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ABSTRACT

Introduction One-third of Australia’s Aboriginal and Torres
Strait Islander population are adolescents. Recent data
highlight their health needs are substantial and poorly

met by existing services. To design effective models of
primary healthcare, we need to understand the enablers
and barriers to care for Aboriginal and Torres Strait Islander
adolescents, the focus of this study.

Methods and analysis This protocol was codesigned
with Apunipima Cape York Health Council that supports
the delivery of primary healthcare for 11 communities in
Far North Queensland. We framed our study around the
WHO global standards for high-quality health services

for adolescents, adding an additional standard around
culturally safe care. The study is participatory and mixed
methods in design and builds on the recommended WHO
assessment tools. Formative qualitative research with
young people and their communities (exploring concepts
in the WHO recommended quantitative surveys) seeks

to understand demand-side enablers and barriers to

care, as well as preferences for an enhanced response.
Supply-side enablers and barriers will be explored through:
a retrospective audit of clinic data (to identify current
reasons for access and what can be strengthened); an
objective assessment of the adolescent friendliness of
clinical spaces; anonymous feedback from adolescent
clients around quality of care received and what can be
improved; and surveys and qualitative interviews with
health providers to understand their perspectives and
needs to provide enhanced care. This codesigned project
has been approved by Apunipima Cape York Health

Council and Far North Queensland Human Research Ethics
Committee.

Dissemination and implications The findings from this
project will inform a codesigned accessible and responsive
model of primary healthcare for Aboriginal and Torres
Strait Islander adolescents.

1,2

Strengths and limitations of this study

» Codesigned in partnership with the Apunipima Cape
York Health Council to ensure the project is relevant,
feasible, builds capacity, conducted in a culturally
safe way and is translatable to action.

» Adaptation of WHO guidelines and tools (global
standards) for use with Indigenous adolescents in a
high-income nation, including development of items
relating to culturally safe care.

» Incorporates an assessment of both demand and
supply-side enablers and barriers to adolescent
friendly primary healthcare, both essential consid-
erations in strengthening models of care.

» Will contribute to an otherwise sparse literature
around responsive primary healthcare for Aboriginal
and Torres Strait Islander adolescents.

» Generalisability of findings to other settings may
be limited, however, the process detailed is broadly
generalisable.

INTRODUCTION

One-third of the Australian Aboriginal and
Torres Strait Islander population are aged
10-24 years; these adolescents central to
assuring the prosperity and cultural conti-
nuity of Australia’s First People." However,
as highlighted by two recent publications,
Aboriginal and Torres Strait Islander adoles-
cents have substantial health needs that are
unmet by current services.”* * In summary,
Aboriginal and Torres Strait Islander adoles-
cents experience a heavy burden of mental
disorders, suicide and self-harm, sexually
transmitted infection, and injury (health
conditions typical of adolescence); an excess
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burden of pneumonia and skin infections (more typical of
childhood); an early onset of type 2 diabetes (more typical
of adulthood); and a high burden of rheumatic heart
disease and bronchiectasis (otherwise rare in Australia).’
This profile is underpinned by distinct risk exposures and
determinants of health, including racism, discrimination
and intergenerational trauma. As a result, adolescence is
where inequities in indicators of health and well-being
(such as mortality) widen between Aboriginal and Torres
Strait Islander and non-Indigenous Australians.” Adoles-
cence also presents a substantial opportunity for health
gain; more than 80% of mortality among Aboriginal and
Torres Strait Islander adolescents is potentially avoidable
within the current health system; these avoidable deaths
are amenable to preventative interventions (rather than
treatment), highlighting the need to strengthen primary
healthcare.”

Australia’s health system largely provides an enabling
environment for accessible primary healthcare, partic-
ularly through the Medicare universal health coverage
scheme that eliminates many of the financial barriers to
access. This scheme includes adolescents, with Medicare
being accessible independently from age 15 years and
Australian law recognising the right of mature minors to
provide their own consent for healthcare. There are also
specific provisions to enable access to primary healthcare
for Aboriginal and Torres Strait Islander people, including
through the Medicare Benefits Scheme ‘715 item’ that
funds an annual well person’s check to facilitate health

screening and promotion. However, despite these provi-
sions, coverage of health checks in 2016 was only 22% for
Aboriginal and Torres Strait Islander 15-24years old, the
lowest of any age group® and arguably at a stage of life
where the opportunities for health screening are greatest.
Our team is currently undertaking a systematic review
(led by TP) to understand the enablers and barriers to
primary healthcare for Indigenous and First Nations
adolescents in Australia, New Zealand, USA and Canada.
Data for Australia are limited, with evidence from other
settings highlighting that Indigenous adolescents expe-
rience barriers common to all adolescents (including
accessibility, concerns around consent and confidenti-
ality),” compounded by the specific issues including those
related to racism and cultural security.®”

Improving primary healthcare for adolescents is a
recognised priority globally.® Reasons for adolescents
not accessing healthcare can be largely framed as those
relating to: demand for services (factors at individual,
household or community level that prevent access to
services, including knowledge of services, sociocultural
norms that limit access or services not being seen as ‘rele-
vant’ to need); and supply (factors inherent to the health
system that prevent service uptake, including both phys-
ical resources and competencies/skills to provide quality
care). To help address these broad barriers, WHO has
defined eight global standards that support adolescent’s
demand for primary healthcare services and the delivery
of quality care (table 1). Accompanying these standards

Table 1 Global standards for quality healthcare for adolescents (reproduced from WHO, 2015)"

WHO standard

Key concept

Standard 1. The health facility implements systems to ensure that adolescents are knowledgeable
about their own health, and they know where and when to obtain health services.

Standard 2. The health facility implements systems to ensure that parents, guardians and other
community members and community organisations recognise the value of providing health
services to adolescents and support such provision and the utilisation of services by adolescents.

Standard 3. The health facility provides a package of information, counselling, diagnostic,
treatment and care services that fulfils the needs of all adolescents. Services are provided in the
facility and through referral linkages and outreach.

Standard 4. Healthcare providers demonstrate the technical competence required to provide
effective health services to adolescents. Both healthcare providers and support staff respect,
protect and fulfil adolescents’ rights to information, privacy, confidentiality, non-discrimination,
non-judgemental attitude and respect.

Standard 5. The health facility has convenient operating hours, a welcoming and clean
environment and maintains privacy and confidentiality. It has the equipment, medicines, supplies
and technology needed to ensure effective service provision to adolescents.

Standard 6. The health facility provides quality services to all adolescents irrespective of their
ability to pay, age, sex, marital status, education level, ethnic origin, sexual orientation or other
characteristics.

Standard 7. The health facility collects, analyses and uses data on service utilisation and quality
of care, disaggregated by age and sex, to support quality improvement. Health facility staff are
supported to participate in continuous quality improvement.

Standard 8. Adolescents are involved in the planning, monitoring and evaluation of health services
and in decisions regarding their own care, as well as in certain appropriate aspects of service
provision.

Adolescent health literacy
(demand)

Community support
(demand)

Appropriate package of
services (supply)

Providers’ competencies
(supply)

Facility characteristics
(supply)

Equity and non-
discrimination (supply)

Data and quality
improvement (demand)

Adolescents’ participation
(demand)
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are tools that can be used to understand supply and
demand side barriers, essential to informing locally rele-
vant responses and models of care. However, these tools
have largely been developed for use in low-income and
middle-income settings, and to our knowledge, not yet
adapted or used with Indigenous or First Nations adoles-
cents in high income contexts.

In this protocol, we adapt the WHO global standards
and tools to explore the enablers and barriers to primary
healthcare for Aboriginal and Torres Strait Islander
adolescents, from both the perspectives of demand and
supply. This new knowledge will be used to codesign an
improved model of care for Aboriginal and Torres Strait
Islander adolescents.

METHODS AND ANALYSIS

Community partnership and codesign of study objectives and

research plan

This project was designed in partnership with Apunipima

Cape York Health Council (Apunipima),’ the peak body

for Aboriginal community-controlled primary healthcare

in Australia’s Far North Queensland. Apunipima supports
each primary healthcare service in 11 remote Indige-
nous communities in Cape York and is also the primary
provider of additional support programmes. Initial invi-
tation for collaboration came in 2018 when a publication
documenting health needs of Indigenous adolescents
in Australia (authored by PSA, NB and AB)? was shared
with an established network of Aboriginal Community

Controlled Health Organisations (MW represented

Apunipima on that network). In 2019 TR, TP and PSA

were invited to Apunipima to meet with clinical staff,

discuss findings from previous research and consider a

project together to strengthen primary healthcare for

Indigenous adolescents in the Cape York. As a result, the

following objectives for a research project were defined:

Objective 1: To understand the strengths, needs and
preferences of Aboriginal and Torres Strait Islander young
people with respect to primary healthcare (demand side).
Specifically,

1. The health needs and priorities for Aboriginal and
Torres Strait Islander adolescents.

2. What Aboriginal and Torres Strait Islander adolescents
identify as barriers and enablers to primary healthcare.

3. What Aboriginal and Torres Strait Islander adolescents
identify as key things that could be done to make pri-
mary healthcare more accessible and responsive to
their health and well-being needs.

Objective 2: To understand the strengths and needs
of health services and providers to deliver responsive
primary healthcare for Aboriginal and Torres Strait
Islander adolescents (Supply side). Specifically:

1. How often, and why, do Aboriginal and Torres Strait
Islander adolescents currently access primary health-
care (identifying opportunities to strengthen existing
care).

2. How does the physical environment of existing clinics
align with global standards for adolescent responsive
healthcare.

3. What do health providers currently provide for young
people, what is their current knowledge of adolescent
health, and what do they identify as training needs spe-
cific to adolescent health.

These objectives were defined to respond to local
issues and needs, and also to align with global standards
for quality healthcare (table 1). All eight WHO stand-
ards were considered as relevant to the provision of high
quality and responsive care for Aboriginal and Torres
Strait Islander adolescents in Cape York, with an addi-
tional standard (referred here as standard 9) around
cultural safety also considered in developing the research
tools.'” All elements of the project design (detailed below)
were codesigned by the research team and Apunipima.
To ensure meaningful partnership and codesign across
this project we will adopt a Participatory Action Research
(PAR) approach."’ PAR enables power to be shared
between the participating communities and the research
team, and its iterative approach of data collection and
reflection is focused on developing actions which, in this
case, are to strengthen primary healthcare.

Target populations and research advisory group

Populations

The focus of this research is Aboriginal and Torres Strait
Islander adolescents, with a specific focus on those aged
16-18 years. The age of 16 years marks an important tran-
sition in terms of health needs, capacity to provide consent
and capacity to explore complex issues in research.'? ' By
age 18 years, many young people also complete secondary
education and transition out of communities.” The
dynamic nature of health needs across adolescence also
influenced the decision for a more narrow focus on this
age band for the majority of research activities, as did
the advice from Apunipima that for this particular age
group services need to be strengthened. In addition to
young people, we will also engage parents and carers,
Aboriginal and Torres Strait Islander Elders, commu-
nity members and health service providers given they all
contribute to the health and well-being of young people
and the services they can access. With respect to commu-
nities, research efforts will be focused on three of the 11
communities Apunipima serves so as to ensure feasibility.
The community partners are to be purposively selected
by Apunipima taking into consideration: competing
demands on the community and/or service; community
priorities and readiness to focus on adolescent health and
ability of the research team to travel to the community
(relating to seasonal access). Findings from these three
communities will be used to inform a scalable model
across all 11 communities and beyond.

Advisory group
An advisory group will be established to ensure research
is aligned with needs, meaningful data is generated,
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Table 2 Summary of study design for the objectives of the study

Relevant
Objective standards Population groups Instrument Target sample size
1.a. Health needs and 1,2,8,9 Young people (16-18 years) Focus group 2 FGDs of 4-8 per community

priorities of Indigenous
adolescents (demand)

iliness

Parents, Elders, key
community

1.b. Barriers and enablers 1,2, 5, 6, 8,9
to healthcare (demand)

illness
Parents, community

Young people with chronic

Young people (16-18 years)
Young people with chronic

discussions (FGD) (3), total 32-64

In depth interviews 3-6 IDIs per community (3),
(IDladol) total 9-18

Key informant 3-6 Klls per community (3),
interviews (KII) total 9-18

FGD
IDI_adol

Same sample as 1.a
Same sample as 1.a

Klil and IDI_hw (see 2c) Same sample as 1.a and 2.c

members and healthcare

providers

1.c. Opportunities 1,2
and preferences for 8,9
adolescent friendly

healthcare (demand)

iliness
Parents, community

Young people (16-18 years)
Young people with chronic

FGD Same sample as 1.a
IDladol Same sample as 1.a
Kil and IDIhw Same sample as 1.a and 2.c

members and healthcare

providers

2.a. Current utilisation 7
of primary healthcare
services (supply)

years

Young people aged 10-24

Review deidentified
patient management
data

Retrospective review of data
over 24 months period

2.b. Adolescent 1,3,4,5,6, Healthcare service Facility checklist Clinics in three communities
friendliness of clinics 8,9 Young people aged 16-24  Anonymous client Prospective feedback, clinics
(supply) years. feedback in three communities

2.c. Needs of primary 3,4,5,6,7,9 Healthcare providers Survey All healthcare providers at
healthcare staff to Apunipima

sgpport adolescent In depth interviews 3-6 IDIs per community (3),
friendly care (supply) (IDI_hw) total 9-18

For each objective (and relevant standards, table 1), this table summarises the population groups, design and target sample. Instruments are

shown in table 3.

interpretation is contextualised, outcomes are translat-
able and inclusive of existing and building local capacity.
The advisory group of approximately 10-15 members will
include core members of Apunipima as well as members
of the communities where the research will occur. We will
aim for involvement of young people (aged 16-24 years
and diverse in gender, engagement with services and
health needs), service providers, Elders and community
members. Consideration will be given as to whether or
not this format is conducive of meaningful engagement
of the younger members and adjusted accordingly. This
advisory group will inform implementation of research
activities, interpretation of findings, framing of recom-
mendations and informing important next steps.

Data collection instruments

Data collection instruments for this study include qualita-
tive focus groups and interviews (particularly to explore
the demand side) and quantitative questionnaires, facility
checklists and an audit of clinic data to understand the
supply side, summarised in table 2.

To inform the development of these instruments we
first mapped all eight standards and their specific criteria
as defined by WHO." We added a ninth standard on
cultural safety, defining specific criteria by reviewing: The
National Safety and Quality Health Service Standards
User Guide for Aboriginal and Torres Strait Islander
Health; The Cultural Respect Framework 2016-2026
for Aboriginal and Torres Strait Islander health; and
The Queensland Health Aboriginal and Torres Strait
Islander Cultural Capability Framework 2010-2033.
Criteria defined for this standard included: Organisa-
tional commitment to cultural safety and rights; Indige-
nous governance and leadership, including policies that
enable this; meaningful participation of community;
ensuring and supporting Indigenous workforce; ensuring
a culturally welcoming environment; availability of
cultural resources; and communication and service provi-
sion that is culturally sensitive.

Against the nine standards and criteria, we then
mapped the specific items of the surveys and instruments
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defined by WHO."'® Two investigators (TR and PSA)
then independently reviewed each item, removing those
not considered relevant to Aboriginal and Torres Strait
Islander adolescents in Australia (eg, items relating to
the control of Malaria), using a comprehensive synthesis
of population data as a reference.” Where there were
multiple items measuring the same construct, we reviewed
and selected the most relevant item and instrument to
measure the construct of interest with the aim of stream-
lining the instruments where possible and minimising
respondent burden. This mapping was then used to draft
instruments for this study. One key modification was
that we developed qualitative instruments (focus group
discussions (FGD) and in-depth interviews) reflecting the
key concepts in the WHO surveys so as to gather forma-
tive data around needs and preferences of adolescents,
community stakeholders and providers. This was because
the WHO instruments have been developed for adoles-
cents in low-income and middle-income settings and
may not be sensitive to the specific needs of Indigenous
adolescents. The data collection instruments were then
reviewed by the investigator group and core members
of the advisory group from Apunipima; prior to imple-
mentation in community these question guides will also
be reviewed by advisory group members from community
and adapted as necessary. These instruments developed
are summarised in table 3 and shown in online supple-
mental appendix.

Focus group discussions

FGDs are to be had with adolescents to understand their
health needs and preferences, barriers and enablers to
accessing primary healthcare, and opportunities and
preferences to strengthen adolescent friendly healthcare
(Objective 1 a—c). In each community, two FGDs (one for
males and one for females aged 16-18 years) including
4-8 participants will be undertaken. FGDs will be guided
by a semistructured interview guide, with participants
encouraged to talk about broader issues and not just their
own personal lived experience. Each FGD will commence
with participants describing health of Indigenous young
people—in terms of strengths and challenges. To facili-
tate the discussion, the participatory visual method of
body mapping will be used. Participants will be invited
to draw around another participant to create a human
outline. Participants will then be invited to draw pictures,
symbols or words to reflect their views around health and
well-being strengths and challenges for young people in
their community. This method has successfully been used
about health with Indigenous young people.!” Barriers
and enablers to healthcare access will then be explored.
From the barriers described, the group will be invited to
nominate (up to) 10 of the most important challenges for
young people accessing primary healthcare. A modified
priority ranking activity will engage participants to iden-
tify the barriers that they feel are the mostimportant using
sticky dots. The discussion will then move onto partici-
pants designing an ideal health service. To facilitate the

discussion, the participatory visual method of community
mapping will be used.' Participants will be invited to
draw pictures, symbols or words to reflect their opinions
on what an ideal youth friendly service looks like. The
group will be encouraged to consider what the building
looks like, describe features inside the health service and
enablers in the community that can support accessible
primary healthcare for young people. FGDs will be audio-
recorded and researchers will take handwritten notes
during the sessions. Participants will be encouraged not
to use names or identifying information, however if this
occurs, this information will be removed at the analysis
stage.

In-depth interviews with adolescents living with chronic illness
(IDI_adol)

In-depth interviews with adolescents living with chronic
illness (IDI_adol) will be used to augment the FGDs. We
anticipate 36 IDIs in each of the three communities. We
will focus on young people living with rheumatic heart
disease and type 2 diabetes given these conditions are
common in the partner communities and these young
people are likely high utilisers of primary healthcare.
These interviews will explore similar concepts to the FGDs
but focus directly on the lived experiences of participants.

Key informant interviews with parents, Aboriginal and Torres Strait

Islander Elders and key community stakeholders

Key informant interviews (KIIs) with parents, Aboriginal
and Torres Strait Islander Elders and key community
stakeholders (KIIs) will augment the perceptions of young
people. Their views are especially important as these
stakeholders can support adolescents seeking primary
healthcare, but can also be barriers or gatekeepers to
adolescents accessing the care they need. We anticipate
the need for 3-6 in depth interviews in each of the three
communities. These KlIs follow a similar form to the IDIs
but will enable an exploration of broader social and struc-
tural enablers and barriers to care.

Review of deidentified patient management data

Review of deidentified patient management data over a
24-month period will determine the number of adoles-
cents accessing primary health services and the key
primary presenting issues; this data is key to under-
standing what can be strengthened. These data will be
obtained from the electronic patient management soft-
ware (Communicare, Telstra Health) and include age (in
single year for 10—24years old), gender, clinic accessed,
principle presenting reason and whether this presen-
tation was part of a well person’s check (715 MBS item
billed). To place this data in context, the total number
of presentations (by age in 5-year age bands and gender
across clinics) will also be extracted. This analysis will be
across the 11 communities that Apunipima serves.

Objective facility checklist
Objective facility checklist will be used to assess the adoles-
cent friendliness of the clinic with respect to physical
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Table 3 Study instruments

Study instrument WHO tool

Key adaptations

Concepts measured in study instrument

Adolescent in
the community

FGD: Semistructured
focus group
discussions utilising

participatory methods: survey)
body mapping, priority

ranking and service

mapping.

IDI_adol: As above

Semistructured in-
depth interviews with
young people with

chronic illness issues broadly.

Kll: Semistructured key
informant interviews
with parents, Elders and
community members.

Adult in community
interview tool
(quant. survey)

Review of deidentified N/A N/A
patient management

data

Observation tool
and facility checklist
(16 items)

Facility checklist
maintained as

cultural safety.

Adolescent client
exit interview tool
(Survey)

34 questions

Anonymous client
feedback. To be
self-completed and
deposited following

clinical service. feasibility.

Health provider survey Healthcare provider
interview tool
(Survey)

35 items

Based on health
provider survey (as
above)

IDIhw: Semistructured
Key informant
interviews with
healthcare providers

Original quantitative tool
was developed into a
interview tool (quant qualitative instrument to
gather rich formative data.

As above. These IDIs are
focused around the lived
experiences as opposed to
FGDs above that explore

Adapted from quantitative
survey so as to generate
rich formative data.

Instrument largely

recommended by WHO,
with additional items
included to capture

Adapted WHO tool to a
simple survey (including
visual rating scales) that
can be self-completed for

Core content maintained,
adapted to include larger
emphasis on current
practices and needs
around support and
training (so as to inform a
potential response).
Adapted from quantitative

survey so as to generate
rich formative data.

Strengths (what keeps you strong) and challenges
(main problems and concerns); enablers and
barriers to accessing primary healthcare; and
opportunities to strengthen services (ideal service
design, what services does it provide, skills of
providers).

As above but focussing on the lived experiences of
young people with chronic illness who are likely high
users of primary care.

Perceived strengths and challenges for

young people; enablers and barriers to young
people accessing primary healthcare services;
opportunities to strengthen care.

Retrospective audit (24 months) of clinic data.

Key indicators include: age, gender, clinic being
accessed, principle reason for the person’s
presentation, and whether this presentation was
part of a well person’s check (715 MBS item billed).

Facility operating hours, waiting area set up and
information (including cultural relevance), availability
of key medicines and equipment, client privacy

and confidentiality, guidelines and decision support
tools.

Age and gender, what services provided (including
elements of psychosocial assessment), satisfaction
with services including cultural safety of those
services, opportunities to improve service provision.

Current role, reasons for having seen adolescents

in clinic, current services provided when seeing
young people (including psychosocial screening),
knowledge around adolescent care and legislation,
use of guidelines and tools, needs around training
and support, and recommendations to improve care
to adolescents.

Perceived health issues for young people, enablers
and barriers for young people well-being and
services access, service delivery, opportunities to
strengthen care (with focus on supply side).

This table shows the study instruments, their adaptation from WHO tools and concepts measured. Instruments are provided in the online

supplemental appendix.
FGD, focus group discussion; N/A, not available.

environment, resources, policies and procedures. This
assessment will be conducted in the three communities
and largely use the tool as defined by WHO, modified to
include assessment of cultural safety.

Anonymous client survey following primary health service

Anonymous client survey following primary health
service will enable a prospective assessment of the quality
of care provided, and opportunities to improve that care.

The original WHO tool is a formal interviewer-assisted
survey of considerable length. We adapted this to be brief
(two pages) with visual rating scales and opportunities
to provide written feedback. We also adapted this tool
to be self-completed for feasibility, but also to minimise
response bias. Following a clinical consultation with a
young person aged 16-24 years, the healthcare provider
will invite the young person to anonymously complete
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the feedback and deposit it in a locked box in the clinic;
posters in the waiting area will also advertise this oppor-
tunity to provide feedback. This approach enables only
those of eligible age to provide feedback. Administrative
data on attendance provides a denominator to calculate
completion rate.

Health provider survey

Health provider survey will explore current knowledge
and practices with respect to adolescent primary care
and identify areas of need with respect to support and
training. All primary healthcare providers across all 11
communities will be invited to complete this survey.

In-depth interviews with health providers

In-depth interviews with health providers (IDI_hw) will
further explore views and perspectives about young
people accessing health services, barriers to healthcare,
and how health services can be improved, with a focus on
supply side. KlIs will be audio recorded and notes taken.

Design adaptations due to the COVID-19 pandemic

The COVID-19 pandemic has resulted in restricted of
domestic travel in Australia, with travel to remote Indige-
nous communities largely closed. While we ideally would
have sequenced the research to begin with qualitative
work in communities to understand demand, we have
adapted our design to commence with first exploring
the supply side enablers and barriers. On the advice of
Apunipima we will first deploy (March 2021) the health
provider questionnaire for all health staff. We have
adapted the health provider survey to be completed
online and will also explore the potential of conducting
the in-depth interviews with health providers online. We
will also review routinely collected administrative data
across all 11 communities; on reflection this sequencing
may help identify communities to invite to partner in
the research which we plan for early 2021 once travel is
possible. Changes have also occurred with regard to the
advisory group. While the advisory group will eventually
include representation from partner communities, in the
first instance the advisory group includes young people
who are staff of Apunipima and an established youth
advisory group (Deadly Indigenous Youth Doing Good)
external to Apunipima.

Sample size

All primary healthcare providers (Aboriginal and Torres
Strait Islander health workers, youth workers, nurses,
doctors, allied staff) working across the 11 communities
that Apunipima serves will be invited to complete the
health provider survey. The majority of other compo-
nents of the study are qualitative, and we have estimated
the number of participants taking into consideration
diversity of the sample and feasibility. During qualitative
data collection, the concept of ‘saturation’ will be used to
assess if additional data needs to be collected to satisfy the
aims of the study. If so, more participants will be recruited.

Participant recruitment

Recruitment of health providers to the research will be
facilitated by the Health Action Team at Apunipima;
identity of staft will not be collected. Recruitment of
young people and their community in the three commu-
nities will be codesigned with the advisory group once
the communities have been selected and agreed to
participate. Potential approaches include advertisement
and invitation to participate through posters at the
health clinic and local media (including social media),
augmented by purposive sampling of young people with
diverse experiences and needs as identified by youth and
community leaders. The locations for the qualitative data
collection will be discussed with the advisory group and
will be at a mutually agreed safe place, which may not be
the health service.

Informed consent

Parents, Elders, community members and healthcare
providers over the age of 18 years will provide their own
informed consent to participate (either in person or elec-
tronically). For young people aged 16-18 years, written
consent for participation in the qualitative research will
be obtained from parents or guardians, with written
assent also obtained from all young participants. We will
inform all participants that they can withdraw at any time
of data collection.

For the anonymous client feedback, the healthcare
provider referring the young person to complete the
feedback will provide an information sheet, with consent
for participation implied by the completion of anony-
mous feedback. This approach has been adopted so as
not to burden health providers with the need to collect
consent and to prevent bias. Further, young people aged
16-18 years have the capacity to understand the benefits
and risks of participating in this low-risk activity.'*?

Data management and security

All paper records, including consent forms, will be stored
in a locked cabinet in a secure room at Wardliparingga
Aboriginal Health Equity theme at SAHMRI (Wardli-
paringga). Raw electronic data (including audio record-
ings) will be stored on password protected devices and
computers at Wardliparingga. Paper records and elec-
tronic data will be securely stored for at least 7 years after
collection. At the end of this period all hard copies of docu-
ments will be shredded, and electronic copies deleted.
Data will only be accessible to authorised members of the
research team. Deidentified and cleaned data sets will be
provided to Apunipima and shared among investigators
using a secure, password-protected cloud.

The only raw data to be exchanged electronically will
be data collected from health providers. The question-
naire will be collected using REDCap, and other than
clinical role and Indigenous status, no other identifying
information will be captured. REDCap data are encrypted
in transit via transportlayer security (industry best stan-
dard), with the dataset securely stored as outlined above.
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Open access

Distress

A Distress protocol

A participant indicates that they are experiencing a high level of emotional stress; or
A participant exhibits behaviours which suggest that the interview is stressful

Offer to STOP the interview and provide immediate support

Stage 1 .
Assess the participant;
response . ; :
»  Would you like to tell me what you are feeling?
»  Would you like to tell me what thoughts you are having?
» Do you feel able to go on with the group discussion/interview?
» Do you feel safe?

Stage 2
Response

If the participant feels able to carry on resume the interview
If the participant is unable to carry on go to stage 2
Interviewer to notify senior member of the research team

Discontinue the interview

Ask the participant if they would like the interviewer to contact a family member or carer
With participant consent, the interviewer will contact a member of their usual/closest
health care team to arrange a follow up appointment

Provide the participant with the list of local services and contact numbers for local
primary health care service and encourage the participant to call with support by their
family and/or Aboriginal Health Worker, if they experience distress after the interview
If the participant consents, the interviewer will contact the participant, their family, and
health service after the follow-up appointment to check on the wellbeing of the
participant. These will only be enacted with the assent of young people.

Interviewer to notify senior member of the research team of follow up outcome

B Mandatory reporting protocol
Mandatory reporting relates to risk of abuse/ neglect / harm from others, risk of harm from self, or risk of harming others.

Beginning of

interview

Obtain consent from parents/ guardians, and assent from young people to participate in
this study. As part of this consent/ assent procedure, the need to potentially breach
confidentiality (if a young person is at risk of harm, or harming others) is discussed.

age e STOP the interview and advise participant that what they have disclosed meets

esponse to reasonable cause for suspicion of harm to self or others.
disclosure o o  Offer immediate support if participant is distressed
e Reassure the young person that your main concern is to keep them/ others safe.
age e Interviewer to notify senior member of the research team to assist with next steps
Response e  Explain to the participant that you are notifying a family member or carer- involve them in

the decision around who the best person is.
e Notify appropriate service depending on the nature of the risk

e  Provide the participant with the list of local services and contact numbers and encourage
the participant to call if they experience distress after the interview
e Research team of follow up outcome of the referral.

Figure 1 Response to distress (A) and concern around safety (B).

The in-depth interviews with healthcare providers will be
conducted over Zoom videoconferencing using a pass-
word protected link, with the discussion recorded using
the inbuilt recording feature and securely stored as above.

Data analysis plan
The health provider survey, facility checklist and client
feedback survey will be quantitatively analysed using
WHO analysis guidelines. '

Audiorecordings of interviews will be transcribed
verbatim. Transcripts will be analysed by two researchers
thematically using an inductive ‘data-driven’ process,

with codes identified from the empirical material.”” Data

extracts will be selected to illustrate key constructs. No
personal or other identifying data (including details that
could identify participating organisations or individuals)
will be included in summaries or other research outputs.

Aggregated deidentified patient management data
will be analysed using descriptive quantitative methods
(frequencies) to report the rates of the different clinical
presentations by age and gender. Population estimates
from the Australian Bureau of Statistics (by age and sex)
for the communities that Apunipima services will enable
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estimation of age-specific and sex-specific access rates per
population denominator.

Patient and public involvement

As detailed above, this project was codesigned in part-
nership with Apunipima Cape York Health Council.
This involved codesign of the objectives, research tools
and dissemination strategy. This codesign was to ensure
that the project is aligned with needs and translatable
to action—it also represents best practice in Aboriginal
health research.”! Further, once the focal communities
for this research are selected, we will establish an advi-
sory group that will include membership from those
communities to ensure local knowledge, ownership and
translation. This advisory group will be involved in the
implementation of the research, however, not directly
involved in the qualitative inquiry to ensure confidenti-
ality is maintained. The advisory group will also support
dissemination (detailed below). They will be formally
acknowledged in all publications and materials resulting
from this work.

ETHICS

Ethics review

The research protocol was first fully reviewed and
endorsed by Apunipima’s Research Review Panel. The
project subsequently received ethics approval from Far
North Queensland Human Research Ethics Committee
(HREC/2019/QCH /57297, with amendment for online
health provider survey AM/2020/QCH/57297).

Benefits and risks

There are no direct benefits for individuals participating
in the study. However, the information provided during
the project may help strengthen healthcare services
to meet the health needs of adolescents. Possible risks
include discomfort from talking about particular issues
and disclosure of sensitive health related information that
requires clinical review. This project has been designed
to ensure that the risk of participants experiencing
distress is low. Specifically, we will not be probing for
distressing issues. To minimise risk we will exclude partic-
ipants who are acutely unwell. We will also be obtaining
consent from parents and assent from participants them-
selves. A Distress Protocol has been developed to guide
the research team response to support any participants
who experience distress or the need to report risk of
harm (figure 1). We will also provide all participants
with a follow-up card at the completion of the qualita-
tive enquiry which will include contact numbers of the
research team and also key healthcare providers. The fact
that this research is being conducted in partnership with
a primary healthcare provider is enabling of appropriate
follow-up of those who require it.

Dissemination and implications
A final report of results will be provided to Apunipima
Cape York Health Council. These will also be formally

presented at dissemination workshops held at Apunipima
Cape York Health Council and the three participating
communities, and to other audiences as defined by the
Advisory Group. In collaboration with Apunipima Cape
York Health Council, data collected during this study will
be published in peer reviewed journals and/or presented
ata conference. The findings from this project will inform
a codesigned accessible and responsive model of primary
healthcare for Aboriginal and Torres Strait Islander
adolescents in Far North Queensland.

The implications of this project are substantial with
strengthened primary care for young people having
the potential to improve population health and reduce
health inequities." Adolescents represent a third of the
Aboriginal and Torres Strait Islander population, and
their health needs are substantial and largely unmet.
Improving health at this time of life, particularly when
young people are establishing their identity, transitioning
from education to employment, and developing new
relationships has the potential for long-lasting impacts.
Through strengthened primary care there is also the
potential to identify and address health risks that typi-
cally emerge during adolescence, including obesity and
risky substance use that determine non-communicable
diseases in adult life, key drivers of premature mortality
for Indigenous Australians.”” * There is also the poten-
tial to strengthen healthcare when young people may be
starting to have children, assuring the best start to life for
the next generation.
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