating in research, other than
research like this, be similar to participating in this sort of research?

e Why are you here participating in research today?

e How did you find out about the focus groups?

e What motivated you to click on the advertisement and information sheet?

59



e Was there anything about the wording of the advertisement, or how you found
out about it, that made you particularly interested?

e Do you think the fact that it was advertised as a mental health focus group
affects your participation, or who might participate?

e What might impede you from participating?

e What barriers can you see that might stop people from participating?

Area 3: Experience of, and ideas around, recruitment to research studies
Participants’ personal experiences of being contacted by, and recruited to,
research studies, and their opinions regarding how researchers could improve their

practise of doing this, were examined in Area 3.

e If we want to attract a group of students to participate in research, what are the
best ways we could do that?

e How would you prefer to hear from researchers?

e Should we identify ourselves as being from the University; does who is
conducting the focus groups make a difference to you?

e What forms of media would you prefer to hear from researchers through?

Area 4: Methods of involving young people in research

The methods of involving young people in research question aimed to elicit
young people’s ideas of how they could be involved in research, and the phases at
which they could be involved. The answers to these questions were designed to be
compared to the methods via which young people have been involved in research to
date. The final question aimed to elicit participants’ views regarding whether they
thought that people would be interested in being involved or participating in different
ways. For example, people who are shy might be less interested in ways that involve

interacting with other people.

e What ways do you think that young people can be involved in the research
process?

e  Which ones of these have you participated in?

e Do you think certain people or groups might be more attracted to active or

passive participation?
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4.3 Analysis

The data were analysed using qualitative descriptive analysis, as described in
Section 3.6.1. During the analysis it became apparent that, despite the codes being
applied without reference to the question framework, the major themes which had
emerged from the study were closely related to the four overarching question areas. The
theme tables which were not linked to the question areas can be seen in Appendix 4.5.
The table describing the major themes which have been linked to the question areas

accompanies the results below (Table 4.1).

4.4 Findings
4.4.1 Participant characteristics

Six focus groups were conducted, with a total of 28 currently enrolled ANU
students, aged 18 to 25. The number of people in each focus group ranged from two to
SIX.

Demographic characteristics were obtained via a brief demographic survey
administered at the start of each of the groups. Participants were predominately female
(60.7%, n=17) and studying at an undergraduate level (92.8%, n=26). A large minority
of the sample (28.5%, n=8) self-identified as having been diagnosed with a mental

illness.

4.4.2 Themes

Nine major themes, and several minor themes pertaining to each of the major
themes, resulted from the data analysis. As noted above, these are presented and
discussed in relation to the four question areas. The relationship is shown in Table 4.1.

The minor themes are presented in italics throughout the following section.

61



Table 4.1 University student focus groups: major themes

Question area Themes
1. Previous research participation Participant’s prior research participation
2. Motivations Barriers

Concerns that arise due to the topic of
mental health

Facilitators
3. Experience of, and ideas around, Incentives
recruitment to research studies Recruitment

Relationship to the person or organisation
conducting the research

4. Methods of involving young people Phases of the research process that young
in research people could be involved in
Ways that young people could be
involved in research

4.4.3 Area 1: Previous research participation

Participant’s prior research participation

Participants were asked about their prior experience of participating in research,
and how they had found out about the present study. The majority of participants had
participated before. This participation, which also encompassed examples of
engagement and involvement, was predominately in psychology studies in exchange for
course credit as part of their first-year psychology course. The methods through which
they had been involved were diverse, from online surveys to conducting their own
research. Participants would participate in other research following this instance of

participation, particularly if they were interested in the topic being investigated.

I've done some psychology research, like participated in it as an undergrad,
especially first year psych where you re required to do some as part that, but
also you see like on the back of bathroom doors requests for participants —

Participant 1 (Group 1)

Participants varied in the way they found out about the focus groups. Avenues
through which they had heard about the groups indicated that people other than the

researcher had promoted the study, in addition to the direct avenues of advertisement.

1 saw your post on Facebook via a friend so I was like ‘yeah, why not.” —

Participant 26 (Group 6)

In response to questions examining how they had interacted with the recruitment
materials, participants displayed a high level of trust in the researcher and the study
itself. Some participants disclosed that they were happy to sign up without reading all

the material about the study that was provided to them, having based their decision to
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participate on factors such as knowing the overall concept behind the study, and being

attracted by the incentive on offer.

To be honest I didn’t read through all of the details, I was in a bit of a rush, but
because I already knew the gist of what it was about I was happy to sign up for
it without knowing all of the details. — Participant 9 (Group 2)

This lack of attention to detail was further reflected in participants’ reactions and
responses to the information sheet. While some participants had engaged with the
information sheet, others responded that minimal attention was paid to the information

sheet.

1 sort of skimmed it [the information sheet] — Participant 7 (Group 2)
4.4.4 Area2: Motivations

Barriers

Participants raised a range of areas that they perceived may pose barriers to
either their own, or others’ participation, engagement, and involvement in research.
These areas included logistic, attitudinal, and technical research barriers.

The logistic barriers nominated by participants included situations where they
perceived that taking part in research was too hard to organise, where the activity was
in an unfamiliar location, or where they or others may not be aware that it was

happening.

Sometimes it’s easier if you just kind of have to put your email in a box and then
someone else initiates contact. You'd probably get a higher response rate that
way because the person isn’t having to do the work, its others. — Participant 22

(Group 5)

A specific logistic barrier discussed was the time costs. Participants’ identity as
university students was apparent in the discussion of this barrier, as the time costs
discussed were specific to the time of year, or university semester, in which the research

was being conducted.

1t’s just a really busy time of semester as well, and people don’t want to commit
to something that they re not quite sure about, or don’t feel completely

comfortable with. — Participant 27 (Group 6)

Attitudinal barriers discussed by participants were those barriers which related

to their own, or others’ attitudes toward the topic of the research. Examples of these
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barriers included that other young people may not be interested in being involved in
research, not feeling as if their personal contribution matters, and research going

against their values.

There’s a small or significant number of people, I don’t know, who don’t care

about mental health and aren’t interested — Participant 7 (Group 2)

That it’s not going towards a politically motivated, or something that’s got like
commercial funding, interest groups that are trying to push for a certain

outcome or something? — Participant 27 (Group 6)

The technical barriers that participants discussed were related to the interaction
between participants’ characteristics and face-to-face research methods. For specific
groups of young people there may be cultural and linguistic barriers to participation,
engagement or involvement, as may be experienced by international students in a

university setting.

They [international students] might also feel more comfortable being in a focus
group with other internationals, because what I've noticed in tutes [tutorials]
where it’s been mostly domestic students is that, I 've had this happen in like
philosophy classes, politics classes, where it’s a lot of domestic students in those
sorts of areas, and you know there’d be one or two international students and
they might feel uncomfortable speaking up, because of the language barrier and
also ‘cause domestic students, I guess, feel a lot more comfortable speaking up

and they re used to it. — Participant 8 (Group 2)

For other groups of young people, such as those who experience mental ill
health, participants discussed that they might find group or unfamiliar situations

challenging.

People who may have issues with their mental health, that may be less likely to
come to something like this, because they are inherently less engaged with the

community? — Participant 5 (Group 1)

Concerns that arise due to the topic of mental health

Participants were asked directly if their choice to take part had been influenced
by the focus groups being advertised as ‘mental health focus groups,’ or if they thought
that other people may be influenced. This question elicited a wide range of responses
from participants. For some participants, the use of the mental health term didn’t

influence their participation as their interest in the research project was not related to
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their mental health aspect of the group. For these participants, their interest related

either to their relationship with the researcher, or a more general altruistic motive.

To be honest it didn’t really influence me doing it that much. Even though I have
relatives that have mental health issues, all research is valid research, it doesn’t
add any particular weight in my mind although it is important. — Participant 24
(Group 6)

Other participants noted that the use of the term ‘mental health’ may make other
young people less likely to take part because of stigma about mental health, or a

discomfort with the thought of having to discuss their experiences in a group setting.

A small number of people might be uncomfortable with being in a focus group
which is kinda [sic] a social setting, or they might feel uncomfortable talking
about mental health. — Participant 8 (Group 2)

A third group of participants expressed that the use of ‘mental health’ made
them more likely to participate. This was related to their perception that mental health is
a topic worthy of further exploration, or a desire to share their own experiences with

researchers.

1 thought it was something I thought was worthwhile, and like a good use of my
time. — Participant 27 (Group 6)

Discussions within some groups developed into a more general discussion of
how the use of the words ‘mental health’ in research study advertising may influence
other young people’s choice to take part in a research project. Participants’
understandings of the wide variety of concepts that make up mental health were
displayed in these responses, including the idea that specific mental health terms used
may influence participation rates. Mental health was perceived to be a more general
term that is inclusive of positive mental health, whereas specific diagnostic labels such
as depression, or anxiety were perceived to be related to research with a more clinical or

negative focus.

1 think mental health is less strong than, say, depression, or if you said
something like anxiety in university students. I think that would be harder, would
turn people away more than mental health. Because mental health can be a
positive thing as well. Whereas depression is seen as a negative thing. —

Participant 14 (Group 3)
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Irrespective of the specific term used, however, was a perception that the use of
any mental health term will attract a particular sample. Participants discussed that
people in these samples may have actual or self-perceived specific knowledge or

expertise in the area.

1 think that the heading of mental health focus group indicates that you might
need to have some sort of specialised knowledge or expertise in that area. —

Participant 3 (Group 1)

The impact of mental health stigma, and participants’ awareness of this stigma,
was apparent in their perceptions that the term ‘mental health’ could be polarising.
Related to this polarising nature was a recommendation from participants that when
researchers are working with young people in mental health research they need fo

involve people in private ways.

For something like mental health research I think a lot of people don’t want to
expose to their friends what they think about some matters — Participant 16

(Group 3)

Facilitators

There were three different areas which participants perceived might facilitate
their own, or others’ likelihood to participate in research, or research involvement
activities. These facilitators included ease of initiating the opportunity, such as having
the researcher initiating contact with them, and research methods which they could take
part in from home; the research activity being perceived to be easy or have little cost to
the participant, either financial or temporal; and social incentives such as friends being

invited or were attending.

1 saw on the event that you'd replied directly to each person who was attending.
So it was not like you just pressed attending and then nothing happens for a
while. It seemed like it was really soon too. I don’t really know what I'm doing
in a couple of weeks on Friday at 2pm, but knowing it was like the next day 1
was like ‘yeah, I can make that’, and it looked like you got back to people really
quickly and replied to my email within like 5 minutes. I was just like ‘oh.’ It
made it really easy I guess, that you wouldn’t be waiting on people and signing

up to some vague things at an undefined time.’ — Participant 27 (Group 6)

Making it super easy to participate, so not necessarily having to go places and

that. I think people are much more likely to do things if they are procrastinating,
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and it’s just something short and sweet they can do like from their bed. —

Participant 19 (Group 4)

My girlfriend is doing this as well and she was like ‘you should do this’ so I said
‘okay.’” — Participant 6 (Group 1)

Participants also perceived the specific research process which was used could
be either a facilitator to their participation, or a barrier. One particular facilitator that
they described was interest in the experience of being part of research. They discussed

that some young people like doing research projects.

I've done a bunch of surveys and monthly emails from people, but a focus group
to me sounded really interesting at the time because I’d never been a part of a
focus group before, and it was a discussion rather than a fill in the blanks. —

Participant 25 (Group 6)

A major facilitator to participation, engagement or involvement in research was
the topic being investigated. Where they were interested in, or related to, the topic, they

were more likely to take part in the activity.

Yeah, I think anything similar, especially if it included tests or something like
that, like you know looking at photos, anything that was a bit more fun I
suppose. But just an interesting topic, it doesn’t have to be anything relevant to

me I suppose, just interesting. — Participant 18 (Group 4)

The importance of the topic and the degree to which it influences young
people’s decision to participate was further discussed in their view that if researchers
are able to make the topic of the research personal, then other young people are more

likely to want to take part.

1 do think that those who have had an affiliation with mental illness are more

likely to go to a website and participate in research. — Participant 15 (Group 3)

Participants’ likelihood to participate in an activity, either research itself or an
involvement or engagement process, was also influenced by their perception of the
impact of the research project. They discussed that they were more likely to participate

if they could see the impact of their participation.

1 think if [ was given information about the project so I could see ‘oh, this is

something that’s being really developed, and that’s interesting,’ then I could see
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the reason I should be involved is this and this and they re doing something that
needs help to do this and this. — Participant 9 (Group 2)

The final factor which participants perceived would impact on the likelihood of
participating, being engaged or being involved was their desire to be comfortable with
ethical aspects of the research prior to choosing to take part in an opportunity. This
discussion revealed a level of awareness around the sensitivity with which mental health

research should be conducted, and the potential risks to participants if this is not done.

Where you re addressing mental illness the ethics of it can be quite important in
terms of making sure identification and all that kinds of stuff, it can sometimes

be a thing for people. — Participant 22 (Group 5)
4.4.5 Area 3: Experience of, and ideas around, recruitment to research studies

Incentives

Participants’ views regarding researchers’ use of incentives varied and were
discussed in considerable detail in several the groups. Each participant was presented
with a movie ticket as a thank you for their participation in the present study, to which
their reactions varied. Some participants felt that money and movie tickets were not an
incentive for several reasons including their motivations for taking part were altruistic,
or that the monetary value of the incentive was not equivalent to what they could earn

for the same amount of time in paid work.

Money especially I can actually make more by working. Money’s never that
much for your time anyway. And movie tickets, I don’t really find that sort of
stuff an incentive. — Participant 26 (Group 6)

A number of possible alternative types of incentives were generated, with the
relative merits of each discussed. Participants were largely in favour of food and drink
being offered as incentives, either during their involvement, or in the form of vouchers.
Those who had studied first year psychology courses felt that research credit was a

suitable incentive.

Research credit for psychology students, or something academic, or you know
monetary or whatever. Either way would probably work quite well depending on

what the people want — Participant 17 (Group 3)

Those participants who were not motivated by material incentives nominated

ideas for less material incentives, such as updates about the project.
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Updates I think would be interesting, particularly if it is an area of research like
this one where you re keen to have people’s continued involvement. —

Participant 9 (Group 2)

Where participants did express a desire for material incentives, they valued the
idea of having a choice of incentives. They felt that the instant gratification of being
given something directly following their contact with the research team was important,

and that what they were given needs to be something convenient to redeem.

1 guess ifit’s like a long enough project you could almost work the incentive
structure across the whole project? I guess? Like obviously it’s silly to pay
people a dollar to do a 2-minute online survey, but I guess like you could almost
have a points system, like if it’s over a few years have a points system and then
sort of ‘come to this focus group’ and it’s like ten points or whatever or

something like that. — Participant 11 (Group 2)

Although it is a significant incentive of instant gratification of movie tickets after

doing something like this. — Participant 7 (Group 2)

Recruitment

Following the discussion of possible incentives, a further dialogue took place
about how researchers could more effectively recruit young people to both participate
and be involved in research studies. Participants expressed a wide range of ideas about
things that the researchers can do to better facilitate recruitment of other young people
to research studies. These ideas included highlighting any incentives that are offered
and generating awareness of the project prior to specifically asking people to

participate.

Exposure in lectures as well, just to know the opportunities are there at the
university. Like if the lecturers and the researchers are promoting stuff, and are
enthusiastic about it, so our teachers, I think then that would probably motivate

me to do stuff. — Participant 14 (Group 3)

Participants nominated a range of ways that researchers could broaden the set of
tools or techniques that can be used for recruitment. They suggested that researchers
use social media to recruit young people as it is a setting that young people frequent and

are familiar with.
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Posting on pages that are specific to particular groups where you know it’s a
group of people who are obviously interested in this area of study, I think that
would be extremely effective. — Participant 8 (Group 2)

Some participants were in favour of researchers approaching them face-to-face,
specifically on their university campus. However, other participants thought that this

would be intrusive or unwelcome.

1'd personally prefer to hear it in person, so if it was a student I guess if you
were looking like at student research, to have someone come up in front of a
lecture and say, ‘this is what I'm studying, are you interested in getting
involved, then you can do this x,y,z,” but again that’s going to the same problem
that I criticized before, of you know having a very narrow group. But if someone
personally says to me this is something that’s happening I'm much more likely
to listen and to actually consider it than if I'd, you know, seen it on some social

media forum or via an email or something like that. — Participant 9 (Group 2)

The final substantive idea generated was the creation of a university-wide
database of research opportunities. This idea was independently generated in the
majority of focus groups, with the precise form that it should take varying between

groups.

Maybe if the actual official ANU website had a place... I don’t know, maybe one

of those flashy boxes — you know, the boxes that move. — Participant 14
(Group 3)

Regarding how often young people should be approached, participants generally
favoured the idea regular invites to participate in small activities, particularly in the

case of a long-term research project.

A little email once a month saying, ‘how are you feeling?’ This is how we re
going; do you feel like answering these questions? If not that’s fine. —
Participant 16 (Group 3)

The final dimension of recruitment discussed was methods through which they
didn’t want to be contacted. Participants felt that some methods of contact would be too
intrusive and would impact on their sense of privacy. These methods included targeting

the clients of mental health services directly or being sent text messages.

1 find it really creepy when like organisations and stuff text me. — Participant 7
(Group 2)
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Relationship to the person or organisation conducting the research
Due to the way participants were recruited to this study, many participants knew
the researcher personally and cited this as a reason they chosen to take part in the

present research project.

1 think I still would have come because 1’d say my girlfriend said [researcher’s
name] is doing this research which isn’t really altruistic because I already know

you. — Participant 6 (Group 1)

Where participants didn’t know the researcher personally, but had a shared
group membership with the researcher, or empathised with the researcher, these aspects
were discussed as reasons that heavily influenced the likelihood that they would

participate.

1 think I'd almost be more inclined to help out a PhD student than a
researcher... because I feel like, PhD student - not too far from me. I know what
it’s like to struggle to get people to be part of a group... so it’s that I identify
with your struggle. — Participant 27 (Group 6)

The positive impact of shared group membership was also reflected in
participants’ views that not knowing the researcher may be a disincentive to participate
in research.

Where participants did not know the researcher, the type or status of the
organisation conducting the research impacted on their choice to take part. Participants
reported that they were unlikely to participate or be involved in research being
conducted by organisations or researchers with which they had no prior relationship.
However, an exception to this was if researchers were from universities, as this was
perceived to make them, and by extension their research, more trustworthy and

worthwhile.

I do think being associated with the ANU does add legitimacy to the research.
1t’s not just someone mucking around with stupid stuff it’s going to be serious,

important, and go somewhere useful. — Participant 12 (Group 2)
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4.4.6 Area 4: Methods of involving young people in research

Phases of the research process that young people could be involved in
Participants expressed a diverse range of ideas about the phases of the research
process in which young people could be more actively involved. They considered that

young people being involved at every point was optimal.

Every point might be useful I suppose. Maybe not like what colours to put on the
website, but the important substantial things I suppose. Feedback would be
relevant at every point I think. — Participant 18 (Group 4)

However, they also acknowledged that in some cases this would be impractical.
When asked about specific phases of the research, participants were of the view that it

was particularly important that young people are involved at the design phase.

You could tailor things to students at the ANU just by asking them what they
think the problems are. — Participant 13 (Group 3)

Irrespective of the phase at which they were involved, young people felt that
there should be a range of intensity levels to accommodate their varied abilities and

levels of interest.

1 think passive information would be good as well as active things for people

who might be interested. — Participant 15 (Group 3)

Ways that young people could be involved in research

Participants generated and discussed a wide range of ways that young people
could be involved in research. The most frequently mentioned of these methods were
traditional forms of research participation, such as surveys, online consultative methods
and face-to-face methods. These methods were favoured because of their familiarity,

and the ease with which participants felt they could take part in them.

Surveys are always a good idea, particularly if you can just grab people when
they walk past sometimes. Like the union court trivia thing that happened? That
got a lot of people involved in that mainly because there was a BBQ also. —

Participant 1 (Group 1)

Online consultative methods, while familiar and of interest to participants, were
considered to be more open to failure as they require a critical mass of young people

before they were considered worthy of young people’s time.
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1 think forums can go either way; if lots of people use them they 're really good,
but if they 're clearly not being used they 're really unappealing. And like if no
one is using it, why bother, it just looks bad so if people don’t use it then I guess

people won’t use it, it’s kinda [sic] circular. — Participant 12 (Group 2)

In addition to the traditional and familiar, novel methods of involvement and
some examples of research participation were suggested by young people. In the context
of research into youth mental health, journals for people to reflect on their experience of
mental ill health were suggested as a research participation process, as these could help

young people in their recovery as well as providing research data.

So if you think about something during the day about mental health, or you
come across some personal experience, you should write it down you know in a
Jjournal form, just little ones maybe because the thing with mental health is that
it’s really personal... what did you think of today, or what is the mental health
thing that’s affecting you today. It might be easier for a lot of people. —
Participant 14 (Group 3)

Young people were also interested in being involved in research by conducting
data analysis, as they felt that this would help them develop their own skills in looking

after their mental health in addition to assisting researchers.

That would actually probably be good for you, in terms of your own mental
health, if you could analyse what’s going on with them. Like look at their
problems, and what they re doing right and sort of learn from that in that way
too. — Participant 13 (Group 3)

Participants also suggested that researchers could use games to involve young
people in research. This was thought to be a simple way that participants, particularly

those who may not be as likely to take part, could be involved.

As someone who's a bit of a hermit, and doesn’t leave the university much,
doesn’t look at social media much, and is a complete hermit sorry but maybe

you could have, I don’t know, a cool game. — Participant 6 (Group 1)

They were also eager to have young people involved in creating project websites
directly; however, this suggestion generated discussion around whether or not students

would have the level of skill required to efficiently help out.

Web design. So getting people to help with the actual creation. So I know a lot of
undergrads who really like web design. They don’t have a lot of time to do it, but
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if it was, if they could be involved in that, there would be a lot more interest in

the outcomes. — Participant 16 (Group 3)

The final area of discussion in this theme was around having opportunities to
take part and be involved in research built into university courses. Some participants
were in favour of this, as they believed that it would be an easy way to get students
involved in research. Others felt that the university curriculum is already overcrowded,
and if involvement were to be made compulsory young people may resent this, and

subsequently provide lower quality contributions to research.

Having undergrad courses that are compulsory for everybody in the university
where you do participate in some form of research and doing that would

possibly foster a research culture.... — Participant 5 (Group 1)

That would be such a bad idea, I just think it would be such a bad idea to make

anything compulsory. — Participant 1 (Group 1)

4.5 Discussion

The findings from this study suggest that the young people who choose to
participate, and be involved in, research have high rates of previous research
participation and may not be from culturally and linguistically diverse backgrounds.
While the influence of mental health on their motivations is varied, they are strongly
motivated by positive relationships with the organisation or researcher. The amount of
time and effort that they are willing to go to to take part in research is low; and high
levels of effort being required of them may be a barrier, as may not being interested in
the topic of the research. The varied views around the incentives young people would
like to be offered, and the phases of research in which they would like to be actively
involved, show the importance of ensuring young people are consulted in the design of
any methods or processes of involvement and participation.

Participants in this sample had a high level of previous participation in research.
This finding, while potentially influenced by the research focused nature of the
university attended by the students in this sample, has not been previously described in
the literature. This trend may suggest that the young people who choose to be actively
involved, or participate in, youth mental health research are likely to have previously
taken part in similar opportunities or work. Where this does occur, it may mean that
they are more familiar with research practices and topics than other young people.

However, several elements specific to this study may have been the cause of this
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finding, as opposed to it being a broader trend within youth mental health research.
These elements include the specific sample for this study—university students at a
research-intensive university, who may be more likely to have been exposed to research
than other young people; and the snowball sampling recruitment method used. Because
of these potential causes, further work with broader samples is required to establish if
this is a trend within the groups of young people who choose to be actively involved in
youth mental health research. If established, it is a bias that researchers should measure
and take account of when they are involving young people. Higher levels of research
literacy and existing knowledge from previous involvement may impact on the
responses young people give, and how they approach research. Conversely, such a bias
may present a barrier to young people, with no prior experience of involvement, to
becoming involved. Minimising the impact of this bias, if it exists, may be achieved by
either acknowledging it as a limitation, or prioritising recruitment of young people who
have not previously been involved or participated in research.

Participants expressed a range of views regarding if, and how, the term ‘mental
health’ had acted as a motivation or disincentive for taking part in research. They
discussed that different mental health terms may influence young people’s decision to
participate or choose to be involved in research, in different ways. Differing
perspectives on whether specific mental health terms are a motivation, or otherwise, is
reflective of the heterogeneity of young people who are involved as acknowledged by
James (2007). These differences may reflect a variety of understandings about what
‘mental health’ and related terms mean. Recognition of this has been previously noted
by Jorm and Reavley (2012), who showed that within the Australian population there
are a range of understandings of the terms used to describe mental ill health. This
finding highlights the need for researchers to understand how the terms they are using
are understood by the populations they are working with, not just how they understand
the terms themselves. When applied to youth mental health research involvement, this
could be achieved through pilot testing of terms with young people prior to the use of
these terms in research, or by offering definitions of the terms being used to ensure that
both participants and researchers understand terms in the same way.

Cultural and linguistic diversity (CALD) was discussed by participants as a
potential barrier to other young people taking part in research, either through
participating or being involved. While, similarly to the finding about the high level of
previous participation, this may be attributable to the sample, previous work has not

explicitly identified this, or similar, as either a barrier or motivator to involvement.
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However, where the characteristics of young people and consumers who have been
involved have been reported, the proportions of people from culturally and linguistically
diverse backgrounds are low (Howe et al., 2011; Patterson et al., 2014). In Howe et
al.,’s, (2011) list of the characteristics of young people who were involved in mental
health research, only one person of 16 identified as being from a CALD background.
Considering these findings, the suggestion by participants in this study that being from a
CALD background may be a barrier appears likely. In addition to identifying this as a
barrier, participants provided suggestions about ways practice could change, such as
having targeted opportunities for specific groups of young people who may not feel
comfortable participating in a group with others. These suggestions provide pathways
through which the previous acknowledgement, that there are a lack of sufficiently
diverse groups of young people in research, could start to be overcome may be
overcome (Collin, Rahilly, et al., 2011; James, 2007; Orlowski et al., 2015; Simons,
2012; Wadley et al., 2013). That diversity is acknowledged by young people as a barrier
to involvement shows the need for more detailed work in this area. This work is
required to both identify the extent of the problem and create strategies through which it
can be overcome. This endeavour is furthered in the rest of the studies in the project,
and recommendations are made in each study’s chapter and the conclusion.

The importance of young people having a positive relationship with the
researcher or organisation conducting the study was shown in the theme ‘relationship to
the person or organisation conducting the research.” The importance placed by young
people on these relationships shows that researchers and research organisations should
invest in, and work with, communities of young people. This concept has not been
previously identified in the youth involvement in mental health research field
specifically, but has been identified in the youth mental health service delivery field
(Coates & Howe, 2014; Ramey & Rose-Krasnor, 2015). For example, young people
commenting on their reasons for deciding to be involved in an advisory group remarked
that they were motivated to build and maintain quality relationships between themselves
and researchers (Coates & Howe, 2014). These findings warrant attention as building
these relationships may be one way in which more young people can be accessed, and
then motivated, to be involved or to participate. If adopted, the practice may also enrich
the wider communities through strengthening the networks of both the researchers and
communities. The cooperative research centre model, through which the CRC was
funded, is one potential way in which this might be achieved at an organisational level.

The cooperative research centre model involves partnerships between researchers,
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university and industry, or community groups being built into the fundamental funding
structure and operation of the organisation. This model provides an incentive for all
involved parties to work together, such as recruiting young people through community-
based networks and promoting each other’s work where appropriate. Partnering with
young people and organisations who work directly with them in this way may lead to
greater levels of recruitment of all young people, and recruitment of groups who are
otherwise challenging to reach. The impact of biased samples could be avoided by
purposive selection of lead organisations, and by having relatable young people as
partners in involvement in research.

The theoretical underpinning of the need to demonstrate shared group
memberships can be found in social identity theory, which suggests that reinforcement
of positive, shared group identities can be used to show members of a group that
similarities exist (Haslam, Jetten, Postmes, & Haslam, 2009). Highlighting the group
memberships that researchers and potential participants share will allow researchers to
demonstrate to participants that they share similarities and have had similar
experiences. Specific ways that this could be enacted in recruitment include involving
additional young people as co-researchers, or research ambassadors, to help create these
links between potential participants and the research. Where the researcher themselves
is a young person, as in the current study, this is particularly simple to achieve.

Young people’s reflections, that the time that research requires can be a barrier
to participation and involvement, suggest that researchers should consider this to a
greater degree than they do so at present, and consider making attempts to reduce it.
While similar barriers, such as the need to ensure that activities are available at times
and spaces that are accessible to young people, have been identified previously (Kirby,
2004; National Children’s Bureau, 2010), this specific barrier has not. Young people in
this study suggested that researchers could minimise young people’s experience of the
barrier by changing how they go about youth involvement. For example, researchers
should consider and explicitly acknowledge not only the time that the research activity
itself takes (e.g. interviews take one hour), but other time costs such as travel to and
from a location, or the time required to arrange a time for participation. Additionally,
researchers should take into consideration what may be going on in the lives of the
people that they are attempting to work with. For example, researchers may be able to
avoid conducting research activities at times of high stress, such as exams, and making
a variety of opportunities available to account for the range of hours when young people

may be taking part in work and study.
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Another area where researchers should consider taking into account young
people’s circumstances is the incentives that are offered in return for time or views. The
specific incentives that participants valued varied considerably, as did their preferred
timing of receiving the incentive. This shows that there is no ‘one size fits all’ approach
to incentivising involvement and participation in youth mental health research, and
consequently that this is an area in which researchers should consult specific participant
groups before offering incentives. Some participants value the instant gratification that
comes from being given an incentive at the time of the activity, and others feel that less
immediate incentives are of more value to them. One example suggested by
participants—researchers giving young people updates about an ongoing project—is a
current example of best practice which should be utilised. Young people, in the guide to
youth involvement practice written for researchers by young people and published by
the National Children’s Bureau (2010), have specifically commented on updates to
research they are involved in as something they would value. These findings contribute
a further reason for undertaking this practice, as young people may perceive receiving
these to be an incentive to participate or to continue participating.

The idea that young people may not take part in research participation or
involvement activities because they are not interested in what is being examined was
mentioned by participants. This finding is similar to those from an unpublished study
discussed in Tarpey’s (2006) review. In that study, young men acknowledged that they
felt no immediate need to get involved in research, either because they had no health or
social care problems, were ill very rarely, or they had always received good treatment.
One way in which this lack of interest could be overcome is, as suggested by
participants, researchers making their studies as relevant as possible to the lives of the
young people they are attempting to involve and have participate. By showing a
relationship between the issue being studied and young people’s lives, their interest, and
willingness to take part in research activities on the topic may increase. Given the high
prevalence of mental ill health in young people (Patel, Flisher, et al., 2007) this may be
a relatively simple endeavour to implement.

Participants discussed that they, and other young people, are not willing to go to
much effort to participate or be involved in research opportunities. This finding, which
is similar to a lack of interest being a barrier to involvement, is of interest. However,
again, it’s emergence may be related to the sample in this study. It suggests that even
when young people are interested in the topic of the research, and want to take part,

they feel that the burden of recruiting them or making them aware of opportunities
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should remain on researchers, not themselves. One action that could be implemented is
that researchers consider reducing, as far as ethically and feasibly possible, what
participants need to do in the lead up to involvement. Preferential use of research
methods that require minimal effort from young people may assist in overcoming this
barrier. Examples may include online or phone-based methods which can be undertaken
at a place of the young person’s choosing, such as on social media or at schools and
universities. However, a key consideration for researchers attempting to reduce the
effort required of young people in this way is that the processes used should be
appropriate for the specific project and the people involved. For example, what
constitutes minimal effort would be different for young people in rural areas and those
who attend the same university as the study investigator.

Young people would value the opportunity to be involved at all phases of a
research project, yet in this study were unable to name specific research phases without
being prompted. This broad finding was also mentioned by young people in a similar
study by Mawn, Welsh, Kirkpatrick, Webster and Stain (2015). In Mawn’s study, the
young people interviewed stated the belief that they can and should be involved in all
stages of research. As in the present study, they were unable to name specific research
stages. This may be due to a lack of understanding about the phases that research
projects entail or may be indicative of a wider deficit in knowledge about research.
Young people’s involvement in some of these phases have been previously identified,
such as consultative methods (Orlowski et al., 2015), creating the study website
(Orlowski et al., 2015) and through face-to-face methods (Orlowski et al., 2015). These
findings may suggest that there is a greater range of processes that researchers could use
to involve young people in their research than they do at present. However, these
finding may also be indicative of both the breadth of terms that are used to describe how
young people are involved and participate in different research traditions, and a variance
in terms used among young people.

The final two areas described by participants were their experiences of, and
ideas about, recruitment to research studies and the media that they would prefer
researchers to use. Within both of these areas divergent views were expressed. This
breadth of views highlights the importance of involving young people from the
commencement of the project, or prior to this at the grant writing and planning stages,
to allow their insights into how young people should be recruited to be captured. The
function of the Youth Brains Trust in the CRC, as described in Section 3.3.3, is an

example of a measure intended to involve young people from these early stages. The

79



YBT is explored in two of the latter studies of the project which involved young people
(Study 3, analysis of advisory group applications, and Study 4, survey of advisory group
applicants). Through involving young people in the research planning and project plan
review process, recruitment and media choices can be tailored not only to researcher

needs, but also to the needs of specific groups of young people.

4.5.1 Limitations

Two limitations related to the recruitment strategy and participants occurred.
Firstly, restricting participant recruitment to students currently enrolled at the
researcher’s university is likely to have biased the findings as university students are
known to have higher rates of volunteering than the general youth population
(Australian Bureau of Statistics, 2012a; McCabe et al., 2007). This suggests that
students in this study may have responded differently to the questions about their
motivations compared to a less restricted sample.

Secondly, one of the six focus groups had only two participants. This low
number may have limited the discussion and idea generation in that group, and may
have increased the reliance on the researcher to provide ideas and inputs. This limitation
was considered in the analysis phase, and it was noted that the differences between the
discussions in that group relative to the other groups were minor.

One of the methods used in the recruitment strategy, an online snowball strategy
from the researcher’s networks, impacted on respondents’ experiences of finding out
about the study, and their reasons for participating. This bias was evident in the theme
‘relationship to the person or organisation conducting the research.” The relationship
between the researcher and participants is unlikely to be as close in other research
studies, which may mean that the findings from this theme in particular may not be

generalisable to other research.

4.6 Summary

The first study in the YIMHR project has explored young people’s experiences
of being involved and participating in research, and their ideas and views about changes
researchers could make to how they involve young people. The findings from this study
suggest that being from a culturally and linguistically diverse background may be a
barrier to involvement and participation in research. Young people’s motivations may
be impacted by the specific term used to describe mental health, and their relationships

with organisations and researchers. Finally, they are only willing to go to a low level of
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effort to take part in research, and to stay involved, but are interested in being involved
throughout the research process.

The findings from this study, and concurrent discussions with the CRC head
office, were used to refine the aims of the YIMHR project. The most significant
changes made were to narrow the scope of the project from the entire spectrum of
involvement to only active involvement, and to focus specifically on the experience of
involvement instead of preferences for participation.

The open-ended focus groups used in this work have allowed young people’s
ideas about how researchers can change and improve their practice to emerge. These
suggestions include working with community and youth organisations to build positive

relationships, and consultations around desired incentives for involvement.
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5 Study 2: Researcher interviews

5.1 Introduction
5.1.1 Overview

The second of the five studies in the Youth Involvement in Mental Health
Research (YIMHR) project explored the perspectives of the researchers who involved
young people in the research of the Young and Well CRC (the CRC). The study was a
qualitative description study, using semi-structured interviews as the data collection
method. This study contributes to all three of the project aims by providing insights into
researchers’ perspectives on the characteristics and motivations of young people (Aims
1 and 2) and describing how they involved young people in their work (Aim 3). The
study contributes to the project, and the youth involvement in mental health research
literature in two ways. Firstly, it compares the experiences of CRC researchers to the
reflections of other researchers in the existing literature. Secondly, it also provides a
point of contrast to the other studies in the project which were focused on the views of
young people.

Five areas were examined in this study: researchers’ experiences of involving
young people in mental health research, their experiences with the CRC, their approach
to involving young people in their work, their perceptions of and ideas about involving
young people, and their understandings of why young people choose to be involved.

This study has drawn on several specific areas of previous work. These areas
include the rationale and benefits of the use of involvement as described in Section 2.3;
the processes used (Section 2.4.1); the contextual influences (Section 2.4.2); and the
characteristics, motivations and experiences of the young people who are involved in

mental health research (Section 2.6).

5.1.2 Study rationale

Very few studies have involved the reporting of researchers’ perspectives on
involvement other than reflections on their own use of an involvement process. Further,
to date there has been no explicit consideration of the extent to which the backgrounds
or workplaces of researchers affect how they involve young people and their reasons for
doing so. As some of the challenges faced in involving young people may be situation
specific (such as limited funding), the context in which the researcher conducts their
research is important. This context may impact on the manner in which they approach

their work, and their perceptions of the process of involving young people in research.
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The present study aimed to address these limitations by collecting primary data
from researchers who were part of the CRC about their perspectives and experiences of
involving young people in their research. As described in Chapter 3, the CRC was
comprised of researchers from both universities and industry using youth involvement
techniques to develop mental health interventions for young people. Given the paucity
of primary data on the topic and the lack of a clear understanding as to how young
people are involved in research, the CRC’s researchers were ideal for investigating
these areas.

A purposive sampling technique allowed for the perspectives of researchers
from three types of workplaces (CRC head office, universities and industry) to be
compared. A qualitative description method approach was employed to allow

exploration of the area in the absence of clear previous data.

5.2 Design
5.2.1 Choice of method

This study used a qualitative description approach, as described in Section 3.6.1.

Data were collected using semi-structured interviews, which combine elements
of a formal interview and features of an informal conversation (Willig, 2013).
Interviews were chosen as they afforded the ability to compare the perspectives of
participants in the analysis, while also providing sufficient flexibility to allow
participants to elaborate on their specific experiences. When compared to other
qualitative methods, they have the advantage of not enabling participants to identify one
another. This was crucial as the study examined researchers’ perceptions and
experiences of the work they were undertaking with their funding body or workplace,

and therefore potentially involved sharing negative perceptions about these.

5.2.2 Human Research Ethics approval

The Australian National University’s Science and Medical Delegated Ethics
Review Committee approved the ethical aspects of this study (Approval number
2014/634; see Appendix 5.1). Participants provided consent to participate by signing a

consent form before the interview began (see Appendix 5.2).

5.2.3 Participants

The participant group was purposively selected from members of the CRC’s

head office and partner organisations as listed on the CRC website in November 2014
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(Young and Well Cooperative Research Centre, 2016a). This website listed the names,
organisational affiliations, positions, CRC research stream(s), and affiliated projects of
the 300 members of the CRC collective, including those staff who were responsible for
the administration and management of the CRC (the CRC head office). Members of the
researcher’s university (The Australian National University) were excluded from the
study because supervisory and close collegial relationships existed between the
researcher and these individuals, which may have influenced responses and analysis.

The remaining members of the CRC collective were categorised into three
groups based on theorised differences in how they may have involved young people.
These three groups were: the CRC head office, university-based researchers, and
industry-based researchers. To capture a diversity of views across the CRC, two
participants from the CRC head office were selected alongside two research participants
(one university and one industry partner) from each of the CRC’s three research streams
(Safe and Well Online, Connected and Creative, and User Driven and Empowered).

Eight key informants from across the CRC were selected as potential
participants from the three groups to include a range of levels of seniority and topic
areas. The number of participants was limited because of time and resourcing
constraints. However, this limitation was somewhat mitigated through the purposive
sampling strategy. The three groups were used to maximise the heterogeneity of
experience across the sample.

These potential participants were invited to participate in the study via email on
25 November 2014. The text of the emails and information sheet used in this study are
available in Appendix 5.3. Six potential participants responded to the initial email
within three days and agreed to participate. A follow up email was sent after one month
to the two remaining potential participants who had not yet responded to the initial
email. Of these, one responded agreeing to participate and the other did not reply. The
latter individual was not followed up further and another person from the same
participant group and experience level (low seniority from the CRC head office), was
selected. This person was sent the same initial email as above and responded positively

to this invitation.

5.2.4 Procedure

Telephone interviews were conducted between 29 November 2014 and
18 February 2015. Telephone interviews were used, rather than face to face interviews,

because all participants were located in different states to the researcher.
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Seven interviews were conducted by the researcher calling the participant from a
landline and recorded using a Marantz Professional Solid-State Recorder with the phone
on speaker mode. For practical reasons, one interview was conducted by the researcher
calling the participant from their mobile phone instead of a landline. This interview was
recorded directly onto the researcher’s encrypted Mac laptop computer using
QuickTime Player Version 10.3 (727.4). The interviews varied in length from 20 to 40
minutes, with an average length of 25 minutes.

The researcher transcribed all interviews verbatim within 48 hours of them being
conducted. Following the initial transcription, transcripts were checked against the
recording twice for accuracy. To allow for ease of reading and clarity, instances of
paralanguage (e.g., ‘um’) were removed (Willig, 2013). Participants were emailed a
copy of the transcript of their interview, with a request that they review it for accuracy
and respond within two weeks of the email being sent.

Seven of the eight participants responded to this email, six saying they were
happy with the transcript as it was, and one participant responding with minor changes
to their transcript that clarified the expression of their answers. The requested changes
were noted, and the amended transcript was analysed. No attempt was made to follow

up the participant who did not respond.

5.2.5 Interview questions

Participants were asked a series of open-ended questions examining their
experience, approach, and perceptions about involving young people in research in five

broad question areas as presented below.

1. Previous experience involving young people in mental health research
(participant experience).

Experience with the CRC.

Approach to involving young people.

Perceptions of, and ideas about, youth involvement.

wok wDd

Perceptions of why young people choose to become involved.

The interview protocol took the form of key questions and prompting questions.
If the researcher judged that the response to the key question provided sufficient detail,
prompting questions were not used. The key questions are described in the following

section; the full protocol, including prompting questions, is detailed in Appendix 5.3.
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Area 1: Previous experience involving young people in mental health research
The purpose of the participant experience questions was to gain an
understanding of how long participants had been involving young people in their work,

and their familiarity with the practise. The key questions are below.

o For how long have you been involved in the mental health sector or
mental health research?
. For how long have you been involved in the youth mental health sector

or youth mental health research?

o For how long have you been involving end users in your research or
work?

o For how long have you been involving young people in your research
and/or work?

Area 2: Experience with the CRC
Participants were asked a series of questions about their work with the CRC to
determine their motivations for involving young people, and to elicit specific details of

how they did this within their CRC project or work. The key questions were:

o Why have you chosen to involve young people in your CRC work?

o How do you involve young people in your CRC work?

o What media do you use to involve young people in your work?

o Thinking about the ways you involve young people, what do they do
when they are involved?

Area 3: Approach to involving young people

The theoretical model or background, or lack of one, from which participants
approached involving young people may have influenced the way in which they
involved them in their research. The questions in Area 3 were designed to elicit an

understanding of this.

. Do you approach your work with Young and Well, particularly the work
involving young people, from a theoretical model or background?

. How do you feel this affects your practice?
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Area 4: Perceptions of, and ideas about, youth involvement

The next series of questions focused on identifying the perceived challenges and
benefits of involving young people in youth mental health research. They also explored
how researchers planned to use their experience with the CRC to modify and develop

their future practice. The questions are described below.

o What challenges do you see arising from involving young people in your
research and/or work?

. What benefits do you see arising from involving young people in your
research and/or work?

o Do you think involving young people in research involves different
challenges, benefits or issues, compared to involving those over 25
years?

o In future projects or work, what would you do differently with respect to
involving young people as a result of your CRC experience?

. How do you think involving young people changes a project?

Area 5: Perceptions of why young people choose to become involved

The final question aimed to elicit participants’ perceptions of the motivations of
the young people who had been involved with their work. This question was designed
to complement the findings from the other three studies in this thesis that investigated
young people’s self-reported motivations for taking part in involvement processes and

activities.

. Why do you think young people choose to participate in the work we do?

5.3 Analysis

The study was analysed during the period from May to December 2015.
Participants were assigned a one-digit participant code in the order the interviews were
conducted. Data were analysed using a qualitative content analysis approach. The
process is described in detail in Chapter 3 and is summarised below.

As occurred in the analysis in the preceding study (Chapter 4), the major themes
which arose from the analysis were closely related to the areas used in the interviews.
This relationship is illustrated in Table 5.1, which describes the final major themes. The

initial theme tables are available in Appendix 5.4.
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5.4 Findings

Table 5.1 shows the major themes that were identified and how these relate to
the question areas. As noted above, participants’ responses to Question Area 1

constituted a feature, not a theme.

Table 5.1 Researcher interviews: major themes

Question area Themes
2. Experience with the CRC How participants involved young people in
their work with the CRC

Why participants involved young people

3. Approach to involving young people Participant’s approaches to involving

young people
4. Perceptions of and ideas about Challenges that arise when involving
involving young people young people
Changes to future work as a result of the
CRC experience

Importance of working in group
appropriate ways

5. Perceptions of why young people Why participants think that young people
choose to become involved choose to get involved

Views regarding the diversity of young
people who get involved in research

Aim 1 of the YIMHR project was to identify the characteristics of young people
who are involved in youth mental health research, to compare this with other young
peoples’ characteristics and to examine researchers’ beliefs about these characteristics.
This aim was progressed through one theme from Area 5, ‘views regarding the diversity
of young people who are involved in research.’

Two themes from Areas 2 and 5 contribute to understanding Aim 2: to compare
the self-reported motivations of young people involved in mental health research to both
researchers’ perceptions of these motivations, and the motivations that other groups of
young people report for similar activities. These were ‘why participants involved young
people’ and ‘why participants think that young people choose to get involved.’

The remaining themes progressed understanding of Aim 3: to compare young
people’s actual and desired experience of involvement in mental health research, and to

compare this with how researchers involve young people.
5.4.1 Area 2: Experience with the CRC

How participants involved young people in their work with the CRC
Participants’ approach to involving young people varied depending on their

workplace, the nature of their research, and, in particular, the needs and main activities
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of the group with whom they were working. Responses to this question area also
encompassed participation processes, as well as involvement processes.

For example, young people’s involvement with the CRC head office was, for the
most part, focused on young people working with research teams and the CRC head
office to communicate the activities of these groups to other young people, including
those in the broader community. Involvement in the Youth Brains Trust (the YBT), the
CRC’s youth advisory group, included an additional focus on the branding and central

vision of the CRC.

They support our media and communications activities, and then we also involve

young people directly in projects. — Participant 3 (CRC head office)

...we had a youth brains trust before we’d even launched the organisation —

Participant 5 (CRC head office)

Several participants mentioned details of their specific projects including the
topic, or title, of their work. To protect the privacy of participants, this sub- theme
cannot be explored in detail. However, the eight participants had collectively involved
young people in all stages of the research process, which are described below. By doing
this, participants felt they had ensured that young people’s voices had been heard

throughout the process.

My project was conceived with the involvement of young people from the very

beginning. — Participant 2 (University)

Participants actively recruited young people to be involved in their projects.

They reported doing this primarily through existing stakeholder networks.

We recruited young people, I can’t remember how. I think it was just from
emails through the Youth Ambassadors at Reachout.com. — Participant 1

(University)

Where participants’ projects had involved the development of new products,
such as mobile applications, they had involved young people in the product
development stage. Young people contributed by giving feedback on the design and

experience of using the products.

We use them to test the kind of development of the concept along the way so
we’ll quite often, as we re developing prototypes and things like that, bring
young people back to kind of test the, what do you call them, the kind of visual
design, the things like that. — Participant 6 (Industry)
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Following the development of their projects, participants involved young people

in user testing evaluating the effectiveness of the products or interventions.

Once we’ve done that we’ll probably finalise the build and then go into more of
a kind of larger scale trial, where we look at overall acceptability and

effectiveness. — Participant 7 (University)

The final stage at which young people were involved was in disseminating the
results of the research to relevant stakeholder groups, including in the media.
Participants commented that involving young people in this research stage helped give
their findings or interventions the relevance and legitimacy that they wouldn’t have

otherwise had.

1t’s amazing the difference that you know having young people co-present those
presentations, or helping to launch your report, or talking with media outlets.
You know people, they are able to give the project more legitimacy but also
show people that this isn’t abstract research, this is research that is contributing

to the benefit of real people’s lives. — Participant 5 (CRC head office)

The methods by which young people were involved in these processes. online,
offline, or a combination of these two, varied depending on the stakeholder group to
which the participants belonged. Participants from all three types of workplaces had
involved young people using both offline and online methods. The offline methods used
varied from group workshops to phone interviews. The online methods, which were
more frequently used by participants from industry and the CRC head office than

universities, included online focus groups and surveys.

So our study, I'm mostly involved in the study component of it, like the
randomised controlled trial, it’s all online. So we recruit via Facebook. What
else are we using? Google ads, and we used gumtree for a while, and we re

using direct email mail. — Participant 1 (University)

We used online because it was about using technology so the groups that were
interviewed, the kids that were interviewed, were interviewed on focus groups
using our livewire.org platform... So that was how we involved young people
and so they gave their permission and consent. What's interesting about that
research of course is no one is actually verbally speaking, it’s all done by typing

into the platform, so that makes it quite unusual in that you are actually
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capturing what people are saying through typing rather than words so that was

interesting. I think it made it unique for us. — Participant 4 (Industry)

Why participants involved young people

The belief that young people should be involved because it leads to
improvements in research outcomes in general, and specifically that it leads to
increased levels of interaction with the research outputs were strongly held by many

participants.
1 genuinely believe you get a better outcome. — Participant 6 (Industry)

If'it’s a product that they 've designed, and they are happy with it, they are more
likely to use it. — Participant 1 (University)

Participants also felt that involving young people leads to improvements in
research processes and that it leads to improvements in the use of project resources,
ensuring that they are focused on the project and are the ultimate beneficiaries of the

research.

1 think it gives a focus to it. I think that it makes it real for the researchers and
others involved in a project what it’s about. It keeps us all honest. —

Participant 8 (Industry)

The key benefits for us really are around us making better decisions about how

we use our resources, what we invest our time and money in. — Participant 3

(CRC head office)

In contrast, three participants mentioned that they had involved young people

because it was a condition of their CRC funding.

I was under the impression it was mandatory actually. Okay. [ mean, yeah if I'm
working with the Young and Well, I assume I need to work with young people. —
Participant 2 (University)

Involving young people was considered by participants to be of value to the
young people who are involved. All but one of the participants mentioned that young
people have a right to be involved, demonstrating that the reasons researchers involved
young people were not confined to a desire to improve the research, but also reflected

the deeper value system of the participants.
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It’s a bedrock thing for me in my own values system. I mean, it’s the right of
children and young people to participate in activities that impact on their lives.

— Participant 8 (Industry)

Similarly, some participants supported the use of involvement practices because

it can be beneficial to the young people.

They would sort of be the key ones but then there’s also benefits to the
individual young people of being involved around things like self-esteem, self-
efficacy, skill development, and the ability to give back. — Participant 3 (CRC
head office)

These motivations for involving young people in the research process were
underpinned by participants’ previous positive experiences of involving young people

and the belief that it is beneficial in a general way.

1 used to always say I'm a teacher at heart, rather than a researcher, so I
actually like working with young people most of the time. — Participant 2
(University)

You just get so much, so much benefit, out of taking the time and resourcing
youth participation' effectively that, yeah, I think it’s ridiculous not to do it. —
Participant 5 (CRC head office)

5.4.2 Area 3: Approach to involving young people

Participants’ approaches to involving young people

Some participants were able to identify the model or framework that
underpinned their approach; others could not clearly identify such a model. These
differences were associated with the participant’s workplace affiliation. Those from
industry were more likely to identify as having no particular model or background,
whereas participants from university backgrounds were more likely to have an

identifiable model or framework for their youth involvement practice.

1t makes me feel like I should have this massive theoretical underpinning that
involves everything we do. I guess you know I’ve come from more of a

community organising kind of space, but even that wasn't really done with a lot

! As described in Section 1.2.1, the CRC described involvement as ‘youth participation’
and ‘end user engagement.’
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of theory behind it either. It was more practical, just trying something, seeing
what works, seeing what people, what resonated with people, and doing more of

that. — Participant 5 (CRC head office)

...in terms of our involving young people in the actual research we 're kind of,
we use a user experience testing and participatory design. — Participant 1

(University)

This diversity of approaches to involving young people across the CRC is
indicative of both the diversity of the background of the partners in the CRC, and the

wide variety of topics studied within it.

Specifically, in relation to Young and Well, I think one of our big challenges is
that each of our organisations that we work with approach youth participation

in a slightly different way. — Participant 3 (CRC head office)
5.4.3 Area 4: Perceptions of and ideas about youth involvement

Challenges that arise when involving young people

A number of challenges that researchers had faced when involving young people
in either involvement activities or research participation were identified in the data.
These challenges included those around working collaboratively with both fellow
researchers and young people, such as the difficulty of balancing their voices with those
of other stakeholders. Other challenges included researchers’ previous negative
experiences when involving young people, and several concrete barriers to involving
young people. These challenges were more often raised by participants from industry
than from universities or the CRC head office.

The challenge of working collaboratively was associated with the experience
that different groups involve young people differently. Participants expressed this by
identifying a range of misunderstandings, and instances of miscommunication, that had
occurred between other researchers and the young people involved in their projects.

These miscommunications had at times impeded, or changed, their work.

1 think related to that is kind of the skills, particularly of sort of some of our
researchers working in universities who are less familiar with working with
young people in a participatory way... We've had to do a lot of work to kind of
get them on board with how to work in that sort of way. You know, so things like
you know how to write information sheets in a way that appeals to young

people, or at the very least doesn’t put them off, and you know how do you
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Structure interview questions so that they are easily understood and engaging
for young people. And you know how do you ensure that the language you re
using to recruit young people to a study looks, or is, accessible, that sort of stuff

is pretty important. — Participant 3 (CRC head office)

In other cases, the concerns had arisen because of previous negative experiences

when collaborating with others from different types of workplaces and were associated

with a belief that some researchers do not value involving young people.

Because most people, you know, and I do know from my, you know, 30 odd
years’ experience, is that young people are not people that everyone wants to

work with. — Participant 4 (Industry)

Another challenge of involving young people in research related to situations in

which the voices of young people and researchers were in opposition to each other.

Participants expressed uncertainty about how to find a compromise between the ideas

and opinions of young people, and the researcher’s previous experience and knowledge

based on the scientific literature.

1 think one of the challenges for us as an organisation is, and it’s a challenge
generally, is whose voice do you privilege in any research projects. —

Participant 4 (Industry)

The remaining challenges identified in this theme reflected practical barriers to

involving young people. Some participants expressed frustration with the use of small

samples in youth involvement, as they felt concerned that this may limit the

generalisability of the input provided by young people.

So one of the biggest challenges is I guess, particularly when you 're doing like
face-to-face and participatory design work, the number of people that you can
involve is so minimal. So, if we 're designing products which we want to be
effective for, you know, hundreds of thousands if not millions of young people,
yet we re probably restricted to like 30-40 young people being involved in the
participatory design process. That’s how, I mean, how representative that is |
guess? So which is why we also do the iterative process of going back and
testing with groups of young people, as well to make sure that the ideas and
concepts are kind of validated across different groups. So that would be, that
would be a big one. — Participant 6 (Industry)
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Another practical challenge of involving young people in research related to the

difficulty of keeping young people involved.

Well, in a broad sense they can be difficult to involve, so you know we’ll always
you know sort of arrange for about 12 young people to come to a workshop, but

expect maybe 5 to turn up. — Participant 7 (University)

The final practical challenge mentioned by participants, and one that emerged

across the interview questions, was that of insufficient resources, both fiscal and human.

Some of the negative things about involving young people is that it can be quite
resource intensive, certainly in terms of the cost as well as time. — Participant 6

(Industry)

Participants also identified that the participation of young people lead to
particular ethical challenges. These included the greater complexity of obtaining ethical
clearance to conduct research with people under the age of 18 years and needing to seek

consent from the parents and guardians of these young people for them to take part.

1 think though that the fundamental difference between those two demographic
groups [people over 25 and under 25] is that again, it goes back to the human
right, rights of the child... you need to make sure that you seek consent in an
informed way, and your actions do no harm. I think adults have more power,
and more ability, to both protect themselves and to tell you if you re getting it
wrong than young people do who, because of often, because of the power
imbalance between young people and adults, it might be more open to, um to, to
manipulation, or to more open to risk. So, I think that’s the fundamental

difference between the two. — Participant 8 (Industry)

Changes to future work as a result of the CRC experience

Most participants indicated that the work they had conducted as part of the CRC
had changed their intended approach to their future research, either with respect to
youth involvement, the processes they would use to involve people, or project factors.
Of the participants who had not previously involved young people in their work, the
majority of these indicated that they would continue to use youth involvement in their
work after the CRC or would modify their current methods to involve young people

more.
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Well we 've got a few other projects that that we 've got now that are outside the
CRC, and we’re pretty much essentially doing it the same way. — Participant 7

(University)

For the next round of research we really want to change [the extent to which the
CRC educated the collective about youth participation methods], so we want
young people to be far more engaged’ in the whole process of developing the
research projects and refining them. — Participant 5 (CRC head office)

Some participants, including those from the CRC head office, would be more
prescriptive with procedures in their future work. This would enable them to work
better with stakeholders, such as other researchers, by creating a shared understanding

of expectations and outcomes.

1 think in some ways we would be more prescriptive with our researchers
around what we expect from youth participation practice. — Participant 3 (CRC

head office)

Importance of working in group-appropriate ways

Participants emphasised the importance of using involvement processes and
mechanisms which are appropriate to the attributes of the group the research is focused
on. Researchers recognised that young people have particular needs, which included the
challenges associated with life-stage transition or their use of technology in ways that
differ from other groups. Participants believed that these attributes necessitated working
in age appropriate ways, and that this was important regardless of the stakeholder group

involved in the research.

...depending on what you are developing you want to make sure it’s appropriate
for that age group, and I think younger people have different needs to a lot of
older people. — Participant 1 (University)

Partially I think that’s because they are also in a state of transition, in a state of
flux between one life to another life, or between different countries, and they are
not very sure of themselves as well. Of their own character, their own likes,

dislikes, personalities. — Participant 2 (University)

2 As described in Section 1.2.1, the CRC described involvement as ‘youth participation’
and ‘end user engagement’
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5.4.4 Area S: Perceptions of why young people choose to be involved

Why participants think that young people choose to get involved

Most participants believed that young people enjoyed being involved in research
because it enables them to contribute to something bigger. Participants’ responses
suggested that they recognised the importance of their work to the young people who

choose to take part in involvement activities.

1t attracts a group of young people that really want to make a difference, either
because of their own lived experience, and you know wanting to participate
because they feel like others benefit from the experience they had and finding

some solutions to that. — Participant 6 (Industry)

In addition to this view was the idea expressed by one participant that young
people were involved because it benefits the young people involved, as stated by
Participant 3 relating to why participants involved young people above.

Finally, participants posited that young people might choose to become involved

because of previous personal experiences such as an experience of mental ill health.

1 think a lot of the young people who are involved with the Young and Well CRC
have experience of mental health difficulties, or they 've seen peers experience

mental health difficulties, or family members. — Participant 3 (CRC head office)

Participants also raised the possibility that young people want to be part of
research involvement activities because it is interesting to them or because the

experience is meaningful to them.

1 think they are genuinely interested in their mental health and wellbeing. —

Participant 7 (University)

Researchers also believed that young people become involved in research
because it enables them to connect with others or for networking and career
development purposes. They commented that one way this was achieved in the CRC
was through group activities, such as the YBT, because these activities allowed young

people to meet each other and to build networks in that way.

1 think some young people also see it as an opportunity to get more involved in
their communities, to get experiences, and to kind of have access to networks
that might support them in their career or their development, and I think that
that’s actually a really positive thing as well. — Participant 3 (CRC head office)
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The other really important thing in health care is that research projects allow
people to come together who have similar issues and to talk to one another. —

Participant 4 (Industry)

Young people were paid for their involvement in some projects. In such cases
researchers believed that this payment might have served as a motivation for being
involved, although the strength of this motivation relative to other factors was

questioned by some participants.

They might be interested because of the reimbursement we offer them, although
it’s not very much, so that might not be a huge interest. — Participant 1

(University)

Views regarding the diversity of young people who are involved in research

One theme that emerged was the extent to which those young people involved in
the CRC research reflected the diversity of the wider population of young people in
Australia. Participants differed in their opinions as to how adequately diversity was
reflected in their research. For example, one participant praised the current diversity in
youth involvement and, in particular, how this had improved in the time they themselves

had been involved in the youth mental health sector.

1 think the one thing that I would highlight is the increasing diversity of young
people that are part of the Young and Well CRC.... But I think as the group of
young people who have access to the internet has diversified, as the young
people who are using services have diversified, so too have the young people
who have gotten involved in activities like the CRC. — Participant 3 (CRC head
office)

Participants expressed the view that involving sufficiently diverse groups is a
major challenge to involving young people. Some participants focused on identifying
these specific diverse groups, with their focus being predominately on the groups with

which they had worked or currently work.

1 think more of the challenges come from ensuring that we don’t treat young
people as a homogenous group. So not all young people are the same, they don’t

have the same experiences, and they don’t speak with one voice. — Participant 3

(CRC head office)

Participants mentioned that young people from culturally diverse backgrounds

are underrepresented in youth involvement in research. This group, which was believed
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by participants to be of higher risk of mental ill health than other groups of young
people, was also thought be particularly difficult to involve.

I don’t think we 're very good at reaching young people from different
backgrounds, you know like non-English speaking backgrounds. I think we
probably need to do more work in that area. — Participant 4 (Industry)

The other group of young people thought by participants to be underrepresented
in research was young people who are not seeking help for mental ill health. This group
was of particular concern to the participants as they believed that underrepresentation in
research of those who do not seek help might result in interventions and products less

suited to this important group.

One of the things that worries me about involving young people is that the group
of young people you get is obviously a really interested sample, and they really
want to be involved so it’s a very different population to the population that

were trying to get. — Participant 1 (University)

5.5 Discussion
5.5.1 Overview

The following section considers the findings in the context of the aims of the
YIMHR project and the extant literature. The main findings of the study are that there
may be some groups of young people who experience barriers to being involved or who
may not choose to be involved, that young people are motivated to be involved to
benefit both themselves and the research, and that workplace setting has an impact on
how involvement is practiced. The majority of findings are consistent with those which
have previously been described in the literature. This congruence is important for the
YIMHR project as it shows similarities between the experience of the CRC and other

studies of youth involvement in mental health research.

5.5.2 Researchers’ beliefs about young people’s characteristics (Aim 1)

This study examined researchers’ beliefs about the characteristics of young
people who choose to be involved in their research (Aim 1). The findings suggest that
there is a concern that young people from culturally and linguistically diverse (CALD)
backgrounds specifically may be challenging to recruit and less likely to take part, but
that this is improving over time. It shows that there is a need to increase awareness of

this.
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These findings are similar to previous work, which has shown that researchers
and health practitioners in the youth space have identified recruiting a broad group of
young people as an issue which needs to be considered further in involvement (Collin,
Rahilly, et al., 2011; James, 2007). The suggestion that there may be low numbers of
young people from CALD backgrounds also emerged in Study 1 (university student
focus groups), and CALD young people have been identified as a group
underrepresented in volunteering in Australia (Muir et al., 2009). In addition, this
congruence indicates that CALD young people may experience specific barriers to
taking part in research (both participating and being involved).

These findings raise the significant possibility that there are some groups who
may not currently be taking part in youth involvement in mental health research. They
suggest that there is a need to systematically investigate the demographic profiles of
participants. This was undertaken in the subsequent studies in the project, and the

results are presented in the following chapters.

5.5.3 Researcher’s perceptions about young people’s motivations (Aim 2)

Participants nominated three key reasons why they thought that young people
choose to be involved in research: because it enables them to contribute to something
bigger, because of personal experiences and because it benefits their own lives. In some
areas these findings are congruent with previous work, while in others they build on this
previous work by providing a greater level of detail than has previously been reported.

Researchers in this study indicated that they believe that young people choose to
be involved because it is beneficial to the young people themselves. This finding is
similar to a range of more specific ideas which have been expressed by young people as
motivations in the youth involvement in mental health literature previously. For
example, young people in the Howe, Batchelor and Bochynska study (2011) were
motivated to help their career pursuits, and those in the Mawn, Welsh, Kirkpatrick et al.,
(2015) study expressed that, in order to facilitate meaningful involvement, researchers
should provide personal development opportunities. One specific way in which this
could be achieved would be to provide opportunities that could be added to a young
person’s curriculum vitae. This finding is interesting when considered in conjunction
with the comments made by young people in Study 1, that activities which take too
much time or effort may be a barrier to being involved. It is possible that researchers do
not prioritise reducing the burden of involvement due to their belief that young people

will make an effort to gain the potential benefits. If this is not effectively communicated
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to the young people they are seeking to involve, it results in the effort becoming a
barrier to involvement. Alongside this, as with the young people in Study 1, not all
young people will perceive or value the development benefits from involvement, and
hence the effort required becomes a barrier to the involvement of a portion of the youth
population. One way in which the relationship between researchers’ and young people’s
perspectives could be more conclusively ascertained would be to interview both the
researchers and young people who had been involved in a particular study which used
youth involvement. By asking both groups about their motivations and experiences of
involvement and comparing the two groups, causal links between the beliefs that
researchers hold about involvement, their choice of processes and young people’s
experiences of these could be explored.

Participants also suggested that they believe that young people get involved
because it allows them to contribute to something larger than themselves. This suggests
that researchers believe that young people are altruistically motivated to be involved,
and is an idea which is supported by studies from the broader involvement literature.
Specifically, a key motivation which has been identified by both adults and young
people is the desire to achieve positive outcomes for other consumers or young people
(Case et al., 2014; Coates & Howe, 2014; Ramey & Rose-Krasnor, 2015; Tarpey,
2006). Within the youth involvement in mental health research literature specifically,
young people in two studies have reported that they are motivated to be involved
because they believe that it allows them to make a difference (Howe et al., 2011; Mawn,
Welsh, Kirkpatrick, et al., 2015). A way in which these findings could be
operationalised in future work is for researchers to describe and emphasise the impact
that they believe their work will have. If young people can see what their contribution
and time will do, they may be more willing to take part and devote time and effort to the
task.

Some of the participants who had involved young people who had experienced
mental ill health suggested that young people may want to take part because of this
experience. This finding has previously been identified as a factor which motivates
consumers to be involved in research by Tarpey (2006) in her review of unpublished
studies of involvement. However, it has not been previously identified as a factor which
motivates young people. This may be because previous work in the broader
involvement literature has largely focused on service users specifically, who may be
more likely to attribute their motivations to a previous experience of mental ill health. In

contrast to this previous focus, this was not the exclusive focus of the CRC.
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Consequently, further work is required to establish the extent to which this motivation is
present in young people who are involved in mental health research. This further work

was initiated in the subsequent studies in the project.

5.5.4 How researchers involve young people (Aim 3)

The majority of results in this study contribute to Aim 3 of the project—to
compare young people’s actual and desired experiences of involvement in mental health
research, and to compare this with how researchers involve young people. The findings
suggest that, even when involvement is planned into the work of a project or
organisation, challenges remain. While across the CRC, researchers had involved young
people at all stages of research, at an individual project level the practise of involvement
varied. The similarities between these findings from within the CRC, and previous
reports from the broader youth involvement area, suggest that the findings from the
YIMHR project may be able to be generalised to broader youth involvement in mental
health research.

Most of challenges have been previously reported in the literature, with the
exception of the concern that arose from researchers’ previous negative experiences
with other researchers. These occurred when collaborating with researchers from
different types of workplaces, and when there were different perspectives on involving
young people. This finding raises the possibility that a researcher’s context may affect
how they perceive the involvement of young people, and consequently may influence
their execution of it. It shows the need for clear communication within and between
organisations who plan to involve young people. One way in which this may be
achieved is through clearer, or more intensive training of researchers in involvement
techniques. An attempt to do this was made by the CRC in the guide to the use of
participatory design techniques written by Hagen et al., (2012), which was provided to
all CRC researchers. More intensive examples include the ‘Involving People in
Research’ initiative (Consumer and Community Health Research Network, 2018).

It is noteworthy that researchers nominated as a challenge the failure of funding
bodies to cover the expenses required to involve young people in research, despite the
CRC mandating that youth involvement activities be included in the project plans it
approved and funded. This challenge has been previously mentioned by both
researchers and service providers, who have identified that the practice is resource
intensive (James, 2007; Ramey & Rose-Krasnor, 2015). Researchers have reported that

the lack of adequate resources is a major barrier to involving both adults and young
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people (Chambers et al., 2012; Dold & Chapman, 2011; Hagen et al., 2012; Howe et al.,
2011; Orlowski et al., 2015; Owens et al., 2010). This finding shows that further work is
required to address this issue, both in terms of how researchers plan for and also how it
is funded.

The above findings show the need for funding bodies who prescribe the use of
consumer and community involvement, and for involvement advocates, to do more to
support researchers’ uptake of involvement practices. Such measures may assist
researchers in overcoming these challenges and encourage the development of
communities of practice. These will provide researchers with avenues to discuss
specific challenges and find ways to overcome them as they arise. To date, no
Australian guidelines for researchers or funding bodies have been developed to assist in
planning for resourcing and funding, although guidelines have been developed in the
UK by INVOLVE (National Institute for Health Research, 2018b). These guidelines
should consider the extra resources that may be required for research which actively
involves young people. For example, young people in Study 1 suggested that they may
be more likely to take part in involvement activities if they had a connection to the
researcher. This is one change to regular practice which may take extra time or
resources, and would need to be factored into project or research plans.

Three of the other challenges mentioned by participants also show that there is a
need to continue to educate researchers about the practice of involvement, and what will
be required when involving young people. The specific challenges were working
collaboratively, both with fellow researchers and with young people; the need for more
time and greater flexibility when involving young people, compared to traditional
research methods; and, the difficulty of balancing the voices of young people and other
stakeholders. All these issues have been previously acknowledged in the involvement
literature. Specific challenges related to the first of these, working collaboratively, have
been identified by both researchers and consumers. For example, researchers
discounting their input as insufficiently academic has been identified by consumers as a
challenge to their involvement (Patterson et al., 2014). Similarly, researchers may
underestimate the capabilities of young people, for example by failing to recognise their
potential for leadership (S. Chen et al., 2007).

The second of these challenges, the need for more time and greater flexibility
when involving young people, has previously been mentioned by researchers in the
youth field specifically, including Monson & Thurley (2011) and Ramey & Rose
Krasnor (2015). The difficulty of balancing the voices of young people and other
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stakeholders is one of the challenges which has been more regularly discussed in the
literature to date. For example, Monshat et al., (2012) reported that the young people
they involved in co-designing an online mindfulness program suggested recruitment
material design elements that were not considered ethically sound, and hence these
changes were not implemented.

The final finding raised by participants, which pertains to Aim 3, is that they had
a positive experience of involving young people through their work as part of the CRC.
This was illustrated by their responses outlining their future intentions as to how they
would involve young people. This suggests that CRC researchers valued both the
impact and benefits of youth involvement. This is a novel finding, as previous work has
not directly commented on a researcher’s likelihood of continuing to use youth
involvement methods following an initial instance of use. It raises the possibility that
consortia, such as the CRC and INVOLVE UK, provide a valuable vehicle for
encouraging researchers to actively involve young people in mental health research, and

are avenues by which researchers are able to learn and explore the use of the technique.

5.5.5 Limitations

The CRC collective comprised 300 members, of whom only eight were
interviewed for this study. Consistent with usual practise for qualitative studies, the
purposive sampling strategy used was designed to sample a breadth of experiences
across that group. However, the resulting views and perspectives of this sample were
not necessarily representative of the CRC collective as a whole. The deliberate
exclusion of the researcher’s own research group may have exacerbated this potential
lack of representativeness. Future work should consider sampling a greater number of
participants.

Related to this, the shorter than anticipated length of the interviews was also a
limitation. Prior to data collection, it was anticipated that the interviews would take up
to 90 minutes. In practice, they were considerably shorter (average of 25 minutes).
Potential reasons for this include: participants had not considered the aspects of their
work that the interviews discussed in as much detail as the interview required or,
participants had not included young people to the extent anticipated. Alternatively
however, this discrepancy may simply have been an error on the part of the researcher
in anticipating how long the interviews would take.

As discussed in Chapter 1, involvement and engagement processes exist along a

spectrum, and the terms used to describe specific processes can vary considerably. This
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diversity was not explicitly discussed with participants prior to, or during, the
interviews. Consequently, there may have been differences between participants’
intentions, and how the researcher understood the terms they had used. This may have
occurred either at the interview stage or during the thematic analysis.

Finally, the relationship between the CRC, the interviewees and the researcher
may have influenced participants’ responses to be more favourable about the extent they
had used youth involvement, and to minimise the challenges they faced. While this
relationship afforded access to participants which may not have otherwise been feasible,

the influence it may have had on responses cannot be discounted.

5.6 Summary

The present study has confirmed and extended the current state of knowledge
about how researchers involve young people. This knowledge is based on primary data
derived from interviews with researchers from differing workplace backgrounds. In
general, the primary data collection method confirmed observations reported in the
literature. Specific areas in which this was apparent were the challenges faced in using
youth involvement, researchers’ views about young people’s motivations for being
involved, and the ways in which researchers had involved young people. This
congruence is important, as it suggests that the CRC as a case study may be indicative
of broader youth involvement practice, thus providing a level of confidence for the
generalisation of the YIMHR project findings.

Finally, the study highlighted some areas of disagreement among researchers,
for example the question of whether the young people who choose to take part in
involvement activities are sufficiently diverse. This disagreement shows the need for
further work in this area. Specifically, it demonstrates that there is a lack of consistency
between current researchers within the CRC and previous studies, in this regard.

Subsequent studies in the YIMHR project address this area.
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6 Study 3: Analysis of advisory group applications

6.1 Introduction
6.1.1 Overview

Understanding who applies to be a member of a youth involvement advisory
group for mental health research, and why they apply, may help researchers target
recruitment and help inform involvement processes and practices. To date, their
characteristics and motivations have only been examined in a small number of papers,
in varying amounts of detail. When these papers do go into more detail they have
largely focused on those who have been involved not those who are interested in being
involved.

The present study, Study 3 of the Youth Involvement in Mental Health Research
(YIMHR) project, supplements these previous findings through the use of the same
qualitative research method (qualitative description), with a different a different data
collection method—archival data analysis. An analysis of applications submitted to the
YBT of the CRC allows young people’s opinions and descriptions of themselves to be
examined without influence from the researcher. The study contributed to the project by
providing insights into who the young people perceive themselves to be (Aim 1), and
their motivations for applying to be members of this advisory group (Aim 2).

The project draws and builds on two areas of literature as reviewed in Chapter 2.
Firstly, what is known about the characteristics and motivations of consumers and
young people who are involved in research and mental health service delivery (Sections
2.5.1 and 2.5.2). Secondly, the characteristics and motivations of young people who are

involved in youth mental health research specifically (Sections 2.6.2 and 2.6.3).

6.1.2 Study rationale

Because of the exclusive focus on consumers and young people who have been
involved in the field, the characteristics and motivations of the people who are
interested in being involved have not been considered to date. The present study aimed
to address this gap by examining applications to a group, rather than a retrospective
form of data collection with people who had been involved,

This method has not previously been used in the youth involvement or youth
mental health literature. This may be because of the difficulty in accessing pre-existing
data sources due to privacy concerns. The project’s relationship to the CRC (see

Chapter 3) assisted in accessing the required data for the present study.
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6.2 Design
6.2.1 Choice of method

The construction of a profile of young people based on self-description, rather
than on a pre-formulated closed-item questionnaire constructed according to researcher-
formulated categories, helped address Aim 1 of the YIMHR project. This profile
provided insight into the factors that motivate young people to be involved in a research
advisory group, and how they present themselves to gain an appointment to the role.
Additionally, the use of pre-existing data limited the effort required by participants
(Braun & Clarke, 2006). This was important because some of the members of the
population of interest (the 2013 YBT cohort) had already participated in Study 4
(survey of advisory group applicants) and were eligible to participate in Study 5 (survey
of community members).

The YBT was an advisory group that shaped the direction of the CRC, advising
the board of directors and working in partnership with the CRC’s broader community to
further the organisation’s strategic objectives (see Section 3.3.2). Questions 1 and 4
were selected for analysis on the basis of their relevance to YIMHR’s aims. Question 1,
‘in no more than 150 words, tell us about yourself” provided information about the
characteristics of young people who are involved in youth mental health research (Aim
1). Question 4, ‘why do you want to be involved with the Youth Brains Trust of the
Young and Well CRC’ informed Aim 2, to understand the self-reported motivations of

young people involved in mental health research.

6.2.2 Human Research Ethics approval

The Australian National University’s Science and Medical Delegated Ethics
Review Committee approved the ethical aspects of this study (Approval number

2013/576, see Appendix 6.1).

6.2.3 Participants

All young people aged between 18 and 25 years, who applied in writing to be
members of the YBT between 2011 to 2013, were identified as potential participants. Of
the 208 potential participants, 47 (23%) agreed to provide their applications for the
study. Potential explanations for this low participation rate are discussed in Section

6.5.4.
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6.2.4 Procedure

Potential participants were contacted via email by the CRC’s Youth
Participation Officer (Appendix 6.2). The email included an information sheet about the
study and invited participants to authorise the release of a de-identified copy of their
YBT application. Potential participants were not offered the opportunity to review their
application prior to releasing it, a decision which was made to limit the amount of effort
and time required by the CRC Youth Participation Officer.

The information sheet informed potential participants that the researcher had
been a member of the 2012 YBT, and consequently that she may be able to identify
participants from their applications despite the de-identification process. The email and
information sheet also stated that the decision on whether to take part in the study would
have no impact on their relationship with the CRC.

Participants consented to taking part by replying to the email authorising that
their application be released to the researcher. The Youth Participation Officer collated
these responses and sent a file containing the applications to the researcher via an
encrypted email. The records of consent to the study were archived with the CRC’s

head office.

6.3 Analysis

The study was analysed in the period beginning April 2015 to January 2016. The
study used a qualitative descriptive approach as described by Sandelowski (2000, 2010),
and the data were analysed using the type of analysis of choice- conventional content
analysis as described by Hseih and Shannon (2005), as detailed in Section 3.6.1.
Participants were assigned an identifying label comprising the order in which the
applications were sent to the researcher and the year in which they applied. The initial

theme tables can be found in Appendix 6.3.

6.4 Findings
6.4.1 Participants’ descriptions of themselves

Eight themes emerged from the analysis of the responses to the first application
question, ‘in no more than 150 words, tell us about yourself.” The themes are listed in
alphabetical order in Table 6.1 and are described in detail below.

Table 6.1 Analysis of advisory group applications—characteristics, major themes

Themes
Interact with a range of academic topics and ideas
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Interested in and are already helping others

Interested in other people

Introversion and comfort with solitude

Have a diverse range of life experiences and have found self-confidence through this
Have a wide range of attitudes and approaches to life

Have a wide range of hobbies and interests

Have engaged with mental ill health, either through their own experience or being
conceptually interested

Interact with a range of academic topics and ideas

Young people who applied to the YBT interact with a wide range of academic
topics and ideas through both work and study. They characterise themselves as having
an interest in a wide variety of academic fields, encompassing arts, science, and

business.

I’m interested in everything, I honestly am. At the moment I have a growing
interest in storytelling and personal histories, and deliberation and
participatory practice. These are on top of ongoing thought around psychology,
social systems, health and education, and social change. All of this becomes

part of big-picture thought around the evolution of human society. — Participant
3(2011)

This diverse range of interests was also reflected in their experiences of having

studied in a wide variety of fields.

After completing a Bachelor of Social Science at the University of Newcastle
last year, I am now enrolled in the associated Honours program and exploring
rural young people’s perception of place and space... Prior to University |
attained a Certificate IV in Alcohol and Other Drug Work and worked for a
brief period in a local youth centre. — Participant 2 (2011)

Of the specific areas mentioned by participants, two were directly related to the
CRC. Applicants mentioned that they are interested in and use technology, and they are
interested in research. The mentions of these areas of interest show that the young

people applying were aware of, and engaged with, two of the key areas of interest to the

CRC.

A person who's incredibly passionate about innovation in the technology sector
and has this can be utilised by various communities/demographics (combined).

— Participant 2 (2011)
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I am currently writing my first academic journal article and am very interested

in the idea of research and statistics. — Participant 31 (2013)

Young people support these areas of interest through studying and working in
these fields. They have a wide variety of work experiences, ranging from the not-for-

profit sector to government work.

I am 25 years old, working full time at not-for-profit organisation Melbourne
City Mission and studying part time to attain my Bachelor of Applied Social
Science. — Participant 44 (2013)

When I'm not studying, I work with NSW Communities as a Group Leader in
outdoor recreation for children and young people with behavioural and

emotional difficulties. — Participant 39 (2013)

This variety of work experiences supports their specific career aspirations,
which include being members of helping professions, consulting, and a range of
professional careers. Finally, these work and academic interests are supported by their

enjoyment of studying and applying themselves.

I'm passionate about learning, something I discovered when I was very young

and the adults could not give me adequate answers to why things work. —

Participant 1 (2011)

Interested in and already helping others

Applicants to the YBT are both interested in, and often are already, helping
others. Participants desire to create positive change in a broad, non-specific way.
Further to this, they are interested in generating social change in a wide range of fields

such as bullying, equality and social justice.

I love talking about feminism, poverty alleviation, the power of young people,

mental health. — Participant 32 (2013)

They achieve this change through their current activities, which include helping
other people by working and speaking with them; involving young people through

participatory methods and volunteering.

I’'m passionate about issues facing young people, especially those who cannot
yet vote. I'm interested in improving their lives, in collaboration with them. [
know what it’s like to be too young to ‘have a say’ and too old to leave the

responsibility to the ‘oldies.” — Participant 1 (2011)

110



They also expressed these ideas through their aspiration fo work with young
people and the idea that underlies all the other sub themes, that this group of young

people are altruistic.

1 like accountability and once I finish my degree, I want to get into policy within

child safety, focusing on transitioning from care. — Participant 34 (2013)

Interested in other people

The importance of other people in the lives of applicants was evident in their
comments about having relationships with other people, which range from close
familial ties to living in the community with others. Young people not only enjoy their
relationships with other people, they enjoy communicating with other people in a
variety of ways. Through this, they display an understanding of different modes of
communication and how they can use these modes of communication to further these

relationships.

Conversation is the intellectual food of my life, and people are why I get up in
the morning. — Participant 3 (2011)

The specific groups of people in whom they are interested were not identified,
with the exception of other young people. Participants displayed an interest in young

people in particular, specifically in helping them improve their lives.

I am a young person passionate about making the world a better place for other
young people — I believe that we have the power to make change now. We don’t

need to wait until we re older. — Participant 12 (2012)

Introversion and comfort with solitude

Young people expressed that they enjoy being alone in two ways: they enjoy
leisure activities undertaken alone and they describe themselves as introverted. This
theme is in contrast to many of the other areas and themes arising from this question,
which reflect a perceived level of extraversion, and further contributes to the idea that

these young people are a diverse group.

I am a fire twirler, I am mindful, and I meditate, [ am a dog person, I cook and

make music, I am solar-powered, I am handy with paper and fabric, I journal

daily. — Participant 3 (2011)

1 spend a lot of time analysing emotions and experiences, and am very

introverted as a result. — Participant 11 (2012)
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Have a diverse range of life experiences and have found self-confidence through
this

Applicants felt that their life events and experiences may be uncommon. Their
responses to this question show that they take pride in the ways in which they perceive
themselves to be different. They identify as being different in specific ways including
their ages, which encompassed the whole range included in this study, 18 to 25 years.
Furthermore, they have lived in a range of places and situations, from overseas to a

university’s residential hall.

I'm a 23-year-old woman... at the moment I'm living in Melbourne for
university, but my family is in Sydney and I'm intending on returning to there in

a couple of months. — Participant 39 (2013)

The ways through which they appreciate their own diversity was shown in

applicants’ self-confidence and sense of self-identity.

Hey! I'm also known as the 'Glitter Queen' because I wear a lot of glitter and

like to sparkle up people's lives). — Participant 42 (2013)

Have a wide range of attitudes and approaches to life
Applicants have a wide range of attitudes and approaches to life. They expressed
that they are eager to learn more about and explore the world, and they enjoy doing

new and different activities while doing so.

I have always been driven by two main aims: to help other people be happy, and

to learn something new as much as possible. — Participant 24 (2012)

I am an energetic person with a passion for travel and new experiences. —

Participant 4 (2011)

Related to these desires and activities were the approaches that young people
take to achieve them, such as that they feel positive about their future, and that they are
hardworking, and creative. Related to this, they are also open-minded in how they

relate to other people.

1 consider myself an extremely driven, passionate and positive person. —

Participant 5 (2011)

I am an open minded, optimistic, artsy fartsy Fine Arts student and a dork. —

Participant 22 (2012)
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Other attributes included that they are easy going and they have a positive
attitude to life, which results in applicants expressing high levels of passion about what

they do.

I love what I am studying, and my two jobs are so different and yet both fulfil my
desire to learn and engage with quality individuals. I am an enthusiastic,

motivated and organised person. I love to run and spend time with friends. —

Participant 46 (2013)

Have a wide range of hobbies and interests

Participants described having a wide range of hobbies and interests that were not
directly related to the CRC’s key conceptual areas. These included that they enjoy doing
exercise, such as various types of sport, and are interested in being outdoors which in

some cases extended to travelling the world.

In my spare time, I run long distance and often participate in small charity runs.
I have, to date, completed two half marathons, the Melbourne Marathon and the
Great Ocean Road Ultra Marathon (45k). — Participant 14 (2012)

I'm also quite passionate about the outdoors and have been involved in Scouting

(both as a member and as an assistant leader) from a young age. — Participant

41 (2013)

Two other areas of interest were mentioned, they enjoy public speaking and they

are interested in health and nutrition.

I have a strong interest in helping others out and getting involved with support

groups, doing talks or presentations. — Participant 8 (2012)

I'm an absolute gym-junkie and passionate about the role of exercise in daily
wellness. This is balanced out nicely with a love for all things food and

nutrition. — Participant 15 (2012)

Have engaged with mental ill health, either through their own experience or being
conceptually interested

A large number of applicants have experienced mental ill health or adverse life
events. These experiences encompassed a wide range of behaviours and events—from

struggling themselves, to losing someone they knew to suicide.

Yet when I was in Year 10, due to peer pressure and bullying, I developed

anorexia nervosa and clinical depression. I struggled through this during high

113



school, and managed to turn my life around through giving back to the
community. — Participant 24 (2012)

The group of young people who mentioned that they are conceptually interested
in mental ill health was in some, but not all, cases the same group who had experienced
tough times. Conceptual interests covered a diverse range of mental health areas;
however, half of the group expressed interest in the general concept of mental health

without specifying further.

I'm an active young man with a passion for mental health advocacy. —

Participant 27 (2013)

6.4.2 Why participants want to be involved in the Youth Brains Trust

Young people who applied to be members of the YBT did so for a wide range of
reasons. The six major themes which emerged from the analysis of this question are

shown in Table 6.2 and are described in detail below.

Table 6.2 Analysis of advisory group applications— motivations, major themes
Themes

Aspects of their identities have relevance to the CRC

They value the CRC and what the organisation does

They see potential in the CRC and want to be part of that potential

They have a capacity and desire to help people

Through the YBT they will gain access to opportunities they wouldn’t have otherwise
Young people are interested in the CRC and its key conceptual areas

Aspects of their identities have relevance to the CRC

Participants expressed the idea that certain aspects of their identities have
relevance to the CRC, and that these aspects will allow them to make particularly
relevant contributions to the YBT. The major aspect of their identity mentioned in this

regard is that they have a lived experience of mental ill health.

It's so important to me to help young people avoid the suffering I went through,
especially with the overwhelming presence of cyber-bullying today. — Participant
17 (2012)

Participants also mentioned that they have experience in helping friends and

family through experiences of mental ill health.

I have lived with mental health issues for many years and have supported my

friends and family through these situations. — Participant 36 (2013)
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A variety of other aspects of participants’ identities were also mentioned as
ways that they feel they represent young people or other related identities. These
include their sexual identity, being from somewhere other than Australia and feeling as

though they are a voice for young people in Australia.

More specifically 1 feel that I'm very in tune with the ideas and sentiments of a
broad cross-section of young people due to the work I do with Big Help Mob. —
Participant 25 (2012)

They value the CRC and what the organisation does
A small group of young people mentioned that they already feel that they are
part of the CRC prior to their acceptance into the group.

I want to be a part of the Youth Brains Trust because I feel like I have a stake in
the CRC in so many ways — as a young person, as an Inspire YA, and as
someone involved in the development of the bid - and I want to contribute to

make sure it goes right. — Participant 3 (2011)

Young people who had applied to the YBT in 2012 and 2013, after the CRC had
been established, perceived that the CRC does a wide range of positive things.

I would feel so proud to be part of the Youth Brains Trust and know that I'm part
of something that is changing and improving the way young people are treated
and provide more understanding to adults to the complexities we face living in a

technology savvy society. — Participant 42 (2013)

They see potential in the CRC and want to be part of that potential

Applicants in the formative years of the CRC, the first two cohorts of the YBT
(2011 and 2012), expressed the belief or hope that they think that the CRC will do a
wide range of positive things. These beliefs include broad and significant changes to the
mental health and research landscapes, such as changing research practises and

improving access to services.

YAW-CRC [the CRC] has the potential to make such a difference in the way that
health providers and professionals engage with young people, and I think that to
be a part of that would be a huge honour, and truly does have the potential to
make a difference in the lives of so many young people. — Participant 16 (2012)

The value that participants placed on the CRC was further shown in the way that
they want to help the CRC.
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There is a definite gap when it comes to mental health services for young people
in Australia, and I would like the opportunity to be able to help fill these holes,
and I hope that through the Youth Brains Trust, I will have the opportunity to do
so. — Participant 7 (2011)

Participants expressed desire to be part of the potential that they felt the CRC
represented, they feel the YBT will be a positive experience.

Being involved in an organisation such as the Young and Well CRC is what 1
want to do with my life, and I believe that being involved in the Youth Brains
Trust would be an indescribably incredible opportunity to meet and be inspired
by new people, enhance myself as an individual for the future, and be part of a

truly amazing movement. — Participant 15 (2012)

They have a capacity and desire to help people

Applicants wanted to be part of the YBT because they feel that they have a
capacity and desire to help people. This was expressed in two specific ways—that they
want to help other people, and they feel they have an ability to make change. These
altruistic desires were not specifically targeted at one group of people or location and
ranged from wanting to help young people to the more general sentiment of wanting to
make a difference. These desires are supported by applicants’ sense of self-efficacy

which was expressed in how they feel they have the ability to make change.

I want to learn about the process of doing this on a large collaborative scale
such as in the CRC, with multiple organisations and sectors, so I can continue to
use these skills and remarkable perspective in my life and in further action. —

Participant 3 (2011)

I am passionate to participate in the national dialogue and to participate in
developing this dialogue where it otherwise wouldn't exist. — Participant 24

(2012)

Through the YBT they will gain access to opportunities they wouldn’t have
otherwise

Participants wanted to be part of the YBT because they felt that by being
members they would gain access to opportunities they wouldn’t otherwise have had.
Participants anticipated that the YBT would allow them to improve on a personal level,
improving their personal development by improving their skills and also having an

outlet for their passion.
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...involvement with YBT also presents me with an excellent opportunity to
continue my personal development so I can continue to help young people in the

future. — Participant 5 (2011)

I want to be involved in the Youth Brains Trust and the Young and Well CRC
because I know I have a skill-set and a passion to make change and to help

develop positive programs for young people. - Participant 12 (2012)

Applicants to the YBT were a driven group who were interested in, and eager to
help, others. This was evidenced by the career aspirations that they felt the YBT would
help them further.

The way that young people use technology is constantly changing, and for me
this area is where I want to focus my life. I can't think of a better place to start

than with the CRC. — Participant 14 (2013)

Participants also felt that the YBT would provide them access to other people,
both in their wider communities and the mental health sector. They expressed a strong
desire to get involved in their wider communities and felt that the YBT would facilitate

this.

While I am happy to try, and already am, doing this on my own, I am well aware
that combining our efforts will create a louder voice and bigger movement. —

Participant 12 (2012)

Related to this participation in their wider communities is that they feel that
being members of the YBT will allow them to engage in collaborating with others in

the sector, primarily their peers, but also professionals.

1 also feel that this is a fantastic opportunity for me to meet with my peers and
professionals in the mental wellbeing sector and better understand what else is

happening within our community. — Participant 14 (2011)

This belief that the YBT would allow them access to wider communities
demonstrates that young people had engaged with the role of the CRC prior to applying
and were informed about its place both in the mental health sector and in the broader

community.
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Young people are interested in the CRC and its key conceptual areas
Participants expressed a desire to be members of the YBT because they were
interested in the CRC as an organisation and its key conceptual areas. Applicants were

interested in the CRC itself and held positive views about it as an organisation.

From what I have seen the Young and Well Cooperative Research Centre
addresses issues and concerns which I believe are incredibly important, and 1

would love the opportunity to get involved and assist in any way I can. —

Participant 16 (2013)

The key conceptual areas of the CRC in which participants were interested

included being interested in mental ill health and young people.

I saw that the Young and Well CRC released a report just recently on young
men’s mental health and wellbeing. This is caught my attention. I found it very
encouraging from an advocacy perspective and [ would like to be involved in
helping to do more, especially to help the design of interventions which are

targeted towards young men. — Participant 27 (2013)

Participants also have positive views about technology and see the CRC as
playing a role in dispelling negative ideas around it. This shows an awareness of how
technology is viewed by the wider youth population, and opinions about what to do
about it. Similar feelings were mentioned regarding mental ill health — participants are
interested in helping people who experience mental ill health and would like to see the

CRC help address some of the perceived gaps in services.

Moreover, technology and social media are the primary avenues that young
people engage in today and thus the cross-roads of young people, technology
and wellbeing is a profoundly relevant and indeed critically important to study

and help affect positive change. — Participant 17 (2012)

Participants also expressed positive views about how the CRC involves young
people in their work; in particular they feel that involving young people is important.
Applicants perceive that there is a dearth of youth voices in research and they feel that

the CRC may have a role to play in changing that.

1 strongly believe that youth engagement and input is crucial in, at least, all

organisations working with and for young people. — Participant 7 (2013)

1 feel that often the problem is that young people aren’t given the chance to

decide what will improve their well-being. The Youth Brains Trust and the
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Young and Well CRC seems like an opportunity for young people to be heard
and make choices for themselves. — Participant 3 (2011)

The final CRC conceptual area mentioned by the applicants shows that young
people display an interest in, and have positive views of, research itself. Research was
viewed by participants as a key first step in developing better mental health care. Young
people also have positive views about research, which showed a deeper understanding
of what the CRC does rather than merely engaging with the issues on which the CRC

works.

Most importantly, it involves preventative research which is so important,
because young people shouldn’t have to wait until they have hit rock bottom
before they can access support in their community—support of wellbeing should

be a life-long thing. — Participant 18 (2012)

6.5 Discussion
6.5.1 Overview

This study analysed the lived experiences of applicants to a youth mental health
involvement advisory group, the YBT, as expressed in their own words. It found that
the young people who apply are a broad group, with varied interests and experiences.
They have few uniting features, with two exceptions. The majority have knowledge of
mental health, either through their own experience or because they are interested in it,
and they are interested in their relationships with other people. Their motivations for
applying include that they feel they will be able to explore parts of their identities and
interests; they are interested in the work of this organisation, because they want to help
other people; and because they believe that they will gain access to other opportunities
through being involved with this group. Comparisons with extant literature are made
where possible; however, noting the distinctive nature of the study, the discussion
below focuses predominately on what can be learned from the findings of this study.

An important consideration for the interpretation of these findings is that young
people wrote the applications to gain membership of the YBT, not to provide a true and
accurate representation of their characteristics and motivations. This may have resulted
in young people emphasising experiences and motivations that they felt showed an
understanding of the focus of one or more of the CRC’s key areas. An example of this
bias may be seen in the emphasis placed on experiences of mental ill health, and their

altruistic motivations.
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6.5.2 Young people’s characteristics (Aim 1)

Young people who apply to be part of a youth mental health advisory group
show two clear common characteristics: a familiarity with mental health, and a
preference for positive relationships with others. On most other dimensions, there
appears to be considerable variance among applicants. This variance is greater than has
previously been described; however, that is likely to be because of a lack of previous
investigation into the area, not an absence of variance in other groups.

Young people who applied to the YBT have experience with mental ill health,
either their own or others, and have experiences that demonstrate that they are proactive
in protecting their own mental health. This area is important in the context of youth
involvement in mental health research, and yet has only been explored to a limited
extent to date. One reason for this is that prior work describing the characteristics of
adult consumers involved in research has involved only service users. In contrast, work
in the youth specific area has more frequently involved young people who do not
necessarily have a previous experience. For example, one study of an advisory group
which had a similar form and function to the YBT, Howe et al., (2011), reported that
only 37% of the young people who were involved had an experience of mental ill
health.

Young people’s self-descriptions in this study indicate that there may be a
similar prevalence of mental ill health among this group. However, as noted above, this
may be due to young people choosing to emphasise parts of their identities that they
think are relevant to the CRC. This issue is explored further through quantitative
methods in the following two YIMHR studies. As discussed in Chapters 8 and 9, if a
trend toward higher rates of mental ill health and related experiences is established, this
trend should be monitored in future work. This is necessary as it is probable that young
people with prior experience of mental ill health will bring different insights to the work
than those who do not. Based on the current work, it cannot be established if people
who are not comfortable disclosing experiences of mental ill health may be under-
represented. Further work is required to establish if there is a trend toward involvement
of groups who are not representative of the Australian youth population. If there is, it
may be an unrecognised limitation of the work and services developed using their input.
It may indicate that further effort is required if services are to be developed to address
other sectors of Australian society who may also be at risk of mental ill health.

Applicants display a high level of interest in their relationships with other

people. This finding is informative with regards to the specific involvement processes
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that researchers use with young people, and the importance of designing the initial
stages of these in consultation with them. In this way, researchers will be able to
prioritise processes which are responsive to young people’s needs. In an advisory group
setting for example, these processes could include having expectations and experiences
as an agenda item at the first meeting of the group.

Other than these two clear characteristics, the results suggest there may be
greater variance between young people who are interested in taking part in youth
involvement opportunities than has previously been documented. For example,
applicants described being interested in a wide range of academic topics and ideas and
having varied attitudes and approaches to life. An important, potentially confounding,
factor is that applicants’ descriptions of themselves may have been influenced by a
desire to appeal to the areas they believed the CRC was interested in. Despite this, the
findings are interesting in light of the need to ensure that there are a diverse group of
consumers and young people involved in research, as suggested by various authors
(Crawford & Rutter, 2004; Hagen et al., 2012; Simons, 2012). The issue was also
identified as a concern by university students when discussing their previous
experiences of being involved in research (Study 1); and by the researchers in Study 2
who expressed concerns about the lack of diversity of young people interested in being
actively involved in their research. The results indicate that young people come from a
wide range of backgrounds and have a broad range of interests, attitudes and approaches
to life. To investigate this further, quantitative measures of population diversity are
included in the subsequent two studies—the project survey of advisory group applicants

(Study 4) and survey of community members (Study 5).

6.5.3 Young people’s motivations (Aim 2)

Young people apply to youth involvement advisory groups for a broad range of
reasons. These include to explore their interests and identities; because they hold the
organisation to which they are applying in high regard and are interested in areas related
to it; and because they are altruistic people. These findings inform Aim 2 of the project,
which sought to understand the self-reported motivations of young people who are
involved in mental health research.

Young people also apply because they believe that, if they are accepted to be
part of an advisory group, they will have an opportunity to explore aspects of their
identities and areas of interest. In particular, where young people have an experience of

mental ill health or interest in the area, they may to wish to explore this. This motivation
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is similar to that described by young people in Howe et. al.,’s (2011) study, in which
young people reported that they were motivated to contribute to the development of
mental health interventions. These motivations may mean that they want to share these
experiences for the benefit of other people and organisations, they feel they have
learned things from their experiences or believe that they can prevent other people from
suffering in the way that they have. They inform the practice of youth involvement by
reinforcing the idea that organisations need to be prepared to create spaces which are
conducive, not only to their research outcomes, but to the health and wellbeing of the
young people with whom they work. One way in which this might be achieved would
be protocols to ensure that young people were adequately cared for, which might
include self-care guidance materials, mutual care strategies, or providing practitioner-
led care where appropriate for the research topic and setting.

Applicants displayed an understanding of, and appreciation for, the CRC as an
organisation when they applied, and it is clear that they were motivated to contribute to
it. As noted above, an important limitation of the method used, particularly in regard to
this finding, is that young people’s desire to be part of the YBT may have strongly
influenced these results. Acknowledging this, Coates and Howe (2014) noted
comparable findings in their study which described young people’s self-reported
motivations for being involved in similar mental health youth advisory groups in
Australia. The strong reputation of the CRC within networks of young people who were
already active participants in their communities, and the way it involved them in
informal ways through its partner organisations meant that the CRC was readily able to
recruit young people. This finding shows the importance of researchers and
organisations investing in their reputation and links with young people, both within and
across sectors. It offers support for research funding models, such as the Cooperative
Research Centre model, which gain leverage from the already established reputations of
partner organisations. Future research and organisations should be aware that they need
to be attractive and interesting to the young people who apply. One way to achieve this
would be to make these areas clearly apparent in recruitment or advertising materials.

A desire to help other people, and a self-perceived capacity to do so, is one of
the most common reasons for wanting to be involved reported by consumers and young
people (Case et al., 2014; Coates & Howe, 2014; Ramey & Rose-Krasnor, 2015;
Tarpey, 2006). Thus, it is perhaps unsurprising that young people who applied to be part
of the YBT also commented on it. A previous example of this comes from Tarpey’s

(2006) working paper about why people get involved in health and social care research
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in which she identifies altruism as a motive. Within the youth involvement in mental
health research literature it has not been specifically identified. However, this is likely
to be due to the limited amount of work which has focused directly on this specific area.
Future work should examine altruism in more depth to develop a greater understanding
of why these young people think that they have a capacity to help, and if the specific
reasons for this could be used to create involvement processes which utilise their
particular capabilities. In conjunction , researchers could capitalise on this motivation
by emphasising how instances of involvement will lead contribute to helping other
people in recruitment materials and involvement activities.

Young people applied because they felt that by being part of the YBT they may
be able to gain access to opportunities they would not otherwise have had access to.
These findings are related to previous results from both the youth involvement in mental
health research literature (Howe et al., 2011; Mawn, Welsh, Kirkpatrick, et al., 2015),
and the broader involvement literature (Coates & Howe, 2014; National Children’s
Bureau, 2010; Ramey & Rose-Krasnor, 2015; Tarpey, 2006). In this previous work,
young people and consumers have reported that they are motivated to take part in
involvement to develop themselves, and to gain skills. Unlike previous work, however,
the present study has examined the motives of a group of young people who wanted to
be involved, not only those who were involved. This difference may have influenced the
key novel addition from the present findings— the participant’s belief that they would
not have had the opportunity to gain these experiences other than from the YBT. This
factor may, as with other findings, be attributable to participants’ desire to be selected to
the YBT. However, it shows that the opportunity to gain experience is a key motivating
factor to young people, and that young people recognise youth involvement in mental
health research as a way to gain experience relevant to them. Future studies may
examine this further, comparing young people’s expressed beliefs and understanding
about the different forms of research involvement. Such studies may, for example,
identify that youth advisory groups are perceived to be a particularly valuable way to
gain skills which allow them to further their careers, or to get involved in their wider

communities.

6.5.4 Limitations

As noted above, the findings which have emerged from this study are likely to
be more favourable toward the applicants than other forms of data collection. This bias,

which is characteristic of this form of data collection, is due to the possibility of young
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people presenting an ideal version of themselves when they sought to be selected as
members of the group (Haslam & McGarty, 2003). Future work which seeks to compare
the findings of this study to other data collection methods should take note of this
potential bias.

The number of applicants who participated in this study was proportionally low,
with less than one quarter of the requested applicants consenting to share their
applications. This may have resulted in a bias towards those who were accepted, or the
young people who, regardless of their acceptance or not, had a stronger or ongoing
relationship with the CRC.

No data were collected about the reasons that young people chose not to
participate. Potential reasons for this may include: the length of time between writing
the application and being asked to release it (up to 3 years for some participants), that
no opportunity was given to participants to review the text of their application before
releasing it and that the majority of participants may have known the researcher. Not
allowing participants the opportunity to review their applications may have resulted in
potential participants who were unsure about whether or not they wanted to participate
deciding not to participate because they were not able to review it. Future work could
overcome this latter limitation by including this additional step in the process.

The likeliechood that the majority of participants may have known the researcher
is likely to have had both a positive and negative influence on the number of applicants.
Some participants may have chosen to contribute to a friends’ work more so than they
would have contributed to a strangers. Others may have not wanted to be vulnerable to a

friend, and thus may have not provided their applications.

6.6 Summary

This chapter has detailed the third study in the YIMHR project, and the second
of the four studies which show how young people’s voices can contribute to the
understanding of how they are involved in youth mental health research. It has
contributed to Aims 1 and 2 of the project by providing the first case study of how
young people represent themselves, their skills and their motivations when they apply to
a high-level mental health governance group. The findings of the study demonstrate a
breadth of experience and interests in these young people, with a few common features.
The latter include a significant proportion who have been previously involved in the
mental health sector or have experience with mental ill health. Their reasons for

applying are similarly diverse, ranging from being altruistically motivated, to believing
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that they will gain access to opportunities and networks that they would not have had
otherwise. The findings of this study build on existing work by expanding previously
limited insights which have focused only those who have been involved, not those who
wanted to be. The correlations between previous and current work suggest that previous
findings, while limited, are valid. The following chapter builds on and complements this
study by providing a profile of one of the annual cohorts of the YBT using quantitative

measures.
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7 Study 4: Survey of advisory group applicants

7.1 Introduction
7.1.1 Overview

The fourth study of the Youth Involvement in Mental Health Research
(YIMHR) project explores the characteristics of applicants to a mental health research
advisory group. The study is an analysis of the young people who applied to be
members of the Youth Brains Trust (the YBT) of the Young and Well CRC (the CRC).
This study complements the qualitative analysis in the previous chapter by examining
the characteristics of one cohort of the YBT using quantitative measures. It contributes
to Aims 1 and 3 of YIMHR.

The study has three objectives. Objectives 1 and 2 contribute to Aim 1 of
YIMHR and Objective 3 contributes to Aim 3. The objectives are:

1. To describe the characteristics of young people who apply to mental
health research advisory groups, and to compare the characteristics of
young people who are accepted, to those who are not.

2. To compare the characteristics of young people who apply to mental
health research advisory groups to their peers in the Australian
population, where recent comparable population survey data was
available.

3. To ascertain whether involvement in a mental health research advisory

group has a positive effect on young people.

The study achieved these objectives using a longitudinal survey administered at
6-month intervals, commencing shortly before applicants were advised of their
acceptance or non-acceptance into the YBT. The outcome variables on which change
was assessed were selected based on the limited previous work in the area and the
results of the preceding studies in the project. The measures used to answer each
objective are outlined in Figure 7.1. Objective 3 involved testing these hypotheses

which are described below.
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Objective 2 Objective 3
(Population (Change over
comparison) time)

~

Demographic characteristics I
o
p

Educational Attainment 0
(G

Personality O
o
p

Technology Use O
.

Activities undertaken online 0
o
P

Civic participation 1

-

P
Experience of mental

ill health 0
.
P
Psychological distress O
Experience of help-seeking 0
(g
P
Likelihood to seek help from 0
specific sources
p
Awareness of others’ mental
ill health 1
(.
p
Depression literacy ad
Depression stigma 0

-

Figure 7.1 Measures used to answer each objective of survey of advisory group
members

The study draws on two specific areas of literature as described in Chapter 2.
The characteristics of the young people who are involved were described in Sections
2.5.1 and 2.6.4. The experiences that young people have reported when they are
involved were reviewed in Sections 2.5.3 and 2.6.4.

A key study which informed the design of the present study was the evaluation
of Reachout.com’s Youth Participation Program (Collin, Rahilly, et al., 2011). It is one
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of the few to date to examine experiences of involvement using quantitative measures.
The measures used here, and the outcome variables on which change over time were
examined, were informed by that study in particular.

Young people and consumers have reported that involvement offers
opportunities to gain new skills (Case et al., 2014; S. Chen et al., 2007; Collin, Rahilly,
et al., 2011; Coser et al., 2014; Mclaughlin, 2011; Powers & Tiffany, 2006; Ramey &
Rose-Krasnor, 2015; Tarpey, 2006). Where specific types of skills have been reported,
these are related to the topic of the involvement activity. Because it was not practical to
examine the development of skills in an online survey, the related concepts of
‘knowledge about an area and activities within it’ were examined as a proxy. The skills
chosen (activities online, awareness of others’ mental ill health and depression literacy)
were chosen based on the research of the CRC and what the YBT was likely to discuss.
Because of heightened awareness of online activities, it was anticipated that the
accepted group would increase the number of activities they undertook online. The

specific hypotheses posited were:

o Activities undertaken online: compared to the young people who were
not-accepted, those who were accepted into the YBT would, over the
year increase the number of activities they undertook online.

J Awareness of others’ mental ill health: young people who were accepted

into the YBT would, compared to those who were not-accepted,
increase their awareness of others’ mental ill health over the year.

o Depression literacy: young people who were accepted into the YBT

would report an increase in their depression literacy over the year,

compared to those who were not-accepted.

Previous studies examining young people’s involvement in mental health
service delivery and research have suggested that involvement may lead to
improvements in young people’s mental health and the likelihood that they will seek
help (Case et al., 2014; Collin, Rahilly, et al., 2011; Ramey & Rose-Krasnor, 2015).
Within the specific area of youth involvement in mental health research area, exposure
to other young people who had experienced mental ill health was posited by some of
young people to be related to improvements in their own, as they realised that others
had been through similar experiences (Howe et al., 2011). In addition, young people
who had been involved in the Reachout.com Youth Participation Program associated

their participation with increased understanding of when and how to seek help in
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regards to their mental health issues (Collin, Rahilly, et al., 2011). These findings were
used as the basis for hypotheses in two broad areas (experience of mental ill health and
help seeking for mental ill health), which were tested using four measures. The

measures and hypotheses were:

. Actual experience of mental ill health: Compared to the young people
who were not-accepted into the YBT, young people who were accepted
would experience fewer episodes of mental ill health or behavioural
problems over the year.

. Psychological distress (K10): Young people who were accepted into the

YBT would experience a decrease in psychological distress over the
year, as measured by the K10, compared to those who are were not-
accepted.

o Actual help seeking for mental ill health: Young people who were

accepted into the YBT would be more likely to seek help for mental ill
health over the year compared to those who are were not-accepted.

. Likelihood to seek help from specific sources: Young people who were

accepted into the YBT would experience a decrease in psychological
distress, as measured by the K10, over the year compared to those who

were not-accepted.

Young people who have been involved in research (Howe et al., 2011), and
mental health service delivery (Collin, Rahilly, et al., 2011), have reported that they
have increased involvement in their broader communities. In particular, social
connectedness was the most significant benefit found in the cross sectional survey of
young people who had been part of Reachout.com’s Youth Participation Program
(Collin, Rahilly, et al., 2011). These findings formed the basis of the civic participation
hypothesis, which was:

o Civic participation: compared to those who were not-accepted into the
YBT, young people who were accepted into the YBT would increase the

number of activities they reported participating in over the year.

The present chapter follows the structure established in the previous three
chapters: the rationale for the study is described, followed by the design, results, and

limitations. The chapter concludes with a discussion of the findings.
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7.1.2 Study rationale

Young people’s involvement in mental health research is an under-explored
area. In particular, no attempt has been made to either compare the characteristics and
experiences of young people who are interested in being involved with those who are
involved, or to use quantitative measures to ascertain if young people change over time
as a result of their involvement. The present study aimed to do by examining young
people over the course of one year of their involvement in the YBT. The outcome
variables on which change was assessed (described in detail below, Section 7.2.4
measures), were chosen based on previous literature in which young people have

described their experiences of involvement.

7.2 Design
7.2.1 Choice of method

Survey methods, and online delivery in particular, reduce the ability to identify
respondents. This was considered an important factor to minimise potential bias arising
from participants responding differently if they believed the researcher could identify
them (deVaus, 2002).

Because the researcher’s membership of a previous cohort of the YBT meant
that there was potential for a pre-existing relationship with potential participants (see
Section 3.6), online surveys were used to preserve participants’ privacy.

Surveys also afford comparison with previous research, through the use of
standardised measures, also enabling comparison with comparable populations (deVaus,
2002). Finally, longitudinal surveys were used to achieve Aim 3 of the project. The use
of this technique enabled comparison of the experiences of young people who had been

involved with those who had not.

7.2.2 Human Research Ethics approval

The Australian National University’s Science and Medical Delegated Ethics
Review Committee approved the ethical aspects of this study (Approval number

2013/502, see Appendix 7.1).

7.2.3 Participant selection and description of involvement in the YBT

The potential participants for this study were applicants to the 2013 cohort of the
YBT who were aged between 18 and 25. As described in Section 3.3.3, 20 young
people between the ages of 12 and 25 years were involved in each cohort of the YBT.
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The proportion of that group aged between 18 and 25 varied between each cohort. The
selection criteria used by the CRC to select participants varied and was not formally

recorded.

7.2.4 Procedure

All applicants were invited to participate in the first survey (the pre-acceptance
survey) following their application, but prior to their acceptance or rejection from the
YBT. Participants who responded to the pre-acceptance survey were surveyed at 6 and
12 months following the first survey. The areas examined in each survey are shown in

Table 7.1 and are detailed further in Section 7.2.5. The full text of the survey can be

found in Appendix 7.2.

Table 7.1 Survey of YBT applicants: question areas

Area examined Pre- 6-month 12-month
acceptance

Previous applications to the YBT v

Acceptance into the YBT v

Participant characteristics v

Educational attainment v

Personality v

Technology use v

Activities undertaken online v v v

Experience of mental ill health v v v

Experience of help seeking v v v

Awareness of others’ mental ill health v v 4

Depression literacy v v 4

Depression stigma v v v

Civic participation v v v

A number of measures were employed to protect participants’ confidentiality. A
researcher who was not the primary researcher managed the contact details and sent the
invitation emails to the participants, including the survey URLs. Additionally, the email
invitations included a letter from the Youth Participation Officer at the CRC reassuring
participants that only researchers at the ANU would have access to individual level
data, and that their participation would not affect their chance of being selected into the
YBT. One important implication of this was that if participants did not respond to the 6-
month survey, it was not possible to ascertain if they had been accepted into the YBT.

The surveys were piloted with other researchers, including the supervisory
panel. The results of this pilot found that the measures were acceptable in length, and
that the content made sense to the researchers.

The pre-acceptance survey was distributed in September 2013, in the week

following participants’ submission of their applications to the YBT. Two emails, an
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initial invitation and a follow up reminder email, were sent. An invitation to participate
in the 6-month survey was emailed to all initial applicants in February 2014. This
survey included a question asking if applicants were accepted into the YBT. This
question was used to group participants into the accepted and not-accepted groups for
analysis. These emails can be seen in Appendix 7.3.

The surveys were administered using Limesurvey version 2.06+, an online
survey application, which was securely hosted on web servers at the Centre for Mental
Health Research. Each of the surveys took approximately 10-15 minutes and could be
completed anywhere the participants could access the internet, and at a time that was
convenient to them. Participants accessed the survey via an individualised URL in the
email they were sent, which was linked to a token through which their responses to the
three surveys could be linked. The URL led to the study home page, on which the study
information sheet and consent form were presented (Appendix 7.4). Participants
consented to taking part by clicking ‘agree’ to a statement that they had read and
understood the study’s information sheet and agreed to the risks involved in their

participation.

7.2.5 Measures

Pre-existing psychometrically validated measures were used where available,
with a preference given to the list of Standard Measures developed by the CRC (the
CRC Standard Measures) and provided to researchers for use in each of their projects
(Young and Well Cooperative Research Centre, 2013). Researcher-devised questions
were employed where these instruments either were not available or were not practical

to use.

Participant characteristics

Participant characteristics were measured at the pre-acceptance time point.
These measures included age (open-ended); gender (‘male’, ‘female’ and ‘other’); their
membership of a list of groups that the CRC had identified as being of interest (e.g.
being from a ‘culturally and linguistically diverse background’, being a ‘carer’ or
having a ‘chronic illness or disability’); their main activities (e.g. ‘full time work’,
‘attending school’, ‘home duties’); and how many times they had previously applied to
be a member of the YBT (0, “1° or ‘2”). These characteristics were chosen based on
those that have previously been reported in youth involvement in mental health
research, and those which have been identified as influencing rates of mental ill health,

civic participation or volunteering.
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Educational attainment

Educational attainment was measured in the pre-acceptance survey. Participants
were asked to report their highest level of pre-tertiary schooling, and the highest level of
post-secondary or tertiary schooling that they had completed (‘trade/apprenticeship’,
‘other certificate’, ‘associate or undergraduate diploma’, ‘bachelor’s degree’ or ‘higher
degree’). Those who had completed six years of secondary school were asked to
indicate their score within a range of options on Australia’s university entrance score
systems: either their Australian Tertiary Admissions Rank (ATAR) or University

Admissions Index (University Admissions Centre, 2016).

Personality

Participants’ core personality traits were measured in the pre-acceptance survey
using the Big Five Inventory (BFI; Rammstedt, 2007). The 10-item version of the BFI
(BFI-10; Rammstedt & John, 2007) was selected on the basis of its brevity and
acceptable psychometric properties. The optional additional ‘agreeableness’ item noted
in Rammstedt & John (2007) was included, resulting in an 11-item scale. Previous work
has reported the Cronbach alpha coefficients of the five scales as: ‘extraversion’ a=0.68,
‘agreeableness’ 0=0.40, ‘conscientiousness’ a=0.50, ‘emotional stability’a=0.73 and
‘openness to experience’ 0=0.45 (Rammstedt & John, 2007). Internal consistency
scores for the scales in the present study were as follows: ‘extraversion’ a=0.77,
‘agreeableness’ 0=0.13, ‘conscientiousness’ 0=0.71, ‘emotional stability’ a=0.86, and
‘openness to experience’ a=0.19. Due to the poor coefficients found for the
‘agreeableness’ and ‘openness to experience’ scales in the current study, these were
judged to be unreliable and are consequently not reported. The results of the three scales
which were found to have acceptable coefficients—extraversion’, ‘conscientiousness’

and ‘emotional stability’—are reported.

Technology use

The type of technology that participants used, and how frequently they did so,
was measured by asking participants the following questions from the CRC Standard
Measures (Young and Well Cooperative Research Centre, 2013). These questions were

asked in the pre-acceptance survey only.

. How often do you use the internet? (‘every day or almost every day’,
‘once or twice a week’, ‘once or twice a month’, ‘less than once a

month”)
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Approximately how much time would you spend using the internet on a
normal school or work/non school or work day? (Open-ended)

How many days a week do you go online after 11pm at night? (0-7 days)
Which of the following technologies do you use on a more-or-less daily
basis (e.g. a ‘smart phone’, a ‘television’, ‘other handheld portable
device’)

Where do you most commonly access the internet? (e.g. ‘anywhere via

my smart phone or tablet’, ‘work’, ‘school’, “TAFE or university’)

Activities undertaken online

The number and type of activities that young people had undertaken online in

the previous month were measured at all three time points. The question was drawn

from the CRC Standard Measures (Young and Well Cooperative Research Centre,

2013). The text of the question was: ‘Please select from the following list all the things

that you have done online in the past month:’

Accessed chat rooms

Accessed health information online

Accessed online virtual worlds (e.g. Second Life)

Accessed social network websites (e.g. Facebook)

Checked email

Gambled

Listened to, downloaded or uploaded music (e.g. iTunes, Spotify,
Songle)

Made or received Voice Over Internet Protocol (VOIP) phone calls (e.g.
Skype)

Used online or email counselling

Played games alone

Played games with others over the internet

Posted or viewed photos (e.g. Flickr, dropshots, Pinterest, Instagram)
Read a blog entry

Read or watched the news

Searched for new friends

Used a webcam

Used an instant messenger (e.g2. MSN or Gmail messenger)
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o Used eBay, auction sites, Internet shopping facilities

o Used forums, bulletin boards, or discussion groups

o Used the Internet for school, study or work

o Used Twitter

° Watched, downloaded or uploaded video clips, cartoons, movies, etc.,
e.g. YouTube

. Written a blog or online diary

. Accessed pornography

o Sexted (sent or received nude or semi-nude photos of yourself or others)

In order to report the number of participants who had undertaken these activities

at the pre-acceptance survey, the items were grouped into the following categories:

. Health related activities: ‘used online or email counselling’

o Commerce related activities: ‘used eBay, auction sites, Internet shopping
facilities, gambled’

o Sexual pleasure: ‘accessed pornography,” ‘sexted’

o Social networking: ‘accessed chat rooms,’ ‘accessed online virtual
worlds,” ‘accessed social network websites,” ‘checked email,” ‘searched
for new friends,” ‘used an instant messenger,” ‘used forums, bulletin
boards or discussion groups,’ ‘used twitter,” ‘watched, downloaded or
uploaded video clips’

o Entertainment: ‘listened to, downloaded or uploaded music,” ‘played
games alone,” ‘played games with others over the internet,” ‘read a blog

entry,” ‘read or watched the news’

o Spoken communication: ‘made or received VOIP calls,” ‘used a
webcam’

o School or work: “used the internet for school, study or work’

o Written or produced content: ‘posted or viewed photos,” ‘written a blog

or online diary’

Experience of mental ill health

Actual experience of mental ill health was measured by the question: ‘Have you
ever had mental health or behavioural issues?’ at the pre-acceptance survey. In the
subsequent surveys, the question was modified to ask: ‘In the last six months, have you

experienced a mental health or behavioural problem?’ The text of the pre-acceptance
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survey question was drawn from the CRC Standard Measures. Where these questions
were compared to examine change over time, the binary nature of this question
presented a limitation. The implications of this are discussed in Section 7.5.3
(limitations).

The Kessler-10 (K10; Kessler et al., 2002) was used at all three surveys to
measure psychological distress. This scale comprises ten items measuring non-specific
psychological distress in the past four weeks, and includes items such as ‘did you feel
hopeless?” and ‘did you feel so sad that nothing could cheer you up?’ Items are rated on
a 5-point Likert-type scale ranging from 1 (‘none of the time’) to 5 (‘all of the time’). A
total scale score is calculated by summing item scores, with total scale scores ranging
from 10 to 50. Higher scores are indicative of greater psychological distress. The scale
demonstrates strong validity, excellent reliability, and has been shown to be sensitive to
change (Kwan & Rickwood, 2015), including in adolescent populations (¢=0.83-0.90;
Dao et al., 2006). At the pre-acceptance time point of the present study, internal
consistency was high with a Cronbach’s alpha coefficient of 0.95 (n=43).

The Adult Mental Health Continuum short form (Lamers, Westerhof,
Bohlmeijer, ten Klooster, & Keyes, 2011) was employed to measure psychological
wellbeing. Due to an error in how the Likert scale labels were entered in the survey, the

data from this scale were not analysed (see Section 7.5.3).

Help seeking for mental ill health

If participants reported an experience of mental ill health by indicating that they
had previously had mental health or behavioural issues, they were asked if they had
sought help for this experience in the period the survey pertained to. A single item
measure drawn from the CRC Standard Measures was used. At the pre-acceptance
survey the question was: ‘have you ever sought treatment for a mental health or
behavioural problem?’. In the follow up surveys participants were asked: ‘in the last six
months have you sought treatment for a mental health or behavioural problem?’

The General Help Seeking Questionnaire (GHSQ; Wilson, Deane, Ciarrochi, &
Rickwood, 2005) was used to measure the likelihood that young people would seek help
from a range of sources for a personal or emotional problem. It was asked of all
participants in all three surveys. Participants indicated how likely they were to do this
on a 7-point Likert type scale ranging from ‘extremely unlikely’ to ‘extremely likely.’

The sources were:

J Partner (e.g. significant boyfriend or girlfriend)
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o Friend (not related to you)

. Parent

o Other relative/family member

. Mental health professional (e.g. school counsellor, psychologist,
psychiatrist)

. Phone help line (e.g. Lifeline, Kids Help Line)
. Family doctor/ GP

o Teacher (year advisor, classroom teacher, university lecturer)
. The internet

o Someone else not listed above (please describe who this was)
o I would not seek help from anyone

Internal consistency was not calculated for this scale as the items are treated

individually (Wilson et al., 2005).

Awareness of others’ mental ill health

Participants’ awareness of others’ mental ill health was measured in all surveys
using researcher-devised items. In the pre-acceptance survey, participants were asked:
‘have any of your close friends or close family members ever experienced a mental
health problem?’ In the follow up surveys, the question used was: ‘in the last six months
have any of your close friends or close family members experienced a mental health

problem?’

Depression literacy

Depression literacy was measured using the 11-item version of 22-item
Depression Literacy scale (D-Lit; Griffiths, Crisp, Christensen, MacKinnon, & Bennett,
2010; Griffiths, Jorm, & Christensen, 2004). The scale assesses mental health literacy
specific to depression. Respondents answer each item with one of three options — ‘true’,
‘false’ or ‘don’t know’. Each correct response receives one point. Incorrect and don’t
know responses receive zero points. Higher scores indicate higher mental health literacy
for depression. The short form of the scale, as used by Griffiths et al. (2010), was
chosen to reduce participant burden.

Psychometric properties of the shortened version of the scale have not been
published. However, the 22-item scale has been reported to have good internal
consistency (0=.71; Griffiths, Christensen, & Jorm, 2008; Griffiths, Jorm, et al., 2004).
The Cronbach’s alpha coefficient for the present study was 0.67 (n=43). While 0.70 is
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conventionally considered the desirable coefficient alpha for it to be acceptable, lower
coefficient levels will result from use of shorter scales (Cortina, 1993; Lance, Butts, &
Michels, 2006). This, and a visual inspection of the data, were used to conclude that the
shortened version of the scale used in this study was sufficiently internally consistent

for the results to be a reflection of participants’ depression literacy.

Depression stigma

Depression stigma was measured using the Depression Stigma Scale (DSS;
Griffiths et al., 2008; Griffiths, Jorm, et al., 2004), which was designed to assess
stigmatising attitudes towards depression. The DSS comprises two 9-item sub-scales—
personal and perceived stigma (Griffiths et al., 2008). The personal scale was used in
this and the following study because of the focus on young people’s own experiences,
rather than their perceived experiences of the broader population. Items on the DSS-
personal include: ‘people with depression could snap out of it if they wanted’ and
‘people with depression are unpredictable.” Two of the items on the scale: ‘I would not
vote for a politician if I knew they had been depressed’ and ‘I would not employ
someone if | knew they had been depressed’ were not included as these items were
thought to have less relevance to young people. Items are rated on a 5-point Likert scale
ranging from O (‘strongly disagree’) to 4 (‘strongly agree’). A total score on the scale is
calculated by summing scores, with total scores on the version used ranging from 0 to
28. Higher scores are indicative of greater stigma. The full-length DSS has been
reported as having moderate to high internal consistency (o= 0.72-0.82; Griffiths et al.,
2008; Griftiths, Jorm, et al., 2004). However, in the present study a Cronbach’s alpha of
0.47 (n=43) was found. Because a poor level of internal consistency indicates that the
scores reported by participants on individual scales were not highly correlated with each
other, it could not be assumed that participants’ scores were an accurate representation
of their level of depression stigma. Consequently, the results of this scale are not

reported.

Civic participation
Participants’ civic participation was measured at all three time points using the

22-item Civic participation scale (Vromen, 2003). The items on the scale are:

o An online community group (e.g. eBay, Myspace or Facebook,
TakingI TGlobal, VibeWire.net)
. A support group
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Mental health organisation (e.g. beyondblue, Create Foundation)

A local library

A human rights, development or aid organisation

A group or club based at your school, TAFE or university

A local sporting or recreational group

A band, artistic collective or other creative network

Some other political or activist organisation

A youth club

An environmental organisation

Organisations or groups concerned with women’s or gender issues
Any type of group related to a specific ethnic group in the community
A citizen’s association

A church group

A conservation or heritage organisation (e.g. National Trust, or National
Parks and Wildlife)

Made a donation

Volunteered time

Signed a petition

‘Buycotted’ or boycotted a product

Written a letter to the editor or contributed to talk back radio discussion
or commented on an online article

None of these

Other

Participants respond to the scale by indicating in which of the list of groups or

activities they have been involved. The scale has previously been used in an evaluation

of Reachout.com’s Youth Participation Program (Collin, Rahilly, et al., 2011).

Reachout.com was the lead partner organisation in the CRC.

7.3 Analysis

7.3.1 Overview

For all statistical analyses in this study, the critical P value used was .01. This

was chosen in preference to the more conventionally used .05 to reduce the Type 1 error

risk because of the large number of comparisons carried out. Exact P values are

reported, with the * symbol used to denote statistically significant effects.
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Data were analysed using SPSS v 23 for Mac (IMB Corp, 2015). Only surveys
that had been formally submitted were included in the analysis. The variables employed
in the study were at either the categorical, ordinal or continuous level of measurement.
Age was treated as continuous. Demographic variables, other than age, were
categorical. Consistent with their use elsewhere, scales which used Likert scales (D-Lit,
DSS, the BFI-10 scales, GHSQ and K10) were treated as continuous data. The civic
participation scale, and the activities young people had undertaken online, employed 23
and 25 categorical variables respectively. These scales are reported in two ways—as a
series of individual categorical variables, and as a continuous variable calculated by
summing the number of items endorsed by participants. As noted above, the internal
consistency of the psychometrically validated scales used in the study varied. For the
scales with very poor internal consistency (BFI—‘agreeableness’ and ‘openness to
experience’, and the DSS), the results are not reported because it cannot be confidently
assumed that participants’ responses were indicative of the concept the scale was

measuring.

7.3.2 Description of characteristics and comparison between accepted and not-
accepted subgroups (Objective 1) and comparison of applicants to

population (Objective 2)

The proportion of missing data was examined for each variable during data
screening and checking. Missing data ranged from 1-2 cases per variable. Cases that
were missing items on key variables were excluded from that analysis. As such, the
sample size may vary between analyses.

Chi-square and Mann-Whitney U tests were used to compare the accepted and
not-accepted subgroups (Objective 1), and to compare applicants to their peers in the
Australian population (Objective 2). The chi-square test was used for Objectives 1 and 2
to compare categorical data. The variables used for the chi-square analyses met the
assumptions of this test, i.e. independence of observations and that the variables consist
of two or more categorical, independent groups (Tabachnick & Fidell, 2013). An
important limitation of these comparisons is that the chi-square test has reduced
accuracy when the differences between the sizes of the samples being compared are
large, as occurred when the sample for this study was compared to the population
(Tabachnick & Fidell, 2013).

For the participant characteristics which were measured using continuous

variables, both the independent samples t-test and the Mann-Whitney U test were
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considered. Preference was given to the independent samples t-test because it has
greater statistical power. However, the variables for which it was considered were either
non-normally distributed, or the variances were not homogeneous. Thus, the Mann-

Whitney U test was used. The assumptions of the Mann-Whitney U test are:

1. One dependent variable measured at the continuous or ordinal level;

2. One independent variable which consists of two categorical, independent
groups;

3. Independence of observations; and

4. The distribution of scores for both groups on the independent variable

have the same shape.
The first three assumptions were met in the design of the study. Assumption 4

was tested in each use of the analysis and was met in all uses of the test.

7.3.3 Change over time (Objective 3)

Objective 3 aimed to ascertain if young people changed as a result of their
involvement on a range of measures. Some of these measures were continuous, and
others categorical. In order to use analyses appropriate to the measurement level, two
styles of analysis were carried out. Prior to analysis, patterns of missingness were
examined to understand if there were any systematic differences between participants

who chose to respond to each of the surveys: pre-acceptance, 6-month and 12-month.

Examination of patterns of missingness

Logistic regressions were conducted to determine if there were any systematic
differences in responses between the surveys. The variables which were examined were:
participant characteristics for which there was more than one respondent at the pre-
acceptance survey, actual experience of mental ill health and the number of previous
applications to the YBT. At both 6 and 12 months, missingness was not significantly
related to any of the participant characteristics, actual experience of mental ill health or
the number of previous applications to the YBT. Table 7.2 shows the results of the

logistic regression analyses.
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Table 7.2 Advisory group survey.: examination of patterns of missingness

Variable Survey Odds 95% CI Significance
Ratio level
Gender 6-month 0.63 0.17-2.42  p=.502
12-month 0.48 0.11-2.14  p=.336
Lives with a chronic illness or 6-month 1.14 0.26-5.03  p=.860
disability 12-month 0.35 0.04-3.18  p=.349
From a culturally or linguistically ~ 6-month 0.40 0.07-2.30  p=.295
diverse background 12-month 0.41 0.04-3.83  p=.436
Identifies as LGBTI 6-month 1.47 0.26-8.27  p=.664
12-month 0.62 0.06-6.05  p=.683
Main occupation 6-month 1.22 0.99-1.22  p=.067
12-month 1.13 0.89-1.44  p=.324
Highest level of pre-tertiary 6-month 0.68 0.12-3.85  p=.664
schooling 12-month 1.60 0.17-15.63  p=.683
Highest level of tertiary education  6-month 1.67 0.97-2.87  p=.063
12-month 1.46 0.84-2.56  p=.184
Previous applications to the YBT ~ 6-month 1.78 0.53-5.92 p=349
12-month 0.56 0.11-2.77  p=.472
Psychological distress (K10) at 6-month 0.99 0.93-1.06  p=.854
pre-acceptance survey 12-month 0.99 0.92-1.07 p=.881
Actual experience of mental ill 6-month 0.94 0.26-3.42  p=.927
health prior to pre-acceptance 12-month 0.38 0.09-1.61  p=.189
survey

Choice of analytical method — continuous variables

A mixed models repeated measures analysis of variance (MMRM ANOVA) was
used to ascertain if YBT membership had an impact on the continuous outcome
measures over time. Measurement occasion (time) was used as the within-groups factor,
and acceptance into the YBT as the between-groups factor. The continuous outcome
measures were: the number of activities undertaken on the internet, the number of
activities young people had participated in in their communities (civic participation),
psychological distress (K10), likelihood to seek help from specific sources (GHSQ
individual items) and depression literacy (D-Lit).

MRMM ANOVA was chosen because it allows for retention of participants with
missing data (Gueorguieva & Krystal, 2004). The covariance matrix used was
‘compound symmetry.” This choice was made because of the small number of
observations at each survey and a visual inspection of the variance of scores at each

survey, which showed that the variance between times was approximately equal.

Choice of analytical method — categorical variables

The remaining variables for which change over time was measured were
categorical. This limited the available analytical methods because change over time
analyses assume the dependent variable is either normally distributed and continuous

(e.g. repeated measures ANOVA), or non-normally distributed and continuous or
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ordinal (e.g. Friedman’s test). While MRMM ANOVA can be used when the dependent
variable is categorical (Gueorguieva & Krystal, 2004), the software used to do so is
highly specialised and was not available for this analysis.

Consequently, statistical analyses that compare the difference between two
proportions were considered. These analyses could be used to analyse how young
people changed over time through the creation of specific new variables which
denoted within-participant change between surveys on the dependent variable. These
‘change over time’ variables allowed within-participant change to be compared to group
membership through a test of association.

This resulted in two potential methods remaining: binomial logistic regression
(BLR), and chi-square. An assumption of BLR is that there is a minimum of 15 cases
per independent variable. This assumption was met for the pre-acceptance to 6-month
period but violated for the 6-month to 12-month and pre-acceptance to 12-month
periods. Due to this, BLR was used to examine change over the pre-acceptance to 6-
month period, and chi-square was used to examine change between the 6-month to 12-
month period and the pre-acceptance to 12-month period.

An important limitation of analyses other than the MRMM approach is that they
are unable to include participants with missing data. Imputation methods were not
implemented because, other than last observation carried forward (LOCF), they are not
suitable for categorical data. LOCF was considered, but not used because of the large
proportion of missing cases at the 12-month survey relative to the 6-month survey (7
missing cases, or 58%, of the 6-month survey sample was missing at the 12-month
survey). The use of LOCF may have resulted in incorrect inferences being drawn
because it would have resulted in a high level of assumption that no change over time
had occurred.

Consequently, analyses were carried out on the smallest number of participants
who responded to one of the two surveys under consideration. This resulted in n=18 for
the pre-acceptance to 6-month analyses, and n=10 for the pre-acceptance to 12
month and the 6-month to 12-month periods.

Correct use of BLR is dependent on seven assumptions being met. The first
three of these (dichotomous dependent variable, independent variables measured at
continuous or nominal scales, and independence of observations) are related to study
design. These were met in the design of the study.

Assumption 4 of binomial regression analyses is that there is a minimum of 15

cases per independent variable. This assumption was met for the pre-acceptance and 6-
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month surveys, but not the 12-month survey. Because of this violation, the chi-square
test was used for the 12-month time point.

Two of the remaining three assumptions for binomial analyses (absence of
collinearity, and a linear relationship between the independent variable and the logit
transformation of the dependent variable) apply only when a continuous independent
variable is used. The independent variables used in all of the analyses for this study
were dichotomous. Consequently, they do not apply. The final assumption, no
significant outliers, high leverage points or highly influential points (Laerd Statistics,
2018), was tested by examining studentised residuals. None were found in any of the

analyses for this study.

Creation of change over time variables to analyse categorical variables

Change over time variables were created to capture within-participant change
over time in a single variable, to allow group level difference between participants to be
compared. These variables grouped participants into two categories: those whose
experiences had changed in the direction anticipated (positive change), and those who
had not changed or changed in the opposite direction to what had been anticipated (no
positive change). How change was grouped varied depending on the hypothesis
pertaining to the variable and is described below.

Participants who were accepted into the YBT were expected to report fewer
episodes of mental ill health or behavioural problems over the year compared to those
who were not-accepted. A participant who indicated that they had experienced mental
ill health in one survey, but had not in a subsequent survey (e.g. ‘yes’, ‘no’), was
classified as having experienced a ‘positive change’. Conversely, if a participant had
reported that they had not experienced mental ill health in one survey, but in a
subsequent survey reported that they had (e.g. ‘no’, ‘yes’), or reported the same
experience in subsequent surveys (e.g. ‘yes’, ‘yes’), they were classified as ‘no positive
change’.

Young people who were accepted into the YBT were expected to be more likely
to seek help for mental ill health through the year compared to those who were not-
accepted. Participants who reported that they had sought help in one survey, but had
not in a subsequent survey (e.g. ‘yes’, ‘no’), or reported the same behaviour in
consecutive surveys (e.g. ‘no’, ‘no’), were classified as having ‘no positive change’.

‘Positive change’ was classified as having occurred if participants reported not having
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sought help in one survey and having sought help in a subsequent survey (e.g. ‘no’,
‘yes’).

Finally, young people who were accepted into the YBT were expected to
increase their awareness of others’ mental ill health over the year—to change from not
being aware of others, to being aware. Participants were classified as having ‘no
positive change’ where they reported no change between time points (e.g. ‘no’, ‘no’ or
‘yes’, ‘yes’), or where they went from being aware of others to not being aware of
others between surveys (e.g. ‘yes’, ‘no’). If a participant reported that they were not
aware of others’ mental ill health in one survey, but then reported that they were in a

subsequent survey (e.g. ‘no’, ‘yes’), they were classified as ‘positive change’.

Calculation of effect sizes
Effect sizes were measured using Hedge’s g, which is a correction of the
commonly used Cohen’s d for small sample sizes (n < 20). The formula used was that

described by Lakens (2013):

M; - M,

(n; — 1)SD? + (n, — 1)SD?
Tl1 + le - 2

X (1 )

B 4(n1+ nz)_g

The thresholds for size applied to it are those commonly used for the
interpretation of Cohen’s d, as described by Cohen (1988)—0.8 being a large effect, 0.5
moderate and 0.2 small.

Both within and between-group effect sizes were calculated. Within-group effect
sizes were for the pre-acceptance to 6-month period, the pre-acceptance to 12-month
period and the 6-month to 12-month period. Between-group effect sizes were between
the accepted and not-accepted groups at the 6-month and 12-month surveys.

For the categorical variables, Cramer’s V" was used to measure the strength of

the association.

7.4 Results
7.4.1 Participant flow

Figure 7.2 presents the participant flow. Participants who did not respond to the
6-month time point were excluded because it was necessary to know if they had been

accepted into the YBT or not.
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Applicants to the YBT in 2013
who were over 18: n=94

|

Pre-acceptance survey completed:
n=43 (45.7%)

Y

6-month survey completed: n=18
(41.9%)

A 4 ¢

Accepted into YBT: n=7 (38.9% Not-accepted into YBT: n=11
of respondents to 6-month (61.1% of respondents to 6-month
survey) survey)
Y A
12-month survey completed: n=4 12-month survey completed: n=6
(57.1% of accepted respondents (54.5% of not-accepted
to the 6-month survey) respondents to 6-month survey)

Figure 7.2 Participant flow: survey of advisory group applicants

7.4.2 Participant characteristics and comparison between accepted and not-

accepted groups (Objective 1)

The majority of applicants (n=30, 70%) had not applied to the YBT before 2013.
Of those who had applied, 27% (n= 12) had applied to the YBT once before and one
had applied twice before.

Of the young people who were accepted into the YBT, 43% (n=3) had applied
once before, and 57% (n=4) had not previously applied. Of the young people who were
not-accepted into the YBT, 36% (n=4) had applied once before, and 64% (n=7) had not
applied previously. A chi-square test showed that this difference was not significant (

(1)=0.08, p=.583).

Participant characteristics

Participants’ ages ranged from 18 to 24 years. The mean age of applicants was
21.4 years (SD 2.06, n=43). The mean age of the accepted group was 20.5 (SD 2.01,
n=7). The mean age of the not-accepted group was 20.3 (SD 2.14, n=11). The Mann-
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Whitney U test showed that the difference between the accepted and not-accepted
subgroups was not significant (U=47.0, p=.479, range 18-24).

Table 7.3 presents the demographic characteristics of applicants, the accepted
and not-accepted subgroups, and the results of the chi-square tests between the sub-
groups. Of the population groups of interest, the most common group with which the
whole sample identified was ‘lives with a chronic illness or disability’ (20.9%, n=9 of
the whole sample). The same proportion (14%, n=1) of the accepted group identified
with four of the groups: ‘lives with a chronic illness or disability,” ‘has an experience of
homelessness,” ‘from a culturally and linguistically diverse background,’ and ‘identifies
as LGBTI.” The most frequently identified group by the not-accepted subgroup was
‘lives with a chronic illness or disability’ (27%, n=3). No young people who identified
as ‘a newly arrived migrant or refugee’ responded to the survey.

The majority of all groups reported that their main activity was being a student

(whole sample: 52%, n=23; accepted: 86%, n=6, not-accepted: 64%, n=7).
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Educational attainment

Table 7.3 presents the educational attainment of participants. The comparison of
the accepted and not-accepted subgroups shows that the educational attainment of the
subgroups was similar. There was a high level of educational attainment across all
participant groups, with the accepted subgroup having the highest proportion that had
obtained a bachelor’s degree (43%, n=3).

Only participants who had completed six years of secondary school (n=37) were
asked about their tertiary education levels and the tertiary entrance rank they obtained.
Of the 25 in the whole sample who had received a tertiary entrance rank, 56% (n=14)
had received a score above 91 out of a possible score of 99.

Within the accepted subgroup, four participants (57.1%) had received a tertiary
entrance rank. Of this group, 75% (n=3) had received a score of more than 91%. This
was similar to the not-accepted group, of which 6 participants (55%) had received a
tertiary entrance rank, and 50% (n=3) had received a score of over 91%. A chi-square

test showed that this difference was not significant (y*(3)=3.75, p=.290).

Personality

Table 7.4 presents the participants’ self-reported personality traits. As noted in
Section 7.2.5, two of the five personality factors are not reported due to low internal
consistency. The median scores on all scales were above the scale mid-point, although
the wide ranges indicate that there was variability within the sample. The highest
median score of the scales reported was ‘conscientiousness’ for all groups. The
differences in the scores reported by the accepted and not-accepted subgroups were

not significant, as determined by Mann-Whitney U test.
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Technology use

Table 7.5 presents the technology use of participants. Nearly all of the whole
sample had used a ‘computer’ on a daily basis (95.3%, n=41). Other than computers,
the most frequently used technology by both subgroups were smartphones (85% n=6, of
the accepted subgroup and 82%, n=9 of the not-accepted subgroup). A low proportion
of both the accepted (29%) and not-accepted subgroups (36%) reported using a non-
internet enabled mobile phone on a daily basis.

Participants in the accepted and not-accepted subgroups reported that they had
used the internet for the same amount of time on ‘school or work days’, and ‘non-school
or work days’ (75% of each group having used the internet for less than 5 hours on both

types of days).
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Internet use

Table 7.6 presents the internet use of YBT applicants. The location from which
participants most frequently accessed the internet was varied, with the majority of the
whole sample accessing it from a ‘mobile device’ (42%, n=18). A majority of the
accepted and not-accepted subgroups most frequently accessed the internet from their
‘own home’ (86%, n=6 and 55%, n=5 respectively). The difference between where the
two subgroups most frequently accessed the internet was not statistically significant.

The majority of the whole sample (56%, n=24) reported that they used the
internet after 11pm on 0-3 days per week. When the accepted and not-accepted
subgroups were compared, the converse was found— the majority of the accepted
group, had used the internet after 11pm for between four and seven days (71%, n=5). A
chi-square test showed that the difference between the accepted and not-accepted
subgroups was not significant (see Table 7.6).

The activity that the internet had been used for most frequently by the whole
sample was ‘social networking’ (100%, n=43). Those who were accepted also reported
high use of this (100%, n=7), as well as ‘school or work’ (100%, n=7) and
‘entertainment’ (100%, n=7). The majority of those who were not-accepted had used
the internet for ‘entertainment’ (100%, n=11), school or work (73%, n=8), ‘social
networking’ (100%, n=11) and had ‘wrote or produced content’ (82%, n=9).

Of the two groups, the median number of activities that the accepted subgroup
had participated in was greater (median=11, range 8-16, n=7) than the not-accepted
subgroup (median=9, range 5-15, n=11). A Mann-Whitney U test showed that the
difference between the subgroups was not statistically significant (U=54.50, p=.151).
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Previous experience of mental ill health

The majority of the whole sample reported that they had experienced a mental
health or behavioural problem at some point in their lives (67%, n=29). This was also
true of the accepted (71%, n=5) and not-accepted (64%, n=7) subgroups. A chi-square
test showed that the difference between the two subgroups was not significant

(x3(1)=0.12, p=.572).

Psychological distress at time of application (K10)

The median level of psychosocial distress of the whole sample, as measured by
the K10, was high (median=22.00, range 10-40, n=42). The median score reported by
the not-accepted subgroup was the same as the whole sample (median=22.00,
range=12-39, n=11). The median score reported by the accepted subgroup was
moderate (median=16.00, range=10-36, n=7). The difference between the subgroups
was not statistically significant, as determined by the Mann-Whitney U test (U=27.00,
p=.328).

Previous experience of help seeking for mental ill health

Of the 29 the whole sample who reported that they had previously experienced
a mental health or behavioural problem, 93.1% (n=27) had sought treatment for this.
The majority of both subgroups had sought help from professional sources— 80% (n=4)
of the accepted subgroup and 63.6% (n=7) of the not-accepted subgroup. A chi-square
test showed that the difference between the two subgroups was not statistically
significant (y* (1)=1.53, p=.417).

The proportion of the whole sample who had sought help from self-help sources
was lower than from professional sources. Only one participant had used self-help (3%)
at the pre-acceptance survey. This participant did not respond to the 6-month survey.
Consequently, no participants in either the accepted or not-accepted group sought help

from self-help sources.

Likelihood of seeking help from specific sources (GHSQ)

Table 7.7 presents the results of the General Help Seeking Questionnaire
(GHSQ) from the pre-acceptance survey. It shows that among all groups (whole
sample, accepted and not-accepted), the ‘internet’ was the least preferred source from
which to seek help for mental ill health, and that ‘friends’ were the preferred source at

the pre-acceptance survey. However, the wide ranges on most items indicates that there
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Awareness of others’ mental ill health

A large proportion of the whole sample reported that they knew of friends or
family who had experienced mental ill health (n=41, 95%) at the pre-acceptance survey.
This was also true of the accepted (91%, n=10) and not-accepted (86%, n=6)
subgroups at the pre-acceptance survey. The difference between these proportions was

not statistically significant, as indicated by a chi-square test (}*(1)=0.12, p=.641).

Knowledge about mental ill health (depression literacy)

The median depression literacy score of the whole sample at the pre-acceptance
survey was 7.0 (range 1-10, n=42). The median score reported by those who were
accepted was 7.0 (range 3-10, n=7) and the median score reported by those who were
not-accepted was 8.0 (range 4-10, n=11). The difference between the subgroups was

not statistically significant, as determined by Mann-Whitney U test (U=35.5, p=.791).

Participation in their broader communities (Civic participation)

The median number of types of civic activities that the whole sample had
participated in, at the pre-acceptance survey, was 8.0 (range 0-18, n=42). The median
number of activities reported by those who were accepted was 7.0 (range 5-18, n=7)
and the median number of activities reported by those who were not-accepted was 7
(range 2-16, n=11). A Mann-Whitney U test determined that the difference between the
two subgroups was not statistically significant (U=48.0, p=.387).

The whole sample group was actively participating in their local communities,
as shown by the high rates of participation in groups based at their ‘school, TAFE or
university’ (65%, n=28). They were interested in helping other young people, as
evidenced by their life experiences including the large number (88%, n=38) who had
volunteered with other groups prior to applying to the YBT. They had primarily
volunteered or been engaged within the mental health field (67%, n=29 had volunteered
with a ‘mental health organisation’ and 42%, n=18 had been involved in a ‘support
group’).

When the accepted and not-accepted subgroups were compared, there were no
statistically significant differences. However, there were some proportional differences.
Of note is that a greater proportion of the accepted subgroup had been involved in a
mental health organisation than those who were not-accepted (accepted 86%, n=6 and

not-accepted 46%, n=5).
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7.4.3 Comparison of applicants to their peers in the Australian population

(Objective 2)

Objective 2 of the study was to compare the characteristics of the young people
who apply to mental health advisory groups to the their peers in the Australian
population, where recent comparable population survey data was available. Only
characteristics which have been recently measured in comparable population level
surveys are reported. Where possible, the Australian Census of Population and Housing
has been used (Australian Bureau of Statistics, 2016). Where the questions asked in the
study do not align with questions asked in the census, other Australian Bureau of

Statistics studies have been used and are noted in Table 7.9, below.

Participant characteristics
Chi-square tests showed that none of the differences were significantly different,

which indicates that the samples are likely to be drawn from the same population.

Educational attainment

When compared to their peers in the Australian population, there were fewer
young people in the sample who had not completed any tertiary education, and
proportionally more who had completed bachelor’s degrees. The proportion of the
whole sample who had completed a bachelor’s degree (36.4%, n=16) was statistically
significantly different to that of the Australian population for the same age range at the

last Australian census (Australian Bureau of Statistics, 2016).

Actual experience of mental ill health

The proportion of the whole sample who had experienced a mental health or
behavioural problem (67%, n=29) was statistically significantly different to the 16.3%
of the 18 to 25 year old Australians who have experienced a mental health or

behavioural problem (¥*=38.27, p=.001 Australian Bureau of Statistics, 2014b).

Experience of help seeking

A statistically significant higher proportion of young people in the sample had
sought help for mental ill health (93%, n=27) than their peers in the Australian
population (23.3%; ¥*= 24.39, p=.001 Australian Bureau of Statistics, 2007).
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7.4.4 Change over time (Objective 3)

Objective 3 of the study was ‘to ascertain whether involvement in a mental
health advisory group has positive effects on young people.’ Eight different outcome
variables were assessed: internet use, actual experience of mental ill health,
psychological distress (K10), actual help seeking, likelihood to seek help from specific
sources (GHSQ), awareness of others’ mental ill health, depression literacy and civic
participation. Depending on the measurement level of the dependent variable, analyses
were conducted using either MMRM ANOVA or binomial logistic regressions and chi-
square tests. Effect sizes were calculated using either Hedges g or Cramer’s V,

depending on the level of measurement.

Internet use

Table 7.10 presents the mean number of activities that young people had
undertaken on the internet in the last month for the accepted, and not-accepted
subgroups at each survey. Figure 7.3 shows how these changed over time and the
differences between subgroups.

Table 7.10 Means and standard deviations for internet use (number of online activities
per month) at pre-acceptance, 6-month and 12-month

Group Survey
Pre-acceptance 6-month 12-month
Mean  SD n  Mean SD n  Mean SD n
Accepted 11.5 3.0 7 14.0 2.2 7 16.8 4.1 4
Not-accepted 9.5 3.1 11 10.3 34 11 11.3 2.6 6

MRMM ANOVA indicated that for the number of activities undertaken online
in the last month, the overall interaction of YBT membership and time was not
significant (F'[2, 24.58] =0.99, p=.385). The between-group effect sizes were: g=1.20
at 6 months and g=1.50 at 12 months. These are large effect sizes. The relative increase
indicates that the size of the effect increased over the year of involvement.

The within-group effect sizes for the participants who were accepted were: pre-
acceptance to 6-month g=-.87; 6-month to 12-month g=-.85; and pre-acceptance to
12-month g=-1.39. These are large to very large effect sizes.

The within-group effect sizes for the not-accepted group were smaller than the
accepted group. They were: pre-acceptance to 6-month g=-.22; 6-month to 12-
month g=-.32; pre-acceptance to 12-month g=-.58. The effect sizes for the 6-month
periods were small, and the effect size for the 12-month period (pre-acceptance to 12-

month) was medium.
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Figure 7.3 Estimated marginal means and standard errors (£1 SE) for internet use
(number of online activities per month)

Actual experience of mental ill health

Figure 7.4 presents the proportion of participants who had a mental health or
behavioural problem prior to each survey for both subgroups. At the pre-acceptance
survey, a higher proportion of the participants who were accepted reported that they
had ever experienced mental health or behavioural problems than those who were not-
accepted (71%, n=5 compared to 64%, n=7). This trend was reversed at the 6-month
survey, at which 29% (n=2) of the participants who were accepted reported that they
had experienced mental health or behavioural problems in the last 6 months, compared
to 64% (n=7) of those who were not-accepted. At the 12-month survey, 25% (n=1) of
participants who were accepted and 50% (n=3) of participants who were not-accepted
reported that they had experienced mental health or behavioural problems in the last 6
months.

Binomial logistic regression was used to ascertain that the change reported by
participants who were accepted, between the pre-acceptance and 6-month surveys,
was not statistically significantly different to participants who were not-accepted (OR
7.50, 95% CI1 0.59 — 95.38, p=.120).

Between 6 and 12 months, the change reported by participants who were
accepted was not statistically significantly different to the change reported by
participants who were not-accepted (x*(1)=1.68, p=.400). The effect size was V=.41.

164



The changes reported by the accepted and not-accepted subgroups between the
pre-acceptance and 12-month surveys were also not statistically significant

(x*(1)=1.68, p=0.333). The effect size was the same as the previous test (V=.41).
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Figure 7.4 Percentage of participants who had experienced mental ill health
Psychological distress (K10)
Table 7.11 presents the mean K10 scores for the accepted and not-accepted

subgroups at each survey. Figure 7.5 shows how these changed over time, and the

differences between subgroups.

Table 7.11 Means and standard deviations for psychological distress (K10) at pre-
acceptance, 6-month and 12-month

Group Survey
Pre-acceptance 6 months 12 months
Mean SD n Mean SD n_ Mean SD n
Accepted 20.0 10.1 7 18.9 9.4 7 17.0 7.4 4
Not-accepted 23.7 8.9 11 23.0 9.2 11 26.7 7.8 6

MRMM ANOVA indicated that for psychological distress (K10), there was not
a significant interaction between YBT membership and time (£]2, 24.34] = 0.03,
p=.973).

The effect size of the differences between the accepted and not-accepted
subgroups (between-groups effect size) at 6 months was g=-.43, which is a small effect
size. At 12 months the between-groups effect size was g=-1.14, which is a large effect
size. The within-group effect sizes for the accepted subgroup were: pre-acceptance to

6-month g=.11; 6-month to 12-month g=.19; and pre-acceptance to 12-month
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2=.29. The 6-month effect sizes were very small, and the 12-month effect size was
small.

The within-group effect sizes for the not-accepted group were: pre-acceptance
to 6-month: g=.08, which was a very small effect size. Effect sizes were small for 6-
month to 12-month period (g=-.40), and pre-acceptance to 12-month period (g=-
32).

50 ~

40 -

35 A

- *% """"
20 A

15

10

Psychological distress
(Estimated Marginal Mean K10 Scroes 1 SE)

Pre-acceptance 6-month 12-month
Surveys

—o— Accepted — B - Not-accepted

Figure 7.5 Estimated marginal means and standard errors (£1 SE) for psychological
distress (K10)

Actual help seeking

Figure 7.6 shows the proportion of participants who had sought help for mental
ill health prior to each survey and the differences between subgroups. At all three time
points, the proportion of young people who had sought help was higher in the not-
accepted subgroup than in the accepted subgroup.

The creation of the change over time variables showed that, while the proportion
of respondents seeking help had changed, no individual participants had gone from not
seeking help to having sought help between surveys. The change in proportion arose
due to the decreasing number of respondents to the 6 and 12-month surveys.
Consequently, no change over time analyses could be conducted, as there were no

differences between groups to compare.
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Figure 7.6 Percentage of respondents with an experience of mental ill health who
reported seeking professional help

Likelihood to seek help from specific sources

Table 7.12 presents the mean likelihood that young people would seek help from
each of the sources listed as part of the GHSQ, at each survey, for both subgroups. The
results of the MRMM ANOVA and figures showing how these changed over time and

the variance within subgroups are presented sequentially following the table.

167



168



9 mwuﬁ mwﬂm 11 omuﬁ mn”m 11 voum Nwﬂm pa1dasde-1o0N 35[0 SUOAWIOG
14 0S¢ Y4 L 8¢’ ILC L LS'T 98'C pa1doooy
9 4 ee'l IT LY0 LT1 IT 0L'T 60'C pa1dadde-joN JouIo
. . . . . . |
14 051 SL'1 L 8¢'1 6C'C L LL'T 98°C pardaooy
9 LT'1T LTV 11 S0'C 00'¥y 11 LS’ 9¢'¥y pa1dasde-1o0N
aurjdjoy auo
14 0S0 STl L LL'T 98°C L 0L'1 IL°C pardaooy el 4d
9 €81 £€8°¢ 11 8L'1 8I'¢ 11 [M4N! 9¢'¥y pa1dasde-1o0N 1ou
Jed
14 161 0S¢ L L'l LS'E L 66’1 LS € pa1doooy
9 SL'1 L9°€ IT SL'T 9¢'C IT 9C'1 00°¢ pa1dadde-joN JuaIeg
14 e SL'T L 161 00°¢ L L'l LST pardaooy
9 14! .N L1 .v 11 mm.~ oo.v 11 oo.ﬁ Nw.v pa1dasde-1o0N AE[O1 IOYIOUY
14 (4 SLE L 09°1 ILY L 861 ILYy pa1doooy
9 IS°1 €e'e IT 6%'1 €L'C I L6'1 Sv'e padodoe-joN
ruoIssayoxd yyreay rejud
14 00°¢C 00°¢ L LET LSE L €Ll 00°¢ pardaooy [PUOISSEJOIT B | N
9 €9°1 L9°¢ 11 c0°¢C SSv 11 [SYard ¥9'vy pa1dasde-1o0N U0 ON]
14 00°T 0S¥y L LL'T 98°¢ L 00°¢C 00'¥ pa1daooy
9 ¢80 L9°S IT 6C'1 Sty IT 6%'1 LTS pa1dadde-joN puoLLy
14 1 00°S L LO'T 98'Yy L 8¢'1 6C'S pardadoy ’
9 YL'C 0SSy 11 147 8I'Yy 11 £€8°C LTY pa1dasde-1o0N 10190
14 €Ll 0SS L €9°C IL°¢ L £€9°C IL¢ pardaooy
u as uvap\ u as uvap\ u as Uvap
Jpuow-7 | yjuour-9 ddueydadde-aig
LEYNTTS dnoa3qng 32an0§

YIUOW-g [ puv Ypuoui-9 ‘aounidadon-a.id v  $22.4n0s ononiod wo.f djay y2as 0] pooy1jayl], SUODIAIP PADPUD]S pup SUvajy Z1 ) 9|geL

169



Likelihood to seek help from a doctor

Figure 7.7 presents the mean likelihood that participants would seek help from a
doctor at each time point, and how this varied between the accepted and not-accepted
subgroups. MRMM ANOVA indicated that for this, the overall interaction of YBT
membership and time was not significant (F [2, 24.57] = 1.31, p=.287).

At the 6-month survey, the between-group effect size was g=-.18 and at the 12
month survey, the effect size was g=.38. The within-group effect sizes for the accepted
subgroup between the pre-acceptance and 6-month surveys was g=-.00. The within-
group effect sizes for the 6-month to 12-month and the pre-acceptance to 12-month
periods were the same, g=-.76.

The within-group effect size for the not-accepted subgroup for pre-acceptance
to 6-month was g=.033, for 6-months to 12-month was g=-.12, and for pre-

acceptance to 12-month was g=-.08.

Likelihood to seek help from a doctor
(Estimated Marginal Means +1 SE)

Pre-acceptance 6-month 12-month
Surveys

—o— Accepted —B- - Not-accepted

Figure 7.7 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a doctor (GHSQ)
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Likelihood to seek help from a friend

The mean likelihood that participants would seek help from a friend at each time
point, and how this varied between subgroups, is presented in Figure 6.8. Using
MRMM ANOVA, the overall interaction of YBT membership and time was found to be
not significant (F [2, 27.34] = 0.69, p=.511).

The between-group effect sizes were: 6 months g=0.32 and 12 months g=-.56.
For participants who were accepted the within-group effect sizes were: pre-acceptance
to 6 months g=0.33; 6-month to 12-month g=-.11; and pre-acceptance to 12-month
g=-.19. For participants who were not-accepted the within-group effect sizes were:
pre-acceptance to 6-month g=.57; 6-month to 12-month g=-1.00; and pre-
acceptance to 12-month g=-.29.
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Figure 7.8 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a friend (GHSQ)
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Likelihood to seek help from no one

Figure 7.9 presents the mean likelihood that participants would seek help from
no one at each time point, and how this varied between participants who were accepted
and not-accepted. MRMM ANOVA indicated that for the likelihood that participants
would seek help from no one, the overall interaction of YBT membership and time was
not significant (F [2, 24.85] = 0.09, p=.912). The absence of a significant result
indicates that there was not a significant difference in the patterns of change of
likelihood to seek help from no one, based on YBT membership.

The between-group effect sizes were: 6 months g=.34 and 12 months g=.53. The
within-group effect sizes for the accepted subgroup were: pre-acceptance to 6-month
g=.07; 6-month to 12-month g=-.38; and pre-acceptance to 12-month g=-.26. The
within-group effect sizes for the not-accepted subgroup were pre-acceptance to 6-

month g=.04; 6-month to 12-month g=.44; and pre-acceptance to 12-month g=47.
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Figure 7.9 Estimated marginal means and standard errors (x1 SE) for likelihood to
seek help from no one (GHSQ)
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Likelihood to seek help from a mental health professional

Figure 7.10 presents the likelihood that participants would seek help from a
mental health professional at each time point, and how this varied between subgroups.
The results of the MRMM ANOVA show that the overall interaction of YBT
membership and time was not significant (¥ [2, 24.37] = 2.52, p=.101).

At 6 months, the between-group effect size was g=.43. At 12 months, it was g=-
0.17. For participants who were accepted the within-group effect sizes were: pre-
acceptance to 6-month g=-.28; 6-month to 12-month g=.23; and pre-acceptance to
12-month g=-.00. For participants who were not-accepted the within-group effect sizes
were: pre-acceptance to 6-month g=.41; 6-month to 12-month g=-.40; and pre-
acceptance to 12-month g=.07.
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Figure 7.10 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a mental health professional (GHSQ)
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Likelihood to seek help from another relative

The mean likelihood that participants from each subgroup would seek help from
another relative at each survey is presented in Figure 7.11. MRMM ANOVA indicated
that the overall interaction of YBT membership and time was not significant (F [2,
24.86] = 0.67, p=.552).

The between-group effect sizes were: 6 months g=.43 and 12 months g=-.18.
The within-group effect sizes for the accepted subgroup were: pre-acceptance to 6-
month g=.00; 6-month to 12-month g=.48; and pre-acceptance to 12-month g=.43.
The within-group effect sizes for the not-accepted subgroup were: pre-acceptance to
6-month: g=.50; 6-month to 12-month: g=-.09; and pre-acceptance to 12-month g=.
34.
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Figure 7.11 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from another relative (GHSQ)
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Likelihood to seek help from a parent

Figure 7.12 presents the likelihood that participants would seek help from a
parent at each survey, and how this varied between subgroups. MRMM ANOVA
showed that the overall interaction of YBT membership and time was not significant (¥
[2,24.64] = 1.05, p=.37).

The between-group effect size at 6 months was g=.34 and at 12 months it was
g=-.43. The within-group effect sizes for the accepted subgroup were: pre-acceptance
to 6 months g=-.22; 6-month to 12-month g=.11; and pre-acceptance to 12-month
2=-0.09. For the not-accepted subgroup, the within-group effect sizes were: pre-
acceptance to 6-month g=40; 6-month to 12-month g=-.71; and pre-acceptance to
12-month: g=-.44.
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Figure 7.12 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a parent (GHSQ)
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Likelihood to seek help from a partner

The mean likelihood that participants from each subgroup would seek help from
a partner at each survey is presented in Figure 7.13. The results of the MRMM ANOVA
indicated that for this help seeking source, the overall interaction of YBT membership
and time was not significant (¥ [2, 24.96] = 1.07, p=.360).

At 6 months, the between-group effect size was g=.21. At 12 months, the
between- group effect size was g=-.16. For the accepted participants, the within-group
effect sizes were pre-acceptance to 6-month: g=.00; 6-month to 12-month g=.04; and
pre-acceptance to 12-month g=.03. For the not-accepted participants the within-group
effect sizes were: pre-acceptance to 6-month: g=.76; 6-month to 12-month g=-.34;

and pre-acceptance to 12-month g=.36.
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Figure 7.13 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a partner (GHSQ)
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Likelihood to seek help from a phone help line

Figure 7.14 presents the mean likelihood that, at each survey, participants from
each group would seek help from a phone help line. Using MRMM ANOVA, the
overall interaction of YBT membership and time was found to be not significant (¥ [2,
24.21]1 = 1.44, p=.258). This result indicates that for phone help lines as a help seeking
source, there was no significant difference in the patterns of change based on YBT
membership.

The between-group effect size at 6 months was g=.42 and at 12 months the
effect size was g=-.73. The within-group effect sizes for the accepted participants were:
pre-acceptance to 6-month g=-.09; 6-month to 12-month g=.99; and pre-acceptance
to 12-month g=-.94. The within-group effect sizes for the not-accepted participants
were: pre-acceptance to 6-month g=.45; 6-month to 12-month g=-.05; and pre-
acceptance to 12-month g=-.52.
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Figure 7.14 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a ‘phone help line’ (GHSQ)
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Likelihood to seek help from a teacher

The mean likelihood that participants would seek help from a teacher at each
survey is presented in Figure 7.15. MRMM ANOVA indicated that the overall
interaction of YBT membership and time was not significant F' [2, 24.21] = 1.44,
p=.258. This absence of significant result shows that there was no significant difference
in the patterns of change in likelihood to seek help from a teacher, based on YBT
membership.

At 6 months the between-group effect size was g=.95 and at 12 months it was
g=.85. For the accepted participants the within-group effect sizes were: pre-acceptance
to 6 months g=-.58; 6-month to 12-month g=.15; and pre-acceptance to 12-month
g=-.35. The within-group effect sizes for the not-accepted participants were: pre-
acceptance to 6-month g=.19; 6-month to 12-month g=-.09; and pre-acceptance to
12-month g=.12.

Likelihood to seek help from a teacher
(Estimated Marginal Means +1 SE)

Pre-acceptance 6-month 12-month
Surveys

—o— Accepted —B- - Not-accepted

Figure 7.15 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from a ‘teacher’
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Likelihood to seek help from the internet

Figure 7.16 presents the mean likelihood that participants would seek help from
the internet at each survey. MRMM ANOVA indicated that the overall interaction of
YBT membership and time was not significant (F'[2, 23.91] = 0.08, p=.922). This result
shows that there was no significant difference in patterns of change of likelihood to seek
help from the internet over time, based on YBT membership.

The between-group effect sizes were: 6 months g=1.05 and 12 months g=.38.
The within-group effect sizes for the accepted group were: pre-acceptance to 6-month
2=.34; 6-month to 12-month g=.38; and pre-acceptance to 12-month g=-.60. The
within-group effect sizes for the not-accepted group were: pre-acceptance to 6-

month; g=.63, 6-month to 12-month g=.12; and pre-acceptance to 12-month g=.51.
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Figure 7.16 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from ‘the internet’ (GHSQ)
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Likelihood to seek help from someone else

Figure 7.17 presents the mean likelihood that participants would seek help from
someone else at each time point and how this varied between subgroups. Using MRMM
ANOVA, the overall interaction of YBT membership and time was found to be not
significant (F'[2, 25.38] =.44, p=.647). This result indicates that there was no
significant difference between the patterns of change of likelihood to seek help from
someone else over time, based on YBT membership.

At 6 months, the between-group effect size was g=-.01 and at 12 months was
g=-.25. For the accepted participants, the within-group effect sizes were: pre-
acceptance to 6-month g=.09; 6-month to 12-month g=.23; and pre-acceptance to
12-month g=.30. For the not-accepted participants, the within-group effect sizes were:
pre-acceptance to 6-month g=.58; 6-month to 12-month g=-.06; and pre-acceptance
to 12-month g=.48.
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Figure 7.17 Estimated marginal means and standard errors (£1 SE) for likelihood to
seek help from ‘someone else’ (GHSQ)

Awareness of others’ mental ill health

Figure 7.18 presents how participants’ awareness of others’ mental ill health
changed over time and how this varied between participants who were accepted and
those who were not-accepted. The figure shows that participants in both subgroups had
a high level of awareness at the pre-acceptance survey.

At 6 months, the proportion of all participant groups who knew of someone who

had experienced mental ill health was less than at the pre-acceptance survey. A higher
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proportion of the not-accepted participants (82%, n=9) compared to the accepted
participants (71%, n=5) reported that they knew someone. At 12 months only one
participant, who was not-accepted, reported that they did not know anyone who had an
experience of mental ill health.

Because of the high proportion of awareness at the pre-acceptance survey, the
number of participants who could change in the anticipated direction (from not knowing
to knowing) was limited and analyses were not conducted to examine change between

any of the time points.
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Figure 7.18 Percentage of Respondents reporting awareness of other’s mental ill health

No significant differences were found between the proportion of participants in
the accepted and not-accepted subgroups who became aware of other’s mental ill
health over the pre-acceptance 6-month period (x*(1)=.58, p=.647) or over the 6-
month to 12-month period (x*(1)=0.74, p=.600). No participants changed in the
anticipated direction over the pre-acceptance to 12-month period and as a result the

calculation could not be conducted.

Depression literacy
Table 7.13 presents the mean depression literacy score for the accepted and not-
accepted subgroups. Figure 7.19 shows how these changed over time and the variance

within subgroups.
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Table 7.13 Means and standard deviations for depression literacy at pre-acceptance, 6-
month and 12-month

Group Survey
Pre-acceptance 6-month 12-month
Mean  SD n Mean SD n Mean SD n
Accepted 6.7 2.6 7 7.0 2.8 7 5.5 4.9 4
Not-accepted 7.1 1.9 11 6.9 2.0 11 7.7 1.0 6

MRMM ANOVA indicated that for depression literacy, the overall interaction of
YBT membership and time was not significant (' [2, 24.57] = 1.12, p=.345). The
between-group effect size at 6 months was g=.04 and at the 12 months was g=-.63.

The within-group effect sizes for the accepted subgroup were: pre-acceptance
to 6-month g=-.11; 6-month to 12-month g=.41; and pre-acceptance to 12-month
g=.34. For the not-accepted group, the within-group effect sizes were: pre-acceptance

to 6-month g=.09; 6-month to 12-month g=-.44; and pre-acceptance to 12-month
g=-35.
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Figure 7.19 Estimated marginal means and standard errors (£1 SE) for depression
literacy

Participation with their broader communities (Civic participation)

In order to ascertain if young peoples’ participation in their communities had
increased because of their membership of the YBT, the number of activities they had
participated in during that time were summed. This method does not show whether the
young people were participating in the same activities over the six months, or the depth
of their participation in a particular area, only the number of activities. What it does

show is whether the number of activities increased or decreased.
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Table 7.14 presents the mean number of activities participated in at each survey
for the accepted and not-accepted subgroups. Figure 7.20 shows how these changed

over time and the variance within subgroups.

Table 7.14 Means and standard deviations for civic participation (number of civic
participation activities) at pre-acceptance, 6-month and 12-month

Group Survey
Pre-acceptance 6-month 12-month
Mean  SD n Mean SD n Mean SD n
Accepted 9.4 4.6 7 10.3 4.0 7 7.8 4.5 4
Not-accepted 7.8 3.9 11 8.4 3.5 11 7.5 3.0 6
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Figure 7.20 Estimated marginal means and standard errors (£1 SE) for civic
participation (number of civic participation activities)

MRMM ANOVA indicated that for the number of civic activities that young
people had undertaken, the overall interaction of YBT membership and time was not
significant (F' [2, 24.11] = 0.21, p=.811). The between-group effect sizes were: 6
months g=.50 and 12 months g=.06. For the accepted subgroup, the within-group effect
sizes were: pre-acceptance to 6-month g=-.20; 6-month to 12-month g=.61; and pre-
acceptance to 12-month g=-.37. For the not-accepted subgroup, the within-group
effect sizes were pre-acceptance to 6-month g=-.15; 6-month to 12-month g=-.26;

and pre-acceptance to 12-month g=.09.

7.5 Discussion

The findings of this study show that applicants to youth advisory groups are

similar to the their peers in the Australian population on the majority of demographic
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characteristics measured. The characteristics in which they significantly differ are: their
experience of mental ill health, the likelihood that they have sought help for this, and
their rates of tertiary education. The results of this study suggest that they do not
experience improvements to their mental health or levels of civic participation, on any
of the dimensions examined, as a result of being involved in a mental health research

advisory group.

7.5.1 Applicant characteristics and comparison between accepted and non-
accepted groups (Objective 1) and comparison of applicants to population

(Objective 2)

Objectives 1 and 2 of the study examined the differences between the young
people who were accepted into the YBT and those who were not, and the differences
between the young people who applied and their peers in the Australian population. No
significant differences were found between the accepted and not accepted groups.
Significant differences were found between the young people who applied and the
Australian population on three measures. These measures were the proportion of young
people who had obtained a bachelor’s degree, the proportion who had experienced an
episode of mental ill health at some point in their lives, and the proportion who had
sought help for mental ill health at some point in their lives.

This study has shown that on the majority of demographic factors, including
population sub-groups, the proportion of young people who apply are not significantly
different to their peers in the Australian population. The exception to this was the
proportion who had obtained bachelor’s degrees, which was higher in the applicant
sample than the general population. As noted above, no previous work exists to which
these findings can be compared. The bias toward higher rates of educational attainment
indicates that young people who are interested in taking part in these groups may be
more educated than the general population. This may be advantageous for researchers in
general, as a university educated sample could be more likely to be familiar with
academic concepts and research methods. However, if researchers require young people
to provide input about a project which is to be used by the general population, this bias
may be a challenge which should be considered at the recruitment stage. One way in
which this could be overcome would be for researchers to ensure that they have ongoing
relationships with organisations who also work with less well educated young people,
or those not currently attending university. The importance of relationships such as

these was identified by participants in Study 1 (university student focus groups)..
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The proportion of young people who applied who had experienced mental ill
health, and sought help for it, was significantly higher than the Australian population.
This finding is particularly interesting given that an experience of mental ill health was
not mentioned as a desirable attribute in the CRC’s recruitment media. Where previous
work has described the mental health characteristics of young people who apply, this
has been limited to studies which have selected young people with particular mental
health characteristics. These include having used mental health services and other
attributes (Howe et al., 2011; Mawn, Welsh, Kirkpatrick, et al., 2015; Monshat et al.,
2012; Wadley et al., 2013). No attempt has been made in these, or other, studies to
compare the young people who apply with the general population. The preceding
studies in this project have suggested similar findings—young people who are
interested in being involved in youth mental health research have high rates of mental ill
health and help seeking (Study 1, university student focus groups; Study 2, researcher
interviews; and Study 3, analysis of advisory group applications). This bias may be due
to young people with these experiences being more interested in and motivated to take
part in this type of work. In the future, active recruitment of individuals without these
experiences would need to take place in order to rectify this situation. One option would
be to ask young people with experience of mental ill health to identify others who do
not and encourage them to take part. Another would be to co-ordinate with researchers
in other fields to attract a less skewed group of participants. Such action may be
particularly important for projects that aim to increase rates of help seeking among
young people with a mental illness who have not previously sought help, or projects
targeted to the general population.

An important consideration when interpreting the differences between this
sample and their peers in the Australian population is whether researchers should
involve young people who are suitable for the particular project they are contributing to.
The additional insights and expertise which can be gained from an experienced and
informed sample of participants on a key area of interest may be ideal for some
researchers or purposes. A higher level of knowledge of mental ill health and help
seeking may allow young people to better inform the work in which they are
participating. Thus, these results should not necessarily be considered problematic, nor
do they cast doubt on the output of previous research. Rather, they should be noted by
researchers as a bias, and future selection processes altered or tailored if a non-targeted
sample is required for a specific project. The final study in the project extends these

comparisons further by comparing these results to those of young people who have
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participated in their communities in other ways. The objectives of this final study
include to ascertain which of these similarities or differences are attributable to

involvement in youth mental health research, or other factors.

7.5.2 Young people’s experiences as a result of being part of the YBT (Objective
3)

Young people’s experiences of being involved in mental health research (Aim 3)
was explored in this study by attempting to understand if changes that young people
experienced could be attributed to their involvement in the YBT. Previous studies in the
area have suggested that there are perceived changes in young people’s lives as a result
of their participation. However, no attempt has yet been made to use quantitative
measures to ascertain if this is directly attributable to experiences of involvement. The
present study attempted to do this. Given the absence of previous quantitative work in
the area, the choice of measures was guided by the CRC Standard Measures, previous
qualitative research in the area and the researcher’s lived experience. A limitation of
this lack of previous quantitative work was that some binary (yes/no) measures were
used to measure change over time. This limitation is discussed further in the following
section (7.5.3 limitations).

As described in detail in the following paragraphs, no significant differences
were found between changes reported by the young people who were part of the YBT
and those who were not. While the findings do not establish that positive changes occur
on any of the dimensions examined, this absence does not necessarily indicate that
young people do not experience positive changes as a result of their involvement. One
explanation for this absence of statistically significant change may because of the
limited number of compulsory activities in the YBT. due to the low intensity of young
people’s involvement with the YBT. The only compulsory activity for YBT members
was a group weekend which occurred within the first 6 months of their year-long
association. When compared with other youth advisory groups, this was a relatively low
intensity experience. For example, the young people in the “Youth Speak’ advisory
group met on a monthly basis to discuss research priorities, to feedback information
from local and national conferences, and to collaborate with academics and clinicians
(Mawn, Welsh, Stain, et al., 2015). Young people who take part in groups such as this,
which offer a higher intensity of involvement, may be more likely to experience the
positive mental health effects which have been reported by young people in previous

qualitative work. Future studies should consider examining these groups using similar
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questions and analyses to those in the present study. Such examination could ascertain if
the lack of significant findings in this study was a result of the low-intensity of the
intervention, or if young people’s belief that they will gain positive mental health

effects from their involvement is merely a perception, and not a reality.

However, while some results may be able to be explained or expanded upon if a
different group is examined, or if different measures are used in future, some results in
this study may also be attributable to different response biases. For example, the
accepted group reported a decrease in awareness of friends’ or family mental ill health
between the 6 and 12 month surveys. Given the personal nature of these questions,
social desirability bias may have impacted on people’s responses. Alternatively, this
example in particular may have been impacted by a reduced rate of engagement with
the survey at the 12 month time point. As noted above, at the 12 month time point even
those young people accepted into the YBT would have not had a high level of
engagement with the group and may no longer have been involved with the CRC unless
invovled through other mechanisms than the YBT. This may have meant that they did
not consider their responses thoroughly.

It was hypothesised that young people who were involved in the YBT would
report that they had experienced fewer episodes of mental ill health, and that they would
be more likely to report that they had sought help for it than young people who were not
part of the YBT. These hypotheses were based on two areas of previous work. Firstly,
the findings from the group interview described by Howe et. al., (2011) in which young
people reported that their involvement had helped them to realise that other young
people had been through similar experiences. Secondly, the broader involvement in
mental health service delivery and research literature. Specifically, young people who
had been involved in the Reachout.com Youth Participation Program associated their
participation with increased understanding of when, and how, to seek help in regards to
their mental health issues (Collin, Rahilly, et al., 2011). The present study is the first to
try and quantitatively examine if these changes occur. Because of the limited previous
work, four measures were used: actual experience of mental ill health, actual experience
of help seeking, psychological distress and likelihood to seek help from specific
sources. No significant effects were found, and the size of the effects ranged from very
small to medium, as determined using Cohen’s thresholds (1988). As discussed above,
one reason for this absence of finding may have been the low intensity of the YBT.

Other reasons may be attributable to the measures used, or the very low sample size.
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In choosing a measure by which this can be understood in future, it may be
challenging to find one which is sufficiently isolated. Consideration should also be
given to when an effect is measured. For example, administering the K10 between one
and three weeks after the weekend away may have provided a more accurate reflection
of the impact of the YBT. In the case of ‘intentions to seek help,” measures chosen
could be based on the content discussed at the workshop or the subject of the research.
One item on the GHSQ concerns help seeking from the internet, which was an attempt
to ask about a source of help seeking that may have been related to the content
examined or discussed by the YBT. However, the absence of any significant finding
may indicate that this was not specific enough.

In previous work, young people have reported that they perceive that
involvement offers opportunities to gain new skills (Case et al., 2014; S. Chen et al.,
2007; Collin, Rahilly, et al., 2011; Coser et al., 2014; Mclaughlin, 2011; Powers &
Tiffany, 2006; Ramey & Rose-Krasnor, 2015; Tarpey, 2006). Where specific types of
skills have been reported, these were related to the type of activity that young people are
involved in. Young people were keen to gain research skills when offered mentoring
and training through the youth advisory group described by Mawn, Welsh, Stain et al.,
(2015). In the present study, three areas were examined as a proxy for development of
skills: activities undertaken online, knowledge of others’ mental ill health and
depression literacy. While no significant differences were found between how the
accepted and not accepted groups changed over time, the effect sizes for these measures
ranged from medium to large. In particular, at the 12-month survey, the between-group
effect size for the number of activities that young people had undertaken in the last
month was very large. When considered in light of the small sample size, which limited
the likelihood that a significant effect could have been found, this difference may merit
future investigation. It suggests that young people who were involved did use the
internet in more ways than those who were not accepted, and it is possible that this
difference was related to their YBT involvement.

It was also anticipated that young people would take part in an increased number
of civic activities as a result of being a member of the YBT. This was based on previous
findings in which young people have reported a belief that participation will increase
their involvement with their communities (Howe et al., 2011; Oliver et al., 2006).
Researchers have also expressed a belief that young people will be able to increase their
connections with the broader community through involvement (Powers & Tiffany,

2006). The changes over time to young people’s civic participation were analysed and
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found to be not significant. Similar to the above, the absence of significant findings may
be due to the relative low-intensity of the YBT compared to other youth advisory
groups or involvement in research activities. For this finding specifically, this absence
may be because the measure used in this study was of breadth, not depth. Being
involved in a national level advisory group may have meant that young people chose to
reduce the number of other activities they participated in, while deepening their
involvement in a more select range of activities. If a significant effect had been found,
this would have indicated that a low-intensity intervention is able to produce substantial
changes to the breadth of young people’s behaviour. That this was not found suggests
that either such an effect cannot be produced by involvement, or that a higher intensity

may be required.

7.5.3 Limitations

An important consideration when interpreting the results of this study is that
they are based on one example of an advisory group. Because of this, it is important to
note that the findings may not be able to be generalised to other advisory groups or uses
of involvement processes. In addition, several specific limitations should be considered.

The proportion of participants who responded to the follow up surveys was low.
Only 43.2% and 22.7% of respondents to the pre-acceptance survey responded to the
6 and 12-month surveys respectively. While the mixed model repeated measures
analyses used are flexible enough to still be robust when used with high levels of
missingness, these small sample sizes may have limited the ability of the analyses to
detect change. One reason for the low follow-up rates may have been the ethical
requirement to mediate the researcher-participant relationship through a third party,
which constrained the ability for follow-ups to be made. Had greater effort been able to
be expended in following participants up, higher numbers may have responded to the 6
and 12-month surveys.

The measures used to detect change over time were chosen based on previous
qualitative, not quantitative, findings. One impact of this was that the measures were
general in nature and may not have been specific enough to detect small amounts of
change over time. For example, the K10 measures distress in the month preceding the
survey. Given the low intensity of the intervention, this period may have been
inappropriate. Future work should take these findings into consideration when choosing
both measures, and when to deliver them. Another impact of this is that some of the

change over time measures were based on binary (yes/no) responses. For example,

189



participants who responded ‘no’ at one time point and ‘yes’ at another to the question
about experience of mental ill health were concluded to have experienced an episode of
mental i1l health. Had continuous measures been used for these dimensions, the
conclusions could have been drawn with more confidence.

When the Likert scale for the Mental Health Continuum Short form was entered
into the online software used to administer the survey, the same label was entered for
two of the options. Participants’ intended meaning when they responded was thus
unclear; as a result, the scale could not be analysed. This scale is a dimensional measure
of young people’s wellbeing, and as such may have shown more nuanced changes over
time to their experience of mental ill health than the categorical questions analysed.

The version of the BFI which was used in this study is the shortest available
version. While the scale has acceptable psychometric properties, and the short length
contributed to reducing participant burden in this study, the creators of the scale note
that this version of the scale has less validity than the standard 40-item version

(Rammstedt, 2007).

7.6 Summary

The fourth study in the YIMHR project has shown that young people who apply
to take part in a youth involvement advisory group are statistically significantly more
likely to have had an experience of mental ill health, and have sought help for this
experience, than the comparable Australian population. Those who are accepted to be
part of high level governance groups do not report that they have changed through their
experience.

The findings from this study will help address concerns about the breadth of
young people who are involved in youth mental health research, by discerning specific
areas in which these biases may occur. The implication of these findings is that
researchers can counter existing biases by actively seeking and selecting participants
who do not have these characteristics. Where this is not feasible, they should attempt to
use other mechanisms, such as comparing their findings with other studies, to ensure
these biases do not have a significant impact on their work. The findings also help
demonstrate that, if researchers wish to provide young people with an experience which
changes them, they may need to focus on creating opportunities which are intensive or

provide specific training to develop young people in particular ways.
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8 Study 5 Survey of community members

8.1 Introduction
8.1.1 Overview

The preceding four studies in the Youth Involvement in Mental Health Research
(YIMHR) project have established that young people who are involved in youth mental
health research have a broader range of characteristics, motivations and experiences of
involvement than have been previously documented. The final study in the project
builds on these findings. It compares the young people who have been involved in
research and their communities with their non-involved peers on measures of their
characteristics, attitudes to and knowledge of depression, and the reasons that they
choose to be involved or volunteer in other ways. It also examines the experiences of
the young people who were involved in the work of the Young and Well CRC (the
CRC) in detail.

The CRC, as described in Section 3.3, was an overarching research organisation
which funded and coordinated 31 research projects conducted by universities and
industry across Australia. All of the projects involved young people who were between
the ages of 12 and 25, and conducted research in the areas of young people, technology,
and wellbeing. As one of the four ‘pillars of success’ of the CRC, it was an expectation
that youth involvement was to be part of all of the research projects in the CRC.

This study contributes to all three of the project aims. The characteristics and
motivations of young people who were involved in the work of the CRC are compared
to those who are involved or participate in their communities in other ways (Aims 1 and
2). The experiences of young people who self-reported that they had been involved in
the CRC are explored through an analysis of their experiences (Aim 3).

The study explored these aims through three objectives. These objectives, and
the measures used to explore them, can be seen in Figure 8.1 below. The measures are

described in detail in Section 8.2.5.
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young people involved
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Figure 8.1 Alignment of objectives and measures to YIMHR project aims

The findings from the study will contribute to improvements in the practice of

youth involvement by providing assurances as to the adequacy of current recruitment

practices and insights into the motivations of young people. Researchers can use these

results to optimise the recruitment of young people. It will help by providing

suggestions as to which research stages and media young people desire to be involved

in and thus improve their experience of being involved. The present chapter follows the

same structure as the preceding four chapters — the design of the study, analysis, and

results are described. The chapter concludes with a discussion of the findings of the

study.
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In addition to the findings of the previous studies, the present study draws on a
range of the areas which were reviewed in Chapter 2. Firstly, the demographic
characteristics of young Australians, including their mental health and volunteering
(Section 2.2). Secondly, the characteristics, motivations and experiences of consumers
and young people who are involved in research and mental health service delivery
(Section 2.5), and the characteristics, motivations and experiences of young people who

are involved in mental health research specifically (Section 2.6).

8.1.2 Study rationale

Previous work which has described the young people who are involved in
mental health research, their motivations and their experiences is limited. In particular,
to date no attempt has been made to compare the characteristics or experiences of young
people who are involved in mental health research with those in their broader
communities.

Where previous work has directly focused on young people’s involvement in
research and mental health service delivery, including mental health research, this has
predominately been via studies which have reported on one instance of involvement.
While these findings provide a useful basis for understanding young people’s
involvement in mental health research, a wide range of areas remain under-examined.
These include how the young people who choose to be involved in youth mental health
research are different to other groups in the Australian population (Objective 1); why
young people volunteer in mental health research specifically (Objective 2); and what
young people’s experiences of being involved are, and how this differs from their
desired experiences of being involved (Objective 3). It is therefore clear that further
research is required to address these limitations in the extant literature. The present
study aims to address this gap by collecting primary data from young people from both
the general population and those who have been involved in mental health research. The
data collected addresses their characteristics (Aim 1), motivations (Aim 2), and when

they have been involved in mental health research, their experiences of being involved

(Aim 3).

8.2 Design
8.2.1 Choice of method

To meet the proposed objectives, a method was required which could access a

large sample of young people from a variety of backgrounds, including young people
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who had previously been involved with the CRC. It also needed to preserve the
anonymity of participants.

Online cross-sectional surveys allow for larger populations to be sampled than
alternative methods, particularly paper-based or qualitative methods (deVaus, 2002).
This facet allowed the large target group—all young people in Australia aged between
18 and 25, including the young people who had been involved in the CRC (estimated to
be 1000)—to be accessed.

Cross-sectional surveys allow for the use of statistical significance tests through
which formally stated hypotheses can be tested (J. Chen, Kingston, Tiemann, & Gu,
2010). This aspect was used to ascertain if the CRC group was significantly different to
the broader population on a range of pre-determined characteristics. These comparisons
enabled the work of previous studies and the broader literature to be built upon.

Finally, online surveys reduce the likelihood that participants will be able to be
identified (deVaus, 2002). As was the case in all studies in the project, the potential pre-
existing relationship between some of the potential participants and the researcher made
this factor a relevant consideration, as participants may have responded differently if

they believed that they could be identified.

8.2.2 Human Research Ethics Approval

The Australian National University’s Science and Medical Delegated Ethics
Review Committee approved the ethical aspects of this study (Approval number

2014/569, see Appendix 8.1).

8.2.3 Participant selection

There were two target participant groups for the study: young people aged 18 to
25 years who resided in Australia and had been involved in the CRC (CRC), and those
who had not been involved in the CRC (non-CRC). The following section describes
how an estimate of the number of young people who had taken part in CRC projects
was derived. The methods used to recruit the both the CRC and non-CRC young
people to the study are described in Section 8.2.4.

The CRC was an organisation which worked with and funded a collective of
investigators to research young people’s mental health, wellbeing, and technology use.
As noted in Section 3.3, the degree to which individual research projects interacted
with, or were supported by, the CRC head office varied considerably between projects.

This variation had two implications for the current study. Firstly, projects differed in
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how they interpreted the direction from the CRC head office to involve young people
throughout their work. While all project plans, which were submitted to the CRC head
office for approval prior to funding being released and work commencing, had youth
involvement as a critical component, the extent to which this occurred in practice varied
between projects. Secondly, the loose collective structure of the CRC meant that at the
planning stages of the YIMHR project the CRC head office was only able to provide an
estimate of the number of young people who had been involved in youth involvement
activities of the CRC.

Thus, in order to recruit young people who had been involved in the CRC into
the current study, a series of investigations were required to ascertain the number
involved, and through what mechanisms they had been involved. In order to reach the
broadest range of young people who had been part of the CRC in any way, the more
general terms ‘participation’ and ‘volunteering’ were used instead of ‘engagement’ or
‘involvement.” These terms were used when communicating with CRC researchers
about the study and within the text of the survey itself.

The first stage involved emails sent by the head of CRC Projects and
Partnerships to the lead researchers for each of the CRC projects (see Appendix 8.2), as
identified on the CRC website. These emails introduced the researcher (RR) and asked
for any details of the study which were unclear from the CRC website, or about which
there was perceived ambiguity. The details of this investigation are shown in Figure 8.2.

This exercise identified that participants from eight of the 31 projects of the
CRC would not be able to be included in the study. This was either because the study
had not commenced recruitment and was unlikely to in the period that the survey was
being conducted (n=1); the participants in the study were all under 18 years of age
(n=3); or because the project had not collected participants’ details (e.g. had used an

anonymous, online cross-sectional survey) (n=4).
8.2.4 Recruitment

Recruitment of the CRC participant group

The 23 projects in the CRC which had involved young people over the age of 18
years, and had been designed in such a way that the young people involved could be
recontacted, were included through to the next stage of investigation. At this stage, prior
to Human Research Ethics Committee (HREC) approval being sought, an ethics expert
was consulted about how to best approach the ethical challenges posed by the study.

Specifically: of contacting young people, who had previously been involved in CRC
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projects, to invite them to participate in the current study. It was suggested that for each
project in the CRC with existing ethics approval, a variation would need to be sought
from the committee which had provided it to allow an invitation e-mail to be sent to the
participants. The application to the ANU Science & Medical Delegated Ethics Review
Committee (DERC) for the survey included this detail. The DERC approval required
that variations to other universities’ ethics protocols also be approved by the chair of the
DERC, prior to submission to the original approving committee. Thus, participants were
only recontacted after approval from both the DERC and, where applicable, the original
HREC had been granted.

Following ethics approval, an email was sent to the lead researchers of the 23
CRC projects which were considered at this stage. This email was accompanied by an
email from the head of CRC Projects and Partnerships to indicate the support of the
CRC head office. Seventeen researchers responded to this email or a follow up email.

The results of this investigation are outlined in Figure 8.2 and below.
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Projects in the Young and Well
CRC: 31

A 4

Email sent to in-scope
CRC projects requesting their
involvement: 23

A\ 4

Projects excluded at scoping
stage:

8
Reasons:
Recruitment had not commenced:
1
Only young people under 18 had
been engaged: 3
Participants unable to be re-

contacted due to research design:
4

A 4

Researcher responded: 17

A 4

Project excluded as researcher did
not respond: 6

A 4

Project required DERC approval
only: 4
Project required approved HREC
variation: 10

A 4

Project excluded as researcher
declined to be involved: 3

A 4

Included projects in YIMHR
study 5: 9
(4 required DERC approval only,
5 required DERC and HREC
variation approval)

A 4

Project excluded due to HREC
requirements that could not be
met: 5

Figure 8.2 Recruitment of CRC projects to survey of community members
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The lead researcher on three of the projects declined to take part in the study. Of
the 14 remaining studies, four industry-led projects had not used an HREC approval
process. This absence of prior approval allowed young people who had been involved to
be recruited to the present study based solely on the DERC approval.

Ethics variations were submitted by the researcher to the approving HREC for
the remaining ten projects. In five cases, the committees approved these variations, and
in the other half they were rejected, and the committees requested that full applications
be submitted. Full applications were outside the scope and means of the current project;
they would have incurred costs to the project which were outside of available resources
and required the time and cooperation of the original researchers. In total, nine of the 31
CRC studies were included in this study. The number of young people who had been
involved in these nine studies was not disclosed to the researcher by the project
investigators.

Following inclusion of the CRC studies into the present study, a survey URL
was sent to the potential participants. In the majority of cases this was done via email;
however, for participants from one study the link was sent via SMS, as mobile numbers

not email addresses, had been collected.

Recruitment of the non-CRC participant group

Concurrently to the above, young people who had not been part of the CRC, the
non-CRC participant group, were recruited. A probability sampling strategy was not
practical for this study due to financial and other limitations. A four-arm snowball

sampling strategy was used. The arms of the strategy were:

1. Distributing the survey via Facebook pages liked by Australian peak

youth organisations (see below)

2. Distributing the survey via posts on the study’s Facebook page
3. Distributing the survey to the researcher’s Facebook friends
4. Inviting survey participants to share the survey with their friends

These four arms of the snowball strategy are described in order in the following
section.

The following eight Australian peak youth organisations’ Facebook pages were
identified in September 2014, and the 638 Facebook pages that they had liked were

compiled to create a list of organisational pages relevant to Australian young people.

° Youth Affairs Network of Tasmania
. Youth Action and Policy Network NSW
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Northern Territory Youth Affairs Network
Youth Affairs Council of Western Australia
Youth Affairs Council of South Australia
Youth Coalition of the ACT

Youth Affairs Council Victoria

Australian Youth Affairs Coalition

Thirty-four organisations were excluded at this stage, as they were either: not

Australian-focused (24 organisations), not youth focused (five organisations), or they

lacked contact

information (five organisations). The remaining 602 organisations were

contacted by either email or Facebook messaging. Of these, 91 pages replied within four

months of the initial messages saying they would share the survey, five requested that

the researcher post it to their pages and twelve shared it with non-Facebook networks.

This process is shown in Figure 8.3.

Potential pages: 636

Excluded prior to messages being
sent: 34

A 4

Reasons:
Not Australia focused: 24

Not youth focused: 5
No way to contact: 5

Messages sent: 602

No response received: 511

A\ 4

A 4

Action taken:

74

12

Page responded: 91

Page shared study detail and link:

Researcher posted to their page: 5
Page shared with other networks:

Figure 8.3 Recruitment for survey of community members - flow chart of results of
contacting the Facebook pages liked by youth peak bodies.

A Facebook community page was used to facilitate the above strategies and to

extend the potential reach of the survey (Figure 8.4). This page displayed six rotating
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posts, posted at approximately two-day intervals from October 2014 to May 2015
(Figure 8.5).

I ThelYouth ;
I‘IVO Vemen s - =5 # Change Cover =
Project_ U LA DHDWE L [ tropme:

= Share ees

About Basic info

A survey of 18-25 Australians’ community involvement, mental health

17/09/2014
y and views about mental health issues

hist

Description

Rebecca Randall, a PhD student at the National ute for Mental Contact info
Health Research at the Australian National University and the Young and
Well Cooperative Research Centre is currently recruiting for a study of
18-25 year old Australians’ backgrounds, their mental health history
views about mental health issues, their experiences of being involved in
research and hov nvolved in their communities in Australia

We are looking for Australians aged 18-25 who are residents of Australia
The survey takes 10-15 minutes to complete and can be completed at
any time and place of your choosing through this link: LINK TO SURVEY
Your involvement or choice not to be involved will have no impact on
your refationship with the Young and Well CRC or any other organisation
you are involved in

Any questions or requests for further information should be directed to
Rebecca at Rebecca.randall@anu.edu.au

rebecca randalli@anu edu.au

A b o Croata Ao Craata Danc Davalanare Caraars Driv= Conkios T orme Lot

Figure 8.4 Screenshot of the about section of the survey of community members
Facebook page
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m The Youth Involvement Project

17 April 2015

Are you involved in your community? Want to share why/why not? Then
take 15 minutes to answer this anonymous survey about how you are
involved in your community, your background and your experiences of
being involved in research.
hitps://mentalhealth.anu.edu.au/survey_200/554322/lang-en

Young Australians' involvement in their communities —

You are invited to take part in an anonymous survey, accessible online from
computers, mobiles phones and other web-enabled devices. To participate you
must be living in Australia and be between the ages of 18 and 25. For most people,
the survey will take between 15 and 20 minutes to complete. Par...

MIEMTAI HEALTH Al EDLI A
VMENTALHEALTH.ANLL.EDU.AL

Love volunteering? Can't stand it? Tell us why! The Youth Involvement
project survey takes 15 minutes and will help us develop a better
understanding of young Australians’ involvement in their communities.
https://mentalhealth.anu.edu.au/survey_200/554322/lang-en

Have you been involved in mental health research in Australia? We want to
know about it! The Youth Involvement Project survey takes 15 minutes and
will help us develop a better understanding of young Australians’
involvement in research and the community.
hitps://mentalhealth.anu.edu.au/survey_200/554322/lang-en

Love helping out your community? Would rather watch TV instead? Tell us
why! The Youth Involvement project survey takes 15 minutes and will help
us develop a better understanding of young Australians’ involvement in their

communities.
https://mentalhealth.anu.edu.au/survey_200/554322/lang-en

Are you aged 18-25? Want to help improve our understanding of how
young Australians’ are involved in their communities? The Youth
Involvement project survey takes 15 minutes.
https:/fmentalhealth.anu.edu.au/survey_200/554322/lang-en

Want to help improve our understanding of how young Australians’ are
involved in their communities? Aged 18-257 This survey takes 15 minutes
and asks about your background, experiences of being involved in research
and how you are involved in your community.
https://mentalhealth.anu.edu.au/survey_200/554322/lang-en

Figure 8.5 Screenshots of the text of the six posts employed in the recruitment phase for
the survey of community members Facebook page

The researcher’s Facebook friends who fulfilled eligibility criteria (aged 18- 25

years and located in Australia) were sent an invitation by the researcher to complete the

201



survey, share the survey on their Facebook page, and/or share it to any Facebook groups
or networks to which they belonged. The message text can be seen in Appendix 8.3. A
total of 198 friends were identified and messaged in October 2014. Of these, 53 shared
the survey on their page within three weeks of the message being sent.

The final element of the snowball sampling strategy was a message which
appeared on the final page of the survey. This message asked participants to share the
link to the survey with two or three of their eligible friends.

Participants provided indicated consent to participating by clicking ‘agree’ to a
statement that they had read and understood the study’s information sheet and agreed to

the risks involved in their participation.

8.2.5 Measures

The information sheet for the study can be found in Appendix 8.4. The full text
of the survey can be seen in Appendix 8.5. The questions asked are described below.
Their relationship to the project aims, study objectives, and measures is shown in Figure
8.1, above.

The surveys were piloted with other researchers, including the supervisory
panel. The results of this pilot found that the measures were acceptable in length, and

that the content made sense to the researchers.

Participant characteristics

Young people’s age (open-ended numerical) and gender (‘male’, ‘female’,
‘other”) were recorded to ascertain if there were any biases in the groups, and to allow
the data to be compared to other populations. The wording and categorical response
options for gender were drawn from the CRC Standard Measures (Young and Well
Cooperative Research Centre, 2013).

The postcode of the respondent’s usual residence was measured (open-ended
numerical), to enable classification of their remoteness based on the Australian
Statistical Geography Standard (Australian Bureau of Statistics, 2013). The Standard
classifies postcodes into major cities, inner regional, outer regional, remote, and very
remote. For the purpose of analysis, this categorical variable was grouped into ‘major
cities’ and ‘other areas’ because of a strong bias toward major cities in the responses.

Cultural diversity was measured by asking whether English was the only
language they spoke (‘yes’, ‘no’), and if not, which other languages they spoke (open-
ended). In addition to this, participants were asked whether or not they were a member

of a range of population subgroups identified by the CRC as being of interest to the
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organisation. Participants indicated if they were a member of each of the following
groups (‘yes’, ‘no’). The wording of these categorical variables was drawn from the

CRC’s Standard Measures.

. Carer

. Having a chronic illness or disability

. Being from a culturally and linguistically diverse background
o Having an experience of homelessness

J Speaking a language other than English

. Identifying as Lesbian, Gay, Bisexual, Transgender or Intersex (LGBTI)

Educational attainment

The measures used to ascertain participants’ educational attainment were: their
highest level of educational attainment (‘no formal education’, ‘completed or partially
completed primary school’, ‘completed or partially completed junior high school (years
7-10)’, ‘completed or partially completed senior high school (year 11 and 12)’,
‘certificate or diploma’, ‘degree’, ‘post graduate diploma, masters or PhD’, ‘no answer’)
and the highest level of educational attainment of all the people in their home (same
categories as previous question). They were also asked about the main activity that they
were undertaking at the time (‘full time work’, ‘home duties’, ‘student attending
school’, ‘student attending university’). As above, the wording of these measures was
drawn from the CRC’s list of Standard Measures and all were constructed as categorical

variables for the purpose of analysis.

Technology use
Participants’ technology use was measured using questions from the CRC

Standard Measures. The questions used were:

o How often do you use the internet? (‘every day or almost every day’,
‘once or twice a week’, ‘once or twice a month’, ‘less than once a
month’)

o Which of the following technologies do you use on more or less a daily

basis (‘a smart phone’, ‘a television’, ‘other handheld portable device’)

Activities undertaken online
The number and type of activities that young people had undertaken online in

the previous month were recorded using a question drawn from the CRC Standard
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Measures (Young and Well Cooperative Research Centre, 2013). The text of the
question was: ‘please select from the following list all the things that you have done
online in the past month?’ (e.g. ‘accessed chatrooms’, ‘played games online’, ‘accessed
pornography’). For the purpose of analysis and reporting, items were grouped into the

same categories as Study 4 (see Section 7.2.5, measures).

Experience of mental ill health, help seeking and knowledge of others’ mental ill
health
Participants were asked a series of researcher-devised questions about their

experience of mental ill health. These questions were:

o Have you ever had mental health or behavioural issues? (‘yes’, ‘no’)

J Have you sought help for a mental health or behavioural problem?
(‘yes’, ‘no’)

J Have any of your close friends or close family members ever sought help

for a mental health or behavioural problem? (‘yes’, ‘no’)

Depression Literacy

Participants’ depression literacy was measured using the short-form 11-item
version of the Depression Literacy Scale (D-Lit) (Griffiths, Jorm, et al., 2004; Gulliver
et al., 2012). An example of an item from this scale is: ‘People with depression should
stop taking antidepressants as soon as they feel better.” Possible scores on the scale
range from 0 to 11, with higher scores indicating higher depression literacy.
Psychometric properties of the shortened version of the scale have not been published.
However, the 22-item scale has been reported to have good internal consistency (o= .71;
Griffiths et al., 2008; Griffiths, Jorm, et al., 2004). The Cronbach’s alpha for the scale in
the present study was 0.617 (n=625). As occurred in the previous study, this was lower
than the conventionally accepted threshold of 0.70. This lower coffecificient level was
considered to be acceptable for two reasons: lower coefficient levels can result from
shorter scales (Cortina, 1993; Lance et al., 2006); and, based on a visual inspection of
the data, the data were deemed to be suffiicently internally consistent for the results to

be a reflection of participants’ depression literacy.

Depression stigma
Depression stigma was measured using a shortened version of the personal
subscale of the Depression Stigma Scale (DSS; Griffiths et al., 2008; Griffiths,

Christensen, et al., 2004). Examples of items on the scale include ‘Depression is a sign
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of personal weakness’ and ‘Depression is not a real medical illness.” Responses to the
scale are measured on a five-point scale ranging from zero, ‘strongly disagree’ to four,
‘strongly agree.” Scores on the shortened scale used a range from 0-28. Higher scores
indicate higher levels of depression stigma. Items eight and nine of the scale (‘I would
not employ someone if I knew they had been depressed’; ‘I would not vote for a
politician if I knew they had been depressed’) were removed as they were considered to
be of limited relevance to young people. The use of short forms of scales result in lower
Cronbach’s alpha values than those attained when the full forms of scales are used, even
if correlation is identical across all items (Cortina, 1993). Applied to the DSS, the
exclusion of the two items above, which have a higher reported correlation compared to
the remaining items (Griffiths, Christensen, et al., 2004), would further reduce the alpha
values for the DSS relative to studies utilising the full form of the scale. In the present
study, a Cronbach’s alpha of 0.72 (n=627) was found. The attained value for alpha was
considered acceptable in light of the above, and when compared to previously reported

values for the scale (0= 0.72-0.82; Griffiths et al., 2008; Griffiths, Jorm, et al., 2004).

Research experience

All participants were asked about their experience of participating® in research
other than with the CRC, in the last three years (the duration of the CRC at the time of
the survey). The question asked, ‘have you participated in research other than with the
Young and Well Cooperative Research Centre in the past 3 years?” Where participants
responded ‘yes’ to this question, they were presented with an open-ended question

asking them to provide any further details they remembered.

Civic participation

Young people’s participation in their communities was measured using the Civic
Participation Scale as in Study 4 (Vromen 2003; Section 7.2.4). The scale consists of 22
types of civic participation or types of community groups. Participants select as many of
the following options as apply to them. The options presented were the same as Study 4

(see 7.2.5, measures).

3 In order to be as inclusive of experiences of involvement, engagement and
participation as possible, the term ‘participation’ was used. This was thought to be the
term which participants would be most familiar with, and thus would cause the least
confusion.
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Volunteering motivations and experience

Participants who had indicated that they had been involved with the CRC,
participated in research other than the CRC, or had taken part in at least one of the civic
participation scale items were asked about their motivations for, and experience of,
volunteering. Participants who had not done any of these things were asked about their
reasons for not volunteering.

The Volunteer Functions Inventory (VFI) was used to investigate the extent to
which participants felt that they were motivated to volunteer. The VFI is the most
widely used standardised instrument to assess volunteer motivation (Chacén, Gutiérrez,
Sauto, Vecina, & Pérez, 2017; Clary et al., 1999). It was originally developed to
examine why some people volunteer and others do not. The factors were derived from a
review of previous research into people’s motivations for volunteering and a
consideration of the activities undertaken by volunteers when they volunteer. The
functionalist approach, which underpins the scale, involves inquiring about people’s
motivations from the point of view of the personal and social processes that initiate,
direct and sustain action. It posits that different people who take part in the same
volunteering activity are motivated by a range of different factors. The creators of the

VFI, Clary and Snyder (1999) describe the factors as:

. Career motives —the volunteer has the goal of gaining career-related
experience through volunteering

. Enhancement motives— the individual is seeking to grow and develop
psychologically through involvement in volunteering

. Protective motives— the individual uses volunteering to reduce negative
feelings, such as guilt, or to address personal problems

. Values motives— the person is volunteering in order to express or act on
important values, such as humanitarianism and helping the less fortunate

o Social motives— volunteering allows the person to strengthen their
social relationships

o Understanding motives —the volunteer is seeking to learn more about

the world and/or exercise skills that are often unused

The VFI is available in a number of forms ranging from 13 items to 30. The 13-
item version was chosen for its brevity and the consequent reduction in participant
burden. In this version of the scale, four items contribute to the ‘career’ factor, three

items contribute to the ‘understanding’ factor and three items to the ‘values’ factor. The
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‘enhancement’, ‘social’ and ‘protective’ factors are based on one statement each. Seven-
point Likert scales are used to measure how important each statement is to participants,
ranging from ‘not at all important’ to ‘very important’, with higher scores indicating
greater importance. In order to simplify the scale, in this study a 1 (‘not at all
important’) -5 (‘very important’) Likert scale was used.

The psychometric properties of the 13-item scale have not been published.
However, the 30-item version of the scale has good internal consistency, with the
Cronbach’s alpha coefficients reported for each of the scales by Clary et al., (1999) as
follows: ‘career’ 0=.89, ‘enhancement’ 0=.84, ‘protective’ 0=.81; ‘social’ 0=.83,
‘understanding’ a=.81, and ‘values’ a=.80. In the present study the factors measured by
more than one item had acceptable internal consistency with Cronbach’s alpha
coefficients of ‘career’ 0=.73 (n=585), ‘understanding’ 0=.73 (n=585), and ‘values’
a=.84 (n=577).

In addition to the VFI, three open-ended questions were asked about
participants’ reasons for volunteering or not volunteering. These researcher-devised

questions asked participants to indicate:

o Which organisations have you been involved with?
o What are your reasons for volunteering?
. What are your reasons for not volunteering?

The first and second of these questions were presented only to participants who had
volunteered, and final question was presented only to participants who had not

volunteered.

CRC involvement

Participants’ previous experience with the CRC was examined using a series of
researcher-devised questions. The first question in this series was used to establish
whether or not survey participants had taken part in the CRC or any of its projects.
Participants were provided with a list of the CRC projects to assist them in identifying if
they had been involved with any of these projects. As in the above questions, the term
used in this question, ‘volunteered,” was broad in order to recognise and account for
young people’s differing understanding of involvement. This list was developed using
the CRC website and was reviewed by members of the CRC head office who provided
amendments. The results of this question were used to group the sample into those who

had participated in the CRC, and those who had not.
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Using survey skip logic, the remaining questions in this series were asked only
of participants who had indicated that they had volunteered with the CRC. These

questions examined three areas:

o Their experience of involvement
. Their desired experience of involvement; and
. The use of technology as part of their involvement

The content of the questions was informed by the Reachout.com’s Youth
Participation Program (Collin, Rahilly, et al., 2011) and an internship evaluation
questionnaire developed by the CRC head office (Young and Well Cooperative
Research Centre, 2014).

Participants were asked about which stages of research (‘deciding what to do’,
‘deciding how to do it’, ‘doing it’, ‘interpreting the findings’, ‘writing a scientific report
on the findings’, ‘letting the community know the results”) they had been involved in
and which they would have liked to be involved in. These stages of research were
derived from the cycle of consumer participation* in research described by the National
Health and Medical Research Council (NHMRC) and the Consumers Health Forum of
Australia in the Model Framework for Consumer and Community Participation in
Health and Medical Research (National Health & Medical Research Council and the
Consumers Health Forum of Australia, 2005).

They were also asked about the media through which they were involved (‘face-
to-face’, ‘online’, ‘on the phone’, ‘other’), how many times they were involved in the
research (open-ended) and what their involvement entailed (open-ended).

Young people’s subjective experiences of being involved were measured
through a series of statements about how they had been involved, which were based on
the CRC’s intern evaluation questionnaire (Young and Well Cooperative Research

Centre, 2014). The items on the scale were:

. Support for my participation was given in an approachable and available
manner
o I had a clear understanding of my project and my role

% The term participation when used in the NHMRC and CHF model framework
connotes a similar level of activity to the meaning of ‘involvement’ as used by
INVOLVE UK and in this thesis.
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o I was able to access the people and resources I needed to complete my
participation activities

o I knew who to ask for assistance when I needed it

o There was enough flexibility in my participation to allow for unexpected

changes in my work or personal life

J I was included in relevant staff activities
o I felt like a member of the project team
o Overall I had a positive experience during my participation

Participants responded using a 5-point Likert-scale ranging from ‘strongly
disagree’ (1) to ‘strongly agree’ (5). An open-ended item was included at the end of the
scale to allow participants to contribute any further comments regarding their
experience of being involved.

The final set of questions in this group examined how technology had been used
in their experience of being involved because of the technology-focused nature of the
CRC. These questions included ‘do you think technology could have been used
differently to improve your experience?’ (‘yes’, ‘no’) and ‘how was technology used to

help you participate’ (open-ended).

8.3 Analysis
8.3.1 Overview

Data from the survey were analysed using SPSS v 23 for Mac (IMB Corp,
2015). Only surveys that had been formally submitted were included in the analysis.
The following section describes the approach taken to analysis. The objectives which
guided the analysis, and the measures which related to them, are described in Figure
8.1.

As described in Section 8.2.5 (Measures), the majority of variables employed
were categorical (e.g. experience of mental ill health, membership of population
groups). Four measures (D-Lit, DSS, the VFI and the CRC experience of involvement
scale) used Likert scales and four questions were open-ended (e.g. reasons for
volunteering).

The sample was grouped into the researcher-devised hierarchy of
participation, which is described in Section 8.3.2 below. Participants in each of the
groups on the hierarchy were compared to one another. Where significant differences

were found, further investigation was conducted as described below.
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The data were treated as normal based on visual inspections of the variables and
an application of the central limit theorem which suggests the sampling distribution of
large samples (>200 cases) approaches normality (Tabachnick & Fidell, 2013).

The proportion of missing data was examined for each variable during data
screening and checking. Missing data ranged from 0-4% per item. This range is below
the threshold of 5% suggested by Tabachnick and Fidell (2013) at which missingness is
likely to have a large influence on results. Consequently, no further analyses were

conducted to identify or substitute missing data.

8.3.2 Grouping of participants

The original design of the study involved grouping the sample into young people
who had been involved with the CRC (CRC), and the remainder of the sample (non-
CRC). Due to challenges in recruitment, as described above, these groups involved
markedly different sample sizes—n=35 (CRC) and n=596 (non-CRC), respectively.
Consequently, a grouping strategy was devised to more thoroughly examine if any
differences existed within the sample. This strategy involved the categorisation of the
non-CRC group into a hierarchy of participation. The hierarchy consisted of six
groups, which were based on known precedents from the literature as described in
Chapter 2. The groupings were constructed using responses to three groups of questions

in the survey, as described in Section 8.2.4:

1. The ‘CRC involvement’ item
2. The ‘Research experience’ item
3. The Civic participation scale.

All responses to the first two questions listed above were used in grouping the
sample. One item (‘volunteered time’) from the civic participation scale was not used in
this classification as participants’ meaning when they responded was deemed to be too
imprecise to be meaningful. The hierarchy can be seen in Figure 8.6. The detail of the

groups and how they were derived is elaborated following the figure.
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1. CRC Experience (CRC): 39

2. Research participation in
mental health, youth, or
technology (Research): 38

Entire Sample: 631

A 4

A

3. Mental health community
participation (Mental health):
100

Remaining participants: 592

A 4

A

4. Youth organisation
participation (Youth): 276

Remaining participants: 554

A 4

A

5. Other community participation
(Other): 142

Remaining participants: 454

A 4

A

6. No research or civic
participation (None): 36

Remaining participants: 178

A 4

A

211

Remaining participants: 36

Figure 8.6 Participant grouping: hierarchy of participation




1. CRC experience: ‘CRC’ (n=39)
The CRC experience group comprised those young people who had responded
‘yes’ to the ‘CRC involvement’ item and participants who responded to the open-ended

research question with the name of a CRC project (e.g. Univirtual Clinic at the ANU).

2. Research participation in youth, mental health, technology or wellbeing:
‘Research’ (n= 38)

The Research participation in youth, mental health, technology or wellbeing
group included those who had described previous research participation in the areas of
mental health, youth, and/or technology, but had not been involved in the CRC.
Examples of these responses included: mental health consumer research, research for
the Butterfly Foundation, The Inspire Foundation Market Research and Transitions

survey at the BMRI through headspace - two interviews, one year apart.

3. Mental health community participation: ‘Mental health’ (n=100)

Young people who had identified that they had participated in a mental health
organisation or a support group when answering the civic participation scale but had not
participated in research in the areas described above, were identified and classified as
the Mental health community participation group. This and the following group were
selected because of their relationship to one or more of the key topic areas of interest to

the CRC (mental health, youth, and technology).

4. Youth organisation participation: ‘Youth’ (n=276)
The fourth group, Youth organisation participation, comprised those participants
who identified as having participated in either a ‘youth organisation based at your

school/TAFE/university’ or ‘a youth club’ on the civic participation scale.

5. Other community participation: ‘Other’ (n=142)
The second last group, Other community participation, consisted of those
participants who were not included in any of the above groups, but who had selected

one of the following items on the civic participation scale:

. A local sporting or recreational group

° A band, artistic collective or other creative network

o Some other political or activist organisation

J An environmental organisation

J Organisations or groups concerned with women’s or gender issues
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o Any type of group related to a specific ethnic group in the community

o A citizen’s association

o A church group

. A conservation or heritage organisation (e.g. National Trust, or National
Parks and Wildlife)

. A local library

. An online community group (e.g. eBay, Myspace or Facebook,

TakingITGlobal, VibeWire.net)

. Made a donation

o Signed a petition

o ‘Buycotted’ or boycotted a product

. Written a letter to the editor or contributed to talk back radio discussion

or commented on an online article

Endorsement of the above items suggest forms of community participation that

are not related to the key areas of interest for the CRC.

6. No research or civic participation: ‘None’ (n=36)

The final group in the hierarchy were those young people who had not
responded to any of the three questions indicating that they had participated in research
or civic participation activities, and hence were assessed as having no research

participation or civic participation.

8.3.3 Statistical methods

For all analyses, the critical P value used was .01, instead of the more
conventional .05 because of the large number of comparisons in this study. As described
in the previous chapter (Section 7.3.1), this was chosen in order to reduce Type 1 error
risk. Exact P values are reported, with the * symbol used to denote statistically
significant effects.

Chi-square tests were used to examine whether there was a significant
relationship between groups on categorical measures of participant characteristics
(Tabachnick & Fidell, 2013). Comparisons included examination of participants’
characteristics according to the hierarchy of participation. The variables met the
assumptions of the chi-square tests, i.e. independence of observations and that the

variables consist of two or more categorical, independent groups (Tabachnick & Fidell,
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2013). The choices of variables used in these tests meant that these assumptions were
met.

Where a significance level less than the critical value of .01 was found, the
strength of the association was calculated and post-hoc tests were used to establish
which groups were significantly different from each other (Sharpe, 2015). The strength
of the association was measured using Cramer’s V. This is a post-hoc test used to
measure the strength of the association between one nominal variable with either
another nominal variable, or with an ordinal variable when the table is greater than 2 x
2. The statistic varies between 0 and 1, with higher values indicating a stronger
association. Thresholds for the strength of the association measured by Cramer’s V were
described by Cohen (1988) for use in the behavioural and psychological sciences. These

are reported following the statistic when it is used. These thresholds are:

) Small: 0.1 -0.2
° Medium: 0.3 - 0.5
. Large: 0.5-0.8

A range of different post-hoc tests can be used with the chi-square test, ranging
from visual inspection of proportions, to dividing contingency tables of greater than 2 x
2 into a set of smaller 2 x 2 tables, commonly referred to as partitioning (Sharpe, 2015).
The majority of these options involve either having a-priori hypotheses about which
specific cells are likely to deviate from each other or having a theoretical basis upon
which the contingency table can be collapsed into a 2 x 2 table. Neither of these options
were suitable for the present study given its exploratory nature and the decision to retain
the levels of the hierarchy. Consequently, the only option of the four described by
Sharpe (2015) which was feasible was an examination of the differences between
observed and expected frequencies, and the residuals that accompany them.

Expected frequencies are generated when the chi-square statistic is calculated.
These are the values which would occur, or be expected, if there was no association
between the variables. The expected value for each cell in a table is equal to the row
total multiplied by the column total, divided by the total number of observations in the
table. Thus, the values vary depending on the variance within the cells of the data being
examined.

The differences between the observed and expected frequencies within a table
can be quantified, and a measure of this is referred to as residuals. Where expected

values are large, residuals are also large. In order to standardise these within tables, cells
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are compared using standardised residuals, which are calculated by dividing the raw
residual by the square root of the expected value. Residuals calculated in this way can
be compared across a contingency table and are used as a comparative measure of how
the observed and expected differences differ across the table.

The most commonly accepted threshold for a significant difference between the
observed and estimated expected standardised residuals is a value of +£2 when there are
few cells, and +3 when there are many cells (Agresti, 2007). Agresti (2007) does not
state what constitutes a small or large number of cells. On the basis of the guidance
provided by Sharpe (2015) it was decided to treat all of the tables in this study as having
a large number of cells. Thus, a standardised residual value of £3 or greater was
considered to indicate a significant difference.

Comparisons between groups on the hierarchy of participation on the continuous
variables of participant characteristics and motivations (the D-Lit, DSS and scales of the
VFI) were made using the Kruskall-Wallis H test.

Both the Kruskall-Wallis H test and its parametric equivalent, ANOVA, were
considered. Preference was initially given to ANOVA due to the greater statistical
power that can be obtained from it. However, on all of the variables it was applied to
either the assumption of no significant outliers, or normal distribution within groups on
the independent variable, was violated (Howell, 2010). The Kruskall-Wallis H test does
not assume either of these characteristics of the data.

The assumptions of the Kruskall-Wallis H test are as follows (Laerd Statistics,
2015):

1. One dependent variable measured at the continuous or ordinal level
2. One independent variable which consists of two or more categorical,

independent groups

3. Independence of observations
4. Distribution of scores for each group on the independent variable are
equal.

Both assumptions 1 and 2 were met through the choice of variables to be
analysed. Assumption 3 was met through the study design, and creation of the
hierarchy of participation, as each participant only completed the survey once and
was assigned to only one of the groups on the hierarchy.

The final assumption is specific to each dependent variable analysed against the

independent variable (the group on the hierarchy of participation). Where this
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assumption is met, the test can be used to draw conclusions about the median scores of
each group, using the null hypothesis that the distributions of the scores for all groups
are equal. Where this assumption is not met, the test can still be used but a different null
hypothesis is posited.

Prior to the use of the test on each dependent variable, the distribution of scores
within each group on the hierarchy were examined using boxplots to ascertain if these
distributions were equally varied. This visual inspection determined that for all
dependent variables, the distribution of groups had equal variance. Consequently,
statistically significant differences were interpreted as the median scores of the groups
not being equal.

Where the Kruskall-Wallis H test was found to be statistically significant, post-
hoc pairwise comparisons were used to determine which specific groups were
statistically significantly different to one another. The pairwise comparison procedures
used were those described by Dunn (1964) with a Bonferroni adjustment applied to the
statistical significance level of .01 (see start of this section for explanation). The
procedure used the average rank sum of each group to infer differences between the
median scores in each group. A significant result indicates that the differences between

the two median scores are statistically significantly different to each other.

Analysis of qualitative data

Responses to open-ended questions (e.g. reasons for volunteering, reasons for
not volunteering, CRC involvement) were analysed using thematic analysis, as
described in Section 3.6.1. The codes were developed based on the findings of Study 3

(analysis of advisory group applications) and the existing literature.

8.4 Results

The following sections report the findings as they pertain to the project aims and
research objectives, as shown in Figure 8.1. Section 8.4.1 reports on the characteristics
of the sample. Section 8.4.2 reports the results pertaining to Aim 1 and Objective 1 (to
understand how young people who are involved in the CRC differ from other young
people). Section 8.4.3 reports the results pertaining to Aim 2 and Objective 2 (to
compare the self-reported motivations of young people involved in the CRC to the
motivations reported by young people who take part in research, and who are involved
and participate in their communities in other ways). The final section, 8.4.4, reports

results pertaining to Aim 3 and Objective 3 (to describe the experience of young people
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who were involved in the CRC and to show how this differed from how they would

have liked to be involved).

8.4.1 Participant characteristics

There were 631 complete responses to the survey. The mean age of participants
in the study was 22 years (range of 18-25 years). The majority of the sample was female
(78.2%, n=491). They were largely from major cities, with only 16.9% (n=106)
reporting that they lived in regional, remote or very remote areas of Australia.

Nearly all participants (98.6%, n=622) reported that they use the internet every
day. The technology that they reported using varied, with the majority of the sample
reporting using smartphones or tablets (93.7%, n=591) and computers (96.5%, n=609)
every day. Substantially fewer reported using non-internet enabled technology on a
daily basis, with only 6.8% (n=43) and 10.3% (n=65) using non-internet enabled mobile
phones and landline telephones respectively. The most frequent online activities were to
communicate with others (100%, n=631), to seek entertainment (98.6%, n=622) and
social media (97.5%, n=615). The least frequent activities were accessing pornography
(35.8%, n=226), or sending or receiving nude or semi-nude photos of themselves or
others (13.0%, n=82). Of relevance to this study was that 72.1% (n=455) had used the

internet to access health information or to seek online counselling.

8.4.2 How young people who are involved in the CRC differ from other young
people (Objective 1)

Table 8.1 shows the proportion of the participants in each of the groups who
reported that they had particular characteristics. There were several missing cases, with
the number varying amongst cases as noted in the tables below. There were low overall
numbers of both young people who identified as being from an Aboriginal and Torres
Strait Islander background (n=5) and being a newly arrived migrant or refugee (n=2).
Consequently, these results are not reported in the table below.

Significantly more people in the mental health subgroup identified as having a
‘chronic illness or disability’ than was statistically likely to have occurred if there were
no differences between the groups (% (5)= 27.35, p=.000, adjusted standardised
residual=3.0). The size of this effect was small (Cramer’s ¥=0.21 (Cohen, 1988)).
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Table 8.2, above, shows the educational attainment and main activity of the
sample. There were no statistically significant differences between subgroups on any of
these measures.

Table 8.3, below, shows young people’s experience of mental ill health, their
depression literacy and depression stigma, and how this varied between subgroups. As
reported in the table, a chi-square test showed a statistically significant difference
between subgroup membership and experience of mental ill health. The effect size of
this difference was small (Cramer’s /=0.22 (Cohen, 1988)). Examination of adjusted
standardised residuals showed that a significantly higher proportion of young people
who had experienced mental ill health had taken part in a mental health organisation
(mental health subgroup: adjusted standardised residual=4.5) and a significantly lower
proportion had taken part in a youth organisation (youth group: adjusted standardised
residual=-4.7).

A statistically significant difference was also found between subgroup
membership and help seeking for mental ill health. The effect size of this difference was
small (Cramer’s /=0.21 (Cohen, 1988)). Examination of adjusted standardised residuals
showed that a significantly higher proportion who had taken part in other community
participation (adjusted standardised residual=3.6) and a significantly lower proportion
who had taken part in a youth organisation (adjusted standardised residual=-3.7)
reported that they had sought help for this experience.

Significant associations were found between group membership and depression
literacy (D-Lit) and depression stigma (DSS) using Kruskall-Wallis H tests. Pairwise
comparisons were performed using Dunn's (1964) procedure. A Bonferroni correction
for multiple comparisons was used to generate adjusted significance levels (exact
adjusted significance levels are presented). The results of these post-hoc analyses
showed that the statistically significant difference on the D-Lit scale was because the
scores reported by the youth subgroup (median=5.00) were significantly lower than the
research subgroup (median=7.00), p=.006.

The statistically significant difference on the DSS was due to differences
between the CRC (median=4.00) and none (median=7.00) subgroups (p=.005), and
between the mental health (median=4.00) and none (median=7.00) subgroups
(p=.006). These results indicate that young people who had taken part in the CRC and
mental health organisations reported significantly lower rates of stigma than young

people who had not participated in research or in their communities (none).
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8.4.3 Young people’s self-reported motivations for being involved in the CRC

and comparison with motivations of other groups (Objective 2)

As described in Section 8.2.5 (measures), participants who reported that they
had not taken part in any of the civic participation activities listed, or had not
participated in the CRC, were not presented with questions about motivations for
volunteering. Because of this, the total number of participants who were presented with
the questions in this section was N=595.

Table 8.4 reports participants’ median scores on each of the VFI scales and the
proportion of each group who reported specific motivations for volunteering. These
were generated from participants’ responses to the open-ended question regarding
reasons that young people chose to volunteer. Examples of each of the reasons, which

were created using thematic analysis, are:

o Connect with other people: e.g. Opportunities to engage with people, as
well as to care for them and share my passions

° Enjoyment: e.g. I enjoy contributing to society

o Give back to the community: e.g. To assist others and give back to the
community where it has given me support in the past

o Interest or belief in the cause or topic: e.g. [ feel that I align with the set
of values espoused by the ALP, at a societal and political level

o Sense of obligation: e.g. Feeling that I owe a lot to my communities and

to the people that teach me.

J Something to do: e.g. To fill in time/have something to do

o To develop themselves: e.g. Personal development through service

o To gain skills and experience: e.g. To gain experience to eventually find
work

o To make a difference: e.g. Doing what I can to make a meaningful

difference in the world

Significant results were found on three of the VFI scales: ‘enhancement’,
‘protective’ and ‘values’. Pairwise comparisons were performed using Dunn's (1964)
procedure. A Bonferroni correction for multiple comparisons was used to generate
adjusted significance levels (exact adjusted significance levels are presented). The
groups on the ‘enhancement’ and ‘protective’ scales for which the scores were

significantly different reported the same median score. The differences were between
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the mental health (median=3.00) and youth (median=3.00) subgroups, p=.000; and
between the mental health (median=3.00) and other (median=3.00) subgroups,
p=.004. The statistically significant result is likely to be spurious because of the
numerous comparisons conducted. This result is likely to not be of practical importance.

Participants who had taken part in a mental health organisation (median=3.00)
were statistically significantly more likely to report that they had used volunteering to
reduce negative feelings, such as guilt or to address personal problems (‘protective’
scale) than young people in the other (median=2.00, p=.003) and youth (median=2.00,
p-=003) subgroups.

Higher scores on the ‘values’ scale indicate that the person is volunteering in
order to express or act on important values, such as humanitarianism or helping the less
fortunate. This motive was endorsed at significantly higher levels by the CRC
(median=4.00) and mental health subgroups (median=3.66) than the youth
(median=4.00) and other (median= 3.66) subgroups. The specific differences were
between the CRC and youth subgroups (p=.003), the CRC and other subgroups
(p=.003), the mental health and other subgroups (p=.001) and between the mental
health and youth (p=.000) subgroups.

As shown in Table 8.4 below, for the motivations which were participant

generated, no significant differences were found between groups.
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Table 8.5 presents the wide range of organisations that young people nominated

that they had participated in, or with. Inductive thematic analysis was used to categorise

the responses. This analysis resulted in 11 distinct types of organisations, generated

from 611 items by 421 participants. Actions undertaken that did not include the name or

a description of the organisation were not included in the analysis (e.g. led at a youth

camp). Examples of the organisations grouped within each of the categories included:

Art and performance: e.g. Canberra City Band

Environmental or animal protection: e.g. Australian Youth Climate
Coalition, Tasmania Fire Service, RSPCA, The Cat Protection Society
Faith or religion: e.g. Australian Student Christian Movement, Jewish
youth societies

Government or legal: e.g. ACT Youth Advisory Council, Fremantle
Community Legal Centre

Health and social service: e.g. Australian Red Cross, Australian
Childhood Foundation, Twilight aged care, YouthReach Inc

Mental health: e.g. Headspace, Beyondblue, Black Dog Institute
Political: e.g. Australian Labor party, UNSW Liberal club

Refugee or international aid: e.g. Helping Hands - tutoring students from
refugee backgrounds

Sexuality or gender: e.g. One Million Women, All Out, It Gets Better.
Sport: e.g. Local football club

Youth: e.g. Young Scientists of Australia, youth groups
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As presented in Table 8.5, a chi-square test showed a significant difference
between groups when the proportions of young people who had participated in a
‘mental health’ organisation were compared (y (4)=101.29, p=.000%). The effect size
of this difference was medium (Cramer’s V=0.50 (Cohen, 1988)). Post-hoc analyses
showed that a significantly higher proportion of young people had participated in a
mental health organisation than would have occurred by chance in the CRC subgroup
(adjusted standardised residual= 5.0) and in the mental health subgroup (adjusted
standardised residual= 7.2). There were significantly fewer in the youth (adjusted
standardised residual= -6.7) and in the other subgroups (adjusted standardised residual=
-3.3).

Participants who indicated that they had not been involved in the CRC, in
research or in any of the activities on the civic participation scale, were asked why they
had not volunteered. There were 12 responses to this question, which were classified
into five discrete reasons. The most frequently mentioned of these reasons were that
they ‘feel they do not have time’ (n=4), that they had ‘never thought about it” (n=3), and
that they ‘were not sure where to start or what to do’ (n=3). One participant stated that
they felt that volunteering was too much effort and another that they were unable to

commit due to illness.

8.4.4 The experience of young people when they are involved in the CRC and
how this differed from how they would have liked to be involved (Objective
3)

This section reports on the questions that were administered to the CRC
subgroup (n=35) about their experience of being involved in the CRC. It answers study
Objective 3: to describe the experience of young people who were involved in the CRC
and to show how this differed from how they would have liked to be involved.

The number of participants who responded to the questions reported in this
section was lower than those in the CRC group of the hierarchy of participation. This
is because only participants who self-identified as having been part of the CRC projects
were presented with questions about their experience with the CRC. The four people
who had identified as taking part in research within the CRC, who were included in the
CRC subgroup, were not presented with these questions.

As noted in Section 8.2.5 (measures), the questionnaire item and recruitment
materials that were used to screen participants into this section were intentionally broad,

in order to capture as many young people who had been involved, engaged with, or
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participated in the CRC as possible. As a consequence of this, participants’ experiences
encompass the whole spectrum of involvement, participation and engagement— despite
the recruitment focusing on young people who researchers and project managers had
actively involved in their work. The implications of this for the practice of involvement
are discussed later in this chapter (Section 8.5).

Of the 35 young people who were administered the open-ended questions about
the nature and frequency of their involvement, 30 provided a response. Table 8.6 shows
the results of a content analysis of these responses.

Where participants described more than one type of involvement these were
counted as discrete items, resulting in a greater number of types of involvement being
counted than the number of participants who responded to the question. The 30
participants who responded to the question described 12 involvement activities in 62
responses. The most frequently nominated types of involvement were ‘surveys’ (n=23)
and ‘reviewing research proposals’ (n=7), and the least frequent was ‘participating in

research’ (n=1).

Table 8.6 The nature of young people's involvement in the CRC

Activity (N=30) Number of mentions % of respondents
Survey 23 76.6
Reviewed research proposals 7 23.3
Disseminating results 4 13.3
Focus group 4 13.3
Gave feedback 4 13.3
Interview 4 13.3
Use of an app or intervention 4 13.3
Youth Brains Trust 4 13.3
Workshop 3 10.0
Designing the research 2 6.6
Working group 2 6.6
Participating in research 1 3.3

In addition to the open-ended question about their experiences of involvement,
participants were also asked to indicate which research stages they had been involved
at, using a pre-determined framework of consumer involvement (see Section 8.2.5,
measures). Participants were able to indicate that they had been involved at more than
one stage. Figure 8.7 shows the stages that participants reported they had been involved
at, plotted against the stages they reported that they desired to be involved with. Young
people were most frequently involved in ‘doing the research’ (n=21), followed by
‘deciding how to do it’ (n=13) and ‘deciding what to do’ (n=12). Participants were less
frequently involved in ‘interpreting the findings’ (n =3) and ‘writing them into a

scientific report’ (n =1). However, these were the stages in which there was the greatest
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divergence between actual and desired involvement. For example, the number of
participants who wanted to be involved at the ‘interpreting the findings’ stage (n=11)
was nearly four times as high as the number who had been involved at that stage (n=3).
Only one participant reported involvement in ‘writing a scientific report on the

findings,” whereas 13 expressed an interest in being involved with this stage.
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to do to do it the findings scientific community
report on the  know the
findings results
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Figure 8.7 Young people who had been involved in the CRC: contrast of experience and
desire at the different stages of research

In terms of the media through which they were involved, young people were
involved ‘online’ (n=32), ‘face-to-face’ (n=18) and ‘on the phone’ (n=11). Most
participants reported being involved through more than one method, with seven
participants having been involved ‘face-to-face’ and ‘online’, six ‘online’ and/or ‘on the
phone’, and six through all three options.

Participants’ subjective experiences of being involved were explored using both
an open-ended question about their experiences, and responses to statements about
aspects of their involvement. Table 8.7 shows the median and response range for the
‘experiences of being involved’ statements, answered on a Likert scale of ‘strongly
disagree’ (1) to ‘strongly agree’ (5).

There was a wide variance in the experience of the 29 participants who
responded to all of the statements. They were least likely to agree that they were
‘included in staff activities’, and most likely to agree that ‘there was enough flexibility

in their participation to allow for unexpected changes in their lives’.
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Table 8.7 Experiences of involvement

Statement (n=29) Median Range
Support for my participation was given in an approachable and 4 1-5
available manner

I had a clear understanding of my project and my role 4 1-5
I was able to access the knowledge and experience I needed to 4 1-5
complete my participation activities

I knew who to ask for assistance when I needed it 4 1-5
There was enough flexibility in my participation to allow for 5 1-5
unexpected changes in my personal or work life

I was included in relevant staff activities 3 1-5
I felt like a member of the project team 4 1-5
Overall I had a positive experience during my participation 4 1-5

The number of participants who responded to the open-ended question ‘Do you

have any comments regarding your project or participation?’ was very small (n=7). The

responses are shown in full in Table 8.8 and are presented with the number of times and

the activities in which participants reported being involved. These results, while limited

by their number, show a complex picture of the interactions between the number of

times young people had been involved, the ways they had been involved, and their

experiences of being involved. They show that experiences of involvement vary

considerably with some participants reporting a very positive experience, and others

commenting that they would have preferred to be offered more opportunities than they

were. For example, the two participants with the highest reported involvement had very

different experiences, suggesting individual participant and researcher factors played a

strong role.
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Table 8.8 Comments about experiences of involvement

Comment text Number of times Involvement
involved activities

I found follow-up to my involvement lacking. I have 2 Survey, working

been involved in a number of projects where I have group

contributed to the planning, but then have not found
out what happened with the plan (unless someone
casually mentions it over dinner years down the

track).

I have never felt so supported in any project, of any 21 or more YBT, Survey,

kind, in all my life. Everywhere I've turned I've been gave feedback,

met with feedback, affirmation, patience, kindness disseminated
and trust. results

I wanted opportunities for more involvement but 1 Survey

little opportunity was given.

It was difficult because the other young people were 10 No answer

rude and mean, especially about my gender identity.

Results were poor due to too many stakeholders 2 Reviewed
research
proposal

Very good and I felt appreciated for my time and 4 Survey

effort

Wish I could have been more involved Several Workshop,

interview, survey

8.5 Discussion

The characteristics, motivations, and experiences of young people who are
involved in youth mental health research have been described in a small number of
studies to date. A reason for this limited quantity of data may be that documenting
young people’s involvement may be challenging or not always feasible, particularly for
small-scale studies. This study contributes to the literature by examining a sample of
young people who have been directly involved in various forms of youth involvement

or have participated in their communities in other ways.

8.5.1 Young people’s characteristics (Aim 1)

Aim 1 of the YIMHR project was to identify the characteristics of young people
who are involved in youth mental health research and to compare this with other young
peoples’ characteristics and researchers’ beliefs about these characteristics.

While the conclusions which can be drawn were limited by the small number of
CRC participants compared to non-CRC participants, what can be understood is that on
the majority of characteristics measured these young people are not significantly
different to other young people who are involved or participate in their communities.

The exception to this are those characteristics related to mental ill health. The following
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section discusses these findings with reference to the extant literature and provides
suggestions for how the findings can be used to improve the practice of youth
involvement.

Significant differences were found between groups on the hierarchy on four
mental health related measures: experience of mental ill health, help seeking for mental
ill health, depression literacy and depression stigma. Specifically, the CRC subgroup
reported lower stigma than the none subgroup, the research subgroup reported higher
literacy scores than the none subgroup, the proportion of young people with an
experience of mental ill health in the mental health subgroup was larger than other
groups, and the proportion of all participants who had experienced mental ill health and
had sought help for it was high across all groups. Because the area of interest in this
study was how the subgroups differ from each other, the discussion in the following
paragraphs follows the hierarchy of participation and groups the findings accordingly.
The implications of these findings and suggested areas of further investigation follow.

The research subgroup reported significantly higher depression literacy than
young people who had not participated at all (the none subgroup), and the CRC
subgroup reported significantly lower depression stigma than young people who had not
participated in their communities (the none subgroup). These measures were included
in the study for two reasons. Firstly, due to the researcher’s observation, while
participating in mental health research herself, that her fellow young people displayed
favourable attitudes toward mental ill health. Secondly, because mental health literacy
has been identified as a major facilitator to help seeking, and stigma has been identified
as a major barrier to help seeking (Gulliver et al., 2010; Rickwood et al., 2005). Hence,
it was anticipated that young people who had been involved in the CRC, or in research
related to mental health, youth or technology (the research subgroup), would have
higher rates of literacy and lower rates of stigma. The findings from this study provide
support for this. They suggest that young people who are involved bring particular
understandings of mental health and may have a greater understanding of mental health
information.

Further work should be undertaken to establish if young people with high rates
of literacy, or low rates of stigma, provide different insights or input to young people
who do not have these characteristics. Without this further work, it is difficult to draw
conclusions about the impact of these . One way to establish the impact of these
characteristics on involvement may be for researchers to measure and report the levels

of literacy and stigma of the young people they involve and reflecting on how this
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changed the outputs of their work. Examples of studies where researchers have reflected
on how the input they received from young people affected their work exist, such as
Monshat’s (2012) description of changes which were recommended by young people
involved in designing a mindfulness intervention. However, without an accompanying
description of the characteristics of the young people who provided input, establishing if
it was related to a specific aspect of their previous experience or personal characteristics
is not possible. This absence of detail limits the conclusions, either positive or negative,
which can be drawn about the impact of their input on work to date.

A larger proportion of young people who had taken part in a mental health
organisation (the mental health subgroup) reported that they had experienced a mental
health or behavioural problem than the other groups. In addition, a high proportion of
all participants who had reported that they had experienced mental ill health had sought
help for it. These findings suggest that young people take part in activities which are
related to their personal experience. The broad criteria for selection into this participant
group (the mental health subgroup) means it is unclear if the young people in this
group took part in these activities to seek support for their experience of mental ill
health, or because they are interested in the topic. These findings are similar to previous
work in the youth involvement in mental health research literature which shows that the
proportions of young people who are involved and have an experience of mental ill
health are high. For example, in the cohort of youth consultants described by Howe et
al., (2011), 37% of the young people were current or previous users of mental health
services. From this, it could be surmised that there are likely to be higher than expected
proportions of people with an experience of ill health in the groups of people who take
part in this type of activity. This supposition was reflected in the researcher’s own
experience as a young person taking part in the CRC. She observed that a significant
proportion of the young people involved with the CRC had prior experience of mental
ill health and seeking help for it. The CRC research projects which participated in the
survey chose to involve, or recruited, young people with a breadth of experiences of
mental ill health and help seeking. When considered in light of the statistically
significantly higher proportion of applicants to the YBT who had experienced mental ill
health than their peers in the Australian population (Study 4 survey of advisory group
applicants), this absence of a trend toward young people with an experience of mental
ill health among the CRC subgroup may be attributable to the selection criteria which
were used in individual studies, not an indication of the characteristics of young people

who were interested in taking part. Further evidence for this is suggested by the finding
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that the Research group reported significantly higher depression literacy than young
people who had not participated in their communities at all. The research subgroup was
similar to the CRC subgroup, with the exception that it cannot be conclusively
ascertained that young people in this group were actively involved, only that they had
participated in research in topics similar to those in the CRC.

Collectively, these findings provide an indication that, among young people who
take part in mental health research and mental health groups, particular trends may
exist. These trends are towards more favourable attitudes to mental ill health, and
slightly higher rates of mental ill health, than young people who are engaged in their
communities in other ways. When considered alongside the findings of the previous
studies in this project, which have also suggested that young people who are involved in
mental health research have higher rates of mental ill health, this finding shows the need
for further work in the area. Specifically, future work should aim to ascertain the impact
that any trends in these areas might have on the research that they are involved in.

Differences in the proportional representation of certain groups of the population
were anticipated (e.g. women, students) based on previous literature (see Chapter 2,
Sections 2.51 and 2.6.2). However, the only characteristic for which a significant
difference was found between groups was young people living with a chronic illness or
disability. The proportions of young people with this characteristic in all participant
groups was still lower than the 41.4% found in the Australian Survey of Disability,
Ageing and Carers (Australian Bureau of Statistics, 2009a). When the proportions of
these characteristics in the sample in this study were compared to previous work, they
have largely similar findings. For example, the proportion of females in the current
study was similar to the 50% to 87% reported in previous examples of youth
involvement in mental health research literature (Howe et al., 2011; Mawn, Welsh,
Kirkpatrick, et al., 2015; Monshat et al., 2012), and the results of Study 4 (survey of
YBT applicants).

The absence of significant demographic differences between the groups, other
than gender and main occupation, shows the importance of comparing the
characteristics of groups of young people who are (or are not) participating in their
communities in different ways. This will inform the ongoing discussion around whether
there is sufficient diversity in the groups of young people who are involved in mental
health research, and in involvement more broadly, as raised by a number of authors to
date (Collin, Rahilly, et al., 2011; Hagen et al., 2012; Monshat et al., 2012; Simons,
2012).
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Additionally, this absence of difference demonstrates that while some groups
tend to be less engaged in volunteering and community participation activities—
including culturally and linguistically diverse young people (Australian Bureau of
Statistics, 2012b; K. Brown et al., 2013; Mission Australia, 2013; Muir et al., 2009) —
this absence is not more pronounced in the specific case of involvement in youth mental
health research.

Although the number of women and level of educational achievement is higher
in this group than in the general population, it can be concluded that it is not
significantly different to the other the participant groups examined in the current study.
These findings warrant further exploration, as there may not be the strong bias towards
young people with these characteristics engaging in research which has been suggested
in previous studies. However, it remains important for researchers to make a particular
effort to engage young men and those with a lower level of educational attainment. It
would also be valuable to acknowledge any bias on in these categories when

incorporating feedback from young people.

8.5.2 Young people’s motivations (Aim 2)

Aim 2 of YIMHR was to compare the self-reported motivations of young people
involved in mental health research to both researchers’ perceptions of these motivations
and the motivations that other groups of young people report for similar activities. In the
present study this was achieved by comparing the groups on the hierarchy of
participation in terms of their scores on the VFI (i.e. their self-reported motivations for
volunteering and the organisations they were involved in); and by examining the
self-reported reasons provided by young people who had not participated in their
communities. The insights generated will help improve youth involvement in mental
health research practice by suggesting ways that recruitment strategies and incentives
for young people can be improved, identifying ways that activities can be best tailored
to meet young people’s expectations and desires, and by identifying ways these
motivations can be used to improve young people’s experiences of being involved.

The median scores reported by the mental health subgroup were significantly
higher than the scores reported by the youth and other subgroups on the VFI
enhancement and protective scales (see section 8.2.5, measures). On the Values scale
the scores reported by the CRC and mental health groups were significantly higher
than the scores reported by the youth and other groups. These differences show that the

diversity in motivations between groups of young people who participate in their
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communities may be related to specific domains. These may be attributable to the topic
area of the activity as, if the differences were attributable to the type of activity, they
would have also occurred between the groups which engaged in different types of
activities (e.g. the research group).

A direct comparison of participants’ scores to previous work which has used the
VFI is limited due to the minimal extent to which the scale has been used in Australian
and youth settings. Additionally, the psychometric properties of the short form of the
scale used in the present study have not been published. These two factors make it
difficult to ascertain if the findings of the current study are similar to previous work. For
this reason, it is unclear as to whether the relative scores reported are comparable to
young people in the general population, or whether there is a bias in the current sample
regarding their motivations for being involved.

The differences in motivation between groups, as indicated by the VFI
differences, adds detail to previous findings in this project and previous work in the
non-youth involvement literature. Previous findings have suggested that people who
choose to be involved in mental health research do so in response to a previous negative
experience of either ill health or the health care system (Study 1: Focus groups; Study 2:
interviews with researchers, Study 3: Analysis of applications; Study 4: Survey of YBT
applicants; Tarpey, 2006). The use of face-to-face methods may have limited young
people’s willingness to discuss personal experiences in the presence of others.
Alternatively, because the groups examined by previous work have been about mental
ill health, participants may have believed that this motivation was implicit.

The higher median scores reported by the CRC and mental health subgroups,
compared to the youth or other subgroups, on the values scale of the VFI is of note.
These differences could be attributable to a number of factors. Firstly, groups higher up
the hierarchy included young people who were involved in activities which are more
specific to a particular topic or area of interest. Young people in these groups may have
been able to link the specific values in their lives which motivated them to engage in
those more specific activities. Alternatively, young people may have been involved in
their communities in order to give back, a finding which has also been suggested by
previous work in the area, such as Howe (2011). To reconcile this difference, future
work should consider asking young people explicitly about the relationship of their
experiences of mental ill health to their choice to be involved.

The majority of motivations identified here in the responses to the open-ended

questions have previously been found in the youth involvement in mental health

236



research literature. Specifically, Mawn, Welsh, Kirkpatrick et al (2015) and Howe et al.,
(2011) have both noted that young people are motivated to ‘make a difference’ and
‘develop themselves’. In addition, young people in the Howe et al. (2011) study were
also motived by a desire to ‘connect with other people’ and to ‘give back to their
communities’, and those in Mawn, Welsh, Kirkpatrick et al., (2015) were motivated to
‘develop themselves’. Other motivations recorded in the health and mental health
service delivery involvement areas include, ‘gaining skills and experience’ (Coates &
Howe, 2014; Coser et al., 2014; Fleming, 2010; Gyamfi et al., 2007; McDonagh &
Bateman, 2012; National Children’s Bureau, 2010; Powers & Tiffany, 2006), the
opportunity to achieve positive outcomes for other consumers or young people, e.g.
being interested or believing in the cause or topic (Case et al., 2014; Coates & Howe,
2014; Ramey & Rose-Krasnor, 2015; Tarpey, 2006), or to give back to the community
(Case et al., 2014).

The breadth of these findings, and in particular the absence of significant
differences between the subgroups on the participant generated motivations, suggest
that young people are motivated by a wide variety of factors, and that any homogeneity
among groups may be limited to high level motivations, such as those captured by
standardised scales. The existence of such variance, and the notion that is indicative of
considerable heterogeneity amongst groups, has been identified in previous work
examining people’s motivations for engaging in co-creation and innovation activities
(Roberts, Hughes, & Kertbo, 2014), but not in work specifically pertaining to young
people. The implication is that researchers should consider working with a group of the
young people they want to involve, finding out how they want to be involved, and what
that specific population group may be motivated by. The guidelines about incentives for
youth involvement in health research created by INVOLVE UK, which were written
with the assistance of a group of young people (National Institute for Health Research,
2016) are a good example of how this may be achieved. These guidelines include
suggestions for researchers but acknowledge the variance in groups of young people
and provide suggestions for how researchers can acknowledge this.

Participants were asked to list organisations they had volunteered with, or
participated in, in an attempt to ascertain the breadth of differences between
participants, and to discern if any patterns existed in the types of organisations different
participant groups were involved in. The findings show that young people in all groups
were involved in a wide variety of organisations, and that there were no significant

differences between participant groups. This absence of significant differences between
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groups suggests that recruitment of young people to organisations or research projects
might be improved by identifying which organisations young people are already
interested in and working with, and recruiting through them. Such efforts may assist in
broadening the pool of young people involved to specific population groups which are
currently under represented, such as culturally and linguistically diverse young people.

The reasons nominated by participants for not volunteering closely resemble the
barriers to involvement and participation nominated by university students in the Study
1 focus groups. The most frequently mentioned barrier, that they ‘feel they don’t have
time’, may suggest to researchers that making involvement activities easy to do, and
less burdensome on participants, may facilitate participation and involvement. These
findings also support the ideas from the interviews with researchers (Study 2) as to why
young people do not partake in involvement in mental health research opportunities.
This suggests that researchers have a good understanding of why young people choose
not to take part. However, researchers may face limitations around the methods and
practices through which they are able to involve young people. Some methods may, of
necessity, require more time commitment on the part of young people, or are offered at
inconvenient times. Researchers need to work collaboratively with both young people
and other parties such as funding organisations, and to design processes which work for
everyone; for example, finding ways to offer activities outside of work and study hours.
These changes would also require input and cooperation from funding bodies and
institutions in order to fund, facilitate and support the logistics of researchers working
outside of business hours.

Alternatively, there may be differences between young people’s expectations of
what involvement in research entails, and what is required of them in practice. This
explanation is supported by the results of studies on young people’s experiences of
involvement, which are discussed in the following section. It shows that there is a need
for researchers and research organisations to involve young people not only at the point
of recruitment into an activity, but in an ongoing way both prior to, and after, an
experience of involvement. Given the high rates of internet use by this group, one way
in which this could be achieved is through interactive social media pages which allow

young people to gain familiarity with, and updates about, a project.

8.5.3 Young people’s experiences (Aim 3)

The third objective of the study was to describe the experiences of young people

who were involved in the CRC, and to show how this differed from how they would
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have liked to be involved. Within the youth involvement in mental health research area,
very few (n=3) papers have previously focused on this. Of the papers which have, only
Howe (2011) has described these experiences in detail. In the broader involvement area,
a comparatively larger body of work has described young people’s and consumers’
experiences of involvement. However, in both areas, no attempt has been made to
explicitly compare the experiences of young people who were involved with their
desired experiences.

Understanding the experiences of young people from their perspective may
allow researchers to better involve young people in their work. These improvements
may be realised by considering the expectations and prior experiences of the young
people they are involving, in addition to the needs and directions of the research they
are undertaking. This understanding may lead to improvements in the practice of youth
involvement by encouraging researchers to involve young people more regularly and
actively than they do at present. This may also improve the experience of young people
who are involved, by affording themselves and others more opportunities to be
involved. This desire was expressed by young people in Study 1 (university student
focus groups). In that study they also discussed that they would prefer activities to be as
easy as possible for them to access.

The contrast found in this study between the stages of research at which young
people wanted to be involved, and the stages at which they were involved, clearly show
that young people’s interests and desires regarding involvement are broader than the
opportunities they are commonly offered. It was only the stage of ‘doing research’
where experience was commensurate with desire. Across all other stages, young people
wanted more involvement than they experienced. The discrepancies which existed
between two of the stages (‘interpreting the findings’ and ‘writing a scientific report on
the findings’) may be attributable to when the survey was administered relative to the
timespan of the CRC. It was conducted when most of the CRC projects still had two
years of funding remaining. It is possible that the young people involved in the CRC
may have been involved in these stages of research after completion of the current
study.

These findings suggest that there are some young people who would be willing
to be involved at each, or indeed all, of the stages of research. They provide
encouragement and impetus to researchers who may be reluctant to involve young
people because they believe that some do not want to be involved (Study 2, interviews

with researchers). For example, researchers may believe that young people are less
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likely to want to be involved at the ‘interpreting the findings’ and ‘writing a scientific
report on the findings’ stages. One potential explanation for this belief might be around
young people’s own perceptions of what these stages entail; the participants in Study 1
(focus groups with university students) commented that they wanted their involvement
or participation to be easy and being involved in documenting a study may not be
simple or easy, which may thus be a barrier.

The current study should be considered in light of the work of Hagen et al.
(2012), who were commissioned by the CRC to write a guide to using participatory
research to develop evidence-based online youth mental health promotion, intervention
and treatment. This guide was provided to researchers in the CRC by the CRC head
office as a potential stimulus and guide for their youth involvement strategies. In the
guide, participatory design methods are described as follows:

... methods and tools from Participatory Design and related fields such as user-

centred design, service design, market research and broader qualitative research

methods. While used in isolation, these methods (such as focus groups and

interviews) may not necessarily be participatory per se, but as part of a

participatory framework they are considered Participatory Design methods’

(page 2; Hagen et al., 2012)

According to this description, researchers within the CRC may have viewed
methods such as ‘interviews’ and ‘workshops’ as constituting active involvement.
Alternatively, they may have used interviews in participatory ways. For example,
interviews about setting the topic of the research may be participatory, whereas
interviews as part of regular data collection may not be. In doing so, it highlights the
subjective nature of the involvement process, and reinforces that above all, involvement
processes should be fit for purpose for both the research being conducted, and the young
people who choose to be involved. While this study has succeeded in documenting
young people’s perceptions of the stages they were involved in, and their own
perceptions of involvement, it has not linked these experiences to the specific studies
they were involved in, and thus determining if these were fit for purpose cannot be
easily established.

This study has examined young people’s experiences of involvement. It builds
on the limited amount of work which has described young people’s experiences of
involvement from their point of view (Howe et al., 2011; Mawn, Welsh, Kirkpatrick, et
al., 2015; Mawn, Welsh, Stain, et al., 2015), and the previous study in the project (Study
4 Survey of advisory group applicants). The high levels of endorsement on all of the
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statements about their experiences of involvement show that young people who are
involved have positive experiences, that they are comfortable asking for help, and that
they feel as if they are members of the research team. These specific findings are
encouraging and provide support for the previous broad conclusions that youth
involvement has a positive effect on the young people who are engaged, in addition to
the benefits that involvement processes bring to research (Chambers et al., 2012; S.
Chen et al., 2007).

Future work could build on these findings by using the items from this survey or
developing others more relevant to the specific project. One way to do this would be to
measure young people’s expectations before their research involvement, and then
contrast these with their experiences collected post-involvement. Presenting these
findings with direct reference to the researchers’ account of their project could establish
the impact of involvement at the specific stages. This body of work would lead to the
development of a comprehensive understanding of the impact of youth involvement on
young people. An example of an attempt to create such a measure was described by
Scott and Wale (2017) in the area of consumer involvement in health services
development. Their measure comprised a 16-question survey about consumer
involvement in health services development which asked about the characteristics,
stage, nature of involvement and what support the consumers who responded to it
received from the organisations they were involved in. This measure could be used as a
starting point for the creation of a measure specifically designed for youth involvement
in mental health research.

The final area examined was young people’s comments about their involvement.
Once again, the low number of comments limits their generalisability. However, what
can be understood is that young people’s experiences were not clearly linked to the
ways they were involved, or the number of times they were involved. This lack of
relationship is interesting, as it further reinforces the above conclusions that research
involvement should be fit for purpose, both for the project and for the young people
who are involved. The most clearly negative experience reported was that other young
people did not respect the participant’s gender identity. This shows the importance of
researchers working with young people to ensure that the experience is safe and positive
for all involved. As suggested in Study 3 (analysis of applications), consideration
should be given to promoting the use of self-care strategies among young people when
they are involved and working collaboratively with mental health professionals, if

required, to provide support. Where minority groups, such as gender diverse young
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people are involved specifically, greater supports and communication may need to be

considered with regard to interpersonal dynamics.

8.5.4 Limitations

The recruitment methods used led to lower-than-expected participant numbers in
two of the targeted groups. The first of these groups was the young people who have not
participated in research or their communities (the None group). Involving a group who
in disengaged from their community is one of the key challenges in involvement
practices. This challenge, which was also highlighted in Studies 1 and 2 (university
student focus groups and researcher interviews), is an area that would benefit from
further research. While the present study is able to contribute to an understanding of the
characteristics of young people who participate in their community, and volunteering in
some capacity, the small proportion of respondents who reported as not having
participated means that any conclusions drawn from this group may lack
generalisability.

The second participant group for which there were lower than anticipated
numbers was the CRC subgroup. For participants to be recruited into the CRC
subgroup, researchers had to choose to include the young people who had been involved
in their study in the survey, and then the young people themselves had to choose to
participate in this study. To ascertain if any biases could be related to which researchers
decided to take part in the survey recruitment process, the topics, research methods and
disciplines of the CRC projects who participated were analysed. No trends were
identified that may have influenced the responses given to the survey by the young
people who were involved. However, as described above, the extent to which
information provided to the researcher reflected the actual processes of the investigators
varied considerably across the CRC.

Related to this was the question that identified whether participants had
previously volunteered with the CRC. The list of project names used in the question was
provided by the CRC head office and reviewed against the CRC’s website and the
researcher’s own knowledge. However, there were differences between these names and
how the projects had identified themselves in their own recruitment strategies. These
differences were not detected until recruitment had commenced, meaning that the
question could not be altered. This may have resulted in young people not being able to
identify a project that they may have been involved in, and thus may have contributed to

the low number of CRC participants in the survey.
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In addition, the recruitment of participants in this way meant that linking the
young people to the specific research project they were involved in within the CRC was
not possible. Hence, the findings are able to provide general insights into the practice of
youth involvement, but not about the profile of the groups who are recruited for specific
projects.

The distribution to the researcher’s Facebook friends may have contributed to
some of the biases present in the results. As a woman in her mid-twenties undertaking
postgraduate education and living in a major city, it is reasonable to assume that a
higher proportion of her friends share some or all of these characteristics than would be
found in the general population. Given that these biases were evident in the sample, this
recruitment strategy should be considered a limitation.

Finally, two limitations arose from the survey design: social desirability and the
use of short-form measures. An important limitation when considering findings related
to motivations for volunteering is the impact of social desirability. This bias may have
impacted participants’ responses in an attempt to make themselves appear more
generous or charitable than they actually are.

The survey measured a wide variety of concepts, which meant that using long-
form measures for all these concepts might have resulted in an unnecessarily high level
of participant burden. To reduce this, the shortest available forms of measures were
used. For example, the 13-item version of the Volunteer Functions Inventory (VFI) was
used. This version, while theoretically understood to have many of the same properties
as the standard 30-item version of the scale, has not been widely used. As a result,

findings to which the results of the present study can be compared were limited.

8.6 Summary

Comparing the characteristics and motivations of young people who are
involved in youth mental health research to those who are involved in their communities
in other ways has shown that on the majority of measures they are not significantly
different to this broader group. While this should provide confidence both to those who
involve young people and in the results of the work, the significant differences on
mental health related measures are of note. These have quantified existing assumptions
in the field. Reflections on the processes used in this and other studies strongly suggest
that avoiding these biases is a complex challenge that will require collaborative efforts,

including from Human Research Ethics Committees.
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Young people have shown that they would like to be involved in research more
than they are currently given the opportunity to. In spite of the probable selection bias
toward CRC projects which had more actively involved young people, this finding
clearly suggests that researchers should consider more active and innovative ways to
involve young people in their research projects. The implications of these findings, and
how they compare and contrast with other YIMHR results, are discussed in the final

chapter.
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9 Discussion and conclusion

9.1 Summary of work and key findings

The Youth Involvement in Mental Health Research (YIMHR) project set out to
improve the practice of youth involvement in mental health research by increasing the
understanding of the characteristics, motivations and experiences of the young people
who would either like to be, or are, involved in mental health research. This was
achieved through an examination of youth involvement in mental health research in an
overarching research organisation, the Young and Well CRC (the CRC), through the
use of five studies. Specifically, three areas were examined: who these young people are
(Aim 1), their motivations (Aim 2) and their experiences of being involved (Aim 3).
Each of the five studies used a different research method and contributed to between
one or more of the project aims, as illustrated in Figure 9.1.

Despite recognition of involvement in policy, there remains a lack of direct
exploration about the practice of it and, in particular, descriptions of the people who
choose to be involved. The YIMHR project made an initial step towards filling this gap
in the literature by describing the characteristics, motivations and experiences of young
people who are involved in youth mental health research from their point of view. By
examining similar issues across five studies, this research has shown that there are some
clear similarities between them. They have higher rates of mental ill health than the rest
of the population and, coupled with a desire to further their relationships with other
people, this motivates them to be involved. Their descriptions of being involved and
how they would like to be involved show that there is a discrepancy between what they
experience and what researchers think they experience. The increased understanding of
these areas provided by this project will allow researchers to improve the processes they
use to involve young people and will contribute to the wider adoption of consumer

involvement in mental health research.
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Figure 9.1 YIMHR project aims and studies

The CRC was an overarching research organisation that examined young
people’s mental health, technology and wellbeing. All of the research projects funded
by the CRC were required to actively involve young people throughout their work.
While the degree to which this occurred varied between projects within the CRC it was,
at the time of writing, one of the largest known instances of youth involvement in
research. The large size of the CRC enabled the exploration of youth involvement on a
much larger scale than has been previously reported in the small studies that dominate
the literature in the are at present.

The preceding five chapters have detailed each of the studies independently.
This final chapter compares these findings with the existing literature in the fields of:
youth involvement in mental health research, consumer and youth involvement in
research and mental health service delivery and youth civic participation (Section 9.2).
How these findings can be applied and used in the above fields, and the implications for

current and future research and organisational practice, are discussed. Suggestions are
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made for a range of roles and organisational levels (Section 9.3). The strengths and
limitations of the project are outlined focusing on those that may impact on the
interpretation and use of the findings (Section 9.5). Finally, future directions for both

research and practice are explored (Section 9.5).

9.1.1 Young people’s characteristics (Aim 1)

The findings pertaining to Aim 1 show that the young people who are involved
in youth mental health research experience high rates of mental ill health and help
seeking, have positive attitudes toward mental ill health, and regularly participate in
their communities. Researchers in Study 2 expressed divergent views regarding whether
the groups who are involved are sufficiently diverse but did note that they thought the
proportion of young people from culturally and linguistically diverse backgrounds was
lower than ideal. These findings, which are drawn from all five YIMHR studies, have
implications for the ongoing discussion about diversity and inclusiveness in
involvement.

Young people who are interested in being involved, and who are involved, in
youth mental health research have high rates both of mental ill health, and help seeking
for these experiences. This finding emerged from all of the studies with young people
interested, or involved in the CRC and was mentioned by the researchers interviewed in
Study 2. The proportions of applicants to the Youth Brains Trust (the YBT; Study 3)
who had experienced mental ill health were statistically significantly higher than has
been found in the general population. In Study 5 (survey of community members), rates
of mental ill health and help seeking were higher in groups who had participated in
research but lower young people who chose to participate in non-research mental health
organisations. High rates of mental ill health were also reflected in the self-descriptions
of young people in the analysis of advisory group applications (Study 3).

From Studies 3, 4 and 5, which examined young people who were interested or
involved in youth mental health research, it also emerged that these young people are
comfortable seeking help for experiences of mental ill health and had likely done so
previously.

Those involved are also knowledgeable about mental ill health. This is
demonstrated by high levels of awareness of others’ experiences of help-seeking for
mental ill health (Studies 3, 4 and 5), high levels of mental health literacy (Studies 3, 4
and 5) and low levels of mental health stigma (Studies 4 and 5).
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In Study 4, the proportion of applicants to the YBT who had obtained a
bachelor’s degree was found to be statistically significantly different to that of their
peers in the Australian population. However, similarly high rates were not found in
Study 5 (survey of community members). These higher rates may be able to be
explained by the high proportion of university students who volunteer (Australian
Bureau of Statistics, 2012a; McCabe et al., 2007).

Other than a bias toward young people who are more highly educated, none of
the demographic characteristics measured in the quantitative studies (Studies 4 and 5)
were found to be significantly different from the general population or from other
groups of young people who had participated in their communities. However, it is
important to note that this may have been limited by the small sample size in Study 4

and the low number of participants in particular population groups in Study 5.

9.1.2 Young people’s motivations (Aim 2)

Investigating what motivates young people to be involved in youth mental health
research, from their point of view, may have important implications for improving
involvement practices. This was explored in four of the studies: university student focus
groups (Study 1), researcher interviews (Study 2), survey of advisory group applicants
(Study 3), and survey of community members (Study 5). The most frequently found
motivation, mental ill health, was described by both researchers and young people.

One area of congruence found between young people’s characteristics and
motivations was that young people are motivated to engage in research by their
previous, sometimes negative, experiences of mental ill health. This finding emerged
across all studies that examined the area: university students suggested that a previous
experience of mental ill health could be both a barrier and facilitator to being involved
(Study 1), YBT applicants discussed previous negative experiences as a reason to try to
change the health outcomes and experiences of others (Study 3), and young people
involved in both mental health research and non-research mental health groups were
motivated to take part because of their experiences of mental ill health (Study 5). This
was also supported by researchers who proposed that it might be a reason young people
chose to take part in involvement activities (Study 2).

Young people are also motivated to become involved in order to maintain and
improve their relationships with both their peers and researchers. The prospect of
interacting with other young people that they already know, or new people within their

peer group as part of involvement activities, was identified as a motivating factor by
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young people in Studies 1, 3, and 5 (university student focus groups, analysis of
advisory group applications, survey of community members). Similarly, building on
existing, or developing new, relationships with researchers and organisations emerged
as a motivating factor in the same set of studies. However, this finding may be directly
related to the research methods used in these studies. The majority of participants in the
focus groups had a pre-existing relationship with the researcher, and many of the
applicants to the YBT either had an existing knowledge of, or had researched, the
organisation in order to boost the potential success of their applications.

Finally, young people take part in youth mental health research involvement to
learn more about the research topic , and to gain skills in that area. These skills were
both career-focused and more wide-ranging, including personal development. This
emerged not just through the analysis of advisory group applications (Study 3), but also
in the university student focus groups (Study 1) and the open-ended responses of young

people involved in the CRC within the survey of community members (Study 5).

9.1.3 Young people’s experiences (Aim 3)

The final project aim was to compare young people’s actual and desired
experiences of involvement in mental health research, and to contrast this with how
researchers involve young people. The results show that young people would like to be
involved to a greater degree than has been offered to them at present.

Two studies compared young people’s actual experience of being involved with
their desired experience of taking part in involvement activities (Studies 1 and 5). These
studies indicated that young people wanted to be more regularly involved, and at more
stages of the research process, than they currently are. They would like to be offered
opportunities to be involved in all research stages and through a variety of mechanisms.
The interviews with researchers provided a point of contrast to these experiences by
exploring how they had involved young people in their work in the CRC (Study 2).
Researchers believed they already involved young people across all research stages.
This disparity suggests that either opportunities for young people to be involved at all
research stages do exist. However, researchers may not be consistent in communicating
this; or that the depth and frequency of involvement processes may not be consistent
throughout the research stages of a project. As noted in the previous chapters, the
project did not link specific CRC projects to the young people’s accounts of being
involved, and in the case of Study 1 (university student focus groups), this would not

have been possible. This finding illustrates that perceptions of involvement can vary
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between groups, even within the same broad research program. It emphasises that
evaluations of involvement activities should include the perspectives of all parties, not
just those who conduct them. Those in a position of greater power (the researchers) may
have a more favourable evaluation of their work than those who are the beneficiaries of
it (the young people).

Young people’s experience of being involved was largely positive despite
differences between their expectations and reality. Studies 1 and 5 showed that where
young people had taken part in involvement activities they found this to be enjoyable
and felt that they learned and developed as a result of the experience. Researchers also
believed this to be the case, as described in Study 2. The findings of Study 4 indicate
that any changes that young people experienced as a result of their involvement were
not significantly different to those of the young people who were not involved.

These findings show that having a desire to be more involved than they currently
are does not preclude young people from enjoying the activities they can take part in. It
is encouraging that the efforts made by researchers to involve young people have
positive outcomes, not only for their own research but for the young people who are
involved. It suggests that, if and when researchers expand the extent to which they
involve young people, they should continue to use some of the same techniques.
However, they should also use these findings as an opportunity to learn from young

people and using young people’s contributions to build their practice.

9.2 Comparison with previous research

Consumer and community involvement in research is a growing field, but to
date, there is limited data available about the practice of involvement. Despite mentions
of involvement in high level policies and practices both within Australia and
internationally, the translation of these broad directions into documented action remains
limited. Where action has been documented, this has predominately been from the
perspective of researchers and health practitioners. With some exceptions, this work has
not described the consumers who are involved in shaping the work. Work which has
done so notes that they are typically female, and educated or involved in education. The
motivations of these groups, which have been more regularly described in the adult
consumer involvement literature than the youth literature, include making
improvements to the research process and to their own lives. When consumers and
young people are involved, they have positive experiences and report increased skills,

mental health and expansions of their networks. The YIMHR project represents an
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advance in the research that has focused directly on these areas. The scope of this PhD
project allowed young people’s perspectives to be heard and compared in a way that
may not have been feasible for the smaller scale research projects typical of the existing
literature.

Examination of the characteristics of the young people involved in research
shows that a substantial proportion of young people who are interested in being
involved in research, or who are involved in research, have an experience of mental ill
health. The incidence of young people who have an experience of mental ill health
appears to vary depending on the topic or goal of the research project (Howe et al.,
2011; Mawn, Welsh, Kirkpatrick, et al., 2015; Ross et al., 2012). For example, in the
cohort of youth consultants described by Howe et al., (2011), 37% of the young people
were current or previous users of mental health services. The phenomenon of people
with an experience of a particular health condition taking part in research as a direct
result of that experience, has also been reported in the adult involvement literature
(Tarpey, 2006). These links suggest that, higher rates of health conditions related to the
topic of investigation may be attributable to researchers actively targeting people with
these characteristics. A novel finding from this project is the higher proportion of
people with an experience of mental ill health found within groups of applicants to
advisory groups, such as the YBT. This suggests that where studies need to involve
young people without an experience of the health condition they are investigating,
researchers will need to use specific selection criteria to include young people without
these conditions or exclude those with them.

Other characteristics of note are that these young people are predominately
students and have high rates of educational attainment. In the two papers which have
reported on activities that young people were taking part in outside of the research
project, there was a high level of student representation (Howe et al., 2011; Monshat et
al., 2012). These rates are slightly higher, but broadly similar, to the rates of students in
the general Australian population who regularly volunteer (Australian Bureau of
Statistics, 2012a; McCabe et al., 2007). Similarly, there was a high rate of educational
attainment among participants, with significantly higher rates of educational attainment
found in Study 4 (survey of advisory group applicants) than in the general population.
Within the youth involvement in mental health research literature, the rates of
educational attainment of people who are involved has not been reported. However, in
the adult involvement literature, two studies have suggested that consumers who choose

to be involved are educated (Patterson et al., 2014; Tarpey, 2006). In particular,
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Patterson, Trite and Weaver’s 2014 survey of the activity and views of services users
involved in mental health research found that the majority (63.9%) of consumers have
completed tertiary education (Patterson et al., 2014).

The findings from the YIMHR project suggest that young people’s motivations
for being involved in mental health research are similar to their motivations for being
involved in mental health service delivery, and consumers’ motivations for being
involved in research and service delivery. The new contributions of this study include
the knowledge that young people’s experience of mental ill health is a motivating factor
and that young people are motivated by their relationships with other people. This
highlights the importance of researchers and organisations actively investing time and
effort into relationships with youth organisations and young people, and that
consideration should be given to involvement processes which afford young people the
opportunity to connect with others.

In this project, young people’s experience of mental ill health was found to be a
factor which motivates them. A similar motivation—a previous bad experience of
health or the health care system—was reported by Tarpey (2006) in her exploration of
motivations for being involved in health and social care research. Other than these
limited findings, this motivation has not been previously reported. This absence may be
because the issue has not been explored in the same level of detail as in this project. A
wide range of more general motivations, such as the desire to make a difference, has
been reported in both the mental health and broader involvement literature (Cargo &
Mercer, 2008; Coates & Howe, 2014; Mawn, Welsh, Stain, et al., 2015; Ramey & Rose-
Krasnor, 2015). This finding suggests that actions, such as choosing to be involved, can
be driven by a previous negative experience related to the topic of the action. The idea
that negative experiences can lead a person to engage in positive behaviour has been
widely acknowledged by philosophers and psychologists from Frankl onwards (Frankl,
1946; Updegraff & Taylor, 2000). What has not been articulated in the youth mental
health research field are the specifics ways in which young people may engage as a
result of a negative experience of youth mental health. The findings suggest that
research may be considered by young people to be a positive and healing experience.
Researchers should consider responding by using processes which allow young people
time and space for discussion about their mental ill health, and creating spaces which
are conducive to self-care.

Young people were motivated to take part to build and maintain quality

relationships. This has been discussed in the youth involvement in mental health service
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delivery literature, but not in the specific mental health literature (Coates & Howe,
2014; Collin, Metcalf, et al., 2011; Ramey & Rose-Krasnor, 2015). For example, studies
with young people have shown that they are motivated to build and maintain quality
relationships with themselves and researchers (Ramey & Rose-Krasnor, 2015) and each
other (Coates & Howe, 2014). The young people in the current study may have been
primarily motivated to maintain and further existing relationships, rather than to
establish new relationships. This may be due to the existing relationships that many of
the young people had with the primary researcher and/or the CRC.

The focus on young people’s experiences of being involved has shown that they
have a different experience from the researchers who involve them. For example, young
people expressed that they would like to have the opportunity to be involved more
regularly and in each stage of the process, rather than what they perceive to be the
currently limited opportunities. A similar dissonance was found in Rutter et al.’s (2004)
case studies of user involvement in health services in the UK. In this study, interviews
with all stakeholders showed that the desires and expectations of service users and
professionals differed from one another with regard to the extent that users were
involved. As noted above, these findings demonstrate the need to evaluate and explore
experiences of involvement from the point of view of all stakeholders, not only those
who conduct the work.

The finding that young people want to be involved more regularly than they are,
and at each stage of the process, shows that researchers need to strongly consider
involving young people in more active ways. As explored in Section 2.4.1, a range of
processes can be used to achieve the active involvement, participation and engagement
of consumers and community members. The focus in the data collection on young
people’s perspectives precludes an analysis of the processes employed by the CRC.
However, it can be surmised from what young people expressed that the processes used
are likely to have focused on the lower stages of the IAP2 spectrum, or have been
limited to involvement at only specific stages. When considered in light of the finding
that the young people who are involved are more highly educated and that their
motivations include improving relationships with researchers and gaining new skills, it
suggests that there is scope for methods higher up the spectrum to be used. For example,
the young people who want to be involved may have, or be willing, to develop skills to

be co-researchers or to lead research themselves.
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9.3 Practical implications of findings

The active involvement of consumers and community members in research, and
in health and social care delivery, is at a stage of growth and development throughout
the world. It is increasingly incorporated into national-level policy and rhetoric both
within the mental health and broader health and social care sectors. In Australia, this
can be seen in the mentions of involvement in national research and health policies over
the last 20 years. Within mental health, the need to more actively involve consumers
and community members has been in all national mental health strategies and plans to
date, from the first mental health plan in 1993 to the fifth in 2017 (Australian Health
Ministers, 1993, 2017). Within the broader Australian health sector its importance is
demonstrated by the joint statements from the National Health and Medical Research
Council (NHMRC) and the Consumers Health Forum of Australia (2002; 2016), and the
strategic framework for the Medical Research Future Fund (Department of Health,
2016). It is also shown through the inclusion of consumer representatives in decision
making bodies such as the Medical Services Advisory Committee and the
Pharmaceutical Benefits Advisory Committee (Medical Services Advisory Committee,
2017).

Despite its visibility in high-level policy, the actual practice of involvement
remains sporadic and varied. The differences between the 2002 and 2016 joint
statements of the National Health and Medical Research Council and the Consumers
Health Forum of Australia are a good example. The first iteration of the statement in
2002, was a bold and challenging call to action toward a more thorough involvement
with communities and the funding of projects that genuinely and actively involved
consumers and community members in research. The updated statement in 2016 is not
as strongly worded, and arguably does not embody the same mandate as the 2002
statement. Also indicative of this backward trend is the omission of consumer and
community members in the execution of the disbursements of the Medical Research
Future Fund (the MRFF), despite recognition of the importance of consumer and
community involvement throughout the strategy which informs it (Department of
Health, 2016).

Consequently, the work of this thesis is timely and relevant to current policy
debates. It is timely because it shows that young people are interested in being actively

involved. It has provided suggestions for researchers of ways that they can capitalise on
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these motivations, such as offering more opportunities to people to be involved and
making these opportunities easier to access.

If consumer and community involvement is to be realised and fully utilised as
the important and valuable process that it is, then work such as this needs to continue
and be used to assist this translation from policy into ongoing practice. An important
aspect of this will be increasing both researchers’, and the research community’s,
understanding about the communities of people who they want to involve.

A barrier to achieving this is that current research practices appear to restrict
how involvement is reported in the academic literature. To date, there has been minimal
reporting about the young people who are involved, and many of the findings from this
project have only been obtainable through comparisons between the studies. Other than
a PhD project, one way to examine consumers on a larger scale in future work may be
to collect descriptions of consumers who were involved in research in open data
depositories. Specifically, researchers could make available in data repositories details
about the consumers they have involved and how they have involved them. This would
allow researchers to examine work across research projects and institutions, and to
create larger, or more detailed, datasets about the people who choose to be involved and
the practice of involvement. If this was to be attempted, people who were involved
would need to be made aware of it, and such information may need to be added to
human research ethics protocols to ensure that those who were involved were able to
opt out of this data collection.

In addition to improving the retention of details about the consumers who are
involved, there is also a need to improve the frequency and quality of how involvement
is reported on and described in the academic literature. One attempt to do this was the
creation of the reporting framework, Guidance for Reporting Involvement of Patients
and the Public (GRIPP) and its successor, GRIPP2 (Staniszewska et al., 2017). These
frameworks are an accessible way for researchers who are new to involving people to
understand the essential elements of involvement and provide a guide for existing
researchers to improve their practices. Section 4 of the long form of the GRIPP2
framework: methods of paper, and section 4b: people involved, are particular areas
which should be reported on more frequently. As the authors of the framework note:

‘... more effective synthesis of the evidence base will help identify best practice,

avoid poor practice, and contribute to research that is acceptable, relevant,

appropriate and high quality and that has the potential to generate benefit for all’

(page 6; Staniszewska et al., 2017).
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The difference in perspectives between how young people experience
involvement and how researchers believe that young people do, as described in the
results pertaining to Aim 3, shows the need for greater levels of communication
between researchers and the consumer and community members who they are
involving. The disparities in the way that research stages are discussed may be
indicative of broader miscommunications between researchers and young people which
will need to be rectified. This suggests a need for further investment in, and
consideration given to, pre-involvement meetings in which expectations and
terminology are discussed openly between groups, and agreement reached before
involvement activities are commenced. Doing so may help ensure that all groups have a
more satisfactory experience of involvement, and that the outputs are reliable and
comprehensible to all parties.

While the proportion of people across the project who reported that they had
experienced mental ill health was higher than the broader Australian population, the
group was not representative of all those who exhibit mental ill health. Significantly
higher proportions of groups known to have higher rates of mental ill health, such as
Aboriginal and Torres Strait Islander populations and people who have a mental illness
and may not be high functioning, were absent from the project. This is of note when
considering the involvement of population groups who, due to their own or others’
perceptions, may have less perceived agency within research involvement. It suggests
that these groups either may not want to be involved at all, or that different recruitment
and retention techniques will be required to include them. For example, people from
Aboriginal or Torres Strait Islander backgrounds may have different conceptions of
mental ill health to non-indigenous Australians. Also, people with lower levels of
functioning may find it challenging to engage with typical forms of research
involvement. The absence, or limited involvement, of both of these groups in the work
shows the importance of tailoring research involvement to the needs of particular
groups. With regards to culturally diverse groups it shows the importance of researchers
speaking to people in their own languages and working within cultural and contextual
understandings, rather than assuming that people who they want to involve have the
same understandings and beliefs as themselves. When aiming to involve people with
lower levels of functioning it shows the importance of researchers tailoring involvement
to them, such as using offline methods or methods which do not assume a level of pre-

existing knowledge or capability.
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9.4 Implications for theory

While the project was based on practical experiences and lived experience, some
implications have emerged for social identity theory and the theories which underpin
consumer and community involvement.

The results of this project indicate that youth involvement and, involvement in
general, should not necessarily adhere to particular theoretical frameworks. While
involvement initially arose from theoretical positions, at present it is a highly pragmatic
area which is best concerned with frameworks for particular types of involvement. This
may encourage researchers with little formal training in the area to use involvement
techniques by reducing the barriers to entry. It may also allow for greater innovation in
the space, which as identified in this work, is an important next step.

The results from Study 1 (university student focus groups) suggested that one
strategy to increase recruitment would be researchers demonstrating to young people
that they have shared group memberships. This finding provides a practical example
and application of social identity theory. While further work should be undertaken to
establish this finding more clearly, the results from this project suggest that researchers

demonstrating shared group memberships has a positive impact on research recruitment.

9.5 Strengths and limitations

An overarching strength and limitation of the project was that the approach
taken was exploratory, data driven, and not situated in a specific involvement tradition.
Instead, it was informed by the researcher’s lived experience of being actively involved
in mental health research and service delivery. This was the most appropriate approach
available given the minimal work in the area to date, the way the CRC approached
involvement, and the range of traditions that the field of consumer and community
involvement draws on. It contributed to a number of strengths and limitations of the
project.

The researcher (RR), and two of her supervisors (KG and LF), were funded by,
and had relationships with, the CRC. RR had previously worked with members of the
CRC head office and was involved in the CRC as a member of the YBT; and KG and
LF were investigators on another CRC project. Without these relationships, RR may not
have been able to access the data sources and participants for the studies nor have the
insights into the topic that provided the basis for many of the areas of exploration. For

example, RR had observed high rates of mental ill health in her peers who were

257



involved in the CRC. This specific experience informed the selection of the questions
about mental ill health in Studies 1, 4 and 5 (university student focus groups, survey of
advisory group applicants and survey of community members). In order to mitigate
these relationships, RR continually reflected on this potential influence and worked with
two supervisors (MB and AC) who were not affiliated with the CRC. In addition to this,
participants in all studies were aware that the research was funded by the same
organisation that was being investigated. This may have increased the likelihood that
participants, particularly the researchers in Study 2, were more favourable in their
reporting about aspects of youth involvement than they may have been if RR was
independent of the CRC.

A limitation related to the above, which would have also strengthened the
project, would have been the greater use of involvement mechanisms in the YIMHR
project beyond the researcher being a consumer researcher. These could have included
increased consultation with existing advisory structures like the YBT. For example,
having a defined group of other young people and the use of their networks may have
helped to expand the available range of young people who could be recruited from the
community as participants in Study 5. Alternatively, young people could have provided
feedback on the design of the project or the specific content of the surveys and research
questions. As outlined in Section 3.9, these involvement mechanisms were not used for
a range of reasons, but primarily because of the requirements of the PhD qualification
around independent research.

A limitation of the project, that could have been overcome with more extensive
use of involvement processes, was the significant recruitment challenges in Studies 4
and 5. As detailed in the respective chapters, the numbers of young people from the
CRC who responded to survey invitations was low. This has meant that any conclusions
drawn may not reflect the experiences of all participants in the CRC. Future work could
consider using incentives to increase participation rates, as well as planning the studies
into the overall research group design to ensure that other researchers are aware of the
studies and their requirements from the outset of their work. Had Study 5 been pre-
planned into the work of the CRC, investigators could have recruited young people in
ways which allowed them to be recontacted. This would have enabled the experiences
of a larger group of young people, who had been involved in shaping and designing the
work of the CRC, to be examined. An alternative way to address this would be to
include in consent procedures the opportunity to opt-in to being recontacted for future

studies. This approach is consistent with current directions in research ethics which
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value the re-use of research data and more flexible relationships between researchers
and participants. It may also help fulfil the preference, expressed by participants in
Study 1, for ongoing research involvement and for researchers to have ongoing
relationships with communities.

As noted in Chapter 1, Section 1.2 (terminology), there is no universally agreed
upon term to describe the active involvement of consumers in research. The terms used
by the CRC head office included ‘youth participation’ and ‘end user engagement’ but
how these terms were used varied within the CRC and across projects. This linguistic
breadth is a challenge in the involvement space and was particularly challenging when
the project was being devised and conducted. For example, what was meant by
researchers in the CRC when they used terms such as ‘participatory,” ‘involvement’ and
‘engagement’ may have varied to a greater extent than was captured in the qualitative
analysis in Study 2 (researcher interviews) and Study 5 (survey of community
members). As noted in the limitations sections of the relevant chapters, this could have
been overcome by presenting a specific definition to participants prior to the interviews
and the survey.

The qualitative description (QD) approach used in the three qualitative studies in
the project was supported by evaluating the use of this approach against the strategies,
or validity criteria, proposed by Milne and Oberle (2005) for QD: authenticity,
credibility, criticality and integrity. Authenticity was supported in Study 1 through the
use of participant driven data collection, where the focus groups were guided by
participants, with additional probing questions being asked in some groups and not in
others. In Study 2, it was supported by a strictly purposive sampling strategy, ensuring
that a range of researcher voices from across the CRC were heard and in both studies 1
and 2 it was supported by thorough checking of the transcripts to ensure that the
transcripts were accurate. In Study 3, it was supported through the method of data
collection, archival data analysis, which meant that young people’s voices were not
filtered through a researcher-imposed data collection framework.

Credibility, defined as capturing and portraying a truly insider-perspective, was
supported in all studies through the design of the project, which emphasised
participant’s voices and ideas rather than researcher posited ideas about youth
involvement. Criticality was supported through the involvement of the supervisory team
in all research design decisions, which ensured that there was as high level of
transparency and accountability for the researcher, leading to a high degree of critical

appraisal on each design decision. Similarly, integrity was supported through the
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scrutiny of the supervisory team over the course of the project. It was also supported
through the researcher continually reflecting on her own biases, as evidenced in the
above paragraphs.

A strength of the study was the variety of methods used, which meant that those
findings which emerged from more than one study could be more firmly established
than if they had only been investigated through only one method, participant group or
study. Given the limited existing work, this feature of the project allows the findings to
be more confidently generalised and used in future. Where the findings contrast, the
project shows that exploring these issues through different methods may produce
different findings. Future work should examine the YIMHR project results through
different research methods such as in-depth interviews with young people who have

been engaged, and further surveys of both researchers and young people.

9.6 Future directions

The YIMHR project has examined youth involvement in mental health research
within a specific research organisation, the CRC. While the similarities to previous
work suggests that the findings are not necessarily isolated to the CRC context, future
work is required to further validate confirm this. Specific aspects which could be varied
in future work include investigating involvement in other countries, and expanding the
types of research examined from only youth mental health research. In the current
project, an attempt has been made to do this by comparing the findings to those of
similar studies in the international literature. However, a direct investigation of
involvement in a country other than Australia could demonstrate if there are aspects of
the findings which are specific to the Australian context.

A standardised tool should be developed which facilitates the ongoing,
systematic collection of the characteristics, motivations and experiences of the people
who are involved in research. As noted above, some of this information is captured in
the GRIPP framework (Staniszewska et al., 2017). However, one of its limitations is
that it is designed to be reported prospectively. Prior to the start of a research project,
researchers will not know the specific characteristics, motivations or experiences of
those they involve. The creation of a tool which facilitates retrospective reporting about
the people who were involved, rather than a more comprehensive evaluation of the
process of involvement, would allow for this. It would also provide an incentive in the

form of expectations and professional obligation for researchers to improve the
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regularity with which they use involvement, and the specific details of the involvement
they carry out.

Systematic collection of this data, using the proposed tool, could be hosted by
research funding bodies or groups that promote consumer involvement in research. In
the United Kingdom, this role could be undertaken by the National Institute of Health;
and in Canada, the Canadian Institutes of Health. In Australia, no clear suitable body yet
exists. The largest Australian health research funding body, the National Health and
Medical Research Council, could be considered to have a questionable track record of
requiring genuine consumer involvement in the research that it funds. At the time of
writing, an alternative government research funding scheme, the Medical Research
Future Fund (the MRFF), is being developed. Its future administrative system may be
able to include this type of monitoring and reporting function.

In addition to these direct extensions of the research project, greater funding and
resourcing of active involvement needs to be addressed. Funding was identified by
researchers in Study 2 as a factor which impedes their current practice of involvement.
One of the reasons for this may be that research which involves consumer and
community members typically produces benefits that are longer term and thus
potentially less visible to funding organisations. These benefits, such as greater uptake
of the outputs of research by community members and policy makers, are less tangible
than traditional outputs such as peer reviewed papers. Thus, if greater funding is to be
achieved, a paradigm shift in how involvement is valued is required. With additional
funding, involvement activities could be enriched through a range of mechanisms such
as additional researchers to focus on involvement specifically, and direct investigations
of ways that involvement can be made easier for consumers. Having additional
researchers in a team would enable projects to focus on the process of involvement; for
example making involvement opportunities easier for consumer and community
members to access by hosting them at convenient locations and times.

This project has shown that there is not one homogeneous group of young
people who are interested in being involved; rather, they have a broader range of
characteristics and motivations than have been identified in previous work. One way in
which these findings could be translated into action would be through the development
of training for researchers. For example, the finding that young people are motivated by
experiences of mental ill health could be incorporated into training to help researchers
tailor their work in suitable ways to groups who may be more vulnerable than others.

Examples of organisations who provide training and education to researchers and
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community members do currently exist, but these groups do not presently focus on
mental health research. These organisations include the Consumer and Community
Health Research Network at the University of Western Australia and INVOLVE UK
(Consumer and Community Health Research Network, 2018; National Institute for
Health Research, 2018b). An area of future development for these, and similar
organisations, could be the development of guidelines and training specifically for the
mental health field. As noted by the university students in Study 1, young people with
an experience of mental ill health may prefer to be involved in different ways to young
people who do not. As recommended in Study 3 (analysis of applications), when people
with an experience of mental ill health are involved, researchers may need to encourage
them to engage in self-care activities, or to work with their chosen health providers if
there is a possibility that the experience of being involved may cause distress. This
shows that there is a need for mental health specific guidelines and procedures, beyond

those for non-mental health involvement.

9.7 Conclusion

Consumer and community involvement is a widely supported, but not
necessarily widely adopted, concept and range of practices. It is included in high-level
policies both in Australia and internationally. While the quality and quantity of
academic research in the area is developing rapidly, consumer and community
involvement is yet to be used consistently in health research and health service delivery.
The use of consumer and community involvement within youth mental health research
is a critical tool to help reduce the gap between high rates of mental ill health and the
low proportion of young people who seek help (Bhugra, 2010; Swanton et al., 2007).
This gap may be due in part to researchers bringing presuppositions to their work, and
they may have different objectives to the young people when designing treatments and
interventions for young people. For example, products designed without the
involvement of young people may be effective but may not have high relevance to, or
uptake among, young people.

The YIMHR project represents a strong start to more comprehensive research in
this field by describing the characteristics, motivations and experiences of young people
who choose to be involved in mental health research. Further work is required to
establish if, or to what extent, these findings can be generalised outside of youth mental
health research, or in other countries. The project provides a basis from which this

exploration can begin and suggestions for how this exploration could be achieved.

262



References

Agresti, A. (2007). An introduction to categorical data analysis. Hoboken, NJ: Wiley.

Andrews, G., & Slade, T. (2001). Interpreting scores on the Kessler Psychological
Distress Scale (K10). Australian and New Zealand Journal of Public Health,
25(6), 494-7.

Arnstein, S. R. (1969). A Ladder of Citizen Participation. Journal of the American
Institute of Planners, 35(4), 216-224.

Australian Bureau of Statistics. (2006a). How Australians Use Their Time 20006, cat. no.
4153.0. Canberra.

Australian Bureau of Statistics. (2006b). Voluntary Work, Australia, cat. no. 4441.0.
Canberra.

Australian Bureau of Statistics. (2007). National Survey of Mental Health and
Wellbeing: Summary of Results, cat. no. 4326.0. Canberra: ABS.

Australian Bureau of Statistics. (2009a). Disability, ageing and carers, Australia:
summary of findings, cat. no. 4430.0. Canberra.

Australian Bureau of Statistics. (2009b). Household Use of Information Technology
Australia 2008-09, cat. no. §146.0. Canberra.

Australian Bureau of Statistics. (2011). Household use of information technology,
Australia, 2010-11, cat. no. 8§14. Canberra.

Australian Bureau of Statistics. (2012a). 4 Comparision of Volunteering Rates from the
2006 Census of Population and Housing and the 2006 General Social Survey, Jun
2012, cat. no. 4441.0.55.002. Canberra.

Australian Bureau of Statistics. (2012b). Australian Social Trends: Using Statistics to
Paint a Picture of Australian Society, cat. no. 4102.0. Canberra.

Australian Bureau of Statistics. (2013). Australian Statistical Geography Standard
(ASGS): Correspondences, July 2011, cat. no. 1270.0.55.006. Canberra.

Australian Bureau of Statistics. (2014a). Aboriginal and Torres Strait Island health
survey: first results, Australia 2012-13, cat. no. 427.0.55.001. Canberra.

Australian Bureau of Statistics. (2014b). General Social Survey: Summary Results, cat.
no. 4159.0. Canberra.

Australian Bureau of Statistics. (2014c). Population by Age and Sex, Regions of
Australia, cat. no. 3235.0. Canberra.

Australian Bureau of Statistics. (2016). Census of population and housing (2016),
TableBuilder. Findings based on use of ABS TableBuilder data.

Australian Government. (2011). National Volunteering Strategy. Canberra: Department
of Prime Minister and Cabinet.

Australian Government Department of Health. (2007). What is mental illness?
Retrieved January 1, 2019, from
http://www.health.gov.au/internet/publications/publishing.nsf/Content/mental-
pubs-w-whatmen-toc~mental-pubs-w-whatmen-what

Australian Health Ministers. (1991). National Mental Health policy. Canberra.

Australian Health Ministers. (1993). First National Mental Health Plan. Canberra.

Australian Health Ministers. (1998). Second National Mental Health Plan. Canberra.

Australian Health Ministers. (2003). National Mental Health Plan 2003-08. Canberra.

Australian Health Ministers. (2009). Fourth National Mental Health Plan: An agenda
for collaborative government action in mental health 2009—14. Canberra.

Australian Health Ministers. (2017). The Fifth National Mental Health and Suicide
Prevention Plan. Canberra.

Australian Institute of Health and Welfare. (2015). Australia’s welfare 2015:
Australia’s welfare series no. 12. cat. no. AUS 189. Canberra.

Banfield, M. A., Barney, L. J., Griffiths, K. M., & Christensen, H. (2014). Australian

263



mental health consumers’ priorities for research: qualitative findings from the
SCOPE for Research project. Health Expectations, 17(3), 365-375.

Baum, F. E., Bush, R. A., Modra, C. C., Murray, C. J., Cox, E. M., Alexander, K. M., &
Potter, R. C. (2000). Epidemiology of Participation: an Australian Community
Study. Journal of Epidemiology and Community Health, 54(6), 414—423.

Beresford, P. (2002). User Involvement in Research and Evaluation: Liberation or
Regulation? Social Policy and Society, 1(2), 95—105.
http://doi.org/10.1017/S1474746402000222

Beyea, S. C., & Nicoll, L. H. (2000). Collecting, analyzing, and interpreting focus group
data. Aorn J, 71(6), 1278,1281-1283.

Bhugra, D. (2010). No Health without Public Mental Health: The Case for Action
(Position statement PS4/2010). Royal College of Psychiatrists.

Blanchard, M., Hosie, A., & Burns, J. (2013). Embracing technologies to improve well-
being for young people: An Australian view of evidence and policy implications.
Canberra.

Boote, J. D., Telford, R., & Cooper, C. L. (2002). Consumer involvement in health
research: a review and research agenda. Health Policy, 61(2), 213-236.

Brady, L.-M., & Preston, J. (2017). Evaluating the extent and impact of young people’s
involvement in National Institute for Health Research (NIHR) studies: an
assessment of feasibility. http://doi.org/10.13140/RG.2.2.36434.04804

Braun, V., & Clarke, V. (2006). Using Thematic Analysis in Psychology. Qualitative
Research in Psychology, 3(2), 77-101.

Braun, V., & Clarke, V. (2013). Successful qualitative research: A practical guide for
begginers. (M. Carmichael, Ed.). SAGE Publications.

Brown, K., Lipsig-Mumme, C., & Zajdow, G. (2013). Active Citizenship and the
Secondary School Experience: Community Participation Rates of Australian
Youth. Longitudinal Surveys of Australian Youth. Camberwell: ACER and
Commonwealth Department of Education, Science and Training.

Brown, P. (2012). Mental Health statement of rights and responsbilities. Canberra.

Browne, G., & Hemsley, M. (2008). Consumer participation in mental health in
Australia: what progress is being made? Australasian Psychiatry: Bulletin of Royal
Australian and New Zealand College of Psychiatrists, 16(6), 446—449.

Burdekin, B., Guilfoyle, M., & Hall, D. (1993). Human rights and mental illness :
report of the National Inquiry into the Human Rights of People with Mental
Illness. Canberra.

Burns, J., Davenport, T., Ricci, C., Birrell, E., Blanchard, M., & Hickie, 1. (2014). It’s
One “Smart” Solution: Using New and Emerging Technologies to Support the
Mental Health and Wellbeing of Young Men. Developing Practise, Dec 40, 6—-19.

Calear, A. L., Christensen, H., MacKinnon, A. J., Griffiths, K. M., & O’Kearney, R.
(2009). The YouthMood Project: a Cluster Randomized Controlled Trial of an
Online Cognitive Behavioural Program with Adolescents. Journal of Consulting
and Clinical Psychology, 77(6), 1021-1032.

Calear, A. L., Griffiths, K. M., & Christensen, H. (2011). Personal and perceived
depression stigma in Australian adolescents: Magnitude and predictors. Journal of
Affective Disorders, 129(1), 104-108.

Cargo, M., & Mercer, S. L. (2008). The Value and Challenges of Participatory
Research: Stregnthening Its Practise. Annual Review of Public Health, 29, 325—
350.

Case, A. D., Byrd, R., Claggett, E., DeVeaux, S., Perkins, R., Huang, C., ... Kaufman,
J. S. (2014). Stakeholders’ Perspectives on Community-Based Participatory
Research to Enhance Mental Health Services. American Journal of Community
Psychology, 54(3—4), 397-408.

264



Chacon, F., Gutiérrez, G., Sauto, V., Vecina, M. L., & Pérez, A. (2017). Volunteer
Functions Inventory : A systematic review. Psicothema, 29(3), 306-316.

Chambers, D. A., Pringle, B., & Juliano-Bult, D. (2012). Connecting science and
practice in child and adolescent mental health services research. Administration
and Policy in Mental Health and Mental Health Services Research, 39(4), 321—
326.

Checkoway, B. (2011). What is youth participation? Children and Youth Services
Review, 33(2), 340-345.

Chen, J., Kingston, N., Tiemann, G., & Gu, F. (2010). Hypothesis. In N. J. Salkind
(Ed.), Encyclopedia of Research Design (pp. 1499—1503). Thousand Oaks, United
States: SAGE Publications.

Chen, S., Poland, B., & Skinner, H. A. (2007). Youth Voices: Evaluation of
Participatory Action Research. The Canadian Journal of Program Evaluation,
22(1), 125-150.

Clary, E. G., Snyder, M., Ridge, R. D., Copeland, J., Stukas, A. A., Haugen, J., &
Miene, P. (1999). Understanding and Assessing the Motivations of Volunteers: A
Functional Approach. Personality Processes and Individual Differences, 74(6),
1516-1530.

Coates, D., & Howe, D. (2014). The importance and benefits of youth participation in
mental health settings from the perspective of the headspace Gosford Youth
Alliance in Australia. Children and Youth Services Review, 46, 294-299.

Cohen, J. (1988). Statistical power analysis for the behavioral sciences (2nd ed.).
Hillsdale, NJ: Academic Press.

Collin, P., Metcalf, A., Stephens-Reicher, J., Blanchard, M., Herrman, H., Rahilly, K.,
& Burns, J. (2011). ReachOut.com: The Role of an Online Service for Promoting
Help-Seeking in Young People. Advances in Mental Health, 10(1), 39-51.

Collin, P., Rahilly, K., Stephens-Reicher, J., Blanchard, M., Herrman, H., & Burns, J.
(2011). Meaningful participation for promoting mental health and wellbeing of
young Australians. Sydney.

Consumer and Community Health Research Network. (2018). Consumer and
Community Involvement in Health Research. Retrieved January 15, 2018, from
http://www.involvingpeopleinresearch.org.au

Cortina, J. M. (1993). What is coefficient alpha? An examination of theory and
applications. Journal of Applied Psychology, 78(1), 98—104.

Coser, L. R., Tozer, K., Van Borek, N., Tzemis, D., Taylor, D., Saewyc, E., & Buxton,
J. A. (2014). Finding a Voice: Participatory Research With Street-Involved Youth
in the Youth Injection Prevention Project. Health Promotion Practice, 15(5), 732—
738.

Crawford, M. J., & Rutter, D. (2004). Are the views of members of mental health user
groups representative of those of “ordinary” patients? A cross-sectional survey of
service users and providers. Journal of Mental Health, 13(6), 561-568.
http://doi.org/10.1080/09638230400017111

Crowe, K. M. (2007). Using Youth Expertise at all Levels: the Essential Resource for
Effective Child Welfare Practice. New Directions for Youth Development, (113),
113-139.

Dao, T. K., Kerbs, J. J., Rollin, S. A., Potts, 1., Gutierrez, R., Choi, K., ... Prevatt, F.
(2006). The Association between Bullying Dynamics and Psychological Distress.
Journal of Adolescent Health, 39(2), 277-282.

Department of Health. (2016). Australian Medical Research and Innovation Strategy
2016-2021. Canberra.

deVaus, D. A. (2002). Surveys in social research. North Sydney: Allen & Unwin.

Dold, C. J., & Chapman, R. A. (2011). Hearing a Voice: Results of a Particiapatory

265



Action Research Study. Journal of Child and Family Studies, 20(21(3)), 512-519.

Domecq, J. P., Prutsky, G., Elraiyah, T., Wang, Z., Nabhan, M., Shippee, N., ... Murad,
M. H. (2014). Patient engagement in research: a systematic review. BMC Health
Services Research, 14(1), 89. http://doi.org/10.1186/1472-6963-14-89

Donald, M., Dower, J., Lucke, J., & Raphael, B. (2000). The Queensland Young
Peoples’ Mental Health Survey Report. Brisbane.

Dunn, O. J. (1964). Multiple comparisons using rank sums. Technometrics, 6, 241-252.

Edwards, A., Elwyn, G., Smith, C., Williams, S., & Thornton, H. (2001). Consumers’
Views of Quality in the Consultation and Their Relevance to “Shared Decision
Making” Approaches. Health Expectations, 4, 151-161.

Elf, M., Rystedt, H., Lundin, J., & Krevers, B. (2012). Young Carers as Co-Designers
of'a Web-Based Support System: the Views of Two Publics. Informatics for
Health and Social Care, 37(4), 203-216.

Epstein, M. (2013). The Consumer Movement in Australia: A memoir of an old
campaigner. Melbourne.

Etherington, K. (2004). Connecting Doctoral Research Topics to Ourselves. In J.
Kingsley (Ed.), Becoming a Reflexive Researcher - Using Our Selves in Research.
London: J Kingsley Publishers.

Ferrier, F., Roos, 1., & Long, M. (2004). Passions, People and Appreciation: Making
Volunteering Work for Young People. Canberra: National Youth Affairs Research
Scheme.

Fleming, J. (2010). Young People’s Involvement in Research: Still a Long Way to go?
Qualitative Social Work, 10(2), 207-223.

Frankl, V. (1946). Man’s Search for Meaning.

Gee, A., McGarty, C., & Banfield, M. A. (2015). What Drives Systemic Mental Health
Advocates? Goals, Strategies, and Values of Australian Consumer and Carer
Advocacy Organisation. SAGE Open, 1-8.

Graham, T., Rose, D., Murray, J., Ashworth, M., & Tylee, A. (2014). User-generated
quality standards for youth mental health in primary care: a participatory research
design using mixed methods. BMJ Quality & Safety, Published.

Griffiths, K. M., Christensen, H., & Jorm, A. F. (2008). Predictors of depression stigma.
BMC Psychiatry, 8(25).

Griffiths, K. M., Christensen, H., & Jorm, A. F. (2009). Mental Health Literacy as a
Function of Remoteness of Residence: an Australian National Study. BMC Public
Health, 9, 92.

Griffiths, K. M., Christensen, H., Jorm, A. F., Evans, K., & Groves, C. (2004). Effect of
web-based depression literacy and cognitive behavioural therapy interventions on
stigmatising attitudes to depression. British Journal of Psychiatry, 185, 342-349.

Griffiths, K. M., Crisp, D., Christensen, H., MacKinnon, A. J., & Bennett, K. (2010).
The ANU WellBeing study: a protocol for a quasi-factorial randomised controlled
trial of the effectiveness of an Internet support group and an automated Internet
intervention for depression. BMC Psychiatry, 10(20).

Griffiths, K. M., Jorm, A. F., & Christensen, H. (2004). Academic consumer
researchers: a bridge between consumers and researchers. Australian and New
Zealand Journal of Psychiatry, 38(4), 191-196.

Gueorguieva, R., & Krystal, J. H. (2004). Move over ANOVA. Arch Gen Psychiatry,
61(3),310-317. http://doi.org/10.1001/archpsyc.61.3.310

Gulliver, A., Griffiths, K. M., & Christensen, H. (2010). Perceived barriers and
facilitators to mental health help-seeking in young people: a systematic review.
BMC Psychiatry, 10(113).

Gulliver, A., Griffiths, K. M., Christensen, H., MacKinnon, A. J., Calear, A. L.,
Parsons, A., ... Stanimirovic, R. (2012). Internet-Based Interventions to Promote

266



Mental Health Help-Seeking in Elite Athletes: An Exploratory Randomized
Controlled Trial. Journal of Medical Internet Research, 14(69).

Gyamfi, P., Keens-Douglas, A., & Medin, E. (2007). Youth and Youth Coordinators’
Perspectives on Youth Involvement in Systems of Care. Journal of Behavioral
Health Services & Research, 34(4), 382—394.

Hagen, P., Collin, P., Metcalf, A., Nichols, M., Rahilly, K., Swainston, N., & Nicholas,
M. (2012). Participatory Design of Evidence-Based Online Youth Mental Health
Promotion, Intervention and Treatment. Melbourne, Australia.

Hart, R. A. (1991). Children’s participation: from tokenism to citizenship. Florence,
Italy.

Haslam, S. A., Jetten, J., Postmes, T., & Haslam, C. (2009). Social Identity, Health and
Well-Being: An Emerging Agenda for Applied Psychology, 58(1), 1-23.

Haslam, S. A., & McGarty, C. (2003). Research methods and statistics in psychology.
(S. A. Haslam & C. McGarty, Eds.), Sage Foundations of Psychology Series.
London: Sage Publications Ltd.

Hickie, 1., Groom, G., McGorry, P., Davenport, T., & Luscombe, G. M. (2005).
Australian Mental Health Reform: Time for Real Outcomes. Medical Journal of
Australia, 182(8), 401-406.

Hill, M., Russell, J., & Brewis, G. (2009). Young People, Volunteering and Youth
Projects: A Rapid Review of Recent Evidence. London: Institute of Volunteering
Research.

Howe, D., Batchelor, S., & Bochynska, K. (2011). Finding Our Way: Youth
Participation in the Development and Promotion of Youth Mental Health Services
on the NSW Central Coast. Advances in Mental Health, 10(1), 20-28.

Howell, D. C. (2010). Statistical Methods for Psychology (Seventh). Wadsworth
Cengage Learning.

Hsieh, H.-F., & Shannon, S. E. (2005). Three Approaches to Qualitative Content
Analysis. Qualitative Health Research, 15(9), 1277-1288.
http://doi.org/10.1177/1049732305276687

Hyde, M. K., & Knowles, S. R. (2013). What predicts Australian university students’
intentions to volunteer their time for community service? Australian Journal of
Psychology, 65(3), 135-145.

IMB Corp. (2015). Released 2015 SPSS for Macintosh, Version 23.0. Armonk, NY:
IBM Corp.

International Association for Public Participation. (2014). IAP2’s Public Participation
Spectrum.

Iwasaki, Y., Springett, J., Dashora, P., McLaughlin, A.-M., & McHugh, T.-L. (2014).
Youth-guided youth engagement: Participatory Action Research (PAR) with high-
risk, marginalized youth. Child & Youth Services, 35(4), 316-342.

James, A. M. (2007). Principles of Youth Participation in Mental Health Services.
Medical Journal of Australia, 187(7), S57-S60.

Jorm, A. F. (2011). Mental Health Literacy Empowering the Community to Take
Action for Better Mental Health. American Psychologist, 67(3), 231-243.

Jorm, A. F., Korten, A. E., Jacomb, P. A., Christensen, H., Rodgers, B., & Pollitt, P.
(1997). “Mental Health Literacy”: a Survey of the Public’s Abiliity to Recognise
Mental Disorders and Their Beleifs about the Effectiveness of Treatment. Medical
Journal of Australia, 166, 182—186.

Jorm, A. F., & Reavely, N. J. (2012). Public Confusion Caused by Differing
Understandings of the Term “Mental Illness.” Australian and New Zealand
Journal of Psychiatry, 46(5), 397-399. http://doi.org/10.1177/0004867412444109

Kauer, S. D., Mangan, C., & Sanci, L. A. (2014). Do Online Mental Health Services
Improve Help-Seeking for Young People? A Systematic Review. Journal of

267



Medical Internet Research, 16(3), €66.

Kaufman, C. L. (1999). An introduction to the mental health consumer movement. In A.
V. Horwitz & T. L. Scheid (Eds.), 4 handbook for the study of mental health:
social contexts, theories, and systems (pp. 493—507). New York, New York, USA:
Cambridge University Press.

Kessler, R. C., Amminger, P., Aguilar-Gaxiola, S., Alonso, J., Lee, S., & Ustun, T. B.
(2007). Age of Onset of Mental Disorders: A Review of Recent Literature. Current
Opinion in Psychiatry, 20(4), 359-364.

Kessler, R. C., Andrews, G., Colpe, L. J., Hiripi, E., Mroczek, D. K., Normand, S. L. T.,
... Zaslavsky, A. M. (2002). Short Screening Scales to Monitor Population
Prevalences and Trends in Non-Specific Psychological Distress. Psychological
Medicine, 32(6), 959-976.

Kirby, P. (2004). A Guide to Actively Involving Young People in Research: For
researchers, research commissioners, and managers. INVOLVE support unit.
Eastleigh.

Kwan, B., & Rickwood, D. (2015). A systematic review of mental health outcome
measures for young people aged 12 to 25 years. BMC Psychiatry, 14(15).

Laerd Statistics. (2015). Kruskal-Wallis H test using SPSS Statistics. Retrieved
December 16, 2017, from https://statistics.laerd.com/

Laerd Statistics. (2018). Binomial Logistic Regression.

Lakens, D. (2013). Calculating and reporting effect sizes to facilitate cumulative
science: A practical primer for t-tests and ANOVAs. Frontiers in Psychology,
4(NOV), 1-12. http://doi.org/10.3389/fpsyg.2013.00863

Lamers, S. M., Westerhof, G. J., Bohlmeijer, E. T., ten Klooster, P. M., & Keyes, C. L.
(2011). Evaluating the psychometric properties of the Mental Health Continuum-
Short Form (MHC-SF). Journal of Clinical Psychology, 67(1), 99-110.

Lance, C. E., Butts, M. M., & Michels, L. C. (2006). The Sources of Four Commonly
Reported Cutoff Criteria: What Did They Really Say? Organizational Research
Methods, 9(2), 202-220.

Lea, T., de Wit, J., & Reynolds, R. (2014). Minority Stress in Lesbian, Gay, and
Bisexual Young Adults in Australia: Associations with Psychological Distress,
Suicidality and Substance Use. Archives of Sexual Behaviour, 43, 1571-1578.

Liabo, K., Boddy, K., Burchmore, H., Cockcroft, E., & Britten, N. (2018). Clarifying
the roles of patients in research. Bmj, 361(April), k1463.
http://doi.org/10.1136/bmj.k1463

Lloyd, C., & King, R. (2003). Consumer and carer participation in mental health
services. Australiasian Psychiatry, 11(2), 180—185.

Lolacano Merves, M., Rodgerds, C. R. R., Johnson Silver, E., Sclafane, J. H., &
Bauman, L. J. (2015). Engaging and sustaining adolescents in Community-Based
Participatory Research: Structuring a youth-friendly CBPR environment. Family &
Community Health, 8§1(1), 22-32.

Mawn, L., Welsh, P., Kirkpatrick, L., Webster, L. A. D., & Stain, H. J. (2015). Getting
it right! Enhancing youth involvement in mental health research. Health
Expectations, 19(4), 1369-7625.

Mawn, L., Welsh, P., Stain, H. J., & Windebank, P. (2015). Youth Speak: increasing
engagement of young people in mental health research. Journal of Mental Health,
24(5), 271-275.

McCabe, T. L., White, K. M., & Obst, Patricia, L. (2007). The importance of
volunteering functions to university students. Australian Journal of Vounteering,
12(2), 585-608.

McDonagh, J. E., & Bateman, B. (2012). “Nothing about us without us”: considerations
for research involving young people. Arch Dis Child Educ Pract Ed, 97, 55—60.

268



McGorry, P., Bates, T., & Birchwood, M. (2013). Designing Youth Mental Health
Services for the 21st Century: Examples From Australia, Ireland and the UK. The
British Journal of Psychiatry, 202, s30—s35.

Mclaughlin, H. (2011). Service-user research in health and social care. Sage
Publications.

McLeod, J. (2001). Critical Issues in the Use of Qualitative Inquiry. In J. McLeod (Ed.),
Qualitative Research in Counselling and Psychotherapy (pp. 182-210). London:
SAGE Publications Ltd.

Medical Services Advisory Committee. (2017). Health Technology Assessment
Consumer Consultative Committee (CCC) Terms of Reference. Canberra.

Miller, C. L., Mott, K., Cousins, M., Miller, S., Johnson, A., Lawson, T., & Wesselingh,
S. (2017). Integrating consumer engagement in health and medical research - an
Australian framework. Health Research Policy and Systems, 15(9).

Milne, J., & Oberle, K. (2005). Enhancing Rigor in Qualitative Description: a case
study. Jounal of Wound Ostomy Continence Nursing, 32(6), 413-20.

Mission Australia. (2013). Mission Australia’s 2013 Youth Survey Report. Sydney.

Moftat, L. (2011). Engaging Young People in Volunteering: What Works in Tasmania?
Full Report. Hobart: Volunteering Tasmania.

Monshat, K., Vella-Brodrick, D., Burns, J., & Herrman, H. (2012). Mental Health
Promotion in the Internet Age: a Consultation with Australian Young People to
Inform the Design of an Online Mindfulness Training Programme. Health
Promotion International, 27(2), 177-186.

Monson, K., & Thurley, M. (2011). Consumer participation in a youth mental health
service. Early Intervention in Psychiatry, 5(4), 381-388.

Morley, R. F., Norman, G., Golder, S., & Griffith, P. (2016). A systematic scoping
review of the evidence for consumer involvement in organisations undertaking
systematic reviews : focus on Cochrane. Research Involvement and Engagement,
2(36), 1-20.

Muir, K., Mullan, K., Powell, A., Flaxman, S., Thompson, D., & Griffiths, K. M.
(2009). State of Australia’s Young People: A Report on the Social, Economic,
Health and Family Lives of Young People. (Australian Government Office for
Youth, Ed.), Australian Government Department of Education, Employment and
Workplace Relations.

National Children’s Bureau. (2010). Young People in Research: How to Involve Us.

National Health & Medical Research Council. (2007). Australian Code for the
Responsible Conduct of Research AUSTRALIAN CODE FOR THE RESPONSIBLE
CONDUCT.

National Health & Medical Research Council (NHMRC) and the Consumers Health
Forum of Australia. (2002). Summary Statement on Consumer and Community
Participation in Health and Medical Research. Canberra: NHMRC.

National Health & Medical Research Council & Australian Research Council
Australian Vice Chancellors Committee. (2007). National Statement on Ethical
Conduct in Human Research. Canberra.

National Health & Medical Research Council and the Consumers Health Forum of
Australia. (2005). A Model Framework for Consumer and Community
Participation in Health and Medical Research. Medical history (Vol. 9). Canberra.

National Health & Medical Research Council and the Consumers Health Forum of
Australia. (2016). Statement on Consumer and Community involvement in Health
and Medical Research. Canberra.

National Institute for Health Research. (2016). Reward and recognition for children and
young people involved in research — things to consider. Retrieved January 18,
2018, from http://www.invo.org.uk/wp-content/uploads/2016/05/CYP-reward-and-

269



recognition-Final-April2016.pdf

National Institute for Health Research. (2018a). Briefing note two: What is public
involvement in research? Retrieved March 27, 2018, from
http://www.invo.org.uk/posttyperesource/what-is-public-involvement-in-research/

National Institute for Health Research. (2018b). INVOLVE. Retrieved January 15,
2018, from http://www.invo.org.uk/about-involve/

National LGBTI Health Alliance, & Rosenstreich, G. (2013). LGBTI People, mental
health and suicide (Revised 2n). Sydney: National LGBTI Health Alliance.

National Mental Health Commission. (2014). The National Review of Mental Health
Programmes and Services. Sydney: NHMC.

Neergaard, M. A., Olesen, F., Andersen, R. S., & Sondergaard, J. (2009). Qualitative
description-the poor cousin of health research? BMC Medical Research
Methodology, 9(1). http://doi.org/10.1186/1471-2288-9-52

Ocloo, J., & Matthews, R. (2016). From tokenism to empowerment: Progressing patient
and public involvement in healthcare improvement. BMJ Quality and Safety, 25(8),
626—632. http://doi.org/10.1136/bmjqs-2015-004839

OECD. (2010). OECD.Stat. Retrieved March 12, 2018, from
http://stats.oecd.org/index.aspx?DatasetCode=RPOP#

OECD. (2014). Making Mental Health Count: The Social and Economic Costs of
Neglecting Mental Health Care. OECD Health Policy Studies. OECD Publishing.

Oliver, K. G., Collin, P., Burns, J., & Nicholas, J. (2006). Building resilience in young
people through meaningful participation. Australian E-Journal for the
Advancement of Mental Health, 5(1).

Orlowski, S. K., Lawn, S., Venning, A., Winsall, M., Jones, G. M., Wyld, K., ...
Bidargaddi, N. (2015). Participatory Research as One Piece of the Puzzle: A
Systematic Review of Consumer Involvement in Design of Technology-Based
Youth Mental health and Well-Being Interventions. JMIR Human Factors, 2(2).

Owens, C., Farrand, P., Darvill, R., Emmens, T., Hewis, E., & Aitken, P. (2010).
Involving Service Users in Intervention Design: a Participatory Approach to
Developing a Text-Messaging Intervention to Reduce Repetition of Self-Harm.
Health Expectations, 14(3), 285-295.

Patel, V., Araya, R., Chatterjee, S., Chisholm, D., Cohen, A., De Silva, M., ... van
Ommeren, M. (2007). Global Mental Health 3: Treatment and prevention of
mental disorders in low-income and middle-income countries. The Lancet,
370(9591), 991-1005.

Patel, V., Flisher, A. J., Hetrick, S., & McGorry, P. (2007). Mental Health of Young
People: a Global Public Health Challenge. The Lancet, 369(9569), 1302—1313.

Patterson, S., Trite, J., & Weaver, T. (2014). Activity and views of service users
involved in mental health research : UK survey, 68—75.
http://doi.org/10.1192/bjp.bp.113.128637

Powers, J. L., & Tiffany, J. S. (2006). Engaging Youth in Participatory Research and
Evaluation. Journal of Public Health Management and Practice, Suppl, S7T9-S87.

Ramey, H. L., & Rose-Krasnor, L. (2015). The new mentality: Youth—adult
partnerships in community mental health promotion. Children and Youth Services
Review, 50, 28-37.

Rammstedt, B. (2007). The 10 Item Big Five Inventory: Norm Values and Investigation
of Sociodemographic Effects Based on a German Population Representative
Sample. European Journal of Psychological Assessment, 23(3), 193-201.

Rammstedt, B., & John, O. P. (2007). Measuring personality in one minute or less: A
10-item short version of the Big Five Inventory in English and German. Journal of
Research in Personality, 41(1), 203-212.

Raphael, B. (1991). Mental Health statement of rights and responsbilities. Canberra.

270



Reavley, N. J., & Jorm, A. F. (2011a). Stigmatizing attitudes towards people with
mental disorders: findings from an Australian National Survey of Mental Health
Literacy and Stigma. Australian and New Zealand Journal of Psychiatry, 45(12),
1086—1093. http://doi.org/10.3109/00048674.2011.621061

Reavley, N. J., & Jorm, A. F. (2011b). Young people’s stigmatizing attitudes towards
people with mental disorders: Findings from an Australian national survey.
Australian and New Zealand Journal of Psychiatry, 45(12), 1033—1039.
http://doi.org/10.3109/00048674.2011.614216

Rickwood, D., Deane, F. P., Wilson, C. J., & Ciarrochi, J. (2005). Young People’s
Help-Seeking for Mental Health Problems. Australian eJournal for the
Advancement of Mental Health, 4(3 (Supplement)).

Roberts, D., Hughes, M., & Kertbo, K. (2014). Exploring consumers’ motivations to
engage in innovation through co-creation activities. European Journal of
Marketing, 48(1/2), 147—-1609.

Robinson, K. H., Bansel, P., Denson, N., Ovenden, G., & Davies, C. (2014). Growing
Up Queer: Issues Facing Young Australians Who Are Gender and Sexuality
Diverse. Melbourne.

Robson, B. (2008). From mental hygiene to community mental health. Provenance: The
Journal of Public Record Office Victoria, 7.

Ross, A. M., Hart, L. M., Jorm, A. F., Kelly, C. M., & Kitchener, B. A. (2012).
Development of key messages for adolescents on providing basic mental health
first aid to peers: a Delphi consensus study. Early Intervention in Psychiatry, 6(3),
229-238.

Roy Morgan. (2015). Is Australia getting gayer - and how gay will we get? Roy Morgan
Single Source, January 2006 - December 2014.

Rutter, D., Manley, C., Weaver, T., Crawford, M. J., & Fulop, N. (2004). Patients or
partners? Case studies of user involvement in the planning and delivery of adult
mental health services in London. Social Science and Medicine, 58(10), 1973—
1984.

Sandelowski, M. (2000). Focus on research methods: Whatever happened to qualitative
description? Research in Nursing and Health, 23, 334-340.
http://doi.org/10.1002/1098-240x(200008)23:4<334::aid-nur9>3.0.co;2-g

Sandelowski, M. (2010). What’s in a name? Qualitative description revisited. Research
in Nursing and Health, 33(1), 77-84. http://doi.org/10.1002/nur.20362

Scott, A. M., & Wale, J. L. (2017). Patient advocate perspectives on involvement in
HTA: an international snapshot. Research Involvement and Engagement, 3(1), 2.

Sethi, S., Campbell, A. J., & Ellis, L. A. (2010). The Use of Computerised Self-Help
Packages to Treat Adolescent Depression and Anxiety. Journal of Technology in
Human Services, 28(3), 144—160.

Sharpe, D. (2015). Your Chi-Square Test is Statistically Significant: Now What?
Practical Assessment, Research & Evaluation, 20(8).

Shaw, C., Brady, L.-M., & Davey, C. (2011). Guidelines for research with children and
young people. ... : National Children’s Bureau Research ....
http://doi.org/10.1111/jcpp.12457

Simons, L. (2012). Diversity and inclusion: What’s it about and why is it important for
public involvement in research? Report.

Skinner, A., & Fleming, J. (2007). Influence through participation: A critical review of
structures for youth engagement.

Slade, T., Johnson, A., Oakley Browne, M. A., Andrews, G., & Whiteford, H. A.
(2009). 2007 National Survey of mental health and wellbeing: methods and key
findings. Australian and New Zealand Journal of Psychiatry, 43, 594—605.

Smith, E., Jones, T., Ward, R., Dixon, J., Mitchell, A., Hillier, L., & The Australian

271



Research Centre in Sex, H. and S. (2014). From Blues to Rainbows, Mental Health
and Wellbeing of Gender Diverse and Transgender Young People in Australia.
Melbourne.

Snyder, M., & Omoto, A. M. (2008). Volunteerism: Social Issues Perspectives and
Social Policy Implications. Social Issues and Policy Review, 2, 1-36.

Spence, S. H., Donovan, C. L., March, S., Gamble, A., Anderson, R. E., Prosser, S., &
Kenardy, J. (2011). A Randomised Controlled Trial of Online Versus Clinic-Based
CBT for Adolescent Anxiety. Journal of Consulting and Clinical Psychology,
79(5), 629-642.

Spinuzzi, C. (2005). The Methodology of Participatory Design. Technical
Communication, 52(2), 163—174.

Staniszewska, S., Brett, J., Simera, 1., Seers, K., Mockford, C., Goodlad, S., ... Tysall,
C. (2017). GRIPP2 reporting checklists: Tools to improve reporting of patient and
public involvement in research. BMJ (Online), 358.

Starkman, M. (2013). The movement. In B. A. LeFrancois, R. Menzies, & G. Reasume
(Eds.), Mad matters: A critical reader in Canadian mad studies. Toronto, Canada:
Canadian Scholars’ Press.

Swanton, R., Collin, P., Burns, J., & Sorensen, 1. (2007). Engaging, Understanding and
Including Young People in the Provision of Mental Health Services. International
Journal of Adolescent Medicine and Health, 19(3), 325-332.

Sweeney, A., Greenwood, K. E., Williams, S., Wykes, T., & Rose, D. (2013). Hearing
the voices of service user researchers in collaborative qualitative data analysis: The
case for multiple coding. Health Expectations, 16(4), 89-99.

Szebeko, D., & Tan, L. (2010). Co-designing for Society. Australasian Medical
Journal, 3(9), 580-590.

Tabachnick, B. G., & Fidell, L. S. (2013). Using multivariate statistics (6th ed.).
Boston: Pearson.

Tarpey, M. (2006). Why people get involved in health and social care research: a
working paper. Eastleigh.

University Admissions Centre. (2016). Frequently Asked Questions About the ATAR.

Updegraff, J. A., & Taylor, S. E. (2000). From Vulnerability to Growth: Positive and
Negative Effects of Stressful Life Events. In J. Harvey & E. Miller (Eds.), General
perspectives on loss, trauma, coping and the positive impacts of loss. Philadelphia,
United States, Philadelphia: Brunner-Routledge.

Vromen, A. (2003). “People Try to Put Us Down ...”: Participatory Citizenship of
“Generation X.” Australian Journal of Political Science, 38(1), 79-99.
http://doi.org/10.1080/1036114032000056260

Wadley, G., Lederman, R., Gleeson, J., & Alvarez-Jimenez, M. (2013). Participatory
Design of an Online Therapy for Youth Mental Health. 25th Australian Computer-
Human Interaction Conference: Augmentation, Application, Innovation,
Collaboration. Adelaide, Australia;: ACM.

Walsh, L., & Black, R. (2015). Youth Volunteering in Australia: An Evidence Review. .
Report prepared for the Australian Research Alliance for Children and Youth.
Canberra: ARACY.

Willig, C. (2013). Introducing qualitative research in psychology. Milton Keynes,
United Kingdom: McGraw-Hill International.

Wilson, C. J., Deane, F. P., Ciarrochi, J., & Rickwood, D. (2005). Measuring Help-
Seeking Inentions: Properties of the General Help-Seeking Questionnaire.
Canadian Journal of Counselling, 39(1), 15-28.

Wright, A., Harris, M. G., Wiggers, J. H., Jorm, A. F., Cotton, S. M., Harrigan, S. M.,
... Mcgorry, P. D. (2005). Recognition of depression and psychosis by young
Australians and their beliefs about treatment. MJA, 183(1).

272



Wright, A., Jorm, A. F., & MacKinnon, A. J. (2011). Labeling of Mental Disorders and
Stigma in Young People. Social Science & Medicine, 73, 498-506.

Yap, M. B., Reavely, N. J., & Jorm, A. F. (2013). Where Would Young People Seek
Help for Mental Disorders and What Stops Them? Findings from an Australian
National Survey. Journal of Affective Disorders, 147,255-261.

Young and Well Cooperative Research Centre. (2013). Young and Well CRC Standard
Measures. Melbourne: Young and Well CRC.

Young and Well Cooperative Research Centre. (2014). Youth Involvement Guidelines.
Melbourne.

Young and Well Cooperative Research Centre. (2016a). Our Collective. Retrieved June
30, 2016, from archived webpage

Young and Well Cooperative Research Centre. (2016b). Our Vision. Retrieved June 30,
2016, from archived webpage

273



Appendix 3.1 List of CRC Supporting partners

° The Alana and Madeline Foundation
o Australian Communications and Media Authority
° Australian Federal Police

. Basic Needs, Basic Rights
o Berry Street

. BoysTown

. Canteen

o City of Melbourne

. Connectica

. Curtin University

o Victoria State Government Justice and Regulation
o Facebook

J Flinders University

o Foundation for Young Australians

. Freedom Centre

. Google

o Government of South Australia — SA Health

J Hello Sunday Morning

° Hitnet
° Hunter Institute of Mental Health
o Inspire Foundation

. John Hopkins Bloomberg School of Public Health

o Ladder — tackling youth homelessness

° Lifeline

o Mind

o Movember Foundation

o National Association for Prevention of Child Abuse and Neglect
(NAPCAN)

. National Cannabis Prevention and Information Centre

. National Children’s and Youth Law Centre (NCYLC)
. National LGBTI Health Alliance

o Nationwide Children’s Hospital

274



Novita Children’s Services

NSW Kids and Families

Government of South Australia Office for Youth
Commission for Children and Young People
Ohio State University College of Social Work
Principals Institute Australia

Queensland Institute of Medical Research
The Reach Foundation

Royal Melbourne Institute to Technology (RMIT) University
Spark Strategy

Starlight Children’s Foundation

STREAT

Student Edge

Suicide Prevention Australia

SYN

Telstra

Turning Point Alcohol and Drug Centre
Twenty Ten

Twitter

University of California San Francisco
University of Canberra

University of Newcastle

University of the Sunshine Coast

Victoria University

Yahoo

ycentral

Youth Focus

Zuni
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Appendix 4.1 Study 1 Human Research Ethics approval letter

Protocol: 2013/214

Understanding university students’ preferences for research involvement in the Virtual
Clinic

I am pleased to advise you that your Human Ethics application received approval by the
Chair of the Science & Medical DERC on 23 October 2013.
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Appendix 4.2 Study 1 Consent form

Australian
» National
= University

Investigating the views of students regarding the methods used to engage students in
creating a virtual clinic for mental health.

CONSENT FORM FOR PARTICIPANTS

The Centre for Mental Health Research (CMHR), ANU College of Medicine, Biology
& Environment, The Australian National University (ANU) are currently conducting a
study to develop an online tool to improve the mental health of university students.

As part of this process we are inviting ANU students to participate in focus groups to
discuss attitudes towards being engaged in mental health research, how we should
engage students in this research and how we should evaluate these methods. No
screening for mental health will take place.

The study involves attending one short focus group held at the Centre for Mental
Health Research with 6-10 participants, which will take approximately one hour. A
moderator will guide the discussion. Participants will be encouraged to contribute but
can choose their own level of involvement and on which topics they would like to
comment. All participants are requested to keep information disclosed by other
participants in the focus group confidential, yet whilst this is requested, confidentiality
cannot be guaranteed.

Your participation in this project is voluntary, and if you wish, you can withdraw from
the study at any time without consequence. It is anticipated that risk will be minimal;
however, if you feel distressed as a result of these groups, please contact the

‘ following: Lifeline T: 13 11 14, ANU Counselling Service T: 6125 2442

This research is carried out in accordance with the ethical guidelines set out by the
National Health and Medical Research Council. An ethics protocol for this study has
been approved by The Australian National University Human Research Ethics
Committee. Any person with concerns or complaints about the conduct of a research
study can contact the Ethics Manager, The ANU Human Research Ethics Committee,
The Australian National University, T: 6125 3427, E:
Human.Ethics.Officer@anu.edu.au.

Only first names will be used on audiotapes and the only persons with access to these
audiotapes will be Lou Farrer and the project staff employed by CMHR to undertake
data analysis. The audiotapes will be typed up without names or other identifying
information. The researchers will not disclose or use any information provided to
us that could identify participants unless we are required to do so by law. Names will
be stored separately from audiotapes of the interview and transcripts and kept under
strict security. All identifying data will be destroyed after a period of five years.
Findings will be published without reference to names to protect the identity of
individuals.
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If you have any questions about any aspect of this study, please contact Rebecca
Randall E: Rebecca.randall@anu.edu.au, PhD Candidate Centre for Mental Health
Research, ANU College of Medicine, Biology & Environment T: 02 612 50674, Dr
Lou Farrer E: louise.farrer@anu.edu.au; T: 02 6125 8859, Postdoctoral Research
Fellow, Centre for Mental Health Research, ANU College of Medicine, Biology &
Environment or Professor Kathy Griffiths E: kathy.griffiths@anu.edu.au; T: 02 6125
9723, Director, Centre for Mental Health Research, ANU College of Medicine, Biology
and Environment.

I (PLEASE PRINT NAME
CLEARLY)

agree to take part in this focus group in which I will be asked to discuss my views on
seeking help for mental health problems online and an online mental health support tool
for university students. I understand that my participation is voluntary and that I can
withdraw at any time. I understand the purpose of the project and methods to be used.
Any contribution I make will be confidential, and my name will be withheld from any
part of it that is published.

Signed:

Date:
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Appendix 4.3 Study 1 Recruitment email and participant information
sheet

Recruitment email

Dear <insert name>,

Hi, my name is Rebecca Randall and I’m a researcher from the Centre for Mental
Health Research at the ANU.

You’ve previously provided your name and e-mail address to the Centre indicating your
interest in the work we are doing researching mental health and online programs.

I’m contacting you to ask if you would be interested in participating in a focus group
with other students designed to obtain your opinions and ideas of students regarding the
methods used to engage students in creating a virtual clinic for mental health,
specifically for university students.

The focus group will be held on campus at the Centre for Mental Health Research, at a
time that is convenient for you and other students to attend. The group should take
approximately 1 hour, and will be composed of approximately 6-10 students. If you
would like to attend with friends, that would be great. Just let us know so we can
accommodate them.

During the focus group we would like to discuss your opinions and ideas regarding the
methods used to engage students in creating a virtual clinic for mental health. Your
privacy and confidentiality will be protected, and you are free to stop participating in
the group at any time if you wish.

As a thank you for your time and input, you will receive a movie pass for participating
in the group.

If you would like any further information about the group before making a decision,
please feel free to contact me.

If you’re interested in being involved, just reply to this e-mail. Hope you can take part!
Cheers,

Rebecca
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Participant information sheet

| Australian
«<== National
Bz University

Investigating the views of students regarding the methods used to engage students in
creating a virtual clinic for mental health.

INFORMATION SHEET FOR PARTICIPANTS

The Centre for Mental Health Research (CMHR), ANU College of Medicine, Biology
& Environment, The Australian National University (ANU) are currently conducting a
study to develop an online tool to improve the mental health of university students.

As part of this process we are inviting ANU students to participate in focus groups to
discuss attitudes towards being engaged in mental health research, how we should
engage students in this research and how we should evaluate these methods. No
screening for mental health will take place.

The study involves attending one short focus group held at the Centre for Mental Health
Research with 6-8 participants, which will take approximately one hour. A moderator
will guide the discussion. Participants will be encouraged to contribute but can choose
their own level of involvement and on which topics they would like to comment. All
participants are requested to keep information disclosed by other participants in the
focus group confidential, yet whilst this is requested, confidentiality cannot be
guaranteed.

Your participation in this project is voluntary, and if you wish, you can withdraw from
the study at any time without consequence. It is anticipated that risk will be minimal;
however, if you feel distressed as a result of these groups, please contact the
following: Lifeline T: 13 11 14, ANU Counselling Service T: (02) 6125 2442

This research is carried out in accordance with the ethical guidelines set out by the
National Health and Medical Research Council. An ethics protocol for this study has
been approved by The Australian National University Human Research Ethics
Committee. Any person with concerns or complaints about the conduct of a research
study can contact the Ethics Manager, The ANU Human Research Ethics Committee,
The Australian National University, T: 6125 3427, E:
Human.Ethics.Officer@anu.edu.au.

Only first names will be used on audiotapes and the only persons with access to these
audiotapes will be Rebecca Randall and the project staff employed by CMHR to
undertake data analysis. The audiotapes will be typed up without names or other
identifying information. The researchers will not disclose or use any information
provided to us that could identify participants unless we are required to do so by
law. Names will be stored separately from audiotapes of the interview and transcripts
and kept under strict security. All identifying data will be destroyed after a period of
five years. Findings will be published without reference to names to protect the identity
of individuals.
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If you have any questions about any aspect of this study, please contact Rebecca
Randall E: Rebecca.randall@anu.edu.au, PhD Candidate Centre for Mental Health
Research, ANU College of Medicine, Biology & Environment T: 02 612 50674, Dr
Lou Farrer E: louise.farrer@anu.edu.au; T: 02 6125 8859, Postdoctoral Research
Fellow, Centre for Mental Health Research, ANU College of Medicine, Biology &
Environment or Professor Kathy Griffiths E: kathy.griffiths@anu.edu.au; T: 02 6125
9723, Director, Centre for Mental Health Research, ANU College of Medicine, Biology
and Environment.

If you agree to participate in this project, please fill in and sign the attached Consent
Form for participants and return it to the moderator before the start of the focus group.

Yours sincerely,

Ms Rebecca Randall, PhD Candidate

Dr Lou Farrer, Postdoctoral Research Fellow
Professor Kathy Griffiths, Director

Centre for Mental Health Research, ANU College of Medicine, Biology &
Environment, The Australian National University
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Appendix 4.4 Study 1 Focus group protocol

Question area

Key question/information

Introduction to the
clinic and what the
purpose of the focus

N/A

group is
1. Previous research | Have you participated in research before? (show of hands)
participation What sort of research have you participated in?

Would you participate in other research? (show of hands)

2. Motivations

Were (or would) your motivations for participating in research
other than research like this be similar to participating in this
sort of research?

Why are you here participating in research today?

How did you find out about the focus groups?

What motivated you to click on the advertisement and
information sheet?

Was there anything about the wording of the advertisement, or
how you found out about it that made you particularly
interested?

Do you think the fact that it was advertised as a mental health
focus group affects your participation, or who might
participate?

These focus groups were advertised quite widely, and only a
small group of the students who saw that advertisement have
followed up and participated in these groups. I’d like you to
brainstorm with me some ideas of what might have stopped
you, or them, from participating today?

What might impede you from participating?

What barriers can you see that might stop people from
participating?

3. Experience of, and
ideas about,
recruitment to
research studies

If we want to attract a group of students to participate in
research — what are the best ways we could do that?

How would you prefer to hear from researchers?

Should we identify ourselves as being from the university —
does who is conducting the focus groups make a difference to
you?

What forms of media would you prefer to hear from
researchers through?

4. Methods of
involving young
people in research

Thinking a bit more broadly now, I’m interested in getting
your perspectives on how young people can be involved in the
research process:

What ways do you think that young people can be involved in
the research process?

Which ones of these have you participated in?

Looking at the list we’ve just generated, some of these are
‘active’ and some of them are ‘passive’ participation.

Are there reasons why you might be attracted more to passive
or active participation?

Do you think certain people or groups might be more attracted
to active or passive participation?
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Looking at the list we’ve generated, I’d like you to list your
preferences for these methods with regards to:

- Which ones you would participate in again

- Which ones you found most engaging

- Which ones do you think would allow you to give the best
information

- Which ones you think might be positive for your mental
health
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Appendix 4.5 Study 1 Initial theme tables

Major theme

Theme

Participant’s prior research
participation

Found out through — [ways that participants
found out about the focus groups]

Had participated before

Were happy to sign up without reading all the
material about the study that was provided to
them

Minimal attention was paid to the information
sheet

Would participate in other research

Barriers

Cultural and linguistic barriers

Group or unfamiliar situations challenging

If research went against personal values

Unfamiliar location

Not being aware that it was happening

Not being interested

Not feeling as if their personal contribution
maters

Time costs
Too hard to organise

Concerns that arise due to the topic | Could be polarising

of mental health Mental health term didn’t influence
participation

Mental health term may make other young
people less likely to take part

Mental health term made them more likely to
participate

Mental health will attract a particular sample

Specific mental health term used may influence
participation rates

Facilitators

Being comfortable with ethical aspects of the
research

Ease of initiating participation

Friends invited or were attending

Interested in, or related to, the topic

Make the topic of the research personal

Like doing research projects

Participation perceived to be easy or have little
cost to the participant

Seeing the impact of their involvement

Incentives

Have choice of incentives

Instant gratification important

Money and movie tickets not an incentive

Needs to be something convenient to redeem

Participation built into university courses
(research credit)

Types of incentives

Recruitment

Make the topic or participation personal
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Methods through which students don’t want to
be contacted

Things that researchers can do to better
facilitate recruitment

Tools or techniques that can be used for
recruitment

Phases of the research that young
people could be involved in

At every point

Range of intensity levels

Ways that young people could be
involved in research

Face to face methods

Game

Journals for people to reflect on their
experience of mental ill health

Online consultative methods

Private ways because people don’t like talking
about mental health

Surveys

At the design phase

Creating the website directly

Data analysis

Ways to keep people engaged
through the research process

Involve students at every point

Need a range of active and passive involvement
activities to cater to levels of interest

Regular invites to participate in small activities

Start with passive then increase to active levels
of involvement

Updates about project desired
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Appendix 5.1 Study 2 Human Research Ethics approval letter

-/ Australian
National
;- University

)
S ,‘j}.‘; 3
I :_’.""-1:'

Protocol: 2014/634
Professionals' views on involving young people in research

I am pleased to advise you that your Human Ethics application received approval by the
Chair of the Science and Medical DERC on 5 November 2014.

286



Appendix 5.2 Study 2 Consent form

| | Australian
«&>)» National

=~ University

WRITTEN CONSENT for Participants

Professionals' views on involving young people in research

I have read and understood the Information Sheet you have given me about the research
project, and I have had any questions and concerns about the project addressed to my
satisfaction. I agree to participate in the project.

YES DNO D I agree to this interview being audio-recorded
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Appendix 5.3 Study 2 Recruitment emails and participant information
sheet

Recruitment email

Dear *insert name*,

My name is Rebecca and I’'m a PhD student with the Young and Well Cooperative
Research Centre, based at the National Institute for Mental Health Research at the
Australian National University. I’'m supervised by Professor Kathy Griffiths and have
been working in conjunction with Associate Professor Jane Burns.

My PhD is looking at end user involvement with Young and Well CRC and I’m writing
to ask if you would be willing to participate in a 90-minute interview study of
researchers perceptions of and attitudes towards involving young people in your work.

The ethical aspects of this research have been approved by the ANU Human Research
Ethics Committee.

I would be conducting the interview over the phone or via skype at a time that is
convenient to you. Informed consent will be obtained through my sending an
information sheet and a consent form for you to sign and your scanning or
photographing it to send it back to me prior to the interview.

In published work, conference proceedings and my PhD thesis you will only be
identified by a code and the only people who will know the names of those who
participate in the interview are myself and my supervisory team (Professor Kathy
Griffiths, Dr Lou Farrer, Dr Michelle Banfield and Dr Alison Calear). Due to the
qualitative nature of the research, quotes may be published, which means that you
should be aware that there is a possibility that you will be identifiable from this
research. An information sheet is attached detailing the data storage procedures that will
be used.

If you are interested in participating please reply to this email
(Rebecca.randall@anu.edu.au) or call me (0432083702) so we can arrange a time to
conduct the interview.

Thankyou for your time,
Rebecca Randall
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Participant information sheet

. -*|  Australian
<= National

9 University

Participant Information Sheet

Researcher: Rebecca Randall is a PhD student at the National Institute for Mental
Health Research (NIMHR) in the Research School of Population Health, College of
Medicine Biology and the Environment at the Australian National University. The
research project is supervised by Professor Kathy Griffiths, the Director of NIMHR.

Project Title: Professionals’ views on involving young people in research
General Outline of the Project:

1. Description and Methodology: This study forms the final stage of a Young and
Well CRC PhD project aiming to examine end user involvement in mental
health research. It seeks to examine your experiences of engaging young people
in your Young and Well research project. The study involves a 90 minute phone
or Skype interview undertaken at a time of your choosing. The interviews will
ask about your research background, details of the project you have conducted
with Young and Well CRC, the benefits and challenges of involving young
people in your work and your views on involving young people in your research.
The interviews will be recorded for later transcription and written consent for
this will be obtained before the interviews commence. You will be able to
withdraw from the study and if you do your data will be destroyed.

2. Participants: Eight researchers from the Young and Well Cooperative Research
Centre.

3. Use of Data and Feedback: The data will be included in Rebecca’s PhD thesis,
in publications and in conference presentations. No individually identifiable data
will be presented or published.

4. Project Funding: This project is resourced by the Young and Well CRC
(youngandwellcrc.org.au). The Young and Well CRC is established under the
Australian Government’s Cooperative Research Centres Program.

Participant Involvement:

5. Your involvement or choice not to be involved will have no impact on your
relationship with the Young and Well CRC or any member of the research team.

Inclusion criteria:

6. Researchers who are part of the Young and Well Cooperative Research Centre
will be invited to participate. Potential participants have been selected based on
their level of experience, type of organisation they are employed by and their
area of research within the Young and Well Cooperative Research Centre.
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Confidentiality:

7.

Only Rebecca Randall will have access to the audio files for transcription
purposes. All individually identifiable data will be kept separate from audiotapes
and transcripts. To protect the identity of individuals, findings will be published
without reference to names and will only use participant codes. The researchers
will not disclose, publish or use any information provided to us that could
identify individuals unless we are required to do so by law. Participants should
be aware that it is possible that you could be identified from wording in quotes
in the published work. If a participant chooses to withdraw their data will be
destroyed.

Data Storage:

8.

10.

Where: Interviews will be audio-recorded and subsequently transcribed.
Participant’s names and other identifying details will be stored separately from
the recordings and notes/transcriptions of the interviews. Participant information
and data will be stored under strict security. Paper records associated with this
study will be stored in a locked filing cabinet at NIMHR. Data converted to
digital format will be securely stored on ANU servers. Deidentifed data will be
stored on the primary investigators’ encrypted and password protected
computers during analysis. Data will be stored for a minimum of 5 years after
the date of publication and securely deleted or shredded after this time. Routine
access to data will be restricted to members of the research team (i.e. those listed
on the application). This restriction will be achieved by directory level controls.
It is also necessary that any ANU IT support staff from IT and MHS IT with
administrator level access to file servers and backup systems will also
technically be able to access data files. This is normal practice for such services.

How long: Paper and electronic records will be retained for a minimum of five
years from publication.

Destruction of Data: Paper and electronic records will be deleted a minimum of
five years after publication.

Queries and Concerns:

Contact Details for More Information:

Rebecca Randall, primary investigator, Rebecca.randall@anu.edu.au, 6125 0674
Dr Lou Farrer, Louise.farrer@anu.edu.au, 6125 8859

Professor Kathy Griffiths, Kathy.griffiths@anu.edu.au, 6125 9723

Ethics Committee Clearance:

The ethical aspects of this research have been approved by the ANU Human Research
Ethics Committee. If you have any concerns or complaints about how this research has
been conducted, please contact:

Ethics Manager

The ANU Human Research Ethics Committee

The Australian National University

Telephone: +61 2 6125 3427

Email: Human.Ethics.Officer@anu.edu.au
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Appendix 5.4 Study 2 Initial theme tables

Major theme

Theme

Differences

When considering involving young people or older
people there are a lot of the same principles

By there are some differences

Young people have... (characteristics)

Young people are (characteristics)

All of which causes researchers to (actions)

Recognition of the diversity of young
people

Future work

Expressed plans to continue youth involvement in
much the same way

Participants also had specific ideas about or ways
they could improve youth involvement

How youth involvement is done -
process

Interaction with literature

Involvement methods

Deciding how

General comments

Mediums used for youth involvement

Research planning

Roles that young people take

Specific research activities

Organisational attitudes towards and
experience of youth involvement

The influence of reachout was mentioned

How ‘other’ researchers work with young people

Challenges about the ways organisations work

Attempts that have been made

Practical or concrete challenges of
working with young people

Resources and how they can influence
(or not) youth involvement

Sample Sometimes it can be hard to reach certain groups
Reasons it is hard to reach certain groups
Participants acknowledged importance of trying to
reach certain groups

Theory No specific approach

Specific ideas or labels

Why do youth involvement

Overarching reasons

Benefits to the researchers or organisations

Importance or goodness of the method

Respect and human rights and ethical reasons

Youth involvement helps the products’ relevance or
young people’s priorities (better product)

Y outh involvement makes the product or research
better on a number of levels

Youth involvement keeps the focus on young people

Young people get involved because

Of the benefits they get

Because the topic is (reasons)

Other reasons that young people might want to get
involved include (list)
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Appendix 6.1 Study 3 Human Research Ethics approval letter

| Australian
Z=» National
== University

Protocol: 2013/576

Investigating the characteristics of young people who apply to be part of the Youth
Brains Trust of the Young and well CRC through analysing previously written
applications

I am pleased to advise you that your Human Ethics application received approval by the
Chair of the Science & Medical DERC on 23 October 2013.
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Appendix 6.2 Study 3 Recruitment emails and participant information
sheet

Recruitment email

Dear <<FirstName>>,

In (insert year of application) you applied to be a member of the Youth Brains Trust of
the Young and Well Cooperative Research Centre. I’m writing to see if you would be
happy for the application you wrote when you were applying to be part of the Youth
Brains Trust (YBT) to be sent to one of our researchers who as part of her PhD is
exploring how and why young people are involved in the CRC. The YBT applications
will contain valuable information for her study.

If you agree to participate, your application will have identifying information removed
from it before I forward it on to her. However, it’s important that you know that that
there is a small chance that she may be able to identify you from what you wrote.

The researcher is Rebecca Randall, a member of the 2013 Youth Brains Trust and a
PhD student at the Centre for Mental Health Research. This research, and the way she
will handle the applications, have been approved by the Australian National
University’s ethics committee and we’ve included their details on the below information
sheet if you wish to contact them.

We’d like to emphasise that your participation in this study will have no impact on your
relationship or further involvement with the Young and Well CRC.

If you wish to participate:
Read the below information sheet
Reply to this email with the below paragraph filled in

I (insert name) consent to my application to the Youth Brains Trust being sent to
Rebecca Randall for the purpose of it being analysed and included in her PhD research.

I understand that replying with this wording indicates that I have read and understood
the information contained in the email and information sheet.

If you have any questions about her research, Rebecca can be contacted by emailing
Rebecca.randall@anu.edu.au or you can contact me directly on 03 9937 1320.
Rebecca’s PhD supervisors at the ANU are Professor Kathy Griffiths and Dr Lou
Farrer.

Kris Gesling
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Participant information sheet

. -*|  Australian
«&> National
By University

The Youth Brains Trust Analysis of Applications Study: 1

INFORMATION SHEET FOR PARTICIPANTS

The Centre for Mental Health Research (CMHR) at The Australian National University
(ANU) is currently conducting a study designed to learn about youth participation in
Australia.

As part of this process we are inviting young people who have previously applied to be
part of the Youth Brains Trust of the Young and Well Cooperative Research Centre and
are over 18 to consent to a researcher analysing the application you wrote when
applying to be part of the Youth Brains Trust. The application sent to the researchers
will have had any identifying information removed before they receive it. This study
aims to understand why young people apply to be part of the Youth Brains Trust. By
analysing your applications Rebecca (the researcher) is represent your views and wishes
in a more complete way than other, quantitative, research may do.

If you agree to participate, your application will have identifying information removed
from it by Kris Gesling before it is sent to the researchers. However, it’s important that
you know that that there is a small chance that the primary researcher (Rebecca) may be
able to identify you from what you wrote.

The researcher is Rebecca Randall, a member of the 2013 Youth Brains Trust and a
PhD student at the Centre for Mental Health Research. This research, and the way she
will handle the applications, have been approved by the Australian National
University’s ethics committee and we’ve included their details on the attached
information sheet if you wish to contact them.

Your participation in this study and its surveys will have no impact on your
relationship with the Young and Well Cooperative Research Centre.

Participating in this study involves replying to this email that this sheet was attached to
indicating that you consent for your application to be de-identified and sent to the
research team.

Your participation in this project is voluntary.

This research is carried out in accordance with the ethical guidelines set out by the
National Health and Medical Research Council. An ethics protocol for this study has
been approved by The Australian National University Human Research Ethics
Committee. If you have any concerns or complaints about the conduct of the research
study please can contact the Ethics Manager, The ANU Human Research Ethics
Committee, The Australian National University, T: 6125 3427, E:
Human.Ethics.Officer@anu.edu.au.
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The only persons to have access to de-identified data will be Ms Rebecca Randall, and
her PhD supervisors Professor Kathy Griffiths and Dr Lou Farrer. The researchers will
not disclose or use any information provided to us that could identify participants
unless we are required to do so by law. All information provided will be kept
confidential and stored under strict security. Findings will be published without
reference to names to protect the identity of individuals.

If you have questions about any aspect of this study, please contact:
Ms Rebecca Randall

PhD Candidate, Centre for Mental Health Research, ANU College of Medicine,
Biology & Environment E: Rebecca.randall@anu.edu.au, T: 61250674

Dr Lou Farrer

Postdoctoral Research Fellow, Centre for Mental Health Research, ANU College of
Medicine, Biology & Environment E: louise.farrer@anu.edu.au

T: 02 6125 8859, or

Professor Kathy Griffiths

Director, Centre for Mental Health Research, ANU College of Medicine, Biology and
Environment

E: kathy.griffiths@anu.edu.au

T: 02 6125 9723
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Appendix 6.3 Study 3 Initial theme tables

Theme

Activity

Aspirations

Attributes

Interests

Volunteering

Work experience

Theme

CRC will do a range of positive things

Engaged with research

Feel they are part of the CRC

Has ability to make change

Have experienced mental ill helath

Have views about research

Interested in mental ill health

Interested in technology

Involving young people in their research

They feel that the YBT would be a positive experience

Want to be part of the YBT to do
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Appendix 7.1 Study 4 Human Research Ethics approval letter

Protocol: 2013/502itxInvestigating the characteristics, civic engagement and technology
use of applicants to the 2013-14 Youth Brains Trust of the Young and Well Cooperative
Research Centre.

I am pleased to advise you that your Human Ethics application received approval by the
Chair of the Science and Medical DERC on 5 September 2013.

300



SSQUSSI[OWOY JO 9JUdLIddXd U 9ARY |

Jored e w, |

100nb 10 X0SIOUT

Iopuo3dsuen ‘[enxasiq ‘Aed ‘uerqso[ se AJrudpI |
K)I[IQEeSIP JO SSAU[[I OTUOIYD B YIIM IAI] |
003nJoI 10 SJURISIW PIALLIE A[MAU & UL |

3

punoidxoeq A1dde se Auew se 109[9S
ISIOAIp A[eonsmsul] pue A[[eini[no e woij | (sdnoi13 Furmor[oy oy} Jo Aue JO IOqUIdW B I8 NOK [99 noA o] |  doueydoooe-a1rg
papua-uad( [nok a1e pjo moy | oourdoooe-aig
(A310ads asead) 10q10
olewd | SONSLIJORIRYD
leN (Jopuad oKk sI 1eym oouerydaooe aig juedionaed
SOA
ON | (ISniT surelg ox #10g oY} JO Joquiowl B 9q 01 pa1doooe nok a1op qjuow-9 doueydoooy
suondo Jamsuy 1X3) uonsanQ £3AIng  ®ade uonsan

1X9) AdAang p ApmiS 7°L xipuaddy

301



90139p 10y31H

00139p s1o[oyoryg

ewo[dip ojenpeIdiopun Io 9)BIO0SSY
9)BOJI131 1YIO
diysoonjuaxdde/opel],

{Pa191dwos dAey NOA
3urjooyos AIe1119} 10 A1epuodas-1sod Jo [9A9] 3s9YSIY oy ST 1eyAy | 9ourydaooe-aid

K1BpUO0I9S JO SIBIA XIS
K1BpU0993S JO SI1BIK INO
AJepuooas awog

Arewnd jo 11y {pa191dwos aaey juowuIe)IR
Krewnad owog noK Surjooyds A1epuodds 10 Arewrid Jo [0A[ 1S9USIy oyl STIeyAy | dourydoooe-arg [euoneonpyg
0IM] ‘SA X
90UO ‘SO Jsniy surerg ynox s.O¥D [[PM
ON pue Suno X a3 Jo roquidwt e 9q 0} parjdde A[snoiaaid nok saey | 9oueydoooe a1rg

uonmnsul Jurures} 19Y)0 10 V. Surpuape Juspms
Kyis1oATUNn SUIpUdlIE JUIPMS

[ootos ulpuane JuIpmS

JI0M IOAUN[OA

uorsudd oddns Apiqesip/oouemorye

SSOUNOIS SUIAIDAI A[JUALIND Puk SUjIom JON

00

UOIBORA ‘SSQUJJI 0} NP SJoM Je J0u jnqg qol e dArH
sannp Swoy

J2om 10 Suryoor/pakojdwoun

yoom 1od

juowAodwd pred sInoy ()¢ Uey) S JIoM dwn-1Ied
yoom 1od Juowkojdwo

pred sanoy (¢ 03 7enbs 10 ueyy 193813 NI0M SWN-[[N]

(suo asooyo
oseayd) /sanIAnoe urew oA S9qLIOSIP 1599 SUIMO[[0] o3 JO yoIypy  douedoooe-aig

suondo Jomsuy

X9} uonsanQ) _ JEYN TS

BaJIB UONSINQ)

302



(JUOW & 90UO UBY) SS9
JUOW B 991M) IO 90U

oM B 991M) JO 20U

Kep A19A3 3sowfe 10 Aep AIdAY

Jaurjuo awn puads 10 JoUINUI Y} SN NOK Op USYO MOH

ooueydoooe-a1g

osn A3ojouyoa,

9]
K13uons 02138y — (A[3uons 2213es1(q) | — 9[edS HI']

OUOAIOAD JSOW[E 0) PULY pUe JeIdPISUO0D S [ |
uoneuISew! dANJL Ue ey ‘(]

AJ1SB3 SNOAIJU S)OD)

qofl ySnoioy & sa0(

SIOUIO M J[NeJ pulj 0} Spuo |,

9[qero0s ‘Fu1o3ino sy

S)SQI)UI JISILIR MJJ SBH

[[oM SSa1S SI[puUBY Pue ‘poXe[al S|

Kz®e[ 9q 0} SpuUo .

Sunsny A[erouds sy

POAIISAI S|

“*"OYM QUOSWOS SB JJOSAW 99S

1 ¢Areuosiod oA 9qLIOSIpP SjudUIdIe)S SUIMO[[0F ) Op [[9M MOH

— O 6

soueydoooe-a1g

SI1030B}
Kreuosiog

IV1/dV LV UB 9AIS531 310U PIp |
00I-T6

06-18

08-1L

0L-T9

09-1¢

0S-1v

0t-0¢

0€ Mmo[eg

{AASIYO. NOA PIP 21008 YV.LV 10 [V 1BUM

sourydaooe-aig

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

303



(5]00qa9e,] 3'9) $93ISqQOM JI0MIAU [BIO0S PASSAIOY
(93177 puo29g "3'9) SPIIOM [BNIIIA JUITUO PISSAIIY
QUITUO UONBULIOJUI }[BIY PISSIOOY

SWI001 JBYD PISSI00Y

A1dde se Auew se 109[9S ¢ yruow jsed ay3 Ul SUI[UO
auop aAey noA s3uryy 2y [e 1s1] SUIMO[[0J S} WOI J09]3S asea[d

quow-g |
yjuow-9
sourydaooe-aig

ouruo
uayelopun
SONIALRY

(9ye0 10UI)UI ‘QFRD

‘onuod 3urddoys ‘Arexqr -3-9) aoerd orqnd 10YIO
oM

As1oATu) 10 AV L T00Y0S

owoy Je (woo1 djealid 19730 J0) WOOIPIQ UMO U]
owoy je (wool o1qnd 1930 10) WooL SUIAL] U]
QWIoY S, 9ATJR[AI B 1Y

QwIoy S, PURALI © 1Y

19[q®) 10 duoyd 1rews AW BIA QIOYMAUY

(¢,ATuo 2uo 199[3S)
{PUI[UO 0F/19UIIU] O} SS098 AJUOUIWIOD JSOW NOA OP I

soueydoooe-a1g

suoyda[ay auljpue|

UOISIAQ[9) Y

$901AQp 9[qepod proypuey 12410

001A9p Surwed d[qeirod 10 9[0su09d sowes y
Jomndwoo dopysop v

doyde] v

(pedr 39) 1[q®) V

JOUIdIUI A} SSOOIL ] Ued It} duoyd d[iqowr v
ouoyd jrews y

(noX 03 Ajdde se Auew se asooyo asead) siseq A[rep
SS9 10 9IOW € UO SN NOA Op $9130[0uyd3) SUIMO[[0F S} JO YOIY A\

soueydoooe-a1g

Yoom 1od skep / — |

(yStu e wd| | 19338 QUITUO 03 NOA Op Yoom & SAep Auetll MO

soueydoooe-a1g

({Aep Y10M/[00YOS-UOU B UO

popus-uad( | 30wIdUI oYy Sursn pudds noA pnom dwn yonw moy Ajewnrxorddy | doueydasoe-o1g
Kep I0M/[00YDS [BULIOU B UO
popus-uad(y | 31owIoIUI 9y} Sursn puads noA pnom s yonw moy Aejewnrxorddy | ooueydasoe-o1g

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

304



(s1930 10 JJOSINOA JO

sojoyd opnu-1was J0 OpNU PIAIIIAI IO JUIS) PAIXAS
AydeiSourod passaooy

K1eIp QUITUO JO F0[q © UINLIAM

oqnInox ‘39 039 ‘SAIAOW ‘SU00LIED

‘sd11o 09p1A papeojdn 10 PIpLO[UMOP “PIAYIIBA
IONIMT, Pasn

SI0M 10 ApnN)s ‘[00UOS J0J JQUINU] dY} Pas()

sdnoi3 uorssnasIp 10 ‘spreoq UnA[INg ‘SWNIOY Pasn
sanrroey Surddoys jourouy ‘sejis uonone ‘Aego pasn
(198uossowr

[rewin) 10 NSIA “8°9) 103uassaul Juejsul Ue pas)
wedqom © pas()

SPUSLI MU JOJ PAYIIeIS

SMAU ) PAYIJeM IO PBIY

Anus 301q € peoy

(wrexSeysuy Isarojurd

‘syoysdoip ‘opo1yq ‘3:9) sojoyd poamara 10 psod
JOUIdUI A} JOAO SIYIO IM Sdwed pake[d

ouore sowes pake[d

SUI[[osUNOd [TeWd IO SUITUO PIs()

(odAYs "3°9) syyeo auoyd (d10A)

1090301 JRUIAUT JOAQ) 90I0 A POAISIAI IO PRI
(o18u0g ‘AInodg ‘sounJr

*9) o1snwt papeo[dn 10 PIPBRO[UMOP 0} PIUIISI]
pajqueny

[T P339y

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

305



(SS[yHIoM 93] nok pI(q

(dn noA& 199ys prnos Juryiou jey) pes os [99F nok pIq
(MOIJ9 ue sem SurIAIoA9 et [99 nok pig

(passaxdap 109 nok pi1g

{1I1S 1S J0U P[NOd NOA Jey) SSIISaI 0S [99) NoA pig

(K193p1J 10 SSI[ISAI [99] noA pI(q

(ssoradoy 1993 nok p1q

{UMOp NOK wyed p[nod uryiou ey} SNOAIU 0S [93F NOA pPI(

{SNOAISU [93] NOA PI(Q

qruow-¢|
{UOSBAI pOOT OU I0J JNO PAIN} [93] NOA PI(] e uow-9
(owmy oy Jo [e) ¢ — (o) 9y} JO duou) | o[edS MI'] " UQJJO MOY INOQe ‘S)oaMm Inoj Ise[ ) u] |  doueydoode-aig
SOX Jwaqoid [einoraeysq quow-7 |
ON IO Y)[eaY [BIUSW B PAOUSLIdAXS NOA 9ABY SYIUOW XIS JSB[ ) U] Jpuow-9
SOA
ON ({SONSSI [BINOIABYDQ IO [)[BAY [BJUSW PeY JOAd NOA 9AeH |  douejdoode-aid

Yieay 1t [eyustu
Jo oousnadxyg

( £3109ds) 9s[o Suryiowiog

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

306



djoy [euorssajoid 3y3nos | ‘sa X
d[oy-J[os pasn [ ‘sa x.
ON

Judqoid [eInoraeyaq 10
()[B9Y [BIUSUW B JOJ JUdWEBAN) JYSN0S NOA JABY SYIUOW XIS SB[ O} U]

puow-z]
Jjuow-9

djoy TeuoIssajoid 1y3nos I ‘sa X
djoy-j[os pasn 1 ‘sa x
ON

Jurqoxd
[BIOIABYQQ JO [}[BAY [BJUSW B JOJ JUIWILAI) JYINOS JOAD NOA dABRH

soueydoooe-arg

e ]t [epuot
10} Suryass djoH

Kep A10AF — IOAQN — 9[eos jutod 9

31 0 SUIUBIW JO UOI}JAIIP JO ASUDS & Sey JJI[ In0A Jey ] ‘H]
suorurdo pue seapr umo oA ssaxdxa 10 Jury) 03 JUIPYUO) "¢

uos1ad 10139q B dW099q
pue m013 0} NOA PAZuUI[eyd ey} sooudLIadxd pey nok eyl 71
s1oy10 yym sdrysuoriear Sursny pue uem pey nok jeyp ‘1|
9J1] ATrep InoA Jo saniqiqisuodsar oy) Sureuew je poon) ‘0]
Areuosiod oKL jo syred jsowr payI] nok Jey], ‘6
noK 0} 9SUIS IPBUW SYIOM AIJI00S INO Aem d) Jey] '8
poo3 A[eoiseq a1e ojdoad jeyy, /L

nok
o1y 9rdoad 103 9oe[d 101799 ® SUII0d3q ST A19100S INO JBY] 9
(pooyanoqusiou mnok
10 ‘dnoi3 [eroos e oY1) Ajrunutod & 03 paguo[aq nok jey ]
K39150S 0} 9INqLIIUOJ 03 Juelrodwr FUIYPIAWOS pey NOA ey,
SJI PIM palgsnes
OJI UI Pa)saIau]

Addeq -1

***[99F nok pIp udyyo moy ‘yjuow ised a3 JuLmg
‘qruow jsed oy Surmp Fur[eoy
Ud9q 9ABY NOA MOY] Jnoqe suonsanb Surmor[oy oy} Jomsue ased|d

Noen <

quow-g
qiuow-9
sourydaooe -a1g

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

307



SOX
ON

JWR[qoId YiTeay [RIUSW B PAOUILIdAXS SIOqUIOW
AJTurey 9s0[9 IO SPUALIJ 9SO INOK JO AUk dABY SYIUOW XIS ISB[ AU} U]

puow-Z]
Jpuow-9

(A1oy1] AJowanxa) £ — (A[oyIun AJoWwanxa) |
:9[B0S 1]

ouoAue woy d[oy oas jJou p[nom [ ‘T

(sem s1y) oym dqLIOSIp ased[d) 9A0qe PaISI[ J0U IS[D AUOAWOS ()|
JouIdUI Y], *6

(19111097 AJISIOATUN “IOYILI) WIOOISSB[D ‘JOSIAPE JBIA) IOUOBI], ']

dD /10300p AJrue, *L

(our djoy spry ‘ourjoyry “5-e) aury djoy suoyd ‘9

(ysimeryoAsd

9s13010y0Asd “I10[[oSUNos [00Yyds ‘3-9) [euorssayord ey [eIUdIA ‘G
Joquiow AJIwe)/QAIR[I IO “f

wared "¢

(noA 01 paje[aI1j0U) PUSLL] T

(puswya3 10 puaLy£0q JuedyIUSIS “3'9) JoUIRd *|

Juorqoxd

[euonowd 1o Jeuosiad e 103 ojdoad asayy Jo yors woiy djoy oS
pPInom noA ety 31 ST APYI[ Moy smoys jey uondo a3 9s00yd Ised[d
— wo[qod reuonows 1o Jeuosiad e Surousnadxd a1om nok

J1 woxg 9o1Ape 10 djoy ye9s 3 nok oym aydoad o is1] © ST MO[Og

quow-g
qiuow-9
sourydaooe -a1g

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

308



Keme Jysrens sy1om K[jensn suonedipaw juessaidapiuy ‘[

"9AIOIppE are syuessaidopnuy "0
*10119q [99J A9y} Se u0os se

sjuessaidaprue Sunye) dojs pnoys uorssaxdop ym ojdosd 6
‘[nydjoy 3sowr oYy 9q 03 A[YI] I8 SUIWIE)IA

‘uorssaxdap 10J syudunean 9[A1SoJI| pue dANBUINE Y} [[BJO '8
“uo1ssa1dap ojeropour 01 plrwt 10j syuessaidopnue

Se 9AII09JJO sk s Ade1oy) [eInoIABYDq dANIUS0)  */
‘uorssaxdop 10J

Ade1oy) [eINOIARYD(Q ATIIUS0D SB JAT)O9JJO SB SI SUI[[SUN0) 9
‘syuessardoprue

UBY) 9AI}09JJQ d10W A1k uoIssaIdop 10J syuownjean Auejy g
"SSQUJBAP 10 SISOI[IS o[dnnw

se yonuw se oJ1] s, uosiod € sydnisip uorssardop 91eIOPON  §

‘sjuessardopriue 9qrIosaxd ueod sysi3ojoyoAsd feorur) ¢
‘uorssaxdop

Jo u3rs & 9q Aewr sanI[euosIdd J0UNSIP [BIOAJS SUIARH ‘7
‘uorssaxdop

JO u3Is uowwod © ST INOTARYI(Q APIBY[00] PUB SSOOY [

mouy 3,uoqg 9S[eJ JO ONI) I8 MO[Oq SIUSUIAIL)S AY) JOYIAYM )edIpul quow-g |
osteq 9seI[d 'PAeaI 9q URd 31 AeM ) pue uoIssaidop jo swoydwAs Juow-9 Koeaang
oniy, 9} Jo Surpueisiopun InoA noqe aIe suonsonb Suimoroy oy | ooueydasoe -a1g uorssaxdo(
suondo Jamsuy 1X3) uonsanQ £AIng [ eade uonsand

309



SonssI 1opuo3

10 S USWOM [IIM pauIaduod sdnoigd 1o suonesiue3i(
uonesIuesIo [eJUSUIUOIIAUD U

qnJo PNoA

uonesIue3Io JSIA1OL 10 [eonrjod 19y30 awosg
JI0MISU SATIBIIO IS0 JO SAI}O[[0D JUSIIE ‘puLBq Y
dnoi3 [euonearoar 10 Sunods [8o0]

KISIoATUN

10 V.1 ‘[ooyos oK je paseq qnpo 10 dnoi3d y
uonjestuedio pre 10 juswdo[oAsp ‘sySu uewny y

Areiqr| [eoo] v
(uonepunoyq
9JBaI)) ‘ONJqPUOAdq "F9) UONESIUBSIO YI[eaY [BJUIIA]
dnoi3 yoddns y quow-g |
(JoUaII M\ OQIA TeqO[D LISUINR], [00qa0.,] A1dde jeup 1€ 199[0S (,SONIATIOR qjuow-9 uonedronted
10 90edsAIN ‘Aego "3'0) dnoi3 AIunwtiod SuIuo Uy Jo sdnoi3 Suimoj[o] oy} Jo Aue UI pOA[OAUL Udq NOA 9ABH |  9oueydoooe-a1g JTALD)
‘ouokue [[93 Jou pynom [ uoissardop pey 1J] L
-9[qesorpardun a1e uorssaxdop s oidood -9
‘J[9SINOA passardop aw099q
1, uop noX os uorssaxdop ym ofdood proae 033s9q S|  °G
‘sno1oguep ore uotssaxdap yim ojdosd
"SSQU[[I [BOIPAW [BAI B JOoU ST uoissardoq ¢
‘ssoujeom [euosiod Jo ugis e st uorssaxdoq g
‘pojuem A3y J1 11 Jo Ino deus prnoo uorssaxdap yym ojdosgd |
mouy 3,uoqg quow-g |
asreq “JUOWAIE]S OB IIm 313esIp 10 9213¢e Aeuostad nok L[Suons Jiuow-9 ew3ns
onip, MOV 9JedIpuUl dsBI[J "uoIssaIdop Jnoqe sjuowdle)s are mofog | douejdoode -o1g uorssaxdo(g
suondo Jamsuy 1X3) uonsanQ £AIng [ eade uonsand

310



(A310ads asead) 10q10

9501} JO QUON

oronJe

QUITUO U UO PAJUIWWOD IO UOISSNISIP OIPeI Jorq
Y[B} 0} PAINQLIUOD IO J0JIPS J} 0} 1O B UINLIA\
jonpoid e paposLoq 10 panoodAng,

uonnad e pausdig

owI1) PAIOAIUNOA

UoneuOp B OPRIA

(SJHPIIM PU® SYIe [BUONEN 10 )SNLT, [RUONEBN
"3°9) uonesiue3io 93eILI0Y JO UOIIBAIISUOD Y
dnoi3 yonyo vy

UOIJBIJOSSE S UIZIID Y/

Arunwwod ay} ur

dnoi3 orue ory1oads € 03 pajefar dnoid jo od4y Auy

suondo Jomsuy

3X93 uonsang)

JEYN TS

BaJIB UONSINQ)

311



Appendix 7.3 Study 4 Text of recruitment emails

Email from Rebecca to participants

Dear <insert name>,

Hi, my name is Rebecca Randall and I’m a PhD student from the Centre for Mental
Health Research at the ANU. I’m also a member of the 2013 Youth Brains Trust.

I’m emailing to ask you to participate in a short survey which will ask a few things
about you, your mental health history and your technology use. If you participate, you’ll
also be asked to complete follow up surveys in February and September 2014.

I’m asking you to do this because I’m interested in the factors that lead people to
participate in the activities of the Young and Well CRC, and what factors lead young
people to be selected into the Youth Brains Trust.

Your participation in this survey will have no impact on your selection into the Youth
Brains Trust. No one who makes decisions about the selection of the Youth Brains
Trust will have access to your results.

To participate, please go to this link:
<insert link to survey>

If you have any concerns or further questions, please reply to this email.
Cheers,

Rebecca
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Email from Kris Gesling (CRC Youth Participation Officer) to participants
Dear <<FirstName>>,

Thank you for nominating for the 2014 Youth Brains Trust, applications are now closed
and we hope to let you know who will be a part of the group by Friday the 13" of
September.

To review the applications we bring together a special selection panel made up of two
staff members from our centre office, two staff members from our partner organisations,
and one member of the previous Youth Brains Trust. The selection panel only receives
the answers you provided and do not know your name, email address birth date or home
address.

This year Rebecca Randall has started a PhD at the ANU and a member of the 2013
Youth Brains Trust is conducting a research project looking at how young people are
involved in the Young and Well CRC. If you indicated in your application that you
were happy to be contacted, Rebecca will soon be emailing you to ask you to participate
in a series of short web based surveys about your personal characteristics, civic
engagement and technology use. This survey will be the first of a few studies she’ll be
doing over the next two years.

The email will be coming from webmaster(@mentalhealth.anu.edu.au as it’s important
that Rebecca doesn’t have access to your email addresses or names for confidentiality
reasons. To do this an independent researcher at ANU named Anthony Bennett will
assign your nomination a unique ID so that Rebecca won’t have access to your name or
email address.

We’d like to emphasise that your participation in this survey will have no impact on
your selection into the Youth Brains Trust. No one who makes decisions about the
selection of the Youth Brains Trust will have access to the survey you complete for
Rebecca’s research. They will not know how you responded to the survey, or even
whether you responded at all.

If you have any questions about her research, Rebecca can be contacted by emailing
Rebecca.randall@anu.edu.au or you can contact me directly on 03 9937 1320.
Rebecca’s PhD supervisors at the ANU are Dr Lou Farrer and Professor Kathy
Griffiths.
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Appendix 7.4 Study 4 Information sheet and consent form

Australian
, National

()
28/

3 University

The Youth Brains Trust 2013 Participation Research Study: 1

INFORMATION SHEET FOR PARTICIPANTS

The Centre for Mental Health Research (CMHR) at The Australian National University
(ANU) is currently conducting a study designed to learn about youth participation in
Australia.

As part of this process we are inviting young people who have applied to be part of the
2013-14 Youth Brains Trust of the Young and Well Cooperative research Centre and
are over 18 to participate in a series of short web based surveys about their
characteristics, civic engagement and technology use. We would like to invite you to
participate in this research study which involves completing three surveys over the next
year.

Your participation in this study and its surveys will have no impact on your
selection into the Youth Brains Trust. No one who makes decisions about the
selection of the Youth Brains Trust will have access to your results.

The study involves completing an anonymous online survey now, the next in February
2014 and a third in September 2014. You can chose the time and place that is
convenient to participants. Each survey will take approximately 15-20 minutes to
complete.

Your participation in this project is voluntary, and if you wish, you can withdraw from
the study at any time without any consequences.

It is anticipated that risk will be minimal; however, if you feel distressed as a result of
this survey, please contact Lifeline (Telephone: 13 11 14; www.lifeline.org.au)

This research is carried out in accordance with the ethical guidelines set out by the
National Health and Medical Research Council. An ethics protocol for this study has
been approved by The Australian National University Human Research Ethics
Committee. If you have any concerns or complaints about the conduct of the research
study please can contact the Ethics Manager, The ANU Human Research Ethics
Committee, The Australian National University, T: 6125 3427, E:
Human.Ethics.Officer@anu.edu.au.

The only persons to have access to de-identified data will be Ms Rebecca Randall, Dr
Lou Farrer and Professor Kathy Griffiths. The researchers will not disclose or use any
information provided to us that could identify participants unless we are required to
do so by law. All information provided will be kept confidential and stored under strict
security. Findings will be published without reference to names to protect the identity of
individuals.
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If you have questions about any aspect of this study, please contact:
Ms Rebecca Randall

PhD Candidate, Centre for Mental Health Research, ANU College of Medicine,
Biology & Environment E: Rebecca.randall@anu.edu.au, T: 61250674

Dr Lou Farrer

Postdoctoral Research Fellow, Centre for Mental Health Research, ANU College of
Medicine, Biology & Environment E: louise.farrer@anu.edu.au

T: 02 6125 8859, or

Professor Kathy Griffiths

Director, Centre for Mental Health Research, ANU College of Medicine, Biology and
Environment

E: kathy.griffiths@anu.edu.au

T:02 61259723
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Appendix 8.1 Study S Human Research Ethics approval letter

| | Australian
@S> National

sy University

Protocol: 2014/569
Young Australian's involvement in their communities

I am pleased to advise you that your Human Ethics application received approval by the
Chair of the Science and Medical DERC on 2 October 2014.
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Appendix 8.2 Study 5 Emails sent to CRC researchers

Dear Young and Well CRC Project Managers

Earlier this year you would have heard from Rebecca Randall, one of our PhD students,
who was asking about youth participation in your projects. Thank you to those who
responded to her initial request.

She has developed a survey which asks young people who have been involved in the
CRC about their experiences of being involved. In order to access the young people that
have been involved in your project she is hoping to work with you, where you have
ethics approval, to obtain variations to those approvals for her survey to be sent out.

She will be emailing you individually about this in the next few days.

While we understand she is asking additional work of you, we hope you will respond
and help her.

Kind regards,

Tom
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Appendix 8.3 Study 5 Facebook message text

How are you? Hope things are well. *insert brief personal comment*

I’'m in the middle of my PhD and I’ve just launched the biggest study I’ll be doing as
part of it. I’'m looking at young people’s background, their mental health history, views
about mental health issues, their experiences of being involved in research and how they
are involved in their communities in Australia through an anonymous online survey.

To do this, I’ve got 15 minute survey for 18-25 year olds and I’'m hoping to get 1000
respondents.

I really need your help to do this though. I know it’s a big ask, but I’'m hoping you will
help me out by doing one (or more) of the following 3 things:

1. Complete the survey yourself!

2. Share my project’s Facebook page on your Facebook page to encourage your
friends to complete it. (link)

3. Share it around any Facebook groups you belong to or networks you have. I'm
happy to help with this by providing wording, or anything else I can do.

I really, really appreciate any time you can give me. Getting respondents to this survey
is essential to my PhD’s success, so this is really important to me.

Thanks so much

318



Appendix 8.4 Study 5 Participant information sheet

| Australian
- National
9 University

Participant Information Sheet

Researcher:

Rebecca Randall is a PhD student at the National Institute for Mental Health Research
in the Research School of Population Health, College of Medicine Biology and the
Environment at the Australian National University.

Project Title: Young Australians’ involvement in their communities

General Outline of the Project:

Description and Methodology: This project aims to obtain information about
young people’s background, their experiences of being involved in research and
how they are involved in their communities in Australia through an anonymous
online survey.

Participants: Approximately 1000 Australian young people will be involved.

Use of Data and Feedback: The data will be included in Rebecca’s PhD thesis,
in publications and in conference presentations. A plain language summary will
be available through youth organisations and online. Data may also be used in
future research

Project Funding: This PhD project is funded by the Young and Well
Cooperative Research Centre

Participant Involvement:

Voluntary Participation & Withdrawal: Your participation in this study is
voluntary and you may, without any penalty, withdraw at any time during
completing the survey by closing the browser window. If you haven’t clicked
the ‘submit’ button at the end of the survey, your responses will not be used.
Due to the anonymous nature of the survey once you have submitted the survey
you will not be able to withdraw as there will be no way to identify your
information.

What will participants have to do? You will complete a 15 minute online survey.

Location and Duration: You will be involved once at a time and place of your
choosing.

Risks: There are no foreseeable risks or discomforts as a result of your
participation.

Implications of Participation: Your involvement or choice not to be involved
will have no impact on your relationship with the Young and Well CRC or any
other organisation you are involved in.

Inclusion criteria:
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Young people who reside in Australia and are aged 18-25 are eligible to participate.
Confidentiality:

Confidentiality: The only persons to have access to survey data will be the research
team at the National Institute for Mental Health Research who are involved with the
project. All information provided will be kept confidential as far as the law allows and
stored under strict security. Findings will be published without reference identifying any
identifying information to protect the identity of individuals.

Data Storage:

Where: The survey software (Limesurvey) runs on servers at the ANU, to which access
is controlled. Access to data will be restricted to authorised personnel on ANU managed
computers and will be kept for 5 years after publication.

How long: Data will be kept for five years from publication.
Destruction of Data: De-identified data will be placed in the ANU Data Repository.

Queries and Concerns:
Contact Details for More Information:

Rebecca Randall, primary investigator, Rebecca.randall@anu.edu.au, 6125 0674

Dr Lou Farrer, louise.farrer@anu.edu.au, 6125 9723
Professor Kathy Griffiths, Kathy.griffiths@anu.edu.au, 6125 8859

Ethics Committee Clearance:

The ethical aspects of this research have been approved by the ANU Human Research
Ethics Committee. If you have any concerns or complaints about how this research has
been conducted, please contact:

Ethics Manager

The ANU Human Research Ethics Committee
The Australian National University
Telephone: +61 2 6125 3427

Email: Human.Ethics.Officer@anu.edu.au

320



IoMmSue ON
SSQUSSO[OWIOY JO 90UdLIddX0 UB dARY |

JoJed e w, |

Ioonb 10 xosI10)ul ‘Iopuagsuel) ‘[enxasiq ‘Aed ‘UrIqSI St AJIIUSPI |
ANT1QESIp IO SSU[[I OTUOIYD B YIIM AI] |

003nJo1 10 SUBISIW PIALLIE A[MIU € W, | K1dde se Auew se 309[0S

puUNoISNorq SISAIP A[[BOISINSUI] puB A[[BIN}[NO B WO W, | (,sdno13 urmor[oy a1 Jo Aue Jo JOqUIAW & I8 NOA [33] NOK O(J

Iopue|[S] Jel}S SA1I0 [, pue [eUISLIOqY Ylog
Jopue|[S] JBI}S SALIO, ‘Sd X
[eurSLoqy ‘sax

ON (WISLIQ JOPUR[ST JenS SAII0], 10 [BUISIIOqY JO NoK oIy
popua-uadQ eads nok op so3en3ue[ JOYI0 YOI\
Iomsue ON
SOA
ON Jeads noA o3en3ue ATuo oy yst3uy S|
[eouownu papud-uddo (op091sod 10X ST JeyA\
(A3100ds aseord) 1010
orewd
[eIN (Iopuad oK ST 1By M SONSLIIORIBYD
[eoudwnu papud-uadp {NOK 318 P[0 MOH juedonred
suondo Jamsuy X33 uonsang) ®a.Ie uonsang)

1X9) AdAang S Apm)§ S°g xipuaddy

321



[JUOWL B dOUO URL[} SSO]
JUOW B 991M]} IO 90U

oM B 931M) JO 92U

Kep A129A9 3souwrfe 10 Aep AIOAH

JQuI[uo dwn pudds 10 JouIUI Y SN NOK Op UJO MOH

asn A3ofouyoa,

uonnsur Jururer) Joyjo 1o VL Suipudlie Judpns

Ajis1oATUNn SUIpUS}IE JUIPMIS

[00yos Surpudlie JuIPNIS

JI0M JOJUN[OA

uorsuad 1roddns

K)N1IqESIP/20UBMO[[B SSOUOIS SUTAIOOAI AJUALIND PUE SULNIOM JON
919 UONEBIBA ‘SSIU[[I 0} NP IoM Je J0u Inq qof & 9AeH

sonnp SWoH

S10Mm 10 Sunyool/pakorduoun

yoom 1od Juowkodwo pred sIoy (¢ ULy} SSI[ JI0M dWII-)Ied
Noam

Iod yuowAordwd pred sinoy (¢ 03 [enba 10 uey) 10J8AIZ NI0M SWII-[[N]

(ouo asooyo
osea[d) ¢SONIAIOE UTBW INOA S9QLIOSIP 1S9q SUIMO[[0] oY} JO YOTYM

Aud 1o sivse ‘ewodi 91enpeis 1s0d

90132

ewodIp 10 9J8ol1I)

(21 pue 171 1eaK) [ooyos Y31y Jotuss pajodwod Aqrented 1o pajordwo)
(01-L s1eak) [ooyos y3iy zotunl pajordwos Aqrented 1o pajoidwo)
[ooyos Arewid pajoduwod Ajrented 1o pajojduo)

UoIBONpa [BWIOJ ON

{uoneonpa Jo [9A9] 31s9y31y InoK SI Jeyp\

juswiureye
[euoneonpg

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

322



SpPUSLIJ MU I0J PayoIeds
SMOU U} PAYdIeM IO Py

Anuo Fo01q © peay

(weiSeisuy Isa10uI

‘syoysdoap ‘o1, "3-9) sojoyd pamarIA 10 paIsoq

JOUIOIUT O} JOAO SISYIO YIM soweS pake[d

ouore sowes poke[d

Jur[[osunoo [rewa Io SuI[UO Pasn

(odAYS "3-9) syjeo ouoyd (d10A)

[0903014 19UISIUT JI9AQ) D10 A PIAISOAI 10 IPBIN

(918uog

‘AInodg ‘saun]1 "3'9) orsnw papeo[dn J0 PapeO[UMOP ‘0) PAUISI]
psjquier)

[TeWs 3333y

(5]00qa98 ] “3°9) S9IISqOM JI0OMIOU [BIO0S PASSIIIY

(9717 pu09as "S'9) SP[I0OM [BNIIA SUIJUO PISSIIOY

QUI[UO UOHBULIOJUI [}[BIY PISSAIOY

SWOO0I JBYD PSSy

K1dde se Auew se 1090 ¢ ypuowt Jsed Y} Ul SUI[UO
ouop dABY NOA SFuUIy} oy} [[e ISI] SUIMO[[O0F Y} WOIJ JOI[3S ISeI[d

auI[uo
uayelIapuUN
SONIAIRY

ouoydaay surjpue| v

UOISIAQ[9) Y

S901A9p 9[qenod proypuey 12410

901A9p Furwe3 9[qerod 10 9[0SU0d sowes
1omdwos dopysop v

doide] v

(Pedr '5+9) 11qe1 ¥

JOUIdIUI A} $SOOIL ] Ued Jety) duoyd d[iqowr v
ouoyd jews y

(noX 01 Ajdde se Auew se asooyod asead) siseq A[rep
SS9 10 9IOW © UO 3SN NOA Op $o130[0uyd3} SUIMO[[0F S} JO YOTY A\

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

323



‘syuessardopniue 9qL1osaid ued sysi3ojoyoAsd [eorur) ‘¢
‘uorssaxdop

Jo u3rs e 9q Aewr sanIeuosIdd JOUIISIP [BIOASS SUIABH T
‘uorssaxdop

Jo uS1s uowwioo e SI INOIABYSq APIBY[00] PUB SSA0Y [

mouy| 3, uog 3S[eJ JO 9NI} ATB MO[Sq SJUSWIRIS AU} JAYIIYM 9)JBITPUT

os[eq 3sed[d "porean 9q ueod I Aem dy) pue uorssaxdop Jo swoydwks Koe1oy

onij, oy} Jo Surpueisiopun Inok jnoqe are suonsonb Surmoq[oy sy, uorssaxda(g

SOA Jwe(qod [einoraeyaq Jo yijeay [ejusw e 10§ djoy ey [t

ON | 1Y3n0Ss I9Ad SIOqUId AIWEB] 9SO[O IO SPUSLIJ SO0 INOK JO Aue dARH [eIUOW _SISYI0

SOA Jwarqoxd Jo a3pojmouy

ON | [BINOIABYQQ JO UJ[BY [BIUSW B JOJ JUSUIBAI) JYSNOS 19Ad NOK dARH | pue Suryoss djoy

SOA ‘[89Y [[T TeIUOW

ON (SONSST [RINOTABYD( JO ) BAY [BIUSW PBY JOAD NOA 9ARH Jo oouonradxy
(A3100ds) os[o Surpowog
(s1opo
10 J[9sIn0A Jo sojoyd 9pnu-ruas J0 9phu PIAISOAI IO JUSS) PAIXAS
Aydei3ourod passaooy
K1e1p ouI[uO J0 30[q B USNLIA
oqninox ‘39
€019 ‘SaTAOW ‘SU00IIED ‘SAI[0 09pIA papeo[dn 10 PIPBRO[UMOP “PIYIIBAN
oM ], pasn

SI0M J0 ApM3s ‘[00Y0S 10 JoUINU] Y3} PIs()

sdno13 uoIsSnosIp I0 ‘SpIe0q UNA[[NQ ‘SWNIOJ PAsN)
saniroey Surddoys jourojuy ‘sojis uonone ‘Aegd pasn
(198uassow [rewn) 10 NS “8°9) 103uassow Jue)sul ue pasn)
weoqam e pasn)

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

324



mouy 3, uoq
osteq
onif,

"QuoAue
1193 J0u p[noa | uotssaidap pey | J1
-91qeyorpardun oxe uorssaxdop yym o[dodd 9
‘J[9SINOA passardap aw093q 3, uop nok os
uorssaxdop yym o1doad proae 03 3599 SI 3|
‘snoxaguep are uorssaxdop yym ojdosg
“SSQUI[I [BOIPaW [BI ® jou ST uorssardog
"SSoUNBOM

[euosiad yo ugis e st uoissaxdoq g

‘pajuem Ay J1 31

Jo 1no deus pnod uorssaxdop ym 9[dodg |
"JUOWAIL]S OB [IIm 9213esIp 10 9213k A[euostad nok £[3uons
MOY 9)BIIPUI 3SBI[J "UOISSaIdap Inoqe SJUsUIIe)s oIk Mo[og

=

N

ewdng
uorssaxdo(g

Aeme JYSrens yIom A[ensn suonedrpaw juessardopnuy ‘1|

"9ATIOIPPE Ik syuessaxdopnuy (]
"10139q [99) Ay} Se U0OoS sk

syuessardoprue Surse; doys prnoys uorssoxdop yim opdosd ‘6
‘yd[oy 3sowr oy} 9q 03 A[OI[ o1k SurwelA ‘uorssaidop

J10J sjuounjean) 9[A1SoJI pue JANRUI)R Y} [[BJO 8
‘uorssoxdop djeropow 0) pJiur 10y syuessaidoprue

SB 9AIOJJJQ sk ST Ade1ay) [eInoraeyaq 9AnIUS0) /L
‘uorssaxdap 10y

Ade1oy) [eINOIABYDQ JANIUSOD SB OAI)OJJJS S SI JUI[[oSUN0) 9
‘sjuessaoxdopriue

UBY) 9AI}OJJJQ dJowW o1 uoIssaidop 1oj sjuounean Auejpy G
"$SQUJBAP JO SISOJII[OS d[dn N

se yonuw se 9J1 s, uos1ad e sydnisip uorssaidop 9jeIdpojN  f

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

325



J[o1}JE QUITUO UB UO PAJUIWIWOD IO
UOISSNISIP OIPLI JJkq Y[} 0} PAINQLIIUOD IO JOIPI Y} 0] JONJ[ B UINLIMN
jonpoid e paposkoq 10 panodAng,

uonnad e pousig

ouwi1} PIOAUN[OA

UoIjeuop ® IPBN

(JUPIIAA PUe S3Ied [BUONEBN

Jo ‘ysnif, [euoneN ‘3:9) uonesuesIo 35eILdy J0 UOHBAIISUOD Y

dnoi3 yoinyo vy

UOTJBIOOSSE S UZNIO

Arunwwod oy ur dnoid oruyld oy10ads & 01 pajedr dnoid jo adAy Auy
SONSSI JOPUASF JO S, UWOM ()M PAUIOU0D sdnoi3 10 suonesiuedio
UONIESIUBSIO [BIUSWUOIAUS UY

qQno Pnok v

uonesiuesIo ISIANIR 10 [edn1jod 10y10 dwog

JIOMIAU QATJBIIO JOYIO JO SATIIS[[0D JNSNIL ‘puBq Y

dnoi3 [euonearosar 10 Sunods [800[ Y

AIsIoATUN 1O FV.L TOOY9S INOA je paseq qnyo 1o dnoi3d y
uonesiue3Io pre 10 Juowdo[oAsp ‘sysu uewny y

A1eIqI[ [BO0] V
(uonepunoy 93891 ‘On[qpuoAaq ‘39) uonesIuL3Io YI[BAY [BIUIN
dnoi3 poddns v
(JouaspoqIA ‘Teqo[D LISue] A1dde ey 18 199[9S (SONIATIOR uonedronied
100qaoe,] 10 9oedsA ‘Aego *5'0) dnoi3 KAyrunuruods aurjuo uy 10 sdnoi3 Sutmor[o] oy} JO AUuB UI POAJOAUL UIJQ NOK 9ABH JIALD)
papua-uadQ uonedronied ok noqe 19quIdWAI NOA S[1e}op Aue apraoid asea[d sdnoi3
ON (183K 931} 1sed oy} UI NUd)) YoIBISAY 2A1NRIIA00D) [[OM IOU)0 Im
SOA pue Suno X 9y} Yim uey Joy3o yoreasar ur pajedronied nok oreH JUQWIDA[OAU]

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

326



(yueyzodur £194) ¢ 03 (Jueroduwur [e je J0u) | :91eos JAI] Jurod ¢

‘suondo
199189 JUAIYIP 210[dXx0 03 owr sd[oy SULIAUN[OA e

s3ury) uo
aAnoadsiod mau e ured 03 ow sSMO[[e SULIDAIUN[OA e

ownsar Aw uo poog JOO[ [[IM 9OUILIAAXS I0JUN[OA e
poou ur 9[doad piemo) uorssedwiod [9J [ e

ooudrradxa
uo-spuey J02I1p Y3NoIy) S[[INS MU UIES[ UBD | e
10018D 10 SSauIsnq
Awr d[oy Jy31u 18y} S}0BIU0D MOUIJBW UBD [ e
POPAaU [99] SW sayew SULIOAJUN[OA e
swoqoxd
UMO AU JO WIOS [IIM [edp dw sd[oy SuLoojunjop e
10adsar
1 a1doad a3 01 K31Anoe Jueltodwin UB ST FULIOAUN[OA
syiduons umo AW o10[dxo uBd [ e
SI0Mm 0} NI P[noM [ 19y doeld e
1B JOOD 91} UI J00J A 303 ow d[oy ued SULIOAUN[OA e
ouw
0 Juejioduwl SI Jey) 9sned e 10 JUIYIOWOS Op UBD | e
s1opo djoy 03 Juesodwr ST [ [ e

“J10M 1931UN[OA SUIOP UL NOA IOJ 9IoMm
SIUQWIdIR)S SUIMO[[0] A} JO Yoed juelioduwir moy| 9)ed1pur osed[d

oouarradxa
pUE SUOIBAT)OW
Surrooyunjo A

(Ay10ads aseord) 1010
9597} JO QUON

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

327



(ANV) d1uI[) [emaIA-Tun -

qury -

SuOIIMNSU] PUe SONIUNWWO)) SUTWIOJSUBI], -
sanIUNWWOo)) dUIU(Q -

1BYD) SIIMIAIT -

uoren[eAd qe YL -

10739303 Sunyiom siodojorop swed pue ojdoad Suno A -
sonunwwod dansoddns 10J sargojouyo ], -
odoH Jo soFessoIA -

100n() dn urmouir) -

A3ojouyoa3 y3noay; Ayaneard gureduy -
uroqqrom 10J SuI[[91A10)S 9ATIBIOQR][0D TeN3I(T -
({]99J NOA Op MOY -

uorsn[oxy pue uorsnyou] [enidig Surddeyy -
dnoin) yoreasoy Surwen -

SUMOT, [[OM pue Sunox -
SAoAINg [eUOIBN [[OM PUe SUNOA -
SUITUQ [[PM pue ofesg -
Suraqqrop 10J anud)) AuluQ -
3uraqom 10y S[oo1e -
Jomsue ON
aImsun) :s309foxd
ON MOT2q a3 JO Aue 10 (DY) [[OM PUe Suno ) anuo)) YoIeosay JUOWIIAJOAUL
SOA aA11RId00)) [[9A\ PUE SUNO A AU} YIIM PAIIJUN[OA JOAD NOA dABH D
papua-uadQ UMM PIAJOAUL UdQ NOA 9ABY SUOIIBSIUBSIO YOIYA\
papuo-uadp (SULIdUN[OA JOU JOJ SUOSBAI UIBUI INOA dIB JBYA\
papus-uadp (SULIUN[OA 10J SUOSEAI UTeW JNOK oI JBYA\

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

328



popus-uad(

(owmn auo — doysyiom
Jo Sunosw e urpudyie ‘owr) ouo — Agains e ur Junedonred
‘S'q) {OIBSAI ) UI PIA[OAUL NOA 1M SO} AUBWE MOH

(Ay10ads aseord) 10410
ouoyd ay3 up

SuIuO

008J 0} 908

(A1dde se Auew se 109]aS) [ PIAJOAUL NOA dIoM SABM Jeym U]

S)[NSAI 9y} Mouy Ajrunwtwod 9y} Surna|
sSurpury o3 uo 310daI OYNUIOS B FUNLIAN
sSurpury oy Surjaxdiojuy

n Sutoq

31 Op 0} Moy SUIPIA

op 03 1eym 3uIproaq

(A1dde se Auewt se 109]9S) (PIAJOAUL 3q 0}
POYI[ 9ABY NOA pInom $s9201d 018951 9Y) Ul s93e)s 10 35S Jeym Uf

SI[NSAT AU} MOUY] AJTUNWIWIOD Ay} SUIPI|
sSurpury a3 uo 310daI SYNUIOS B FUNLIAN
sSurpury oy Sunjoxdiojuy

1 3uto(

11 Op 01 Moy SUIPIA

op 03 Jyeym 3uIproag

:0JOM SIDUDIBISAI AY) UdYA\
(A1dde se Auew se J09[0S) {PIAJOAUL dIOM
NnoA 199 NOA pIp $s9001d oI18asAI 9 UL SOFEIS JO a3e.)S JeyUM U]

MOTAY AOUPIAY -
I[BOH [BIUSIA S USJAl SUno A :1s09 3y} Sununo)) -
JO9UUOISIP [BUSIP oY) SWISpLIg -

opm3 asnoeld 1019 -

UOTJUIAIOIUL S USJA] SUNO X -

JUOWISSASSY J0J [00 ] -7 SUI[UQ SATJBINU] -

OTUI[O YI[BSY [BIUSW-D -

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

329



popus-uadQ

MOy — SO J]

ON (Pouar1adxa 1ok aaoidwr

SOA 0} AJJUQIOHJIP pasn uoaq 9ABY P[nod AZ0[ouyd9) NuIy) noA o

oN (oredonred nok

SO | d[oy ur paajoaur a1om noK 303foxd a3 ur £3o1ourod) Jo asn Ay} pig

papus-uadp (redionred nok djoy o) pasn A3ojoutd9) sem mOH
ON

SO (oredronred nok djoy 03 pasn A3010ut09) SeAy

popus-uad( | (uonedronred 10 309fo1d oA Surpiedar sjuowuod Aue 9AeY oA o

(9913e A[Su0ns) 1 01 (9913eSIp A[FUOIIS) () O[BOS MIANI']

uonedronted Awr Sunmp doudrLadxa aansod € pey [ [[e10AQ

(9913e A[Suoms) 1 01 (9913esIp A[SU0I)S) () O[BOS MANI']

"9J1] Jom Jo [euosiod Aw ur sagueyo pajoadxaun
I0J mo[[e 03 uonedronaed Aw ur AIIqIXd[J YSNOUd sem a1,

(9913e A[3u01)S) 1 01 (9913eSIp A[SUOIIS) () O[BIS MANI']

“J1 POPAAU | USYM 9JUBJSISSE J0J JSE 0} OYM MIUY |

(9213e A[Suoxns) § 03 (9a13esIp A[Suons) () [eIS U]

sanianoe uonedronted Aw
919[dw0d 03 PaPaAU [ $0In0saI pue d[doad ) SS09L 0} J[qe Sem |

(9913e A[Su01)S) 1 01 (9913eSIp A[SUOI)S) () O[BIS MANI']

o101 Aw pue 109fo1d Awr Jo Surpueisiopun Ied[d B pey |

(9213e A[3u0ms) 1 031 (9913esIp A[FU0I)S) () [BOS MIANI']

"JoUURW J[qe[IeAR
pue o[qeyoroidde ue ur uda1ld sem uonjedronted Aw 103 Jroddng

popus-uadQ

AKoAIns & pIp [, 10
J0IBasal sInouoy AW pIp T, "3°9 {[1BIUS JUSWIAJOAUI INOK PIP JBYA

suondo Jamsuy

X33 uonsang)

®a.Ie uonsang)

330





