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Abstract

Background: Many young people with mental health problems do not readily seek help or receive treatment and support. One
way to address low help-seeking behavior isto improve access to information on mental health services and how to navigate the
mental health system via a web-based tool. Seeking input from the end users (young people and parents or caregivers) on key
features of the tool isimperative to ensure that it is relevant, engaging, and likely to meet their needs and expectations.

Objective: This study aims to investigate young person and parent or caregiver views on the design, content, functioning, and
user experience of a web-based mental health navigation tool to support connection to mental health services for children and
young people aged up to 25 years.

Methods: A total of 4 online focus groups were conducted: 2 with young people aged 16 years and older (total n=15) and 2
with parents or caregivers (total n=13). Focus groups were structured around a series of guiding questionsto explore participants
views on content, features, user experience, and design of a mental health navigation website. Focus groups were audio recorded
with detailed notestaken. In addition, 53 young people aged 16-25 years and 97 parents or caregivers completed an online survey,
comprising closed- and open-ended questions; open-ended responses were included with the focus group datain the qualitative
analysis. All qualitative data were analyzed using thematic analysis.

Results: A total of 2 topic areas and 7 themes were developed. The first topic area covered the types of information needs of
young people and parents. | dentified themes concerned the scope of the navigation website, aswell as the provision of up-to-date
and practical information on how to navigate the whole help-seeking process. The second topic area covered website features
that would be beneficial and included the consideration of the website design; search engines; supported navigation; and forums,
reviews, and user accounts.

Conclusions: This study provides important insights into the navigation needs of young people and parents or caregiversin
seeking mental health services. Key findingsidentified through this research have directly informed the development of MindMap,
aweb-based youth navigation tool providing a searchable database of local services, including a clear description, their location,
and potential wait times. The website can be navigated independently or with support.
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Introduction

Globally, mental disorders are common and often emerge during
childhood and adolescence [1,2]. The worldwide pooled
prevalence of mental disordersin children and adolescents has
been reported to be between 12.7% and 13.4% [2,3], while
suicideisoneof theleading causes of mortality inthisage group
[4]. Timely access to appropriate services and supports for
mental disorders and suicidal distress can mitigate the
persistence of poorer health, academic, and social outcomes
into adulthood [5].

Research suggests, however, that many young people do not
readily seek or receive treatment or support for psychological
distress, suicidal ideation, or suicidal behavior [3,6,7]. A recent
systematic review and meta-analysis of the prevalence of mental
disordersin children and adolescents in high-income countries
found that only 44.2% of young people with mental disorders
received any services for their conditions [3]. Another study
conducted in Australia reported slightly higher rates of service
use among children and adolescents, with 56% accessing
services for emotional and behavioral problems [7]. However,
Sawyer et a [8] reported that only 12% of Australian young
people aged 6-17 yearswith amental health condition received
what was considered adequate treatment.

Several possible drivers of low help-seeking behavior among
young people, parents, and other caregivers have beenidentified.
A recent review found that limited mental health knowledge,
embarrassment and perceived social stigma, alack of perceived
confidentiality and trust in mental health providers, financial
costs, logistical barriers, and limited availability of services
were common barriersto accessing professional help for mental
health problems among young people[5]. Similar barrierswere
identified among parents seeking treatment for mental health
problems in their children and adolescents, with a lack of
knowledge of where or how to seek help and a limited
understanding of the mental health system identified as key
barriersto service use[9].

One way to address some of these barriers may be to provide
young people and parents or caregivers with a navigation tool
they could use to identify available services and traverse often
complex and disconnected mental health systems. Similar to
other high-income countries, there are multiple entry pointsinto
the mental health care system in Australia, but access is often
dependent on the individual knowing about them. As such,
being able to access all service optionsin the same place would
overcome service knowledge barriersand save users timetrying
to identify what is available in their area. Providing such tools
online through an interactive website would also make this
information more accessible, as adolescents and parents report
seeking mental health information online[10-13] and awebsite
would allow greater reach and timely updating of service
information. In a survey assessing parents’ help-seeking for
their adolescent’s mental health, over 75% of participants
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indicated that they would use the internet to find information
about services [14]. In developing such a website, it is
imperative that young people and parents or caregivers are
involved, as there is clear evidence in the literature that the
involvement of end users is essential to ensuring uptake and
that the website meets the needs and expectations of users
[15,16].

This paper reports the outcomes of focus groups and online
surveys conducted with young people, parents, and other
caregiversto identify the design, content, functioning, and user
experience of a web-based mental health services navigation
tool for children and young people aged up to 25 yearsin the
Australian Capital Territory (ACT). This study was conducted
in partnership with the ACT Office for Mental Health and
Wellbeing and provides unique insights into the navigation
needs of this population, with a dearth of previous research in
this area, and the importance of the consultation process in
producing an interactive website that is relevant, engaging, and
likely to meet the needs of end users.

Methods

Participants

A total of 4 online focus groups (N=28), with 5-10 participants
each, were conducted. Of these focus groups, 2 focus groups
(15/28, 54%; 10/15, 66% female) were conducted with young
people aged 16 years and older. These groups were conducted
with members of 2 existing youth mental health reference
groups. the ACT Youth Advisory Council and the ACT
headspace Youth Advisory Group, who had experience
representing the wider interests and views of their peers. The
other 2 focus groups involved parents or caregivers (13/28,
46%; 12/13, 92% female). Participants for these were drawn
from expressions of interest from the community and included
parents with and without mental health service experience. To
attract diverse representation in the focus groups, we advertised
for recruitment through ACT mental health sector newsdletters
and on the social mediawebsite Facebook. Facebook advertising
targeted adults in the ACT who identified as a parent or
caregiver of achild aged 10-25 years. The online modality for
the focus groups was chosen to maximize ease of attendance
and minimize potential COV1D-19 exposure.

Alongsidethefocus groups, 150 people participated in an online
survey to further garner the perspectives of young people and
parents or caregivers. Participants were young people aged
16-25 years (53/150, 35%; 44/53, 83% female; mean age 20,
SD 2.8 y) and the parents or caregivers (97/150, 65%; 90/97,
93% female; mean age 45.5, SD 7.6 y) of young people aged
0-25 years (0-6 y: 20/97, 21%; 7-11y: 38/97, 39%; 12-15y:
47197, 48%; 16-18 y: 30/97, 31%; and 19-25 y: 37/97, 38%).
Participants for the survey were recruited through Facebook
advertising. The Facebook advertisements were delivered to
21,600 accounts, with 1300 people engaging with the Facebook
post and 374 clicking the link and commencing the survey. Of
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those who commenced the survey, 40.1% (150/374) went on
to complete and submit the survey for analysis. The majority
of participants reported English as their first language (47/53,
89% young people and 93/97, 96% parents or caregivers) and
had accessed pediatric mental health servicesin the past (45/53,
85% young people and 86/97, 89% parents or caregivers). Just
over half (28/53, 53%) of the young people who completed the
survey identified asleshian, gay, bisexual, transgender, intersex,
queer (LGBTIQ+), whereas 21% (11/53) reported having a
disability.

Ethical Considerations

Ethical approval for thisstudy was obtained from the Australian
National University Human Research Ethics Committee
(protocol 2020/200). All participants were provided with an
information sheet outlining the study. Participants in the focus
groups were required to return asigned consent form viaemail
before attending the online focus group, whereas survey
participants consented to participate in the survey by checking
a box at the beginning of the survey. All survey data were
collected anonymously, whereas all focus group data were
deidentified before analysis and data storage. All focus group
participants were provided with a small honorarium of AU $60
(US $40) in recognition of their time and contribution to the
study.

Materials

The focus groups were structured, with a series of guiding
guestions and promptsthat explored the views of young people
and parents or caregivers on the potential design, content,
functioning, and user experience (eg, optional phone and email
support) of aweb-based navigation tool (thefull list of questions
and prompts is given in Multimedia Appendix 1). Questions
and promptswere devel oped in collaboration with staff members
fromthe ACT Officefor Mental Health and Wellbeing to gather
information required to progress website devel opment from an
early concept and include youth and parent perspectives in the
design process. Participants were encouraged to share their
perspectives verbally with the group or to note any thoughts or
ideas in the chat function.

The online survey assessed a range of topics relevant to the
development of a youth navigation tool including website
features (eg, information, links, quizzes, and service contact
details), features and topi cs by which services could be searched
(eg, cost, location, age, and gender), navigation support (eg,
phone and online), and possible account functions (eg,
acceptable account details and storage of information).
Questionswere devel oped with iterative feedback fromthe ACT
Officefor Mental Health and Wellbeing and the Youth Coalition
of the ACT (peak body for youth affairsin the ACT) to ensure
that they covered key issues for website design and were
appropriate and accessible for young people. Participants were
asked to share their preferences through a combination of
close-ended and free-text responses.

Procedure

Because of the COVID-19 pandemic, all focus groups were
conducted online in June 2020 using the Zoom
videoconferencing platform (Zoom Video Communications).
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Given that this study was conducted in partnership with the
ACT Officefor Mental Health and Wellbeing, all focus groups
were cofacilitated by a member of the research team and the
ACT Officefor Mental Health and Wellbeing. A second member
of the research team was also present at all focus group sessions.
Their role was to take notes, assist with linking participants
with clinical support (if required), and monitor any discussion
viathe chat function, which was encouraged. All focus groups
ran for approximately 90 minutes, online discussionswere audio
recorded, and any chat conversations were also saved for
inclusion in the analysis. One author (ARM) listened to each
focus group recording and took detailed point-by-point notes
on the content of participant discussions. These were combined
with researcher notes taken during the session and participants
chat conversations for analysis. Because of this approach, all
illustrative quotes were drawn from survey data. Participants
were provided with hel p-seeking resources at the conclusion of
each focus group, and clinical support or debriefing was
available on request.

Two separate surveys were developed for young people and
parents or caregiversand were administered onlinein June 2020
using Qualtrics online survey software (Qualtrics). Surveystook
approximately 20 minutes to complete. All participants were
provided with alist of hel p-seeking resources at the conclusion
of the survey.

Data Analysis

Qualitative data were managed using the NVivo 12 software
(QSR International). A thematic analysis[17,18] was conducted
by 1 author (ARM) on focus group data notes, chat
conversations, and free-text survey responses to identify and
summarizethe key topics and preferencesraised by parentsand
young peoplewithin each area of questioning, while preserving
the breadth and diversity of perspectives presented. ARM isa
lived experience academic with personal experience of mental
health service use and professional expertise in youth mental
health and service evaluation. Analyses and developing
categories were regularly discussed with other members of the
research team, including researchersand ACT Officefor Mental
Health and Wellbeing staff members present at the focus groups,
to test assumptions and clarify developing categories. A
combination of deductive and inductive approaches to coding
was applied. Before commencing dataanalysis, aninitial broad
coding framework was developed based on the key areas of
guestioning during the focus groups. content, features, user
experience, and design. Focus group data were deductively
coded within each category. As coding progressed, subcategories
of describing specific areas of preference and new categories
not represented by the deductive framework were developed
inductively. A detailed coding framework was developed from
the focus group data, including the origina broad areas of
questioning and inductively developed categories and
subcategories. This framework was applied to free-text survey
responses, adjusting the framework as necessary to adapt to
new information. Finally, datawere examined across categories
to construct common themes in participants' preferences. The
key topic areas were summarized and grouped under 2 broad
categories. the most important types of information for aservice
navigation tool and important website features.
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Results

Overview

The overarching topic areas arising from the focus groups and
surveys covered the types of information needs identified by
young people and parents and the website features that would
be beneficial to support the mental health of young people.
Themes collectively developed from the focus groups and
surveys are described within these 2 areas. Data from the focus
groups and surveysareintegrated throughout this section. Where
findingsrelate only to a specific group (parents or young peopl €)
or data collection format (focus group or survey), thisis noted
in the text.

Types of Information

Up-to-Date | nformation About Services

Preferences and needs for mental health service information
were key topics of discussion in the focus groups and one of
the most frequent topics raised in open-ended survey responses.
Participants emphasized that it wasimportant for theinformation
on a mental health service navigation website to be regularly
updated, with an indication of when updates last occurred, and
for no information about listed services to be missing. Content
should be relevant to the local region targeted by the website
(ACT and surrounding region), as national-level websites can
be difficult to navigate and regional content may better cover
the full spectrum of services available in that area.

Anything that is Canberra specific is great - wait

times, contacts, prices, explaining which professionals

do what. For general advicethere arelots of national

mh [ mental health] services already. [ Young person,

survey participant]

It would need to be regularly updated to match service

changes. It would need to be all evidence based.

[Parent, survey participant]
Current and accurate information about service wait timeswas
particularly desirable for all participant groups. Families
commonly experienced alag between identifying that a young
person had aproblem and being able to access support services.
Providing wait timeinformation on aservice navigation website
could change the way families choose to access services and
direct them to services with better availability. Knowing about
wait times at the beginning of the help-seeking process would
also inform young people and families about likely timeframes
for receiving support and enable them to plan ahead.

| think the idea of including information about wait
list timesisvery important - asthisisusually critical
at the time that you are seeking information and
support. [Parent, survey participant]

| think most people are primarily looking for
immediate reassurance and advice. If they can get an
idea on how long it might take to access different
servicesthisalso givesthematime-frame so they can
plan. [Parent, survey participant]

Young people highlighted the value of a navigation websitein
providing detailed information about services that would help
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them make informed choices. Information about accessibility
was particularly important for young people. Specifically, cost
and parental consent were identified as key barriersto service
access, which could be partly addressed by providing detailed
cost information (eg, service fees, rebates, and what benefits a
child or family may be entitled to), indicating whether parental
consent was required to use a service, and noting any relevant
legal considerations. Young people also wanted to know if they
would be ableto physically access aservice before they arrived
and recommended that the website include information about
wheelchair access (eg, presence of ramps and elevators),
accessible and gender-neutral toilets, the languages spoken by
staff members, whether tailoring was available for people who
are vision- or hearing-impaired, and the age range targeted by
a service. The content of a service navigation website should
also specifically address issues faced by different minority
groups, including LGBTIQ+ communities, people with
disabilities, and migrant communities.

Along with alist of mental health services, also ways
of accessing them, with or without parental
involvement and potential cost. [Young person,
survey participant]
Information specifically geared towards minority
groups (BIPOC, LGBTQIA+, peoplewith disabilities
etc.). Having information about different mental
health issuesisgreat but it would be a mistake not to
factor in the relationship between mental health and
other aspects of people’s identities. [Young person,
survey participant]
Parents wanted a navigation website that provided clear
information about the kinds of services available in their area,
including government and private services and general
practitioners who specialize in youth mental health. The ideal
website would provide specific information about how to contact
services, referral pathways, referral requirements, and whether
new referrals were being accepted. Details about service
specializations and appointment options (eg, availability of
telehealth appointments) were also indicated as helpful across
both participant groups.

Information about accessing public v [versus] private
mental health services and explaining the difference.
[Parent, survey participant]

Make sure info on telehealth is clear on if it's: via
the internet text-based, internet video-call, via the
telephone, viatext message. Don't just say “ thisplace
offers telehealth services” [Young person, survey
participant]

How to Seek Help, and What Happens Next?

Parents emphasized that a service navigation website should
include practical information about how to navigate the whole
help-seeking process—from recognizing signs and providing
support for their child through to good questionsto ask ageneral
practitioner when seeking a mental health referral and how to
advocate for and manage the ongoing care of their child. Real
stories of how other families navigated mental health issues,
practical step-by-step instructions, and diagrams were suggested
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asuseful toolsto facilitate accessto appropriate services. Young
people also wanted clear step-by-step instructions describing
how to access help, including how to access services without
parental involvement. They noted that finding and visiting a
new location can be scary. Providing extra information about
the service location, including a map, pictures of the building
and the front door, and pictures of staff members, could make
the process easier. | nformation about different types of therapies
and how they work were also considered helpful for young
people.

Lists’help navigating processes - how to get a mental
health plan [ Mental Health Treatment Plan], how to
see a specialist...who to see for gender dysphoria
issues etc. [Parent, survey participant]

Maybe some little (short time, a few minutes only)

video scenarios with intros to the various services to

give a sense of what / who is involved, what to

expect...to get a sense of what the service is about...

[Parent, survey participant]
Participants noted that help-seeking resources should foster
hope, rather than disappointment, if a service access attempt
did not work out. For example, a parent who completed the
survey suggested that a service navigation website could
illustrate what agood mental health service arrangement looks
likeand let people know it isokay to try different cliniciansand
services if the first referral was not a good fit. Parents also
suggested that a navigation website should include easily
accessible information on how to recognize, respond to, and
seek urgent help during a crisis situation. One parent suggested
including a function that could directly link people to a crisis
service if needed (eg, a crisis telephone service like Lifeline);
however, other participantsfelt that most people would already
know about commonly advertised crisis hotlines.

Information on what a good mental health service
arrangement should look like - depending on
individual need - and it is ok to not just stick with one
person/service forever or choose none. [Parent,
survey participant]
I think you need information clearly on the homepage
about crisis care...and other urgent items that you
don't want to have to sift through a website for.
[Parent, survey participant]
Defining Website Scope
Inall 4 focus groups and the online surveys, participants raised
guestions about theideal scope of a service navigation website.
Participants tended to agree that the website’s scope should not
be too broad. However, there was uncertainty about whether a
navigation website should provide information about mental
health in general or only provide information about services.
Some participants also expressed a preference for a broader
focus on health and well-being, rather than limiting information
to mental health services. Young people suggested that broader
content could include information about career and employment
guidance, coping with current events, mental health at school,
and quick references for self-management strategies that could
be used while waiting for services (eg, mindfulness, distress
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tolerance, and coping with panic attacks). Parents were
interested in content about mental illnesses (including mood,
anxiety, and eating disorders), how to recognize them in specific
age groups, and information about common comorbidities and
related issues like aggression and self-harm.

Thisisfar too mental illnessand mental health service

focused than | would be wanting. As a parent it's

helpful to have that information but | would also like

resources that are tailor made for the site and have

a focus on more on early intervention and mental

wellbeing. [Parent, survey participant]
Providing linksto different websites or existing online programs
was suggested as an acceptable option to prevent the scope of
a service navigation website from becoming too broad. For
example, a navigation website could provide links to existing
early intervention and mental well-being resources to support
young people's and parents’ well-being and assist parents to
provide support when issueswerefirst identified. Young people
suggested providing linksto research papers; stories about other
people's lived experience; and different forms of media that
represent mental health in a productive way, such as video
games, books, and movies. Participants noted that this approach
could also connect awebsite to resources that fall beyond what
they would typically define as a “mental heath service’
including information about physical health, disability services,
drug and al cohol services, and community programs and events
that support and empower young people.

I would like to see it link not just mental health
services, but other services to help a child overcome
all the problems that may be adding to the mental
health issue. For example, if the child is experiencing
a lot of pain, if the child needs weight management
help, if the child is being bullied or needs to develop
resilience, if the child is on the autism spectrum, etc.
[Parent, survey participant]

Sories from people who struggle with their mental
well-being but have found support and renewed belief
in themselves. [Young person, survey participant]

Website Features

Website Design

Participants generally agreed that website design would be an
important element of a service navigation website's success.
Elements of website design highlighted by young people
included a quality user interface that was easy to use and
attractive to the intended audience. Young people described a
well-designed website as colorful (but not too colorful or
gimmicky), engaging, private, welcoming, local, and informed
by what we know about young people and how they think. A
level of seriousness in the design was required to ensure that
the website was viewed as a reliable resource
Government-branded websites were viewed as a trustworthy
source of local information but could be off-putting for young
peoplewho had previous negative experiences with government
mental health services. A list of organizations that support the
website could also signal the trustworthiness of information.
Young people were also very aware of accessibility issues,
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recommending that a navigation website be designed to work
across different platforms, for people with slow internet
connections, and that it met relevant accessibility standards (eg,
for people with low vision or lower literacy levels). A parent
suggested that the name of the website was also important and
needed to be inviting, explanatory, and nonstigmatizing.

Easy website navigation was another key design issue. When
trying to communicate about one’s own mental health in a
difficult time, participantsfelt that the most important thing was
to access information easily. Participants indicated that they
would be more likely to visit a service navigation website for
a specific need or to find specific information. The website
content should be set out plainly, with clear pathways to the
kind of information the user is looking for. Website design
should not be overly complicated, avoiding the need to navigate
through tabs and the presence of too many distractions (eg,
moving images or videos). Young people were described as
multitaskers; thus, a service navigation website needed to
capture their attention quickly. To achieve this, it would be
helpful to present information clearly and concisely, and to
avoid walls of text that could be overwhelming. A frequently
asked question section and fact sheets were seen as helpful, but
only when presented as a dedicated webpage and not solely as
a downl oadabl e document.

Search Engines

Parents and young people agreed that a service navigation
website should systematically connect people to relevant
services quickly. A good quality search engine and filtering
system was a particularly important aspect of young people's
user experiences; the search bar can be the first port of call for
young people trying to find help. A good search engine was
described as easy to navigate, with tags and search terms updated
as serviceinformation changes. In 1 focus group, young people
suggested that a service navigation website could be designed
like a nice online shopping experience, with tabs and subtabs
for different categories of services and filters that allow users
to refine their search and locate the most relevant services.
However, 1 parent survey participant noted that a filter system
would make them feel terribleif it indicated that there were no
services matching their child’s needs, indicating that a balance
between detail and generalizability may berequired. Participants
suggested that if there were no services meeting a young
person’s search criteria, the website could direct them to
resources, fact sheets, or other information they may find
helpful.

...asearch enginethat finds servicesthat arerelevant
toyou. E.g. you could put inthetags* stressed” “ self
harming” “ aged 17" “ don’'t want to involve parents’
and the search engine would suggest; thingsyou could
do to help yourself, services you could access, and a
helpline. [Young person, survey participant]

The filter would make me feel terrible if meant that
my child had no servicesavailable so | think that you
need to be careful regarding putting too many.
[Parent, survey participant]

Focus group participants suggested having a quiz or
guestionnaire to help young people and parents navigate the
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website. For example, apop-up box could appear when aperson
first accessed the website with some questions about what
visitorsarelooking for. Answers could direct young people and
parents to appropriate website sections, services, or self-help
strategies. Parents suggested that a navigation website could
include a symptom checklist, providing recommendations on
whether a person needs to seek help from a health professional
and within what time frame. Participants noted that any quizzes
or checklists should be accompanied by a disclaimer stating
that the website could not provide a diagnosis, and questions
should be symptom or problem based, not diagnosis based. The
results should be anonymous unless a young person chose to
disclose them. However, some participants thought it would be
important to determine if a young person was in immediate
danger and requiring assistance. To facilitate help-seeking, a
symptom checklist tool would ideally lead to an outcome, such
as connecting users with a real person who can assist with
identifying an appropriate service or next step.

Wouldn't it be easier to complete a mental health
survey upon entering the site that directs you to all
the relevant pages? [Young person, survey
participant]

Adolescenceisatricky time. Parentsdon’t know when
to worry, when to escalate to professional help, and
when to leave kids to muddle through. A quiz that
helps navigate that would be super helpful. [Parent,
survey participant]

Supported Navigation

Participants were enthusiastic about having the option to contact
a person, by phone or text-based chat, to help them gauge the
seriousness of their issue, navigate the mental health system,
connect with appropriate services, and answer questions about
what to expect at an appointment. Parents emphasized the
importance of creating a sense of trust, confidence, and
reliability when a person makes a connection through a
navigation website. Finding the right service could take alot of
time, research, and mistakes, particularly during times of stress.
Some participants described help seeking as overwhelming,
emphasizing the importance of positive experiences that could
renew confidence in seeking help and support future service
use. An interaction with areal person could be an opportunity
to foster hope, positive regard, empathy, reassurance, and a
sense of not being alone.

Thisisa great idea. | found navigating the systemto
beimpossibleto start with. | was googling everything,
calling all these people, being passed from service to
service and getting nowhere. None of the service
providers knew what any of the other service
providers could do. Someone to help you navigate
that would be amazing - especially if you are out of
your mind with worry and sleep deprivation like |
was! [Parent, survey participant]
When asking questions about mental health problems, some
young peopl e reported preferring to talk to ahealth professiond,
whereas some parents and young people suggested that this
would be agood opportunity for peersto support young people
and carers and that young adult peers may be better able to
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connect with younger website users. However, 1 young person
noted that talking to a healthy peer may be intimidating for
some young people. Across the surveys and focus groups,
participants suggested that the person they contacted should be
genuine, engaged, supportive, friendly, empathetic, unhurried,
unscripted, and well trained, with appropriate counseling skills
to support stressed or distressed callers. Their understanding of
mental health and local health services should be broader than
the understanding provided by the caller’s own experiences.

Having an advisory line (telephone or chat) whichis

supportive, anonymous if wanted, friendly and

unhurried, staffed by a real person who is quietly

supportive but knowl edgeable would be great to help

people navigate the system and get a sense of where

they are best placed to use their energiesin pursuing

or connecting with services. [Parent, survey

participant]
Participants emphasized that the purpose of any phone or
text-based contact options and the roles of the people running
them need to be very clear. Contact information should be
clearly stated and easy to find, and ideally some contact options
would be available outside of normal business hours (eg,
evenings, nights, and weekends). Participants had concerns
around potential privacy issues, particularly related to data
collection and storage, and the need to support people who
disclose thoughts of suicide and self-harm. Parents
recommended that all interactions end with some kind of
closure, for example, actions such as making an appointment
for the person with an appropriate service or taking a concrete
step that progresses the issue, with timely outcomes.

I’d also be more comfortable in knowing how any

conversations via the website were recorded and

stored since there is always the chance of personal

stuff coming up in conversations, and | wouldn’t want

that to be accessible by anyone except those who are

directly working to help me. [Young person, survey

participant]
Further, participants discussed the option of receiving a
follow-up call or text, after interacting with a person via a
service navigation website. Some participants felt that a
follow-up call could be comforting for people who were
currently on a waitlist, for example, by providing updates on
wait times and identifying alternative sources of support. Survey
participants were primarily interested in receiving follow-ups
related to service access, for example, checking in to see if
services had connected with ayoung person, how effective the
service hasbeen, and if the young person’s needs are being met.
Although some participants al so wanted the opportunity to give
feedback about services, some parents felt oversurveyed by
mental health services. Other participants felt that a follow-up
would not be helpful in all circumstances. For example, 1 parent
felt that receiving a phone call may just be more frustrating if
accessing services was not going well. Participants agreed that
any follow-up from a service navigation website should be
opt-in, the user should have control over how and when they
are contacted, young people should decide whether their parents
are contacted, and any promises made by a navigation service
should be honored (ie, call if you say you will call). Choiceand
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control over contact was seen as particularly important for young
people living in high-risk situations, where receiving a phone
call or message could potentially be unsafe.

I think having options is good, especially for kidsin
potentially dangerous situations. And | do think
texting is popular with kids. [Young person, survey
participant]

| think it is also important to see how well people
went with actually accessing the services and whether
their child's needs were met and what negativesthere
were. [Parent, survey participant]

Forums, Reviews, and User Accounts

Website functions that could allow users to share information
were met with a mixed reception. The options discussed
included forums, service reviews, and user accounts. Forums
received the most positive reception, but with important safety
considerations for implementation. They were described as a
positivetool for young people and parentsto connect with peers
who have had similar experiences and share coping techniques
or to connect with health professionals. However, to be safe
and useful, a forum or chat room would require careful
moderation. Participants suggested that forums could be
provided by a service navigation website itself or the website
could instead provide linksto external, good quality, moderated
mental health social media pages or similar services.

Particularly when | was younger, online resources

were huge! Whether that was headspace's online

counselling, or online chat forumswith other people.

| think those chats were absol utely fantastic, however

they definitely needed expert moderation. [Young

person, survey participant]

I'm a little concerned about forums and/or chat

rooms. They would need to be carefully monitored to

make sure there are no trolls responding negatively

or people using cyber bullying. [Parent, survey

participant]
User reviews of mental health services were raised as a
possibility, but this option had both advantages and
disadvantages. Reviews could provideinformation to help young
peopl e choose a suitable service and prepare for their own visit.
However, mental health service needs and preferences were
seen as highly individual; thus reviews may deter young people
from accessing services that would actually suit them. One
young person suggested that a government “check mark” (ie,
accreditation), indicating that services were legitimate, could
be an alternative to reviews, and a parent suggested including
afeature where young people and parents could post questions
to be answered by a website staff member.

User accounts were the least desirable function of a service
navigation website. Young peopl€e’s responsesto implementing
user accounts were overwhelmingly negative, due to concerns
around privacy, security, safety, stigma, and limiting access to
website features for people without accounts. Young people
thought their peers may also associate accounts with costs like
subscription fees. A small number of survey participants thought
it would be helpful to have asingle digital record of the services
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they had tried and a “wish list” of services they would like to
try in thefuture. However, most parents and young people were
uncomfortable with the idea of their mental health information
being stored online and believed that this could create abarrier
to people using a service navigation website. Young people
emphasized the need to be able to access a service navigation
website anonymoudly, particularly when living in high-risk
situations where internet use was monitored, and some felt that
an optional user account would overcomplicate a navigation
website. Young people suggested arange of other, lessinvasive,
ways to tailor user experiences, including features that made it
easy to save pagesto favoritesin abrowser, copy content to the
clipboard, email alink to service contact information, and save
records of service contact information into another application
(eg, into the Notes or Photos app on a phone).

A record of interactions makes me feel insecure,
because | know the website is keeping data on me.
Thisisnot just “ not helpful,” but distinctly unhelpful.
[Young person, survey participant]

| would be concerned about a portal where you sign
in. While it might be good to have information all in
one place, really mental health information belongs
inadoctor’soffice. If your child isdisplaying mental
health problems, you don't really want that recorded
when you don’t know how that information will be
used into the future. [Parent, survey participant]

Discussion

We conducted focus groups and online surveys to inform the
design of amental health services navigation website. Although
the research activity was conducted with a specific region in
mind, the findings may assist other organizations designing
websites or appsto assist young people and parentsin navigating
mental health systems. Many of the themes represent common
issues faced by young people in need of mental health support.

Participants emphasized the need for, and importance of,
up-to-date and accurate information about local mental health
services (public and private) and guidance on how to access
them (including referral pathways). Participants were aware of
existing listsand directories of services, but these were described
as incomplete, out of date, and difficult to search. Navigation
tools were seen to be most helpful if they could provide local,
tailored information, including service information that could
not be accessed elsewhere. Transparent information about
service cost, wait times, and how to access services without
parental permission was in particularly high demand. This
information could support young people and parents to make
informed choices about which services to select and pursue.
Future research exploring the specific service information that
is needed to adequately meet end-user needs and that translates
into actual service contacts would be beneficial.

Similarly to previous research, participants al so emphasized the
need for information about referral pathways and how to
navigate the mental health system [9,19]. Parentsand caregivers
shared that they often acted like case managers and advocates
for their children, and they wanted access to information and
resources that could support them. Step-by-step instructions,
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flow charts, and real -life stories of accessing mental health care,
tailored to the local system, could al support young people and
their parents on their journeys from first seeking help to
accessing specialist services[19].

An effective search engine was an important aspect of the
navigation tool’s design. All information within the navigation
tool needs to be searchable, and users should be able to refine
their search results using relevant filters. Young people and
parentsfelt that they should be ableto independently find service
information more easily than they could with a web search
engine and that a navigation tool should be broadly accessible,
functional, easy to navigate, and tailored to its audience in
content and appearance. This finding highlights again the
importance of the co-design process, and end-user testing, to
ensure that the tool developed isfit for purpose and fully meets
the needs of those who will useit [15]. Relatedly, digital tools
should also be designed in accordance with web accessibility
standards to ensure that all users can effectively use them,
including those with disabilities [20].

Participants also felt that it would also be helpful for the
navigation tool to provide aphone, text, and/or web chat service.
Specifically, participants wanted aphoneline or web chat option
that could help people to identify relevant and appropriate
mental health services and support them to decide which service
to contact first. Including this feature would reduce the burden
on young people and parents to identify, research, and select
services alone. Offering an option to receive a follow-up call
or text from a phone line or web chat may a so be beneficial.

Underlying many of these findingswas the need to have control
over the help-seeking process. Control over how and when to
interact with content is an important concern for young people
in the design of online mental health interventions [16,21].
Providing choices was important to participants in our study;
both choicein how they could contact a support person through
the navigation tool (eg, phone call, web chat, SMS text
messaging, or email) and choiceinif, how, and when they were
contacted by the navigation tool or engaged with a service.

Other potential navigation tool elements, such as being able to
create a user account, were not as desirable. Storing records of
health information online, particularly mental health
information, rai sed serious concerns around privacy. Generally,
participants felt that people would primarily use the navigation
tool anonymously and independently. Thisalignswith previous
findings from the development of mental health interventions
for young people and adults, which highlighted confidentiality,
privacy, and trust in the organization delivering the service as
key areas of importance for end users[21-23]. Some peoplefelt
that it could be helpful to be able to record their activity (eg,
servicewish lists) while using the navigation tool and/or service
use in asingle location, but participants emphasized that user
account features should be opt-in. Such features may be
off-putting for potential users.

The involvement of end users in the design of the navigation
tool was highly valued by the commissioners of this research
and resulted in the devel opment of a youth navigation website
caled MindMap [24], which capturesthe key elementsidentified
by participants. The findings of this study provided formative
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information for the development of MindMap, although there
was additional development and testing involved to create the
final website, which isbeyond the scope of thispaper. MindMap
is an accessible web-based tool that provides a comprehensive
searchable database of local services and provides a clear
description of the service, itslocation, and potential wait times.
It is an initiative of the ACT Office of Mental Health and
Wellbeing and delivered by a nongovernmental organization
with strong connections into the local mental health sector,
enabling frequent refreshing of service information. Users of
MindMap can use the navigation tool independently or receive
navigation support during the week or on weekends from
members of the MindMap team via telephone, email, or web
chat. Young people and parents or caregivers were involved in
the iterative development and testing of MindMap to ensure
that it continued to meet their needs.

There are some limitations to this research that should also be
considered. Firgt, the participantsin the focus groups and survey
may not have been representative of all young people and
parentsor caregiversin the community, and the study may have
attracted people with a greater interest in mental health.
Preferences for website appearance, content, and features may
have varied by age and personal experience of mental health
issues [16,25]. Future research would benefit from sampling
more young men, and young people and parent or caregivers
without mental health service experience, to ensure that the
needs and preferences of all targets are adequately captured and
met.

Calear et a

The scope of the questions in the focus groups may also have
guided the discussion, placing more emphasis on the areas
covered by the questions and consequently may have missed
other issues. Thisissue was partly mitigated by providing time
within focus groups for participants to identify issues not
covered by the questions. The timeline of the project
necessitated the use of point-by-point note-taking from focus
group recordings, rather than verbatim transcripts, for data
analysis. We acknowledge that this approach may have ahigher
risk of introducing research bias; however, this was mitigated
through regular discussion of the analysis with the research
team and theinclusion of qualitative survey datain theanalysis.
Lastly, the research was conducted with a specific region in
mind, and thus not all findings may be relevant to other contexts.

Overdll, this study provides important insights into the
navigation needs of young people and their parents or caregivers
seeking mental health services and how best to support themin
this process. The focus groups and surveys identified the need
for tailored local information, the provision of up-to-date service
details, and the opportunity for users to navigate the site
independently or with support. Ensuring that young people and
their parents or caregivers can access mental health servicesin
an efficient and timely manner is essential to the longer-term
health and well-being of young people. Futureresearch ng
the effectiveness of navigation toolsin meeting thisgoal should
be strongly encouraged.
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