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Foreword and
acknowledgements
NAPWHA
The Health Literacy project is proof that with meaningful engagement of community you can build
the health literacy of groups who may miss out on health messaging generally. Hard-to-reach can’t be
bandied as a term anymore. This project has dismantled that narrative and shown us the way forward,
ensuring no one is left behind.
Investing in community is time and labour intensive, but the use of community advocates has been
central in this project’s success. It has built strong leadership in marginalised groups within the HIV
community and created greater reach and connection. The health literacy project is embedded in the
MIPA principles and truly creates an environment of nothing about us without us.
I want to sincerely thank Saysana Sirimanotham, NAPWHA Communication and Community Engagement
Officer, and the incredible team who contributed to the development and implementation of this project.
It is a legacy that will continue to inform how community is engaged into the future.

NAPWHA would like to acknowledge and thank all the people living with HIV
(PLHIV) who participated in the consultation for their time and insight; and
conveying their lived health experiences.
We recognise that much of the responses to HIV and AIDS relies upon people
living with HIV continuing to put themselves forward. This social research is
indebted to those past and present.

Sarah Feagan
NAPWHA Vice-President and
Health Literacy Framework Project Community Advocate
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VIIV HEALTHCARE AUSTRALIA
ViiV Healthcare wants to acknowledge the
efforts of people with HIV over the past 30
years. Without what they’ve done, often of no
benefit to themselves, we would not be in this
really great position around treatment and
care of people with HIV.
At ViiV Healthcare, our ambition is to make HIV
a smaller part of people’s lives, and to leave no
one with HIV behind. We’re very proud to have
supported NAPWHA through grants for the Health Literacy Framework project.
This was a large piece of work over a three-year period, and it’s really exciting to see this now finished, and
being discussed externally. Before we embarked on this, we were talking about how we can empower
and help people with HIV to more actively engage in their health care. That’s when we realised that, in
order to be able to have those discussions, health literacy is what matters. You need to have the skills
and the words to be able to negotiate with doctors, with community, what with your needs are. That’s
why, for us, this project was clearly something we wanted to support.
With HIV in 2022, the focus is now on moving towards quality of life because really you need to be able
to have the best life you can. It’s all about your quality of life. Health literacy is needed to be able to
negotiate and discuss with doctors and care providers and other services what your needs are to improve
your quality of life. Part of what I believe, now after the pandemic, after two and a half years where we’ve
gotten used to telehealth and set-and-forget – these don’t change. We really feel that people with HIV
now have a right to go out there and demand from their doctor what’s right for them because things
have changed, and now is the time for you to go talk about your quality of life, and what your needs are.
This substantial body of work by NAPWHA will ensure that all people with HIV will have better and
improved targeted messaging on HIV from within the peer sector. This will make sure that they actually
have better connections with people with HIV across the country. That, in itself, will improve their quality
of life and make HIV a smaller part of their lives.
On behalf of ViiV Healthcare, I want to really applaud those people in NAPWHA who have been working
on this project. I know it’s been hard, and I know it was done during the [COVID-19] pandemic, but the
results are amazing, and we look forward to supporting NAPWHA and people with HIV on their journey.
View the foreword video in its entirety, which was addressed to the NAPWHA Member’s Forum on 18
June 2022: https://youtu.be/pKQMnNCyI1M
Dr Fraser Drummond
Medical Director
ViiV Healthcare Australia and New Zealand
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Executive Summary
of Health Literacy
Framework project
Outcomes
AT-A-GLANCE
Robust systems established to
communicate the project

WEBSITES OPTIMISED,
REDESIGNED OR NEWLY
CREATED:
Positive Living Magazine

Data security, confidentiality assurance of
community member information

– Voice of PLHIV

Unique individuals in CRM:

Women Living Well: Living with HIV

2019

NAPWHA website

NAPWHA Learning website
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CLIENT RELATIONSHIP
MANAGEMENT (CRM) SYSTEM
INSTALLED

2021

ZERO 1400+
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Robust
governance
established for
the project

Advisory
Steering Group

Healthcare provider
partners: ASHM and Cairns
Sexual Health Centre

2

Partnering with
and building
capacity of
Project Leaders
and Community
Advocates

10

PLHIV Project Leaders and
Community Advocates
appointed

10

Skills-based workshops
held in facilitation, trainthe-trainer, and research
inductions

Organisational partners
establish worksites in
Darwin, Melbourne, Perth,
Sydney, Brisbane and
Canberra

5

Remunerated employment
agreements set

Community advocacy
networks directly
consulted

5

Recognition of HIV lived
experience as a skillset

Research partnership
with HIV Futures at La
Trobe University

External researchers
consulted

External trainer
consulted

10
3

Opportunities for HIV sector
skills development
Community Advocates
present as a speaker or
panellist at HIV symposia, HIV
conferences, and HIV s100
Prescriber training (14)
Co-designers of consultations
with PLHIV community
groups across Australia

5
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PLHIV
community
pilots
established

7

PLHIV COMMUNITY
GROUP PROJECT
PILOTS DEVELOPED

Positive women
Culturally and
Linguistically Diverse
women
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Discovering
insights:
Investigating
health literacy
needs of
community
cohorts through
consultations

4

Semi-structured interview
guides developed

2

Positive women group
workshops held in Darwin
and Melbourne
Consultation and
workshop held with
Positive Aboriginal and
Torres Strait Islander
Network (PATSIN)

Women with experience
of breastfeeding
Positive heterosexual men
Positive people of Latinx (Latin
American) backgrounds
Positive people of Asian
backgrounds
Positive Aboriginal and Torres Strait
Islander people (via PATSIN)
Positive people who inject drugs
Positive people with experiences of
incarceration

6

200+
8
7

One-on-one interviews
conducted (200+) by
Community Advocates
with PLHIV via video call
or face-to-face
Reports of Findings
published and relayed via
NAPWHA events
Findings reported back
to PLHIV organisations
through NAPWHA
membership events
(7) including Members
Forums and the Treatment
Outreach Network
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Developing and delivering solutions:
Implementation of health promotion
initiatives
HEALTH LITERACY INITIATIVES, RESOURCES AND CAMPAIGNS
DEVELOPED BY AND FOR COMMUNITY

142

18 Community
Advocates and their
peers present at 15
events for healthcare
workers, social
researchers, and HIV
sector workers

Direct consultation
and contributions
from Community
Advocates on content
development of
NAPWHA Learning
online modules for HIV
Peer Navigation training

HIV testing campaign
targeting heterosexual
men and women

Direct consultation from
Community Advocates
on content development
for U=U Guidance
document (NAPWHAASHM resource)

HIV 101 online module
to inform those who
are newly diagnosed
and initiating
treatment

Six Positive Living
magazine articles

Four video messages
by Community
Advocates to support
those accessing the
HIV 101 online module

14 Events promoting
HIV community and
peer connection

UNIQUE VIEWS
IN 2021

62

UNIQUE
ATTENDEES
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NAPWHA’s community
resource on
Breastfeeding for
Women living with HIV
released in tandem
with ASHM’s clinical
guidance

2
3

8
300+
8

Pr oject Outcome 2019-2022

10

Ten online Chinwag:
Positive Connection
community events
during COVID-19
lockdown restrictions
in Australia

Two online
community
events regarding
Breastfeeding for
Women living with HIV

Peers Explain
– Social media
content developed
with knowledge
translation of Positive
Perspectives survey
findings

Three community
workshop events
with a focus on
relationships,
disclosure, and
improving selfadvocacy in
healthcare settings

Six Covid-19 and HIV
health promotion
videos presented by
Community Advocates
and their peers

2,300+

Eight community
webinar and townhall
events with a focus
on psychosocial and
quality of life issues
held in partnership
with TIM

UNIQUE PLHIV
ATTENDEES

UNIQUE VIEWS

Let Women Talk
– Community
Advocates report back
from Australasian
HIV Conference
knowledge translating
new research into
community messages

13
1,150+

VIDEOS
PRODUCED
UNIQUE VIEWS
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INTERACTIONS WITH
HEALTHCARE PROVIDERS

2
11

Consultations held with healthcare providers and
Aboriginal Healthcare Workers groups in Far North
Queensland

Partnered events with ASHM including HIV s100
Prescriber updates and Australasian HIV&AIDS
Conference symposia

Community Advocate representation on
ASHM National HIV Standards, Training and
Accreditation Committee (NHSTAC)
Community Advocate consultation on
content development for ASHM HIV s100
Prescriber training – Peer Support and
Case Discussion Sessions
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1. The Background
CONTEXTUALISING OUR ORGANISATION,
HIV IN AUSTRALIA, AND A HISTORIC LOOK
AT OUR WORK IN HEALTH LITERACY
By Dr John Rule and Adrian Ogier
The Health Literacy Framework Project should be seen as part of NAPWHA’s continuing tradition of
ground-breaking work for and with people living with HIV. For over 30 years, the organisation has strived
to ensure that all people living with HIV have the best supports available to them in terms of appropriate,
affordable, and accessible treatment and care.
In 1996, we welcomed Highly Active Anti-Retroviral Therapy (HAART) into a world where there had been
no effective treatment for the management of HIV.
The landscape had changed. People wanted to know about treatments and what to take. They also
wanted to talk about their experiences.

1997 ONWARDS: TREATMENT EDUCATION
ON THE ROAD
Learning to accept a regime of life-long treatment was a challenge. Particularly because many of the early
combinations were so difficult to take. So, NAPWHA reached out with treatment information sessions,
known as Roadshows, in rural towns and urban centers across Australia.
Chinwags with Vanessa Wagner and Nurse Nancy proved so popular that we resurrected the concept
during the first wave of Covid lockdowns in 2020 as a way for people to connect virtually.
The next phase was one of community mobilisation and education to reach diverse groups of people
living with HIV. NAPWHA networks were activated and supported through the Secretariat, including the
National Network of Women living with HIV, the Positive Aboriginal and Torres Strait Islander Network
and the Treatment Outreach Network (TON).
Positive Living magazine produced in-depth analyses of present and emerging treatments and enjoyed
a nationwide distribution as an insert in gay community newspapers and by direct subscription.
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Pictured above: Communities affected by HIV demonstrated their ability to share complex health advice in simple and
compelling ways. Vanessa Wagner and Nurse Nancy combined comedy with up-to-the-minute advice about living with
HIV in community forums and road shows. Chinwag was an outreach community education and support initiative which
began in 1997 and continued into the early 2010s.

Pictured above: During the lockdowns of the COVID-19 pandemic in 2020-21, the Chinwag: Positive Connection format
was revise and revived into a virtual format, providing a safe and inclusive community space for much needed discussion
and social connection among and between peers.

2010S ONWARDS: HEALTH PROMOTION
CAMPAIGNS AND RESOURCES
By 2010, a conservative government agenda meant that NAPWHA’s advocacy and policy work had to
change focus. Within the funding constraints of the time, but also responding to the changing scientific
knowledge about the importance of commencing HIV treatments as soon as possible, NAPWHA
produced nationally targeted campaigns.
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Start the conversation in 2012, was the first to acknowledge treatment as prevention. A couple of years
later, when prescribing restrictions were lifted, we responded with The Wait is Over. This campaign used
taxi backs to reach unconnected PLHIV. Good Quality of Life happened 2016.
These campaigns were generated by community and included thorough community consultation
processes supported by Association members and backed up by a skilled and energetic secretariat.

Pictured: Start the Conversation was a national campaign produced by NAPWHA in 2012, encouraging people living
with HIV to self-advocate and initiate conversations with their doctors around treatment initiation and continuing
management what treatment was right for them.

Pictured above: NAPWHA Health Promotion
campaign Good Quality of Life (2016)
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Pictured left: NAPWHA Health Promotion campaign
The Wait is Over (2014)
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Pictured: The MyLife+ application (2016) was designed to
improve the health and wellbeing of people living with HIV.
Developed by ViiV Healthcare and curated by NAPWHA,
MyLife+ was designed to help track medications, CD4
count and viral load, other health conditions, symptoms
and even moods.

Meanwhile a range of NAPWHA resources was
developed and promoted through an ongoing
series of widely welcomed HIV Treatment
Factsheets. The magazine had become a hotbed
of positive journalism. But with funding limitations
came the inevitable shift to a virtual only format
and to what it is now: an online space for longer
pieces written by a range of positive writers.
At the same time, epidemiological patterns
were changing, and NAPWHA realised that novel
approaches would be needed to support our new
communities.
The importance of the peer emerged like never before and we produced the ‘Australian HIV Peer Support
Standards to support the role of the HIV peer navigator.

Images: Examples of NAPWHA resources include a series of Treatment Factsheets (2019), Positive Living magazine
moving from print to a long-form article online format (2019), and the Australian HIV Peer Support Standards (2020)
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HIV IN AUSTRALIA IS CHANGING,
PROMPTING AN INNOVATIVE APPROACH
TO THE HIV RESPONSE
In terms of epidemic patterns in Australia between 2006 and 2015, there were 6,741 new HIV diagnoses
attributed to male-to-male sex and 2,093 attributed to heterosexual sex. Researchers had observed
associations between the number of permanent and long-term arrivals and HIV diagnoses particularly
in relation to diagnoses associated with male-to-male sex in men from North Africa and the Middle East,
North Asia, Southern and Central Asia and the Americas1. With this information, NAPWHA realised that
novel approaches would be needed to support new communities in the changing epidemic context.
There is mounting evidence to support that not all groups or communities of people living with HIV
were benefitting equally to important biomedical advances, including HIV testing and prevention, ARV
treatment, and key messages, such as U=U.

CAPACITY BUILDING AND HEALTH
PROMOTION DEVELOPMENT THROUGH
A PARTICIPATORY ACTION RESEARCH
APPROACH
Adopting a participation action research and
evaluation methodology, in January 2019, the
Health Literacy Framework project commenced. It
was an exciting method for a time in which reaching
into and working with specific communities was in
keeping with the epidemiology and HIV diagnosis
patterns.

The multiple linked facets of participatory action research.

We engaged a new model: Community Advocates
- community leaders who became our research
partners for the life of the project.
Community Advocates co-designed ways
we could engage with HIV subpopulations
from around Australia. A series of community
consultations – whether in the form of group workshops, semi-structured interviews, or documented
conversations - were conducted to draw out the health literacy needs of different communities.
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1 Gunaratnam, P., Heywood, A. E., McGregor, S., Jamil, M. S., McManus, H., Mao, L., ... & Guy, R. (2019). HIV diagnoses in
migrant populations in Australia—A changing epidemiology. PloS one, 14(2), e0212268.
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Community Advocates then helped NAPWHA put some of these changes into practise to help improve
NAPWHA’s health promotion and communication with positive women, heterosexual men, and other
PLHIV community groups.
This participatory action research approach supported capacity-building that included training and
mentoring, allowing for Community Advocates to be actively involved in the evaluation of the project.

MOBILISATION OF COMMUNITIES LED TO
THE ESTABLISHMENT OF PEER ADVOCACY
NETWORKS

Pictured: Following the initial pilot, a key outcome of
the project has been the development of new NAPWHA
networks. NAPWHA has for a long time auspiced the
Positive Aboriginal and Torres Strait Islander Network
(PATSIN) and a network for positive women. To these, we
have added the Positive Asian Network Australia (PANA),
the Heterosexual Men’s Advocacy Network (HetMAN
Positive), and the Positive Latin American Network (PLAN
Latinx Australia).

This led to particular and focused work in further stages of the project with the Positive Aboriginal and Torres
Strait Islander Network (PATSIN), and re-invigoration of the National Network of Women living with HIV.
Mobilisation of communities eventually saw capacity building and the emergence of the Positive Asian
Network Australia (PANA), the Heterosexual Men’s Advocacy Network (HetMAN Australia), and the Positive
Latinx Australia Network (PLAN) as outcomes of the Health Literacy Framework Project.
Within the context of NAPWHA’s history working with all people living with HIV, the emergence of these
new networks is a very hopeful note for the future work of the Association.
Faced with a restricted Commonwealth funding environment, NAPWHA will rely increasingly on
passionate and energetic community lead advocacy.
If these new network structures are to be effective, then the ways in which they can inform and engage
with national HIV policy agendas will require further investigation and work. Some suggestions of how
this can best occur can be found in the external evaluation report conducted and included here.
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2. The Health Literacy
Framework explained
NAPWHA’s Health Literacy Framework Project is a three-year work practise initiative aimed to address
the role of HIV health literacy in improving HIV-related health care and quality of life outcomes for all
people living with HIV (PLHIV) in Australia.
The project is based on the recognition that:
•

HIV health literacy in the broader population may not have kept up to date with the profound
changes that have characterised HIV since the mid-1990s, with consequences for stigma,
perceptions of risk, and transmission.

•

Changes in HIV notifications (especially over the past decade) have contributed to changes to the
make-up of the body positive in Australia.

•

Not all groups of PLHIV are benefitting equally from public and community health (biomedical)
promotion interventions – including HIV testing, HIV PrEP, PEP and treatment messaging.

•

Community-based PLHIV organisations, beginning with NAPWHA itself, could enhance their own
health literacy about the PLHIV groups they aim to represent and this would be best done through
reaching out to – and improving conversations with – PLHIV from groups who may have been less
engaged in HIV-health responses and messaging to date.

THE PROJECT OBJECTIVES

16

•

Undertake an intensive three-year developmental approach to test, refine, develop, and optimise
a health literacy framework for all PLHIV in Australia.

•

Apply an iterative action research approach that seeks to understand what works for whom,
when, and in what circumstances with a specific focus on diverse and vulnerable communities
underrepresented in testing and optimal treatment data.

•

Engage diverse and underrepresented and/or underserved communities in the co-design, delivery
and evaluation of targeted pilot strategies and approaches tailored to their needs and based on
action research findings.

•

NAPWHA, as a community-based organisation, shares project learnings with other PLHIV partners.
This objective was to ensure the emerging health literacy and community engagement framework
and related co-design learnings could be applied to other HIV prevention and treatment campaigns
thus, maximising impact across the diversity of all PLHIV in Australia.
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3. The role of
community advocates
in health literacy
Community leaders were involved in every step of developing NAPWHA’s new approach to investigating
and communicating about health issues.
Daniel Reeders and Saysana Sirimanotham

DEFINING HEALTH LITERACY AS A CONCEPT
It is a familiar scenario: a patient turns up at the chemist with a script, but they have no idea what the
medication is for. The pharmacist patiently explains.
Taking medicine, the wrong way regularly puts people in hospital — or worse.
Somewhere along the line, someone has failed to communicate effectively with the patient. The term
health literacy was coined to explain these events.
In its original form, the concept of health literacy focused on the patient’s ability to take in health
information and make decisions. But researchers quickly realised this was blaming the individual patient.
Instead, we started asking questions. Why are health systems so complex? Why are health services so
bad at communicating in plain language?
The history of the HIV epidemic has also demonstrated that clinicians are not the only source of health
information and advice; HIV positive peers and community have always played a key role.

Pictured: Communities affected by HIV demonstrated their ability to share complex health advice in simple and
compelling ways. The Institute of Many (TIM) is a peer-run movement for people with HIV. As a social umbrella and
advocacy platform, TIM brings positive people together to share their experience of living with HIV in an informal,
confidential environment – in person and online. (Image credit: TIM, 2019)
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So, health literacy is not just an individual skill — it has community and systemic elements.
In 2019, NAPWHA launched the Health Literacy Framework project, which used this insight to revolutionise
how our national organisation engages with communities and health issues.
The framework combines action learning with an ecological approach. As we engage with communities,
we learn about their needs, goals, and priorities. We use what we learn to refine our approach and
develop new interventions. And we share what we learn with the positive community, the HIV sector, the
health system, and broader society.

Pictured: The framework was developed by NAPWHA consultant, Ron Woods. It shows that we need to consider and
develop health literacy at multiple levels, from the individual right up to society at large. After compiling a literature
review of health literacy models, Woods recommended a systems and social ecological approach to health literacy
(Jordan et al 2010; McCormack et al 2017; Farmanova et al 2018).
Through this project, NAPWHA would aim to become a more health literate organisation and contribute to the growth of
HIV health literacy among individuals, communities, and organisations.

PARTICIPATORY ACTION RESEARCH: A
PEER-LED AND COMMUNITY-INFORMED
APPROACH
So, what does this mean in practice? NAPWHA began with a list of communities with whom we wanted
to engage — so we could better understand their needs and experiences. This included positive women,
heterosexual men, Indigenous people, people with Asian backgrounds, people from American and
Hispanic backgrounds, people who inject drugs, and those in custodial settings.
We piloted the approach with women living with HIV. Positive women are a highly diverse group, and
their members intersect with all the other groups we wanted to reach. Community advocates, who are
central to the framework approach, were recruited, provided skills training and mentoring, and worked
collaboratively with us to co-design ways to engage with networks of peers around Australia.
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Pictured: Community Advocates were recruited to be key project partners. (L-R below) Rita Broughton, Sarah Feagan,
Emma Sheldon-Collins, Ron Woods (NAPWHA Training & Research consultant), and Lara Kruizinga. (L-R above) Jimmy
Chen, Brent Clifton, Cristian Cortes, Diane Lloyd, Anth McCarthy, Diane Lloyd and Precious Mapfumo.

After the first pilot with positive women, the project broadened to other groups.
Community advocates convened interviews, discussion forums, and community group consultations
to draw out a better understanding of the issues facing people living with HIV today. Based on their
findings, we developed a set of interventions, which we carried out under the guidance of our community
advocates. These interventions include community resources, health promotion campaigns, and
peer network capacity building events. They also included knowledge translation initiatives by/for
community. And each community was involved at every step of the journey.

Investigation phase:

Implementation phase:

The first phase of the project’s framework
has Community Advocates co-designing a
way to investigate the health literacy need
and experiences of their network of peers.

The second phase of the framework reflects
on the investigation – that is, the learnings,
insights and findings formed from these
community consultations – to then inform a
range of health literacy initiatives.

Working as a team and individually,
community advocates reach out to other peers
living with HIV in their regions. Peer-led
community consultations are facilitated using a
semi-structured interview or group forum
format. It aims to establish what works where
and why – investigating the strengths, gaps, and
enablers of health literacy.

In this implementation phase, targeted strategies
and activities, campaigns, and
resource development are co-designed and coproduced between NAPWHA, Community
Advocates and various community groups with
a view to improve health literacy outcomes.
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Figure: The HLF approach
Introduces the methodology of
the UK Design Council’s Double
Diamond – and the Framework
for Innovation approach – first
by taking investigative processes
(divergent thinking) and then
producing focused action
(convergent thinking). Source:
https://www.designcouncil.org.
uk/news-opinion/design-processwhat-double-diamond

THE FRAMEWORK PROJECT:
COLLABORATING ACROSS THE
HEALTHCARE SECTOR  
Community advocates and their community peers were provided opportunities to share their project
learnings and lived-experience insights: presenting as the patient voice advocate at various clinical
symposia and Australasian HIV research conferences, including updates for HIV clinicians run by our
organisational partner ASHM – the national peak educational provider for the HIV healthcare workforce.

Pictured: Examples of Community Advocates and their peers at clinical symposia. At the 2019 Australasian HIV&AIDS
Conference held in Perth on 17-19 September, Community Advocate Sarah Feagan co-produced a community report
back about new women’s health research being presented at the conference. In one video episode of Let Women Talk,
she speaks with Dr Carole Khaw — a Sexual Health and HIV Physician working at the Royal Adelaide Hospital, whose
case study was presented in a poster at the conference: A conundrum in the management of a HIV positive woman who
conceived on Dolutegravir with deviations from guidelines. (Watch video)

20

HEALTH LITERACY FRAMEWORK

Pr oject Outcome 2019-2022

Pictured: Another example of the project’s intersection with the healthcare sector: consultations were held on 23 August
2019 with health care providers and Aboriginal Healthcare Workers in Far North Queensland with the project supporters
at Cairns Sexual Health Service. This project activity provided insights into corresponding strengths, gaps, and limitations
within the Australian health care system. (Watch Video)

Pictured: NAPWHA networks established through the Health Literacy Framework project have fed crucial findings into
the development of NAPWHA Learning initiatives throughout 2020 and 2021. For instance, two online learning resources
on the NAPWHA Learning platform: HIV 101 and HIV Peer Navigator modules. Four ‘virtual hug’ video messages were
created by community members to be viewed by people who may have just received a new diagnosis.

Following the initial pilot, a key outcome of the project was the development of new networks. NAPWHA
has for a long time auspiced the Positive Aboriginal and Torres Strait Islander Network (PATSIN) and
the National Network for Women Living with HIV. To these, we have added the Positive Asian Network
Australia (PANA), the Heterosexual Men’s Advocacy Network (HetMAN Australia), and the Positive Latinx
Australian Network (PLAN).

Pictured: Jimmy Chen was central to establishing the Positive Asian Network Australia (PANA) and Cristian Cortes
with the Positive Latinx Australian Network (PLAN) – after having conducted group community conversations online
throughout 2021.
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The peer advocacy networks give us a better understanding of the changing needs, identities, and
experiences of people in positive communities. We can take what we learn from these engagement
activities and share our findings with the broader HIV sector.
Community Advocates were included as panellists in the 2021 Quality of Life webinar series, and the
insights they shared have informed the development of a Australian Community Accord on Quality of Life
for People with HIV, launched at the ‘Finding Joy’ virtual congress on Friday 17 June 2022.

Video (left): Hear from Anth McCarthy, who established the Heterosexual Men’s Advocacy Network (HetMAN Positive).
Anth spoke as part of a community panel for the Our Future, Beyond Resilience, Australia’s first virtual congress of people
living with HIV on 10 November 2021 chaired by Christabel Millar. The panel formed part of a session called ‘Strengthening
the positive voice: Whose voices are missing or unheard?’
Pictured (right): NAPWHA undertook a series of web-based community engagement events to build an understanding
of how people with HIV in Australia define good quality of life. The end result is an Australian Community Accord on
Quality of Life for People with HIV, which is both a commitment and a call-to-action for the partners in the Australian HIV
response.

Video (left): The web-based community engagement events featured Community Advocate, including Sarah Feagan
who formed part of a World AIDS Day 2021 interactive livestream event that aimed to raise awareness of the importance
of improved quality of life and reduced stigma for people living with HIV.
Video (right): Community members, including two from PANA, participate in a discussion panel asking : ‘Are we on-track
to achieve Quality of Life for all people with HIV by 2030?’ This symposium was a special event at the Virtual Australasian
HIV&AIDS Conference 2021 featuring healthcare providers and community members.
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This work would not have been possible without the support of NAPWHA’s PLHIV member organisations,
and individuals living with HIV. It continues a long tradition of positive people and communities
contributing their time and energy to build our capacity as an organisation and a sector.
While the initial project has drawn to a close, NAPWHA is committed to using this approach in all our
current and future work – including extending the pilots to people living with HIV who inject drugs, and
older people. The NAPWHA Health Literacy Framework could be adopted by any organisation wishing
to engage HIV communities, and indeed perhaps other consumer groups, to collaboratively investigate
and address health issues.
Daniel Reeders is the NAPWHA Learning project officer.
Saysana Sirimanotham is the NAPWHA Health Literacy
Framework project lead. Pictured left with Community
Advocates Emma Sheldon-Collins, Sarah Feagan and
Anth McCarthy during a mid-project activity stocktake in
Melbourne, March 2021.

Supporting resources available
See project documentation for HIV
Health Literacy Framework Project
Evaluation Framework at https://
napwha.org.au/wp-content/
uploads/2019/07/NAPWHAHIVHealthLiteracyFrameworkEvaluationFramework-v3.pdf

See project documentation for
Health literacy defined as a concept
– Literature Review at https://
napwha.org.au/wp-content/
uploads/2020/02/NAPWHAHIVHealthLiteracyFrameworkCommunityTrainingHandbook_v2.pdf

See project documentation for
Community Training Handbook – A
Guide to Health Literacy in the Context
of HIV at https://napwha.org.au/wpcontent/uploads/2020/02/NAPWHAHIVHealthLiteracyFrameworkCommunityTrainingHandbook_v2.pdf

See project documentation
for Health Literacy Framework
Project – Consultation with Health
care providers and Aboriginal
Healthcare Workers on August 2019 at
https://napwha.org.au/wp-content/
uploads/2020/05/NAPWHA_HLF2019Consultation-Healthcare-ProvidersCairns.pdf
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4. The Health Literacy
Framework project
team
Rita Broughton
Having experienced many parts of
the world, Rita Broughton brings a
fresh and insightful perspective to
the project team. Rita is the daughter of an Acoli
Ugandan mother, and an Australian settler father.
Born on Ngunnawal country in 1991, Rita’s family
then moved to Aranyapatet for two years, followed
by Nairobi and Kampala, before returning to
Canberra in 1995.
Rita studied journalism, feminism, and Indigenous
studies at Canberra University and Melbourne
University respectively and pursued a course in
permaculture at TAFE Illawarra. She has worked
previously as a peer support worker at Meridian in
the Australian Capital Territory.
Jimmy Yu-Hsiang Chen
Jimmy Yu-Hsiang Chen has been
a peer educator at ACON’s a[TEST]
clinic since 2018. In 2021, he
started working at NAPWHA on the Health Literacy
Framework Project as a Community Advocate.
Jimmy has been instrumental in establishing
the Positive Asian Network Australia (PANA) and
with his colleagues is working to bridge the gap
between Asian born people living with HIV and
the Australian HIV response.
Brent Clift on
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Brent has worked in the HIV
sector for ten years and has been

involved with a range or peer education programs
covering areas such a newly diagnosed support,
HIV prevention, HIV testing and alcohol and
other drugs. Before joining NAPWHA, he was a
project coordinator with the Kirby Institute at
the University of NSW.
Brent led the pilot for the PLHIV cohort who
inject drugs for the Health Literacy Framework
project by conducting a desktop literature review,
establishing an advisory group of peers, and
recruiting peers for interviews. A diverse range
of participant interviews were conducted by
videoconference.
Cristian Cortes
Cristian is from a Colombian and
Venezuelan background and has
been living in Australia for ten
years. He works at Living Positive Victoria in sexual
health promotion focusing on the prevention and
support for people with blood-borne viruses and
STIs.
While working in community services, Cristian
saw the need for a social and support group for
LGBTI people from Latin American and Hispanic
backgrounds living in Victoria. He is part of
committee who established the Latin American
and Hispanic Rainbow Community (LAHRC).
Cristian has been instrumental in forming the
Positive Latinx Australian Network (PLAN).
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Sarah Feagan
Sarah is a queer woman who has
been living with HIV since 2008.
She is the previous chair of Positive
Women Victoria and has joined the team as a peer
navigator at Living Positive Victoria. Sarah is a cofacilitator of Phoenix for Women and the Positive
Leadership Development Institute (PLDI). She is
also the Vice President of NAPWHA.
Sarah has unique approach to her advocacy and is
inspired by the lived experience of the body positive
to inform her practice. Sarah’s advocacy spans
from the grass roots all the way up to high level
governance. She has a global outlook with a local
focus to bringing the community along with her.
Lara Kruzinga
Lara has worked in the HIV sector –
either paid or unpaid – since 2002,
mostly at Queensland Positive
People (QPP). She commenced work there in 2017
as an HIV peer navigator where her focus has been
on advocacy and women.
Lara has held representative positions at both
the Australia State and National level, including
as a Director on the Board of QPP, as a member
of the NAPWHA National Network of Women
living with HIV, and on the Queensland BBV and
STI Professorial Chair Community Advisory Board.
She has coordinated and participated in several
conferences for women living with HIV, worked on
the World AIDS Conference in Melbourne in 2014,
and was a long-term member of the Queensland
Positive Speakers Bureau.
Lara is also the proud mum of three amazing boys.
Diane Lloyd
Diane Lloyd has a long history
of passionate involvement in
the HIV sector. She is currently
employed by Peer Based Harm Reduction WA as
a community worker and has a weekly shift on the
needle exchange.
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Diane has always been open about her status,
being proactive and dedicating her time as an
activist. She is a NAPWHA Board Director, member
of the National Network of Women living with
HIV, and Vice Chair of the Positive Organisation
Western Australia (POWA).
Precious Mapfumo
Precious is passionate about
issues regarding people living with
HIV. Originally from South Africa
and Zimbabwe, she came to Australia in 2015,
and after attending and graduating the Positive
Leadership Development Institute (PLDI), she has
been supporting PLHIV, promoting resilience and
fighting stigma.
Precious joined Relationship Australia South
Australia (RASA) and helped plan a support group
for women with HIV. She was also on the Community
Advisory Board for PLHIV at SAMESH - a South
Australian-based organisation that provides support,
education and training about sexual health and HIV.
Precious also facilitated the first ever Phoenix for
Women to be held in South Australia.
Anth McCarthy
Anth has lived openly with HIV
since 2016. He works with a broad
cross-section of PLHIV in his role
as Peer Navigator at Living Positive Victoria. In
particular, he provides targeted peer support to
other heterosexual men living with HIV.
To continue representation and advocacy work,
Anth established HetMEN Australia, a collective
of positive heterosexual men. He collaborates
with them individually and in groups, to promote
well-being, build resilience and community, and a
sense of connection to the Body Positive.
Anth is a qualified social worker, and member of
the Positive Speaker’s Bureau in Victoria. He is a
quiet and steadfast community advocate. He is
married to Jennifer and has two teenagers.
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Emma Sheldon-Collins
As a registered nurse, Emma has
worked with clients with a broad
range of chronic illnesses. Her
area of nursing expertise excels particularly in
paediatric care and in oncology.
Emma is motivated to advocate for and empower
others to achieve better health outcomes. She is
passionate about reducing HIV-related stigma,
both external stigma and self-stigma.
Her journey from HIV diagnosis in 2017 to
treatment management was a challenging
experience which motivates her to strongly
advocate and empower others who may be going
through that journey. She was a peer navigator
in 2019, and later became Vice Chair at Positive
Women Victoria.
Ronald Woods
Ronald has been working in the
area of social work and social
policy since the early 1980s.
Fields of practice over this time have included HIV,
ageing, and disability.
Now living in country NSW, Ronald continues
to work as a researcher, writer and teacher, and
recent work with NAPWHA has included projects
on HIV health literacy, and on the intersection of
HIV and ageing.
Drawing on his personal and professional
experience, Ronald hopes that his writing can
provide insights of use to decision-makers and
service providers and will encourage peers to stay
informed, empowered, and supported to live well
into later years.
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NAPWHA Project Team
The project coordination, development, and
implementation of this 3-year project initiative was
implemented by the NAPWHA team comprising
Saysana Sirimanotham (HLF Project Lead),
Daniel Reeders (Learning Officer), Brent Clift on
(Pilot lead), Eloise Monteiro (PANA pilot co-lead),
and Charlie Tredway (Campaigns).
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5. Health literacy
initiatives developed
by and for women
living with HIV
Community Advocates

Supporting Partners

Rita
Broughton

Sarah
Feagan

Lara
Kruizinga

ASHM

NTAHC

Living
Positive
Victoria

Diane Lloyd

Precious
Mapfumo

Emma
SheldonCollins

POWA
(Positive
Organisation
WA)

Positive
Women
Victoria

QPP
(Queensland
Positive
People)

Supporting resources available
See project documentation for
HIV Health Literacy Framework
Project Women’s Consultation in
Melbourne VIC on 23 October 2019 at
https://napwha.org.au/wp-content/
uploads/2020/02/NAPWHA_HLF2019_
Let-Women-Talk-Consultation_WLHIVMelbourne_REPORT.pdf
See project documentation for HIV
Health Literacy Framework Project
– Strategies for CALD Women on
February 2021 at http://napwha.org.
au/wp-content/uploads/2021/03/
NAPWHA_HLF2021_Consultation_HIVhealth-literacy-strategies-for-CALDwomen.pdf

See project documentation for
HIV Health Literacy Framework
Project – Community Consultations
with Women living with HIV in
Queensland and Western Australia
report on December 2020 at https://
napwha.org.au/wp-content/
uploads/2021/04/20210131_
NAPWHA_HLF2020_Consultation_
WA-QLD-Women-Interviews_v3.pdf
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Health Literacy Framework community resources
developed and implemented

Pictured above: The interventions developed included the community resource –
Breastfeeding for women living with HIV in Australia, which was developed in partnership
with Positive Women Victoria and launched together with ASHM’s clinician’s guide
The National Day of Women Living with HIV theme reflected the reoptimized Living
Well: Women with HIV website which was previously decommissioned in 2019. It is
the only dedicated website in Australia on positive women’s health
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BACKGROUND
Women diagnosed with HIV face unique burdens associated with their gender, yet their lived experience
remains poorly understood. The attention paid to women on the effect of social, epidemiological,
biomedical and policy changes over the past four decades have not been adequate and the implications
of long-term treatment and ageing for the current generation of HIV-positive women have not been
examined and addressed.
In 2021, Lisa-Maree Herron et al. conducted a review of qualitative research with WLHIV in selected highincome countries (Australia, Canada, New Zealand, the United Kingdom, and the USA) to identify the
breadth of experiences of HIV for women and the most prevalent subjects and themes, trends over time,
and gaps in understanding.
The review highlights the relative homogeneity and consistency of experience of a diverse sample of
WLHIV in high-income countries, particularly the enduring prevalence of HIV-related stigma, sociostructural barriers to healthcare and support, and negative encounters with health professionals. It also
reveals gaps in current knowledge, particularly the dearth of research exploring HIV-related adjustment
and coping over time.
These findings support the need for further qualitative research to explore the unique experiences,
burdens and needs of WLHIV. Understanding women’s experiences, particularly their changing needs
and strategies for self-management and coping as they live long-term and age with HIV, is key to the
development of support and services that will enable WLHIV to cope and thrive.
Whilst further research is needed, it is also clear at this stage of the epidemic in Australia, that there is
enough evidence to proceed with interventions that will support WLHIV in Australia in their daily lives.

APPROACH: POSITIVE WOMEN AS THE
PROJECT’S FIRST PILOT
In 2019, it was decided to pilot the Health Literacy Framework project with positive women – a highly
diverse group whose members intersect with several other groups that the project wanted to reach.
Community Advocates, central to the framework approach, were recruited via NAPWHA’s national
network of PLHIV organisations and Steering Advisory Groups were formed comprised of people within
the HIV, health, and multicultural sectors. Six Community Advocates were appointed to work with
NAPWHA to co-design ways to formally engage with their existing networks of peers.
Through this co-design, Community Advocates advised NAPWHA on the best strategies to recruit
participants. This included remuneration, as well as removing potential barriers for participation: taxi
fares to and from the venue, childcare assistance if applicable, and accommodation for participants
coming from low-income or regional locations.

29

HEALTH LITERACY FRAMEWORK

Pr oject Outcome 2019-2022

Initial professional induction training was provided by NAPWHA, with a focus on practical skill-based
techniques such as group facilitation, boundary setting, and understanding of qualitative research
methods. On-going mentoring and support continued to be provided throughout the pilot.

INVESTIGATIVE STAGE: NATIONAL
COMMUNITY CONSULTATIONS
Community advocates co-designed community events to engage WLHIV in Brisbane, Canberra, Darwin,
Perth, and Sydney. Semi-structured interviews and group workshops were developed as the main format
to draw out information from participants, with recordings and transcripts translated into reports of key
insights and findings.
This initial investigative phase of the project was conducted as a series of facilitated community
consultations:

Conducted in 2019, group workshops called ‘Let Women Talk’ were conducted in Melbourne (n=14) and Darwin (n=9).
Conversation was encouraged to draw out how women accessed HIV-related information and recommendations were
sought on how their health literacy might improve.
During the Covid-19 lockdowns from June to September 2020, Community Consultations were conducted as oneon-one semi-structured interviews (n=11), broadening the engagement with WLHIV in Victoria, Queensland, Western
Australia and Canberra.
In April and June 2020, in collaboration with Positive Women Victoria, additional community consultations were
conducted with women who had experiences of breastfeeding (n=8). These were led by Community Advocates and
facilitated by Positive Women Victoria to develop a health literacy initiative focused on supporting women living with HIV
in Australia who are considering infant feeding options.
In 2021, in-depth interviews were conducted with Community Advocate, Precious Mapfumo to draw out recommendations
and strategies for engaging with Culturally and Linguistically Diverse (CALD) women in Australia.
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INVESTIGATIVE STAGE: HEALTH LITERACY
INSIGHTS OF WLHIV
Note: The generalisations in the summary below reflect shared or similar experiences drawn from interviews.

Before HIV diagnosis
HIV is ‘not on the radar’ for most Australian women. Understandings of HIV are often outdated and basic.
Healthcare providers may themselves be unsure about HIV as it impacts women.

Prompts to be tested for HIV
HIV testing is typically not offered as part of regular sexual health screening or in a general health checkup, but as a reaction to a situation or event, or as part of a process, such as antenatal care. When HIV is
diagnosed, it is not only the patient but frequently the provider who finds themself in unfamiliar territory.

Functional HIV literacy and content
HIV topics of great interest to women include learning from other women; treatment as prevention
(Undetectable equals Untransmissible); children, families, and relationships; and the impacts of the
diagnosis on their children, including breastfeeding and caring for a child also diagnosed with HIV.

HIV journeys
WLHIV deal with stigma – including internalised stigma - as an on-going issue that can severely impact
their wellbeing. HIV stigma is linked to a reluctance to disclose, even to close family members. Many
struggle with partner relationships, become socially isolated, and reduce their involvement in their
communities or in the working world. This can contribute to other issues, such as poverty, homelessness,
and alcohol and other drug use.

Diagnosis to treatment
This journey can be a difficult and lengthy process for many women. Dealing with the healthcare
system can be complex due to providers being unfamiliar with working with positive women, a lack
of open communication, and high turnover and time constraints. In a few cases women reported poor
experiences such as disclosure of status without consent, being asked how contracted HIV, and a general
feeling of being stigmatised. Many report that the first contact with a peer gave them the confidence to
step purposefully into HIV treatment and care.

Quality of life
Themes of importance to positive women include dealing with stigma and disclosure; diet, exercise, and
good sleep; mental health; ageing and menopause; and remaining socially engaged. The need to juggle
different conditions and medications is particularly important for long-term survivors, and it may be a
key motivator for them to continue focusing on health literacy.
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LEARNINGS FOR HEALTH LITERACY
MESSAGING: WHAT WORKS?
Peers, healthcare providers, and the internet
These are important sources of HIV-related information for women. Most women recognise the positive
community’s long history of sharing knowledge and advocating for PLHIV and have at least online
contact with other positive women. Community-based peer organisations and peer events are helpful,
especially in the crucial period after diagnosis.

A need of improved messaging to women at all levels
of the HIV response
This was a very clear message from all participants. Participants called for change in policy around STI
and HIV testing, including the protocols on how often women should be screened. Some stressed that
the diagnosis experience could be improved by guidelines on better delivery. Many noted the importance
of pre- and post-counselling, and of being linked to a peer support service as soon as possible after
diagnosis.

Positive speaker education
Positive women described positive experiences with healthcare providers and being empowered to make
healthcare decisions based on having reliable information. Many were in favour of positive speakers
helping to educate healthcare professionals, which would in turn, increase referrals from healthcare
professionals to peer support services. Here, women could learn to understand self-stigma and how to
deal with it, gain tips to enhance mental and physical health, and the confidence to address persistent
problems, such as social isolation and remaining active in the workforce.

Mental health and other concerns for Culturally and
Linguistically Diverse women
HIV may not be the most important concern for positive women from diverse backgrounds. Many are
focussed on making a life for themselves (and their families) in a new country. Some have language
barriers. Those from a refugee background may have a history of trauma. CALD WLHIV are often dealing
with several issues going on at the same time: family issues, relationship breakdowns, lack of money,
housing instability, immigration and visa concerns. All distract them from dealing with HIV.
Peers are a great help in this regard. When connecting person-to-person in a safe space, positive women
find there are others from their background who are doing well. They can compare notes and ask
questions. All aspects can be shared within this friendship, and ‘along the way’ they can talk about HIV.
In peer group settings, women are encouraged to talk about all aspects of their lives, and how living with
HIV fits into this bigger picture.
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IMPLEMENTATION STAGE: LEARNINGS
TRANSLATED INTO HEALTH LITERACY
INITIATIVES
Encouraging conversation and peer connection in
community spaces
The benefits of health literacy and learning about living well with HIV were promoted to encourage
participation. Inclusive and safe ‘community spaces’ were also chosen to encourage attendance at the
face-to-face workshops. Content focussed on self-care and empowerment and Community Advocates
led conversations about HIV disclosure in relationships. Events were often attended by a ‘champion’ HIV
s100 Prescriber. The format was adapted for online webinars.
The community spaces aimed to:
•

Reach out to CALD women

•

Provide space to address relationship concerns

•

Promote the benefits of HIV literacy

•

Encourage mental health literacy and facilitate supports

•

Ensure that peer support is available

•

Include champion health care providers

Pictured: Supporting conversations with women in community spaces was an initiative repeated throughout the project.
(Above) Sarah Feagan facilitates an NTAHC-hosted women’s health workshop with other local Community Advocates.
Participants in Darwin and surrounding areas in the NT (n=13) came together to discuss relationships and living well

with HIV. An HIV s100 Prescriber also attended the event.
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Pictured (above left): Community Advocate Diane Lloyd hosts a National Day of Women living with HIV event in Perth WA,
where she shares project learnings and new community resources.
Pictured (above centre and right): As Covid-19 lockdowns took hold in 2020 and 2021, online forums and webinars
became the norm. These were hosted by Community Advocates, and included supporting clinicians, imparting
information on COVID and HIV, and new information on breastfeeding guidance. The online forum featured a panel of
community and clinical members including Melania Mugamu, Peer Navigator from Queensland Positive People, Heather
Ellis from Positive Women Victoria, and Dr Fiona Bishop, HIV and Sexual Health Community GP.

A webinar series in 2021 provided important clinical and scientific information regarding the ongoing vaccine roll-out
for people with HIV. Pictured: Sarah Feagan interviews Professor Jennifer Hoy, the HIV Clinical Director of Alfred Health.
Heather Ellis speaks to Dr Dean Murphy, also from Alfred Health, about the VAX-PLORE Study of which NAPWHA is a
co-investigator.

Community Advocates translate community
knowledge into health content for positive women
‘Let Women Talk’ acknowledged community representatives as HIV experts and the most appropriate
spokespersons to translate new information back to their networks.
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NAPWHA ensured that Community Advocates received on-going training and support as well as updates on health
literature and HIV treatment. They also received professional development opportunities including the support to attend
HIV conferences and build networks within the HIV sector.
At the 2019 Australasian HIV & AIDS Conference held in Perth WA, Community Advocate Sarah Feagan co-produced a
14-episode video blog series called ‘Let Women Talk’. The initiative was designed to report HIV health innovations of
relevance directly to positive women in Australasia via social media channels including TIM Women. Sarah is seen talking
with researchers and clinicians at the conference; and the series positioned Community Advocates as the expert voice.
Pictured above: Sarah Feagan speaks with Dr Carole Khaw about a conundrum in the management of a HIV positive
woman who conceived on Dolutegravir with deviations from guidelines – https://napwha.org.au/let-women-talk-withcarole-khaw/
Sarah talks with Dr Deborah Bateson, Medical Director from Family Planning NSW, on contraception, choice and women
living with HIV – napwha.org.au/let-women-talk-with-deborah-bateson/

Pictured: Emma Sheldon-Collins presents on the adverse effects of antiretroviral therapy particularly metabolic impacts
and weight gain during an HIV ARV Guidelines Session at the 2020 Australasian HIV & Sexual Health Conference –
https://player.vimeo.com/video/480984964

Pictured: Rita Broughton brings Perspectives from women living with HIV at a session ‘Rethinking women and HIV: New
paradigms for prevention and care’ at the Virtual 2021 Australasian HIV & Sexual Health Conference – https://napwha.
org.au/highlights-from-shhiv2021-virtual-conference/
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IMPLEMENTATION STAGE: HIV TESTING
AWARENESS CAMPAIGN
Better awareness of HIV testing was identified as a key area of health literacy for both women and
heterosexual men. Messaging and design concepts were developed in consultations with Community
Advocates. The campaign is planned for late 2022.

Pictured (left): Featuring ‘real’ people living with HIV in the HIV
testing campaigns was an important recommendation from
community consultations – https://napwha.org.au/i-chose-to-gettested/.
Pictured (right): With the PBS approval of HIV home-testing kits,
consultations with women living with HIV will continue to inform a
future NAPWHA promotion initiative.

IMPLEMENTATION STAGE: HIV 101
RESOURCE FOR NEWLY DIAGNOSED PLHIV
The HIV 101 project includes two online learning resources on the new NAPWHA Learning platform.
One is for low/no HIV caseload GPs who are about to give a new HIV diagnosis and the other is for people
who have just received one. Four ‘virtual hugs’ video messages were created by community members
for people who have just received a new diagnosis. The video messages talk about what you might be
feeling, what to expect, and where you can find support.
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Pictured: Community
Advocates were consulted
for development of an HIV
Peer Navigation online
training learning ensuring
that messaging for women
was incorporated – https://
napwha.org.au/the-futureof-peer-practice/

IMPLEMENTATION STAGE: WOMEN LIVING
WELL WEBSITE
Through the Health Literacy Framework project, the national HIV positive women’s health website was
re-designed, updated, and re-launched in 2021.
The new-look and re-optimised website Living Well: Women with HIV, reflects some of the ways
the world of positive women has changed during the last few years, including the release of the
Breastfeeding for women living with HIV in Australia community resource which was launched in
September 2021.
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Pictured: Living Well was the theme chosen for the 2022 National Day of Women Living with HIV. The associated social
media campaign directed folk to the Living Well: Women with HIV website. This website having undergone a major
makeover, offers wide ranging information about living with HIV, disclosing HIV status, having sex, taking treatment,
caring for your body, having children, keeping well, and getting support.

IMPLEMENTATION STAGE: BREASTFEEDING
GUIDANCE FOR WOMEN LIVING WITH HIV
IN AUSTRALIA
Community
Advocates

Supporting Partners

Heather Ellis
Communication Officer at
Positive Women Victoria

ASHM

Kirsty Machon
Executive Director at Positive Women

Positive Women
Victoria

Victoria

NAPWHA
National Network
of Women living
with HIV

Supporting resources available
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See project documentation for HIV Health Literacy Framework Project – Support for women living
with HIV who are considering infant feeding options on March 2020 at http://napwha.org.au/wpcontent/uploads/2021/04/NAPWHA_HLF2020_Support-for-women-living-with-HIV-in-Australia-whoare-considering-infant-feeding-options.pdf
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One of the key recommendations to come out of community consultations with WLHIV was the need for
updated guidance on breastfeeding. After a comprehensive consultation process, NAPWHA and Positive
Women Victoria developed the new community resource entitled Breastfeeding for women living
with HIV in Australia.
NAPWHA’s community resource was released alongside new guidance for healthcare providers produced
by the Australasian Society for HIV, Viral Hepatitis and Sexual Health Medicine (ASHM). The Optimal
Scenario and Context of Care features some highlighted sections from the community resource.

INNOVATION AND SIGNIFICANCE
The Health Literacy Framework project uses an ecological framework to conceptualise how NAPWHA’s
own process of organisational learning about the individual health literacy needs of WLHIV can inform
learning and development at the wider community, sectoral, and societal levels.
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6. Mobilising
community among
heterosexual men
living with HIV in
Australia
Community
Advocate

Supporting Partners

Anth McCarthy
Anth is a Peer Navigator at
Living Positive Victoria, and
the HetMAN Community
Advocate since 2021.

ASHM

HetMAN
Australia
(Heterosexual Men’s
Advocacy
Network)

Living
Positive
Victoria

SAMESH

Supporting resources available
See project documentation for HIV Health Literacy Framework Project – Community
Consultations with heterosexual men in Melbourne report November 2020 at http://
napwha.org.au/wp-content/uploads/2020/12/NAPWHA_HLF2020_Consultation-withPositive-Heterosexual-Men_REPORT.pdf
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BACKGROUND/PURPOSE
HIV notifications among heterosexual men have been increasing over the past decade, particularly
among Australian-born males (Kirby, 2018). The Health Literacy Framework project established a
network of heterosexual men to articulate their health literacy needs across the HIV care continuum.

APPROACH
The Heterosexual Men’s Advocacy Network Australia (HetMAN) founded by Community Advocate Anth
McCarthy involves HIV peers working in tandem with NAPWHA to co-design community engagement
initiatives.
Semi-structured interviews were conducted with peer networks in different Australian States and
Territories (n=12) to investigate health literacy gaps and opportunities. This investigation stage sought to
understand the diverse needs of heterosexual men living with HIV in Australia: how they understand HIV;
from where they get their information; and how they talk about HIV with other peers, with healthcare
providers, and within their wider social circles. Participants shared their personal stories and ideas on
how they thought HIV messaging and communication could be improved.
Findings informed a range of health literacy initiatives targeting and tailored for heterosexual men.
One example includes a peer-networking group event with participants from Sub-Saharan African
background living in South Australia.

INVESTIGATIVE STAGE: HEALTH LITERACY
INSIGHTS OF HETEROSEXUAL MEN
Note: The generalisations in the summary below reflect shared or similar experiences drawn from
interviews.

Those at higher risk
Participants identified heterosexually active men who travel frequently (especially to South-East Asian
countries) as being at higher risk for acquiring HIV. This includes fly-in-fly-out workers and men who work
overseas for extended periods of time.

Before HIV diagnosis
Most knew that HIV is a sexually transmissible infection and are aware that condoms prevent transmission.
Yet health literacy messaging had not convinced them strongly enough that straight men were at-risk
when having casual sex. When there was some awareness of risk, intoxication often impaired judgement.
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Prompts to be tested for HIV
Reasons included partner notification, falling ill, a bureaucratic process, or the sense that ‘something
isn’t right’. It was not unusual for the men to be tested in another country.

After HIV diagnosis
A positive diagnosis is almost always a shock. Those living and working overseas often return to Australia.
From a minimal understanding of HIV before diagnosis, the men search for as much information as they
can. Almost all use of the internet and come across contradictory messaging.
Having a chat with another positive heterosexual man, as early as possible after diagnosis, is often the
factor that pulls them out of the shock and puts them on the treatment journey.

Treatment journeys
HIV literacy grows as the men engage with the healthcare system and commence treatment. They
are particularly interested in information that helps them to understand and comply with treatment
– medication options, side effects, and drug interactions. Some use the treatment journey as an
opportunity to focus more broadly on their health and quality of life.

LEARNINGS FOR HEALTH LITERACY
MESSAGING: WHAT WORKS?
Assumptions about sexuality
Participants were clear that they did not want healthcare providers or peer support workers to make
assumptions about their sexuality, e.g., that they are ‘pretending to be straight.’ They would value PLHIV
organisations to take steps to become more health literate about heterosexual PLHIV.

Functional literacy around U=U is a motivator
Heterosexual men gain confidence in the science of U=U and are more willing to engage actively in care
when they achieve an undetectable viral load soon after starting treatment. Regular contact with their
doctor provides them with the best opportunity to focus on HIV, which does not occupy their minds a
great deal otherwise. As their HIV literacy improves, they may also address lifestyle factors, such as diet,
exercise, and mental health.
Some heterosexual men learn as much as they can about living with HIV so they can actively discuss
options and concerns with healthcare providers. Taking control of their situations boosts confidence.
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The role of PLHIV organisations
Where possible, they make use of peer support services and may become online contributors, peer
supporters, and event organisers. A few may be held back from engaging with the PLHIV communitybased sector due to homophobic or bi-phobic views; some may prefer only online contact.
Socially, they prefer events that are likely to attract other straight men and women.

The role of HIV peers
HIV peers, particularly other heterosexual men and women, play a crucial role. Often it is a peer who
provides the necessary encouragement to start treatment. Peer contact provides role models, social
gatherings where disclosure is a non-issue, and trustworthy information on living with HIV.

Access to online health information
As with most people, participants search for health information online. Most use ‘Doctor Google’, even
though its usefulness is limiting. They report that they are sceptical about content on social media,
and feel more confident when directed to reliable websites. Peers, PLHIV organisations and healthcare
workers can be of great help here.

LEARNINGS FOR HEALTH LITERACY
MESSAGING: AREAS OF FOCUS FOR
FUTURE WORK
Isolation and disclosure
Heterosexual men are unlikely to disclose outside a highly select group of people. Close family are not
necessarily part of this select group and this can impact mental health. They may have a persistent fear
of disclosure, become more isolated, and find themselves feeling lonely. They may struggle to navigate
sexual relationship. Self-worth fluctuates, and they may self-medicate. Addressing health issues besides
HIV requires disclosing their status to non-HIV care providers and this creates a sense of vulnerability to
stigma and discrimination.

Quality of life needs
For participants, this quality extends far beyond early treatment initiation and reaching viral
undetectability. Participants relayed they were still struggling to achieve wellbeing despite being healthy
and on treatment. Participants shared insights into the role of stigma (including internalised stigma,
fears of disclosure, isolation, loneliness) in affecting their quality of life. Investment into peer events and
spaces where heterosexual men can connect, without the focus on HIV necessarily, is a key strategy for
building peer networks. Health literacy can be a by-product of these connections.
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PROJECT IMPLEMENTATION FOCUS:
HEALTH PROMOTION CONTENT AND KNOWLEDGE TRANSLATION
REPRESENTED BY/FOR POSITIVE HETEROSEXUAL

Pictured: Example of Knowledge Translation initiatives – In November 2021, HIV peers explained findings from
a recent paper on Quantifying unmet treatment needs among people living with HIV in Australia and other
countries published in Population Medicine Oct 2021/Vol 3. Health promotion content was created through TikTok and
memes posted on social media summarising the research – https://napwha.org.au/peers-explain-research-on-tiktok/

PROJECT IMPLEMENTATION FOCUS:
ADDRESSING NEEDS FOR COMMUNITY SPACES ENABLING PEER
CONNECTION AND DISCUSSIONS ABOUT DISCLOSURE AND
RELATIONSHIPS IN PARTICULAR

Pictured (left): We included community advocates as panellists in the 2021 Quality of Life webinar series, and the insights
they shared have informed the development of a forthcoming Australian Community Accord on Quality of Life for People
with HIV, to be launched at the ‘Finding Joy’ virtual congress on Friday 13 May 2022. Anth McCarthy spoke as part of a
community panel for the Our Future, Beyond Resilience Congress on 10 November 2021 chaired by Christabel Millar. The
panel formed part of a session called ‘Strengthening the positive voice: Whose voices are missing or unheard?’
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Pictured (right): The Heterosexual Men’s Advocacy Network Australia (HetMAN) was established out of community
discussions. It aims to directly address the lack of positive heterosexual men representation in health promotion
initiatives, and the founding members have a call-to-action for others positive heterosexual men in Australia to get intouch – https://napwha.org.au/about-us/hetman/
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Picture: Members of HetMAN, including Nathan Butler, present their work, vision and goals at the NAPWHA Members
Forum in July 2022.

PROJECT IMPLEMENTATION FOCUS:
HIV 101 RESOURCE FOR HIV NEWLY DIAGNOSED PEOPLE WITH A
COMMUNITY MESSAGE

Pictured: Community Advocates were consulted for development of an HIV Peer Navigation online training learning
ensuring that messaging for heterosexual men was incorporated – https://napwha.org.au/the-future-of-peerpractice/
A further two online learning resources on the NAPWHA Learning platform for the HIV 101 project consist of one for
GPs who are about to make a new HIV diagnosis and another for people who have just received one. Four ‘virtual hugs’
video messages – including one from Anth McCarthy, were created by community members thriving with HIV, for people
who have just received a new diagnosis. ‘The video messages talk about what you might be feeling, what to expect, and
where you can find support”.
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EXAMPLE OF FUTURE WORK FOCUS:
EXAMPLE OF FUTURE WORK FOCUS: HETEROSEXUAL MEN ARE
CENTRAL IN THE CO-DESIGN OF HIV TESTING LITERACY INITIATIVES

Pictured (left): HIV testing awareness was identified as a key area of health literacy for both women and heterosexual
men that required action. Through consultations with the project’s Community Advocates, a campaign which seeks
to address this has been developed. With Covid lockdowns across Australia (commencing in mid-2021) however, we
postponed this activity until 2022. Pictured (right): With the PBS approval of HIV home-testing kits, consultations with
heterosexual men living with HIV via HetMAN Australia will continue to inform a future NAPWHA promotion initiative.
https://napwha.org.au/i-chose-to-get-tested/

INNOVATION AND SIGNIFICANCE
The Health Literacy Framework project uses an ecological framework to conceptualise how NAPWHA’s
own process of organisational learning about the individual health literacy needs of heterosexual men
living with HIV can inform learning and development at the wider community, sectoral, and societal
levels.
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7. A systems approach
to understanding the
needs of an underserved sub-population:
Asian-born men living
with HIV in Australia
Community
Advocate

Supporting Partners

Jimmy Chen
Jimmy has been a peer
educator at ACON’s
a[TEST] clinic since 2018,
and a PANA Community
Advocate since 2021.

Australian
Research
Centre in
Sex , Health
and Society
(La Trobe
University)

An initial PANA
community reference
group comprises of Dai
Aoki (ACON), Justin Xiao
(ACON), Emil Cañita
(Living Positive Victoria)
and Satrio (Tiko) Nindyo
Istiko (University of
Queensland).

HIV Futures
Study

Living
Positive
Victoria

PANA
(Positive
Asian
Network
Australia)

Supporting resources available
See project documentation for HIV Health Literacy
Framework Project – Community Consultations
with heterosexual men in Melbourne report
on November 2020 at http://napwha.org.au/wpcontent/uploads/2020/12/NAPWHA_HLF2020_
Consultation-with-Positive-Heterosexual-Men_
REPORT.pdf
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BACKGROUND
Significant prevention gaps affect Asian-born men who have sex with men (MSM) in Australia (Aung et al,
2020; Phillips, 2022). However, relatively little is known about quality-of-life issues among HIV-positive
Asian-born men who have sex with men (MSM) in Australia. NAPWHA identified an opportunity to invest
in the capacity of this community to engage in research and to challenge the perception that they are
‘hard-to-reach.’
The rates of HIV infection of Asian-born men who have sex with men (MSM) are disproportionately
higher than Australian-born MSM relative to population (Reeders, 2010). Further research is needed to
understand how the Australian HIV response can support Asian MSM. However, there are challenges in
reaching the population through traditional research methods.
Of the HIV research involving overseas-born Asian men, the aims have focused on the prevention and
testing for those with an HIV-negative status or an unknown HIV status. A gap remains in understanding of
the experiences of overseas-born Asian men living with HIV post-diagnosis in Australia. Further research
is needed to determine treatment access and adherence, engagement with healthcare, experiences of
discrimination and internalised stigma, quality of life, community support and treatment as prevention
of transmission.
There is an underrepresentation of overseas-born Asian men living with HIV in current research studies.
Looking into current HIV related research, 25% of new HIV diagnoses in MSM in the National HIV Registry
were Asian born, however, they comprised only 14% in ACCESS sample and 4% in the Gay Community
Periodic Survey sample (Aung et al., 2020). One of the contributing factors of this underrepresentation
are challenges in the promotion and recruitment for research participation. Of those who responded
to the Asian Gay Men’s Survey, only 20% had some involvement with gay community organisations,
services or groups. This poses challenges in recruiting and representing Asian men in the many HIVrelated studies that recruit via gay community avenues (Wong et al., 2018).
Although the Asian Gay Men’s Survey is designed to respond to the cultural needs, those living with HIV
only made up 5% the sample, and therefore is unable to provide in-depth analysis of the experiences
of Asian men living with HIV. Studies such as HIV Futures from Latrobe University, is a comprehensive
survey focusing on experience of PLHIV, however the duration, length of the survey is barrier for those
where English is not their preferred language (Power et al., 2019). Therefore, specific research is needed
on Asian people living with HIV to design promotion strategies.

APPROACH
Under the Health Literacy Framework project, the Positive Asian Network Australia (PANA) was established
as a peer-led community mobilisation initiative, formed by HIV peers and the project’s Community
Advocate, Jimmy Yu-Hsiang Chen.
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Hosted by Jimmy and members of PANA, online consultations of overseas-born men living with HIV,
referred to as ‘Community Conversations’ were conducted in May 2021. These facilitated ‘Community
Conversation’ were made up of two group discussions held online via video conferencing with participants
from across Australia (n=7). Additional interview participants were recruited through community
organisations, Living Positive Victoria and ACON where one-on-one interviews were conducted (n=8).

Image: An invitation was posted via NAPWHA social media channels, as well as through NAPWHA’s network of State and
Territory-based PLHIV community organisations. A social media video (right) was created to call participants for one-to-one
interviews.

The activities aimed to investigate key issues and needs, as well as potential initiatives to address the
issues identified by community.
A key initiative involved collaborating as co-researchers on HIV Futures’ 2022 by conducting in-depth
interviews with positive Asian people.

OVERVIEW OF FINDINGS
The key issues identified through our ‘Community Conversation’ activities were:
•

HIV being linked with morality and punishment

•

Peer-led information sources were most trusted and relevant

•

Experiences of stigma in suburban healthcare setting

•

Structural HIV stigma in immigration process

The priority areas identified for action were:
•

Advocacy in immigration

•

Community building and mobilisation

•

Meaningful involvement and employment in the HIV sector

•

Visibility of positive Asian role models
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OUTCOMES: CAPACITY AND COMMUNITY
BUILDING
A key outcome of the Health Literacy Framework project has been the capacity building of community
members and organisations involved. Community members have gained skill and knowledge through
connecting with and learning from others in their community. Individual capacity has been strengthened
by building networks and partnerships within communities and organisations.

Pictured: In response to the issues raised in ‘Community Conversations’, the Positive Asian Network Australia (PANA)
was established aiming to connect community members with each other, continue community-led conversations about
challenged faced by positive Asian people, provide fast access to relevant HIV information, make recommendations
to HIV organisations to advocate for improved support. Membership will be open to all positive Asian people living in
Australia. The group aims to be inclusive also of Australian-born Asian people and people of all genders, including cis-,
trans- and gender-diverse people. A closed-group has been established and is moderated on Facebook to keep peer and
social connection continuing online.
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Pictured: Fostering opportunities for Community Advocate representation at clinical symposia and conference events
has been an initiative to broaden the representation and discourse of lived experiences. Community Advocates Jimmy
Chen and Emil Canitas (top centre; top right) as part of a community and clinical webinar representing Quality of Life in
September 2021 – https://napwha.org.au/are-we-on-track-to-achieve-quality-of-life-for-all-by-2030/

Picture: Members of PANA, including Justin Xiao, present their work, vision and goals at the NAPWHA Members Forum in
July 2022.

Further projects in this area should aim to explore capacity building in support the physical and mental
health of community members as their advocacy grow. And additional resourcing should look beyond
creating volunteer opportunities and support the capacity of community advocates through paid stable
employment, which invested back into communities and builds meaningful partnerships and networks.
This is particularly important for temporary visa holders who can experience significant financial
insecurity.
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IMPACTS
We analysed findings from the consultations that identified a lack of representation in health promotion
and community spaces as a key concern.   
This results from under-engagement of positive Asian people in research practices and findings, which
feeds ongoing cycles of invisibility throughout policy, services, and community, leading to unmet needs
for HIV prevention, care and support.
A key outcome was building capacity among PANA members to participate in research as key informants,
recruiters, interviewers, and lay research translators. This depended on developing community
organising skills, interpersonal networks, funding opportunities, and supporting the health and
wellbeing of participants.
The outcome challenges the often-cited impression of Asian-born MSM as a ‘hard-to-reach' community
and highlights the value of investing in the capacity of communities to engage in research initiatives.

INNOVATION AND SIGNIFICANCE
Using a systems approach combining a root cause analysis and applying an ecological framework
enables us to identify the causal cycles that contribute to the under-representation of positive Asianborn MSM in research, prevention and positive health promotion. The findings confirm the importance
of local knowledge and community engagement. Asian-born men living with HIV bring unique insights,
knowledge and expertise that are essential for Australia’s efforts to end HIV as a public health threat by
2030.

FURTHER READING ON ASIAN-BORN MEN
LIVING WITH HIV IN AUSTRALIA
Agu, J., Lobo, R., Crawford, G., Chigwada, B., Yamada, T., & Chen, C.-C. (2016). Migrant sexual health help-seeking
and experiences of stigmatization and discrimination in Perth, Western Australia: exploring barriers and enablers.
Mdpi.Com, 13(5). https://doi.org/10.3390/ijerph13050485
Aung, E., Chan, C., Mcgregor, S., Holt, M., Grulich, A. E., & Bavinton, B. R. (2020). The Gaps Project Report: Identifying
gaps in achieving the elimination of HIV among gay, bisexual, and other men who have sex with men in Australia.
https://doi.org/10.26190/5f9f3f288a6ae
Banik, S., Dodge, B., Schmidt-Sane, M., Sivasubramanian, M., Bowling, J., Rawat, S. M., Dange, A., & Anand, V. (2019).
Humanizing an Invisible Population in India: Voices from Bisexual Men Concerning Identity, Life Experiences, and
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Sexual Health. Archives of Sexual Behavior, 48(1), 305. https://doi.org/10.1007/S10508-018-1361-X
Chen, C. X. (2021). Chinese queer migrants in Australia: life course, social integration and community engagement.
Crawford, G., Lobo, R., Brown, G., & Maycock, B. (2016). The influence of population mobility on changing patterns
of HIV acquisition: Lessons for and from Australia. Health Promotion Journal of Australia, 27(2), 153–154. https://
doi.org/10.1071/HE15042
Gunaratnam, P., McManus, H., Watchirs-Smith, L., McGregor, S., Callander, D., Brown, G., Lobo, R., OʼConnor, C.,
Hellard, M., Medland, N., Lewis, D., Palmer, C., Law, M., Gray, R., Donovan, B., & Guy, R. (2018). People Born in NonMain English-Speaking Countries Are Less Likely to Start HIV Treatment Early in Australia: A National Cohort Analysis,
2014-15. Journal of Acquired Immune Deficiency Syndromes (1999), 77(3), e31–e34. https://doi.org/10.1097/
QAI.0000000000001585
Huang, S. (2021). Alternatives to Coming Out Discourses. Oxford Research Encyclopedia of Communication.
https://doi.org/10.1093/ACREFORE/9780190228613.013.1179
Power, J., Amir, S., Brown, G., Rule, J., Johnson, J., Lyons, A., Bourne, A., & Carman, M. (2019). HIV Futures 9: Quality
of Life Among People Living with HIV in Australia, monograph series number 116, The Australian Research Centre in
Sex. In Monograph Series Number (Vol. 116). Health and Society. www.latrobe.edu.au/arcshs
Reeders, D. (2010). Double trouble? The health needs of culturally diverse men who have sex with men. Melbourne,
Australia: Centre for Culture, Ethnicity and Health.
Song, C., Chatterjee, J. S., Doane, D. L., & Doneys, P. (2021). Men in Mixed-Orientation Marriages in Contemporary
China: Unpacking the Role of Heteronormativity and Patriarchy. Journal of Family Issues, 0192513X2110557.
https://doi.org/10.1177/0192513X211055790
Song, C., Xie, H., Alizai, A., & Chatterjee, J. S. (2021). “I did not know I was gay”: sexual identity development and
fluidity among married tongzhi in China. Culture, Health and Sexuality. https://doi.org/10.1080/13691058.2021.1
996631
Wong, T. H. (Horas), Mao, L., Chen, T., Yullus, H., Mackie, B., Sparks, M., Wark, T., Kao, S.-C., Wong, S., Dailey, B.,
Azizul Haque, M., Gonzalez, N., Prihaswan, P., Stackpool, G., Brooks, M., Dabbhadatta, J., Aung, E., Lewis, D.,
& Halliday, D. (2018). 2018 Sydney Gay Asian Men Survey Brief report on findings. In Sydney Gay Asian Men
Survey: Brief report on findings. Sydney: Centre for Social Research in Health. UNSW Sydney. https://doi.
org/10.26190/5c070cf9692feeferences
Reeders, D. (2010). Double trouble? The health needs of culturally diverse men who have sex with men. Melbourne,
Australia: Centre for Culture, Ethnicity and Health.
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8. Mobilising community
conversation among
Latinx living with HIV in
Australia leads to ways
to address health needs
Community
Advocate

Cristian Cortes
Cristian works at
Living Positive Victoria
and has been the
PLAN Community
Advocate since 2021.

Supporting Partners

Living Positive
Victoria

PLAN (Positive
Latinx
Australian
Network)

Latin American
and Hispanic
Rainbow
Community
(LAHRC)

SAILAHC
(Sydney ARCO
IRIS Latin
American
& Hispanic
Community

Supporting resources available
See project documentation for HIV Health Literacy Framework Project – Community
Conversations with Positive Latinx report on December 2021 at https://napwha.org.au/wpcontent/uploads/2022/06/NAPWHA_HLF2022_Latinx-Community-Conversations_REPORT.pdf

Travel and migration restrictions based on HIV status are discriminatory, propagate stigma and
prevent people from accessing treatment and services. In the Spring 2019 edition of Living Positive
Victoria’s Poslink, contributors Vikas Parwani and Alexandra Stratigos from HALC outlined recent
changes to visa policy in Australia and what readers needed to know about travelling with HIV.
Cristian Cortes contributed a personal story of the pathway to a new life in Australia.
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BACKGROUND
There is an underrepresentation of overseas-born Latinx men living with HIV in research and HIV
health promotion in Australia. With information taken from Australia’s HIV notifications and NAPWHA’s
organisation work data and summarised trends in recent years:
•

There has been a steady decline in the proportion of diagnoses attributed to male-to-male sex.
This is largely due to the introduction of pre-exposure prophylaxis (PrEP). At the same time, a
greater proportion of the MSM diagnoses are among men born overseas. For example, in NSW
(2019), 59 per cent of MSM newly diagnosed with HIV were born overseas.

•

Compared to other cohorts, there is no specific trend in the notification data for people born
in the Americas; instead, numbers change from year to year. Evidence from Queensland Positive
People (QPP) shows that there was a doubling in their MSM clients who come from countries in
South America, from eight in 2019 to 16 in 2020.

•

An increasing proportion of people born overseas are diagnosed with HIV more than five years
aft er their arrival. This trend suggests that the risk for infection can be exacerbated in Australia.

APPROACH: PROCESS OF ENGAGEMENT
Due to the lockdowns in 2021, and the restrictions on movement and social contact that this entailed,
the method of the consultation with PLHIV from Latinx backgrounds was conducted through online
group forums moderated and co-facilitated by Cristian Cortes and Oscar Sanchez.
•

Use was made of the Zoom application (real time, virtual face-to-face, recordable) with twelve
participants (n = 12) attending, spanning Victoria, NSW, and Queensland.

•

The event followed strict ethical protocols such as de-identification, the safe gathering and storage
of data, and the obtaining of informed consent.

•

All participants were Spanish speakers originating from countries in South America or from
Spain. No Portuguese-speakers (e.g., from Brazil) formed part of the session. For this reason, the
community sessions were conducted bi-lingually in both English, but mainly in Spanish language.
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Pictured: An invitation was posted via NAPWHA social media channels, as well as, through NAPWHA’s network of State
and Territory-based PLHIV community organisations, including Living Positive Victoria. The invitation graphic was also
posted in Spanish, Portuguese and English-language via Cristian Cortes’ social media networks including the Latin
American and Hispanic Rainbow Community (LAHRC) and international student Facebook groups.

Image: The ‘Community Conversations’ activities aimed to investigate key issues and needs, as well as potential
initiatives to address the health issues identified by community.

INVESTIGATION STAGE: OVERVIEW OF
FINDINGS
The key issues identified through our ‘Community Conversation’ activities were:
•
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In South American countries of origin, it is widely accepted that health care systems work mainly
for people that have wealth and money. There is a shortage of public health infrastructure,
including a lack of health promotion and prevention efforts.
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•

Experiences of recent migrants who may have unresolved migration issues, including resident
application processes, or having temporary visa status. Concerns of costs of medical consultations
due to Medicare ineligibility.

•

The role of the internet as a source of information for functional HIV literacy (medication options,
side effects and drug interactions) – often to Spanish-language websites in the USA.

•

Peer connections were a key event in supporting conversations about quality of life; and to let HIV
slot into that without it dominating, and without it getting in the way of what participants wanted
to achieve in their new lives in Australia.

The priority areas identified for action were:
•

Community building and mobilisation

•

Meaningful involvement in the HIV sector

•

Visibility of positive Latinx role models – Spanish-speaking peers who could present health
promotion messaging, share insights into living with HIV in Australia, and be sensitive to the
impact of cultural and religious beliefs of their audience.

•

Spanish-language knowledge translation directed at improving the understanding of the
Australian health care system, including other allied health and community care systems, and
how to navigate it. The role of GPs, HIV specialists, sexual health, pharmacists to be explored,
preferably with practical examples of pathways, referrals and coordination.

IMPLEMENTATION STAGE: CAPACITY AND
COMMUNITY BUILDING
A key outcome of the Health Literacy Framework project has been the capacity building of community
members and organisations involved. Community members have gained skill and knowledge through
connecting with and learning from others in their community. Individual capacity has been strengthened
by building networks and partnerships within communities and organisations.
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COMMUNITY MOBILISATION ACTIVATED
THROUGH THE FORMATION AND
ESTABLISHMENT OF POSITIVE LATINX
AUSTRALIAN NETWORK

Pictured: In response to the issues raised in ‘Community Conversations’, the Positive Latinx Australian Network (PANA)
was established aiming to connect community members with each other, continue community-led conversations about
challenged faced by positive Latinx people, provide fast access to relevant HIV information, make recommendations
to HIV organisations to advocate for improved support. There was scope for potentially leveraging from two existing
latinx networks of which Cristian Cortes and Oscar Sanchez were co-organisers – respectively, LAHRC (Latin American
and Hispanic Rainbow Community – a Melbourne-based social and support network) and SAILAHC (Sydney ARCO
IRIS Latin American & Hispanic Community – a social and support network for Latin American and Hispanic LGBTIQ
Community members and their family & friends in Sydney).
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Picture: Members of PLAN, including Carlos Araya, Miguel Valencia and Cristian Cabezas whiteboarding their work, vision
and goals at a face-to-face meeting, and presenting back to the NAPWHA Members Forum in July 2022.
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Pictured: Two online learning resources on the NAPWHA
Learning platform for the HIV 101 project consist of one for
GPs who are about to make a new HIV diagnosis and another
for people who have just received one. Four ‘virtual hugs’
video messages were created by community members
thriving with HIV, for people who have just received a new
diagnosis, including one from Cristian Cortes. ‘The video
messages talk about what you might be feeling, what to
expect, and where you can find support”.

REPRESENTATION, VISIBILITY, AND
AMPLIFYING COMMUNITY VOICES IN
HEALTH PROMOTION MESSAGING

Pictured: Fostering opportunities for Community Advocate representation at clinical symposia and conference events
has been a key project initiative to promote representation and health promotion. Community member Bruce Sanchez
at a community webinar representing as part of a panel on the release of a legal guide around disclosing your HIV
status in Victoria co-published by Living Positive Victoria, in partnership with the HIV/AIDS Legal Centre (HALC) and
the Victoria Law Foundation. Carlos Araya speaking as part of a positive panel for the Optimising Care 2021 webinar
series.

Further projects in this area will aim to explore capacity building to support the physical and mental
health of community members as their advocacy and representation roles and responsibilities grow.
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HEALTH PROMOTION DEVELOPMENT FOCUS:
MIGRATION, TREATMENT ACCESS FOR PEOPLE MEDICARE INELIGIBLE,
AND EASY-TO-UNDERSTAND SPANISH-LANGUAGE RESOURCES
Image: Travel and migration
restrictions based on HIV status
are discriminatory, propagate
stigma and prevent people
from accessing treatment
and services. In the Spring
2019 edition of Living Positive
Victoria’s Poslink, contributors
Vikas Parwani and Alexandra
Stratigos from HALC outlined
recent changes to visa policy
in Australia and what readers
needed to know about
travelling with HIV. Community
members
contributed a
personal story of the pathway
to a new life in Australia.

Pictured: With treatment access for people who are ineligible for Medicare to gain access to HIV treatment and care set to
change in July 2022, a key focus of health promotion implentation for PLHIV of Latinx-background are the development
of easy-to-understand, and in-language (Spanish; Portuguese) community resources – with community representatives
tailoring the knowledge translation of new information. Easy-to-understand Spanish-language FAQ resources explaining
the Australian healthcare system have been an area defined as future work for PLAN – e.g . What is a GP? What is a S100
HIV Community Prescriber? How do Sexual Health Clinics and Allied Health services work in Australia?
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INNOVATION, SIGNIFICANCE, AND IMPACTS
A key outcome was building capacity among PLAN members to participate in research as key informants,
recruiters, interviewers, and lay research translators.
The PLHIV Latinx ‘Community Conversations’ consultations and subsequent initiatives have reinforced
the necessity and effectiveness of community-led approaches. Overseas born latinx people living with
HIV bring unique insights, knowledge and expertise that is essential for the Australian HIV response. The
Community Conversations initiative served to only ‘scratch the surface’ on key issues affecting PLHIV of
Latinx background in Australia.
The findings of the consultations demonstrated the need for supporting community-led advocacy in
key areas such as migration and capacity building. The project pilot demonstrates that efforts should
focus on facilitating and mobilising community connection, belonging and visibility of the positive
Latinx community in Australia. Investment and funding on NAPWHA’s part, would assist in continuing
and furthering the health promotion initiates commenced in 2021 into the following years.
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9. Consultations with
Aboriginal and Torres
Strait Islander PLHIV
PATSIN
PATSIN is a national membership-based group for Indigenous people living with HIV (PLHIV). Funded
and organised by NAPWHA, the group meets face-to-face and by teleconference, giving members the
opportunity to network and identify best practice in health promotion. Perhaps most crucial of all,
PATSIN provides culturally appropriate peer support to other Aboriginal and Torres Strait Islander
people with HIV – https://napwha.org.au/about-us/patsin/

In May 2021 the Health Literacy Framework project convened an in-person meeting
of the Positive Aboriginal and Torres Strait Islander Network (PATSIN) in Sydney. The
meeting was affected by COVID-19 lockdowns, but it continued with some participants joining the
conversation via Zoom.
NAPWHA staff presented the principles of the Health Literacy Framework and invited reflections on
how the framework might look different from an Indigenous perspective. In response, participants
emphasized that community, rather than individual learning and experience, should be at the centre of
an Indigenous adaptation of the framework.
An open-ended workshop was then held to discuss the full range of possible activities that could happen
under the umbrella of the HLF project. At the end of the conversation the group identified priority
activities for NAPWHA to carry forward. A report on the workshop was prepared by NAPWHA Learning
Project Officer Daniel Reeders and shared with the PATSIN membership for feedback.
A key issue identified was the need for a safe space to talk with a peer who has navigated similar
experiences and challenges. This grew into the idea of a national call-back telephone line, where
Indigenous PLHIV, especially people facing a new or recent HIV diagnosis, could leave a message and
receive a call back from a member of PATSIN.
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DEVELOPING A MODEL OF PRACTICE
To progress the activity identified at the workshop, NAPWHA convened a small working group including
PATSIN members and NAPWHA staff members Eloise Monteiro and Daniel Reeders. A key issue was
developing a model of practice that acknowledges and protects the safety of both callers and PATSIN
members responding to calls. This involves principles of cultural safety and trauma-informed practice as
well as duty of care considerations for NAPWHA as the auspicing organisation.
A model of practice has been developed with the input and approval of the PATSIN members. The model
describes Indigenous HIV Shared Peer Care for people with a new or recent HIV diagnosis. Shared care
might include an Indigenous HIV Peer (via the PATSIN call-back service), an Aboriginal and Torres Strait
Islander Health Worker (AHW), and an HIV Peer Navigator (who may be non-Indigenous).

PUTTING THE MODEL INTO PRACTICE
NAPWHA is committed to implementing the model beyond the lifetime of the HLF project. It includes
a graduated program of training, so that PATSIN members can begin answering calls and build up their
skills, knowledge, and credentials over time. This creates an employment pathway where participation
in the PATSIN call-back service can lead to an employed role in the HIV response.
The first stage is completing peer support skills training. NAPWHA will work with PATSIN members to
Indigenise and complete training using an existing HIV peer support training package. A second stage is
for PATSIN members to complete NAPWHA’s HIV Peer Navigation training program, and finally, HIV Peer
Navigators may pursue further nationally recognised training.
Training is also being developed for Aboriginal and Torres Strait Islander Health Workers (AHWs) and
HIV Peer Navigators (HPNs) — the other two corners in the Indigenous HIV Shared Peer Care ‘triangle.’
This training includes an HIV 101 module for AHWs and a cultural safety module for HPNs. The goal is to
support effective wraparound care for an Indigenous person with recent HIV diagnosis.
Pictured:
Michelle Tobin
of PATSIN
spoke about
developing a
model of practice
at the NAPWHA
Members Forum
in July 2022.
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10. The needs and
experiences of people
living with HIV who
inject drugs
Pilot project lead

Supporting Organisation

Brent Clift on
Brent is a Senior Project Officer

Australian Injecting and Illicit Drug
Users League (AIVL)

at NAPWHA.

Supporting resources available
See project documentation for HIV Health Literacy Framework Project – Community
Consultations w ith people who inject drugs on July 2022 at
https://napwha.org.au/health-literacy-framework/

BACKGROUND/PURPOSE
People who inject drugs (PWID) are a highly marginalised and stigmatised group. PWID are at risk of
multiple negative health consequences (including fatal overdose) and are disproportionately affected
by blood-borne infectious diseases (such as HIV and hepatitis C). Furthermore, PWID experience the
negative impacts of social stigma associated with intravenous drugs use, compounded by criminalisation
of illicit drugs across Australia. The Australian Institute of Health and Welfare (AIHW) reports that 1.5%
of the total population aged over the age of 14 have injected a drug in their lifetime and 0.3% report
injecting drugs in the past 12 months. The drugs most injected are heroin (46%) and methamphetamine
(41%).
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Within the health and research sectors, HIV and injecting drug use are conceptualised in two ways. Firstly,
the sharing of injecting equipment is a common mode of HIV transmission (together with Hepatitis C),
particularly in countries where there is an absence of harm reduction policies, such as access to free
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sterile injecting equipment. Secondly, PLHIV are overrepresented among cohorts of injecting drug users
compare to the general population. HIV Futures report that 14.2% of PLHIV have injected drugs in the
past 12 months compared to 0.3% of the general population.

APPROACH
The project forms part of NAPWHA’s Health Literacy Framework initiative, which uses an ecological
framework to guide consultation, implementation, and dissemination. A desktop literature review was
conducted, and an advisory group of peers established to guide engagement and recruitment of peers
for interviews. A diverse range of participant interviews were conducted by videoconference.

Advisory group
An advisory group of peers was established to guide the engagement aspect of the project. The advisory
group were asked to identify key health issues for this population, the type of engagement appropriate for
this population, as well as assist with the recruitment for the Key Informants to participate in interviews.
The advisory group made the following recommendations, to inform the process of engagement with
people with HIV who inject drugs.
•

Target the recruitment of Key Informants to ANY person living with HIV who has injected any
substance in the past 12 months OR any person living with HIV who has lifetime experience of
injecting drugs but may have ceased their injecting practice due to health concerns associated
with their injecting practice, regardless of substance injected, gender or sexuality.

•

Recruitment of Key Informants to be done through peer networks of injecting drug users.

•

Identify key issues and themes to guide the development of an interview guide in keeping with
the aims of the health literacy framework (these themes are articulated below).

Development of an interview guide
An interview guide was produced by the project lead and reviewed by a qualitative researcher to ensure
that the questions reflected the aims of the engagement process as identified by the advisory group. The
interview guide focused on the following thematic areas:
•

How does this sub-population define health?

•

Who and/or what are trusted sources of health information and why?

•

How are health messages understood in relation to the HIV continuum of care, using U=U as an
example.

•

The experience of stigma in healthcare and community setting regarding HIV and injecting drugs.

•

What health promotion messaging is currently not visible to Key Informants which they would
like, or they feel that should be available through organisations like NAPWHA.
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Recruitment of Key Informants
All Key Informants were recruited through established peer networks of the advisory group members.
All the Key Informants have a history of injecting crystal methamphetamine while one had experience
of injecting opioids (as well as injecting crystal). A $75 gift voucher was provided to all Key Informants
who participated in an interview. A consent form was provided with information about the project, and
written consent was obtained.

Interviews with Key Informants
All interviews were conducted by a peer using a semi-structured interview guide. All interviews were
transcribed, and a thematic analysis was performed using NVIVO software and findings were discussed
between the project lead and a member of the advisory group. These findings are outlined below and
are considered preliminary findings for the purpose of this report. A more detailed report is in progress
and will give further detail to the voices and experiences of each Key Informant and highlight in depth
the contemporary experience of living with HIV and injecting drugs.

OUTCOMES AND IMPACT
Diverse meanings of Health
PLHIV-WID were asked to define what health means to them, regarding their general health, HIV, and
their injecting practices. This elicited a diversity of responses. Some participants regarded health as the
absence of disease or illness, or not needing to see a doctor to manage ongoing health issues either
physical or mental. Others employed a more holistic or ‘social determinants of health’ lens. They stated
that health was the ability to go about their daily life unimpacted by external life factors such as injecting
drugs. One participant who had a history of homelessness saw aspects of life including shelter, access to
food, and having an income as key to facilitating good health. Nearly all Key Informants stated that their
mental health was as equally as important to them as physical health, and often took steps to manage
their mental health through counselling, psychologists, or peer support.
While Key Informants reflected a diversity of views on the question of general health, when asked what
health means to them in the context of HIV, all responded with ‘reaching and staying’ undetectable.
For all Key Informants, this was the measure of good health regarding HIV. One participant who has
been living with HIV since the 1980s and had been treating their HIV prior to the advent of highly active
antiretroviral therapy (HAART) in 1996, reflected on how this had changed for them over time. To them,
HIV health meant more than just ‘reaching and staying’ undetectable but included managing the health
implications which arise from living with HIV longer term.
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Key Informants were asked to define what health meant to them in the context of injecting drugs, and this
is where the most diverse set of responses were raised. Some discussed the practice of injecting itself.
Knowing how to inject properly, vein care, access to clean injecting equipment, and taking ownership of
preparing the syringe themselves so they knew precisely what they were injecting. Others spoke of the
impact on their lives – both positive and negative – that injecting drugs has had.
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Most Key Informants had developed a range of strategies which enabled them to be able to inject drugs
in ways that did not impede on other aspects of their lives, and which minimised negative effects on their
health, however this was often in the context of having past experiences where injecting had become out
of control or chaotic.
All Key Informants were motivated to inject drugs for fun and pleasure, and most to enhance sex. They
did not feel shame or think that injecting was a bad thing, however all were aware of the potential
negative aspects of the practice.

Trusted sources of health information
Key Informants were asked about trusted sources of health information. Overwhelmingly, GPs
(particularly those specialising in HIV) were the most trusted when it came to general health matters and
HIV. Most were deliberate in choosing doctors who had good HIV knowledge, with some ensuring that
their doctors were highly regarded in the field.
When asked if they discussed their injecting drug use with their doctors, most Key Informants claimed
they did not. Stigma and shame are the primary reasons cited for not doing so. A minority did however
initiate conversations about their injecting drug use if it was felt or that the GP was aware of the issues
related to injecting drugs, often in the context of Chemsex and gay communities.
Peer based community organisations and online social groups such as the Institute of Many (TIM) were
cited by some, particularly for connecting to other positive peers. Often, older, or more experienced peers
were cited by Key Informants as trusted sources of health information, advice and support particularly
with HIV and injecting drugs. Most Key Informants have well developed small networks of trusted peers
whom they feel comfortable discussing these topics in ways which did not feel stigmatising.
Some Key Informants provide support and advice to others within their networks. Most Key Informants
stated that they had learned about U=U through these networks, and trusted that U=U worked, as
they have examples where they had engaged in regular sex with serodiscordant partners, where no
transmission of HIV had taken place. When asked about U=U in the context of blood-to-blood contact,
Key Informants were less sure about the science and whether this caried more of less risk of HIV
transmission than semen.

What health promotion activities do PLHIV-WID want?
Most Key Informants did not feel that there was a gap in their knowledge around HIV or injecting drug
use, however, did identify some resources and supports they felt could be valuable to the broader
community. It should be noted that none of these touched on HIV rather focused more on the experiences
of injecting drugs. Some of the suggested activities from Key Informants are described below.
•

Greater access to information and services which promote safer injecting practices as well as how
to prepare a syringe and administer. Needles Syringe Programs (NSPs) were identified as places
where this exchange of information could be offered.

•

More health resources with fit packs, and hence taken home. There was a view from some Key
Informants that online resources are easily forgotten, and that a resource handed out with a fit
pack will have greater recall.
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•

Checklists that encourage PWI to think about other life tasks which they need to maintain. This
suggestion came from someone who had lost their job through chaotic drug use.

•

One on one peer support

•

Greater visibility within research

•

Representing a diversity of real people and experiences within health resources rather than a
stereotype of a person who injects drugs.

INNOVATION AND SIGNIFICANCE
The information presented above are preliminary findings from interviews conducted with this
population, and a more detailed report will be finalised after further analysis of interviews and review
from the advisory group. We acknowledge that research engaging people living with HIV who inject
drugs remains scarce, and these findings represent one of the few available sources of insight into the
needs and experiences of this group; and will inform the development of initiatives or recommendations
to better meet their needs.

Pictured: Brent Clifton reports back at the NAPWHA Members Forum in July 2022.
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11.The needs and
experiences of people
living with HIV in
custodial settings
In 2021, the Health Literacy Framework branched out to extend the learnings of the project by focusing
on the situation of PLHIV who are incarcerated, both in the prison system and in immigration detention.

BACKGROUND AND LIMITATIONS
feature of all custodial settings in Australia is a comprehensive restriction of detainees’ ability to interact
with others. This includes interactions between detainees, between detainees and staff at the custodial
facility, between detainees and those outside of detention and, importantly for the purposes of work in
Health Literacy, between detainees and organisations such as NAPWHA.
Custodial facilities are generally resistant to external agencies providing Health Literacy information
inside the facility. For example, NAPWHA’s attempt to offer training in prisons and to prison staff (through
our local member organisation) during the course of the Health Literacy Project (in the context of the
introduction of Mandatory Disease Testing powers to prison staff in Western Australia) was unsuccessful.
Work with HIV positive people inside custodial settings has a number of limitations. The first is knowing
that a person in a custodial setting is HIV positive and in need of support. Secondly, Health Literacy
support work must progress as individual support, however, access to the individual is restricted,
and visits are difficult to schedule and time-consuming. This kind of support is therefore prohibitively
expensive at scale. Finally, the effectiveness of Health Literacy engagement or support is constrained
by the context of the custodial setting in which all aspects of the detainee’s life are regulated by the
custodial facility.
Work with HIV positive people in custodial settings is challenging and has impacted progress with this
population as part of the Health Literacy Project.
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METHOD AND APPROACH
Ongoing connection with a cohort of people living with HIV who have experience in custodial settings
impeded our ability to recruit a larger number key-informants for engagement. However, utilising peer
networks, NAPWHA was able to engage with one person living with HIV with recent and considerable
experience in custodial settings.
An interview was conducted, recorded, and transcribed for analysis. Key themes were identified, and
they are presented below. The findings should be read in the context of having come from a single keyinformant. They may not be indicative of the experience of all people in similar situations. Nevertheless,
important lessons can be drawn from the source material.

HEALTH LITERACY NEEDS IN CUSTODIAL
SETTINGS
We found that there is a lack of health literacy information about HIV and sexual health in prisons.
There is no information on HIV prevention, management, stigma, or discrimination that is made widely
available to either the staff or the prisoners. Key themes are identified below:

Provision of care and information
Care for HIV positive people is delivered through the hospital or medical service associated with the
prison. The person with HIV is transported there at regular intervals for HIV-related testing, treatment
and care. Information about tests results such as HIV status, viral load, CD4 cell count are delivered to the
patient at the associated hospital. All information on HIV comes from outside the prison, from associated
medical services or from peers.
Health information in prison-associated hospital settings is delivered in less-than-ideal conditions. Our
Key Informant reported information being delivered to them while they were ‘shackled’ (hands and feet)
to a wheelchair and in the presence of two prison guards. This situation is not conducive to engagement
in care, patient choice or confidentiality.

Interaction with staff and inmates
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There are significant health literacy needs among prison staff and inmates. Our Key Informant reported
being told not to share cigarettes by prison guards to prevent transmission of HIV, indicating an alarming
lack of workforce understanding and training about HIV. Further, on transfer to a different prison, our Key
Informant reported being told by other inmates that prior to, and because of, her imminent arrival that
there had been information circulated about living with an HIV positive person and basic information
about the lack of transmission risk from everyday activities. Not only does this obviously breach the
confidentiality of the HIV positive prisoner and put them at risk of stigmatisation, discrimination,
and physical violence but it further demonstrates a failure to address HIV literacy generally in a more
integrated way within the prison system (as opposed to in response to a specific situation).
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Power Imbalance
A focus on inmate treatment as an expression of State control and authority undermines concern for
the maintenance of inmate health and health literacy. Our Key Informant reported experiencing an
incident where there was a gap in HIV treatment because, on arrival in prison for the second time, the
Key Informant was not permitted to use medications brought with in from outside. They had to wait
for the prison-approved pharmacy to source her medications. In a separate incident our Key Informant
reported that the prison doctor withheld hormone treatment from her and repeatedly misgendered her
on purpose. A direction from a judge was sought to ensure access to hormone therapy was restored.
Finally, our Key Informant reported that custodial centre staff exhibited a repeated failure to intervene in
situations when they were subjected to verbal abuse.
The situation is similar in immigration detention with no information on HIV health literacy made available
from the immigration facility to her or to other detainees. Medical appointments were conducted via
video link and did not involve facility staff. This represents a missed opportunity to embed HIV health
literacy within the immigration detention system.
Despite the isolation in the prison setting, connection to peers and clinical supports was reported as
being vital to the development of better health literacy.

Treatment Choice
Our Key Informant noted that there was no choice of treatment options provided and no option to
not take what was prescribed, although they were informed that if side effects were a problem, then a
treatment review would be undertaken. This represents further missed opportunities to build the health
literacy of HIV positive inmates and secure better outcomes through engagement in care treatment
decisions.

SUGGESTIONS FOR CHANGE / FUTURE
ADVOCACY
Our key-informant pressed strongly for the need to improve the health literacy of the staff in custodial
settings.
•

Clinical staff providing care to people in custodial settings are an important source of health
literacy information for detainees and should be appropriately supported.

•

HIV education should be embedded generally within custodial settings for both staff and detainees.
HIV community organisations should be engaged in the delivery of appropriate training.

•

In partnership with government, we should systematically address and reform policies and
practices within custodial setting which are discriminatory and reinforce stigma of people living
with HIV and other blood borne viruses.
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Access to peer-based support in custodial settings should be enabled through state-based
community organisations or local area health services.

Our Key Informant was optimistic about the possibility of peer organisations working with and within
the prison system. There would be blockages, because “They’ve been doing things in a certain way
for a hundred years. They’d be averse to any changes, but it can be overcome.” Organisations such as
NAPWHA should continue to try to deliver programs within the prison system and thereby bring to that
system peer insights of benefit; especially to staff, as well as being of great support to prisoners living
with HIV or other blood-borne viruses (BBV).
We also note that the experiences recounted above demonstrate the power and potential of HIV positive
peers to influence positive change even in challenging environments and circumstances.
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12.What next for
Health Literacy and
NAPWHA?
NAPWHA provides high level advocacy, health policy advice, and effective community representation
at a national level. NAPWHA is engaged in a range of health and education initiatives that promote
the highest quality standard of care for HIV-positive people. NAPWHA also contributes to clinical and
social research into the incidence, impact, and management of HIV, with the aim of ensuring that all
people with HIV have access to the highest quality of care. NAPWHA works across a range of high-level
government, industry, health sector and community partnerships and collaborative activities, to ensure
that members from across Australia have a national voice.
As a result of work over the last three years on the Health Literacy project NAPWHA has new conceptual
tools and updated experience to inform its work with members and PLHIV throughout Australia.
NAPWHA’s Health Literacy Framework project took the health literacy concept and applied it in a
unique way. As referenced in the external evaluation the project has ‘scratched the surface’ in terms
of health literacy work in HIV. As noted, HIV health literacy in the Australian population is behind the
current scientific knowledge and reality of the disease and its management. Once again, the burden of
understanding and sharing understandings of the current realities of living with HIV in Australia have
fallen on the shoulders of HIV-positive people themselves. It is worth noting that it is HIV positive people
who have risen to the challenge and through the health literacy project have stepped up and organised
into networks to improve and represent their own situation.
In conducting this project NAPWHA has learned that participatory action research in conjunction
with genuine community consultation are methods that the organisation and its membership are
comfortable with, and further, that these methods can deliver results. The engagement and training of
community advocates has advanced the goals of NAPWHA in the sense that individual capacity building
has occurred for key people within the priority population groups. The project led to real outcomes
and significant change, as health literacy activities were co-designed and delivered by the community
advocates in collaboration with partner organisations.
NAPWHA’s strategic plans and priorities must continue to align with national targets as well as with the
interests of NAPWHA members. NAPWHA and the national response to HIV in Australia now has another
tool for use into the future – the HIV Health Literacy Framework. . Within the project there was much talk
of the ‘health literacy ecosystem.’ NAPWHA’s role within that system has been enhanced and advanced
through increased networking and relationship building across the HIV community. Through this project
there has been a greater understanding developed about the complexities of issues experienced by a
diverse HIV community. We now know how to respond to that diverse community. The expression ‘hard
to reach’ cannot be used anymore - we now have lessons learned on how to reach into and respond to
diverse community's needs.
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WHERE TO NOW?
Resources and funding to continue this work are required. The networks that have emerged need to link
into the larger national efforts and the lessons learned spread out through other organisations, into the
HIV sector more generally. The project started with big picture dreams and NAPWHA will continue to
work with those dreams and aspirations.

74

HEALTH LITERACY FRAMEWORK

Pr oject Outcome 2019-2022

13. Thank you and
acknowledgements
Our acknowledges the support and collaboration
of several parties which make this project possible.

Research Consultants
Ronald Woods, NAPWHA Research Consultant /
Learning & Development Training

Community Advocates
Rita Broughton (2020)
Cristian Cortes Garzon — co-founder of PLAN
Latinx Australia (2021-2022)
Sarah Feagan — core member of National
Network of Women (2019-2022)
Lara Kruizinga (2020-2021)
Diane Lloyd— core member of National
Network of Women (2019-2022)
Precious Mapfumo (2019-2021)
Anthony McCarthy — co-founder of HetMAN
(2019-2022)
Emma Sheldon-Collins (2019-2022)
Jimmy Yu-Hsiang Chen — co-founder of PANA
(2021-2022)

NAPWHA project
coordination,
development, and
implementation
Brent Clift on
Eloise Monteiro
Daniel Reeders
Saysana Sirimanotham
Charlie Tredway

NAPWHA Management
Aaron Cogle
Adrian Ogier
Dr John Rule

External Evaluation
Dr Lisa Fitzgerald, University of Queensland
Dr Allyson Mutch, University of Queensland

Pictured: Dr Lisa Fitzgerald and Dr Allyson Mutch report
back their evaluation report (see: Next Report Section) at
the NAPWHA Members Forum in July 2022.

75

HEALTH LITERACY FRAMEWORK

Organisational and
network supporters

Report Graphic Designer

ASHM (Australasian Society for HIV, Viral Hepatitis
and Sexual Health Medicine)
Cairns Sexual Health Service (Carla Gorton, Dr
Darren Russell, Lucy Thallon)
National Network of Women living with
HIV (formerly Femfatales)
Living Positive Victoria
Queensland Positive People (QPP) – with
special mention to Chris Howard and Glen Ryall
NTAHC (Northern Territory AIDS and Hepatitis
Council) – with special mention to Rebekah
Lamb
Positive Women Victoria

Project funding

Advisory Steering Group
Kate Bath, ASHM
Craig Burnett, Living Positive Victoria
Alison Coelho and Pier Moro, Centre for
Culture, Ethnicity and Health
Jane Costello, Positive Life NSW
Nic Holas, The Institute of Many (TIM)
Shih-Chi Kao, Pozhet NSW (Heterosexual HIV
Service)
Rebekah Lamb, NTAHC (Northern Territory
AIDS and Hepititis Council)
Kath Leane, Femfatales
Kirsty Machon, Positive Women Victoria
Melissa Warner, Queensland Positive People
(QPP)
For more information: Advisory Steering Group
Terms of Reference [PDF]

76

Pr oject Outcome 2019-2022

Lealah Durow, Alternate Insight

The project was made possible through the
generous funding grant from ViiV Healthcare
Australia

For more information on
the NAPWHA HIV Health
Literacy Framework
project
Contact Saysana Sirimanotham (NAPWHA
Project Lead)
(02) 8568 0300 / 0424 898 698
saysana@napwha.org.au

A/PROF
LISA FITZGERALD
AND A/PROF
ALLYSON MUTCH

EVALUATION

2022

Health
Literacy
Framework

HEALTH LITERACY FRAMEWORK

Ev aluation

Acknowledgements
We would like to acknowledge and thank the PLHIV who participated in in this project and contributed
to the evaluation, particularly the community advocates who played such a significant role in the
project. We would also like to thank all members of the project team for their dedication and invaluable
contributions to the project.

78

HEALTH LITERACY FRAMEWORK

Ev aluation

Contents
Acknowledgements

        78

Efficiency				

94

Background

        80

Process				

95

Health Literacy Framework

        80

Project Aims				

80

The HLF Project			

82

Phase one: Establishment		

82

Phase two: Investigative/development 83
Phase three: Implementation/delivery

Key activities and their contribution
to outputs and outcomes		

95

Level and nature of engagement to
support co-design			

97

Contribution of community-based
partnerships to project outcomes

98

84

Impact				

99

84

Impact on lives of PLHIV		

99

Participants				

86

Impact on HIV organisations

100

Data collection			

86

Impact on NAPWHA			

101

Interviews				

86

Healthcare sector			

102

Documents				

86

Analysis				

86

Ethical approval			

87

Findings				

87

Appropriateness			

87

Methods

Shedding light on the value of HL in
an HIV peer support context		
Contributing to applied
understandings of HIV HL in Australia
Effectiveness				
Effectiveness of the approach in
achieving outcomes		

102

Continuing, Strengthening and
Expanding the Networks established
through the HLP			

102

87

Ongoing Capacity Building and Support
for Community Advocates through an
expanded peer role			

103

88

Ongoing Organisational Capacity
Building				

104

Alignment with strategic plans and
priorities				

Recommendations

References

        104

90
91
92

79

HEALTH LITERACY FRAMEWORK

Ev aluation

Background
Health literacy (HL) is increasingly acknowledged as more than an individual’s sourcing, understanding,
and processing of health information, but rather it involves complex, multidimensional and relational
processes embedded in interactions between systems, communities and individuals (Woods 2019a).
Broad social and systemic factors can help or hinder access to these processes, but by seeing HL as a
distributed resource held within and shared across networks, we can develop opportunities to embed
HL interventions in peer networks that increase access to knowledge and understanding, and enhance
capacity to navigate complex healthcare environments (McCormack et al. 2017; Woods 2019a). This was
the aim of the NAPWHA Health Literacy Framework Project.
This report outlines the evaluation of the multi-phase HIV Health Literacy Framework Project funded by
ViiV Healthcare and conducted by the National Association of people with HIV Australia (NAPWHA). The
project, conducted over three years, was designed to create and embed HIV HL within peer networks to
increase HL among priority populations of people living with HIV (PLHIV) who have traditionally been
overlooked or excluded from mainstream services and supports.

Health Literacy
Framework
PROJECT AIMS
In the early phases of the HIV epidemic in Australia, knowledge and understanding of HIV was firmly
embedded within affected communities who worked in partnership with clinicians, researchers, and
policy makers to develop knowledge and understanding of HIV, and provide prevention, treatment
and support services (Fitzgerald, Mutch & Herron 2019). As the landscape of HIV has changed, efforts to
increase access to HIV HL across PLHIV have faced many challenges, including an increasingly diverse
profile of PLHIV in Australia, advances in HIV testing, treatment and prevention, and changes in HIVrelated communication and technology (Fitzgerald, Mutch & Herron 2019; Woods 2019a).
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HIV-related community organisations, including the national peak community organisation NAPWHA,
have traditionally played a central role in the development and dissemination of HIV HL. However,
reaching an increasingly segmented audience through a period of rapid biomedical, demographic,
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communication and technological change is challenging. HIV-related HL campaigns have struggled
to reach out to, and resonate with, diverse priority populations including women, heterosexual men,
Aboriginal and Torres Strait Islander communities, culturally and linguistically diverse communities,
and people living in regional and rural areas. HIV HL across the broader Australian population has also
not kept pace with significant changes in the HIV landscape associated with advances in diagnosis,
treatment, prevention and care, and this has often resulted in ongoing stigma and discrimination, along
with poor perceptions of HIV risk and transmission (Woods 2019a).
The HIV Health Literacy Framework (HLF) project was designed to address gaps in NAPWHA’s outreach,
communication, and messaging to all PLHIV in Australia, with specific focus on priority populations of
PLHIV who traditionally experience higher rates of social exclusion and marginalisation. The HLF project
aimed to develop, test and refine a community-based project that would be meaningful to, and resonate
with, diverse priority populations, and embed HIV-HL into these communities and their networks.
Through the project, NAPWHA aimed to become a more health literate organisation able to represent
the knowledge, understandings and needs of a more diverse HIV community. The objectives of the HLF
project were:
1. Identify key dimensions of a national HLF for HIV
2. Undertake baseline research and mapping, including identifying and working with the key priority
populations of PLHIV
3. Develop, test and refine dimensions of the HLF
4. Empower NAPWHA to provide support to a broader range of stakeholders through helping them
to better understand what – in terms of HIV-HL works for whom, when, and in what circumstances.
The project also included aspirational, longer-term goals: improving quality of life for PLHIV; reducing
HIV transmission rates; increasing HIV testing; engaging people in optimal HIV treatment; and reducing
health equity gaps for priority populations with respect to stigma and discrimination, and access to
testing, prevention, treatment and care services.
Central to the HLF project was a commitment to community participation. Community participation
has been at the core of Australia’s response to HIV since the start of the epidemic, and the Greater
Involvement of PLHIV (GIPA) and Meaningful Involvement of PLHIV (MIPA) are essential to the practice
of all involved in the HIV sector (Fitzgerald, Mutch & Herron 2019). The principles of MIPA, GIPA and
community participation were key features of the HLF incorporated at all stages of the project. The HLF
was also developed with the intention of supporting skill development and capacity building among
community leaders/advocates who could act as conduits between NAPWHA and community. In line with
this approach, members of priority populations were engaged to support the development of the HLF,
including informing key messaging, designing and developing channels for delivering health-related
information, and contributing to the research and evaluation associated with the project.
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THE HLF PROJECT
The NAPWHA HLF project was developed and implemented over three years and involved three key
phases. The project was embedded in a participatory action approach and involved multiple priority
populations identified and engaged at different timepoints. As a result, many stages of the project were
recursive rather than linear, which provided important opportunities for action learning for the project
and NAPWHA.

Phase one: Establishment
Phase one of the HLF project involved laying the foundations, identifying priority population groups,
and initiating engagement with these groups. Key activities carried out during this phase included the
establishment of an internal NAPWHA project team and an advisory steering group (ASG) to provide
governance. Representatives on the ASG included NAPWHA’s member PLHIV organisations, the AIDS
councils, clinical partner ASHM, research partners, and representatives from organisations linked to the
priority populations.
During the establishment phase a detailed literature review that mapped existing HL resources was
completed (see Woods 2019a) and from this the first draft of the HLF was developed, (see figure 1)
(NAPWHA 2019). An evaluation framework for the project was also developed (Woods 2019b).

 
     
  


  
   
  

 
   
  
     


    
  
    
 

 
 

82

FIGURE 1: HIV HEALTH LITERACY
FRAMEWORK
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As part of the identification of priority populations for this project, key groups (e.g., women, heterosexual
men and Aboriginal and Torres Strait Islander peoples) and the partner organisations representing those
groups (e.g., Femfatales, PWV, NTAHC, PATSIN) were engaged in the first year of the project (additional
groups were engaged at later time points in the project – e.g., Latinx gay, bisexual and MSM; Southeast
Asian gay men).
Community advocates (CAs), as central actors in the HLF project, were recruited from priority
populations. Identification of priority populations and recruitment of community advocates continued
across the life of the project, informed by the action framework described above. Following recruitment,
CAs were provided baseline orientation and training (Woods 2019d, 2020), and supported with capacity
building activities (i.e., mentoring, support and professional development opportunities) implemented
throughout the project by the NAPWHA project team.
A summary of the activities carried out during the first year of the project, incorporating phase one and
some activities linked to phase two, are described in the End of Year 1 – Summary Report (NAPWHA
2019).

Phase two: Investigative/development
During the second stage of the HLF project the focus shifted to an investigative phase, designed to
identify core HL needs in consultations with priority populations. During the first year of the project
community consultations were conducted with health care professionals (Woods 2019c); women
living with HIV in Melbourne, Queensland, and the Northern Territory; and women from culturally and
linguistically diverse backgrounds (i.e., ‘Let Women Talk’ forums see figure 2) (Woods, Lloyd, Kruzinga
& Sirimanotham 2020; Fitzgerald & Mutch 2019). Subsequent consultations were conducted with other
priority populations (e.g., heterosexual men; Latinx gay, bisexual and MSM; Southeast Asian gay men)
(Cortes, Sirimanotham & Woods 2021; Woods, McCarthy & Sirimanotham 2020; Monteiro & Chen 2021).

FIGURE 2: LET WOMEN TALK! AND PANA CONSULTATION FLYERS

Community consultations, a crucial part of the investigative/development phase, were developed and
led by CAs to ensure participants felt safe and free to speak. These peer-led activities were co-designed
with community members to identify areas of strength and critical HL need. The consultation process
also considered and prioritised topics/issues that could become a focus for strategies designed to
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enhance individual HL or build the HL ecosystem (e.g., strategies, campaigns, messages across different
communication channels). These processes also provided ongoing opportunities to build capacity
among CAs.

Phase three: Implementation/delivery
The third phase of the project involved the implementation and delivery of HL strategies co-designed and
delivered by community advocates in collaboration with priority populations and partner organisations
(e.g., ‘I chose to get tested’ campaign for women and heterosexual men; the ‘Living Well - Women with
HIV’ website re-design and re-launch; HIV 101 learning platform) (see figure 3) (Sirimanotham 2021).

FIGURE 3 HEALTH LITERACY CAMPAIGNS

These three phases provide the foundations for the HLF project and the following evaluation.

Methods

84

This evaluation examined the design, development, and implementation of the NAPWHA HLF. As
a multi-phase project involving stakeholders from across the HIV sector, the HLF project included
ongoing review processes and data collection designed to capture the breadth of investment and the
roll out of all activities across the life of the project. This evaluation is guided by the evaluation plan
designed in phase one which proposed the use of standard criteria (appropriateness, effectiveness,
efficiency, process and impact) (Woods, 2019b). Table one provides the questions considered as part of
this evaluation. In conducting an evaluation that informs these questions, we must also acknowledge
some boundaries and limitations linked to available data – particularly when considering questions of
efficiency, effectiveness and impact. These issues will be discussed in the context of the findings in each
of these sections below.
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TABLE 1: CRITERIA AND QUESTIONS FOR THE EVALUATION (WOODS 2019B)

Appropriateness

Does the Health Literacy Framework align with NAPWHA’s strategic plans
and priorities?
Does the project shed light on the value of focusing on HL in an HIV peer
support context?
Does the project contribute applied understandings of HL in the context
of HIV in Australia?

Effectiveness

How effective was the approach adopted in achieving the project’s
intended outputs?
What features of the approach adopted were particularly effective in
achieving outcomes over the life of the project?

Efficiency

To what extent was the relationship between the project’s inputs/activities
and its outputs timely, cost-effective and to expected standards?

Process

In what ways did the activities undertaken in the context of HLF
contribute to its outputs (eg., training, and workshops) and outcomes
(e.g., knowledge transferred, and behaviours changed)?
What was the level and nature of engagement of participants in the codesign of the project?
In what ways have community-based partnerships contributed to project
outcomes?

Impact

What was the impact on organisations, PLHIV communities, the health
sector and the broader society of developing and working towards the
ongoing utility of the HIV HLF?
What was the uptake of the health literacy framework among specialist
and mainstream providers?
With respect to the priority populations, what worked for whom, when
and in what circumstances?
What was the reach and impact of the pilot strategies including in relation
to testing, transmission and optimal treatment rates among target
populations?
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PARTICIPANTS
The evaluation engaged a broad range of key stakeholders including: NAPWHA management and HLF
project staff; community advocates; and HIV sector/partner organisations.

DATA COLLECTION
Interviews
The primary method of data collection for this evaluation was through semi-structured interviews with
key stakeholders (NAPWHA staff, CAs and partner organisations). Interviews were conducted in the
second half of 2021 and early 2022. Twelve interviews involving 15 individuals were conducted by RW
(Woods 2021), LF and AM. The interviews, each lasting between 30-60 mins were digitally recorded and
detailed notes taken.
Topics covered in the interviews included: key activities, outputs and outcomes, features of the project
that were most and least effective; processes used to implement and manage the project; perceived
impact of the project; barriers and enablers to the project; and recommendations for improving
implementation and uptake of the project.

Documents
In line with the evaluation plan (Woods 2019b) developed at the start of the project, a number of
additional data collection processes (e.g., literature review, consultations with priority groups, project
summary documents (e.g., Sirimanotham 2021) were carried out across the life of the project. These
documents have been analysed and drawn on to inform the final project evaluation. Citations are
provided where appropriate.

ANALYSIS
Descriptive thematic analysis of interview and document data was conducted with themes identified in
relation to the evaluation criteria. Quotes are used throughout the findings to illustrate themes and are
referenced according to the data they are drawn from (i.e., documents or interviews).
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ETHICAL APPROVAL
This evaluation remains the property and responsibility of NAPWHA and was conducted in accordance
with the Organisation’s processes. Separate ethics approval was not sought by the authors.

Findings
Findings from data collected to evaluate the HLF project are presented in five sections that address the
criteria identified in the evaluation plan.

APPROPRIATENESS
In considering the project against key markers of appropriateness, the evaluation considered three
questions.
•
•
•

Does the HLF align with NAPWHA’s strategic plans and priorities?
Does the project shed light on the value of focusing on HL in an HIV peer support context?
Does the project contribute applied understandings of HL in the context of HIV in Australia?

Alignment with strategic plans and
priorities
NAPWHA is the peak non-profit organisation representing community and peer-based HIV organisations
across Australia. NAPWHA is committed to improving HIV-related care and quality of life outcomes for
all PLHIV. The Organisation’s mission is to provide national leadership, representation, advocacy, policy,
health promotion and outreach. NAPWHA’s work includes health and education initiatives that promote
care for PLHIV, and advocacy to ensure all PLHIV can live to their full potential, in good health and free
from discrimination (NAPWHA 2012). Strategically, NAPWHA (2012) aims to do this by: maintaining the
meaningful participation of PLHIV; delivering HIV community-based leadership within the national
response; undertaking best practice, peer-based health promotion and improving health literacy;
delivering national leadership across health policy, treatment and research development; monitoring
and responding to the impacts of HIV on the social inclusion and human rights of PLHIV; and supporting
effective engagement with member organisations and national networks.
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Data gathered from the stakeholder interviews and document analysis reinforced the strategic importance
of the HLF project and its alignment with the NAPWHA’s strategic plan 2013-2016 – particularly in relation
to the role HL plays in enhancing the quality of life and health outcomes of all PLHIV. The HLF project
was developed on the belief that NAPWHA can do more to improve HIV-related messaging to all PLHIV
in Australia, and to create important opportunities to engage with priority populations who are often
overlooked in the development and delivery of HIV HL at the individual, community, organisational and
policy level (Woods 2019a). In accordance with this, the HLF project provided an important opportunity
for NAPWHA to invest in this priority area.

Shedding light on the value of HL in an HIV
peer support context
The HLF project shed light on the value of focusing on HL in a HIV peer context in several ways. The
literature review undertaken at the start of the project outlined existing research and evidence of HL
as a distributed resource embedded within social networks (Woods 2019a). The literature review also
highlighted that HL and health outcomes are influenced by an individual’s ‘web of social relationships’,
including interactions with networks, organisations and other support structures (Paasche-Orlow &
Wolf 2007:524; Woods 2019a). This web of social relations contribute to a broader HL ecosystem, which
supports the development of community members’ knowledge and skills (Estacio, cited in Elmer et al.
2017:e102).
Reinforcing evidence highlighted by the literature review, data gathered through community consultation
processes and stakeholder interviews highlighted the value of focusing on HL in a peer support
context. For example, community consultations with women living with HIV (Woods, Lloyd, Kruzinga &
Sirimanotham 2020; Fitzgerald & Mutch 2019; Woods, Mapfumo & Sirimanotham 2021) described peers
as a trustworthy source of information about living with HIV and HIV-related healthcare. Peers and peerbased organisations were identified as key sources of information for women seeking to understand a
range of topics including HIV 101, treatment and ongoing health management, treatment as prevention,
and HIV literacy for mothers. Women also stressed the need for HIV HL across the care continuum.
Acknowledging the value of peer support within a HL ecosystem, one community advocate noted:

these peer spaces and peer discussion groups – including TIM Women, Phoenix
women- foster a culture of care whereby you and your close contacts might
not understand something, but you know someone who knows (Woods, Lloyd,
Kruzinga & Sirimanotham 2020)
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The role peer support played in enhancing access to HIV HL was further reiterated by women in the
Queensland and Melbourne consultations:

Things changed when I connected with QPP [Qld Positive People]. Having
connections with other people living with the virus has been the most important
thing about improving my health literacy. I am getting more support, feel more
connected …. for information on HIV, I would go to the NAPWHA or QPP website or
go direct to a medical database (Woods, Lloyd, Kruzinga & Sirimanotham 2020)

[peer support] is a potent force, it’s an empowering thing to meet a peer with HIV…
the things learnt through the journey can be shared (Fitzgerald & Mutch 2019)

Heterosexual men also discussed the value of having contact with peers, particularly other heterosexual
men, and women as part of their ‘health literacy ecosystem’ (Woods, McCarthy & Sirimanotham 2020).
Peers provided ‘trustworthy’ sources of information, mental health support, social connectivity, and
alternatives to stereotypical images of PLHIV.

Peer organisations like NAPWHA would be my first stop for health literacy
information. If I find something online, I would always go to peer organisation
websites to check if it’s OK (Woods, McCarthy & Sirimanotham 2020)

The positive community plays a big part in my health literacy. Its all of our
journey. I really value the lived experience in learning health literacy stuff with
peers (Woods, McCarthy & Sirimanotham 2020)

One of my recent interviewees spoke of how important NAPWHA and its email
communications are to him. And I thought to myself; they make up an important
part of his health literacy ecosystem. And he might be able to distribute some
of the information because he chooses to be in the WhatsApp group we [a group
of heterosexual positive men] started. He is ensuring he has a community within
which HIV literacy can be shared (Woods, McCarthy & Sirimanotham 2020)
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Health care providers discussed the valuable role peers and peer-based organisations play in enhancing
HL by drawing on lived experience to help people understand their diagnosis:

I guess they [health care workers] have their modules that they go through with
individual clients, to help them understand their diagnosis… but the value in a
peer doing it is the lived experience that they bring to that conversation and what
that can mean to the newly diagnosed person (Woods 2019c)

Health care workers from peer organisations working in Aboriginal and Torres Strait Islander and
culturally and linguistically diverse health settings highlighted the importance of recognising complex
contextual issues priority populations experience.

Many women from my background have a lot of mental health issues that would
not be addressed if they are not reached out to. They have difficulties in seeking
help in the first place. They would have days when they do not have meals,
rather than go and seek support. They isolate themselves… It may be best if it is
a peer reaching out to CALD initially. Then she can see there are women of her
background that are doing well (Woods, Mapfumo & Sirimanotham 2021)

Across the interviews, many stakeholders argued NAPWHA had a crucial role to play in supporting the
development of HL as a distributed resource within and across peer networks. Stakeholders also noted
the development of HL was not unidirectional, but that NAPWHA, as a key member of the HL ecosystem,
had also been ‘brought to coalface’ and gained knowledge and understanding of the HL strengths and
needs of priority groups.

Contributing to applied understandings of
HIV HL in Australia
Developing applied understandings of HL in the context of HIV in Australia was a central element of
the project. The literature review again provided in-depth understanding of HL, while the HLF mapped
the direction for how to translate this understanding into different processes and strategies that would
support the needs of diverse priority populations (e.g., women; heterosexual men; Latinx gay, bisexual
and MSM, and Southeast Asian gay men).
Community consultations run by CAs with priority population groups highlighted the diversity of HIV
related knowledge. Many community members were not confident using the concept of HL, but when
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prompted could think about where and how they access and use health information and how their
information needs changed through the HIV care cascade. Some key HL issues were shared across the
groups including, concerns associated with outdated population understandings of HIV, treatment, and
stigma. Each priority population also identified issues specific to their populations. For example, women
outlined HL needs around basic understandings of HIV, the intersections of HIV and women’s health
issues, and breastfeeding for mothers. Culturally and linguistically diverse women’s needs included
relationship concerns, peer support, mental health literacy and the need to promote the benefits of
HL (Woods, Mapfumo, & Sirimanotham 2021). Southeast Asian gay men described a lack of community
connection and role models, confidentiality concerns, the need for advocacy in immigration, and
meaningful employment in the HIV sector (Monteiro & Chen 2021). Issues were also raised specific to
different localities, which provided insights into the geographical issues experienced by PLHIV.
Many stakeholders noted that in capturing diverse perspectives, NAPWHA was able to expand its HL and
gain greater awareness of the ‘cycles of invisibility’ that impacted some priority populations in Australia.
Importantly, the project directly challenged the predominance of a ‘one size fits all’ approach to HIV
HL. In line with this, stakeholders argued that by increasing understandings of the HL needs of different
groups, the project ‘was as much about advocating to NAPWHA as educating [the community]’.

NAPWHA’s business is PLHIV, and they need to serve them. Any business will
invest in understanding their client base. NAPWHA has done a little bit of this, but
focus has been on MSM, but it is broader, and its messages need to go broader
(Stakeholder Interview)

Overall, many stakeholders noted that through the project, NAPWHA had the opportunity to have
conversations that were ‘targeted and meaningful’ but it also needed to appreciate that the ‘Surface has
been scratched, but more investigation was needed’ to expand networks and gain better understanding
of the HL needs of different populations within the Australian context.

EFFECTIVENESS
In evaluating the project’s effectiveness two key questions were considered:
•
•

How effective was the approach adopted in achieving the project’s intended outputs and
outcomes?
What features of the approach adopted were particularly effective in achieving outcomes over the
life of the project?
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Effectiveness of the approach in achieving
outcomes
Using a broad analytical lens, it is apparent the project’s focus on community engagement with priority
populations who have not traditionally been targets of HIV HL projects, allowed NAPWHA to achieve a
number of important outputs. These included: increased networking and relationship building across
the HIV community; greater understanding of the complexities of issues experienced by a diverse
HIV community; a national community-led model of peer engagement and network building that
facilitated greater access to diverse communities; training and capacity building strategies to support
the community-led model; co-designed strategies to develop HL resources that appealed to a diverse
HIV community and could inform all jurisdictions (Sirimanotham 2021), and increased organisational HL
within NAPWHA.
A strength of the project was its focus on HL across the HIV care continuum for diverse population groups
(e.g., the health literacy 101 application accessed by women; heterosexual men; Latinx gay, bisexual
and MSM; and Southeast Asian gay men (Sirimanotham 2021)). By bringing different people together to
identify needs pertinent to their groups the project demonstrates the effectiveness of this community
engagement model and its ability to drive the development of co-designed strategies tailored to diverse
needs.
Community advocates were at the core of the success of the HLF project and highlight their ability to
effectively engage with priority populations. Community advocates’ ability to create a safe space and
identify needs through a participatory approach was described as invaluable by stakeholders. The
effectiveness of the community advocate model of peer engagement, and its potential to contribute
to the work of partner organisations, particularly in states without peer programs, was demonstrated
through the design of many strategies (e.g., the redesign and relaunch of the Living Well – Women with HIV
website, done in collaboration with AFAO (Sirimanotham 2021)). Application of the community advocate
model, in collaboration with partner organisations, reinforced the value of this national investment and
demonstrated the effectiveness of this model, highlighting how it could be engaged in the future as a
critical and timely resource for the HIV sector.

It’s a good thing within the sector to create a body of people with elevated
knowledge of HIV health literacy. Having the kind of training they had would be
beneficial because of the intrinsic values that the training builds (Woods 2021).
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A lot organisation like to think that they can involve community [in the way we
employed community advocates in the project], but everyone’s got lots of things
going on in their lives…. It’s a great idea, but it’s not only how you engage people,
but also retain them (Woods 2021)

I’m hoping that in five to ten years’ time, we’ll have a pool of Community
Advocates who can provide some consistency of peer support across the
jurisdictions, a pool of people that new positive people could choose to engage
with. This is a big picture dream. (Woods 2021)

A final key indicator of the project’s effectiveness was the ability of staff and community advocates to be
responsive, adaptive, conceptually flexible, and able to work opportunistically. For example, community
advocates participated in clinical symposia and conference events to gain knowledge and promote HL
for women living with HIV. During the 2019 Australasian HIV and Sexual Health conference, a community
advocate was supported by the HLF project team to conduct video interviews translating recent research
on women’s health. This interview, uploaded to Facebook as part of the ‘Let Women Talk’ HL strategy,
was viewed by 495 people (Sirimanotham 2021).

We don’t understand enough of the principles of effective communication
with the full diversity of our members… the focus should be on the ‘how’ not
necessarily the ‘what’ of communication (Woods 2021)

FIGURE 4: LET WOMEN TALK:
TRANSLATING CURRENT RESEARCH
HEALTH LITERACY CAMPAIGNS

93

HEALTH LITERACY FRAMEWORK

Ev aluation

EFFICIENCY
In evaluating the project’s efficiency, the investigation considered the following:
•

To what extent was the relationship between the project’s inputs/activities and its outputs timely,
cost-effective and to expected standards?

As noted in our consideration of effectiveness, evaluation of the efficiency of the project must be
considered through a broad lens. Acknowledging the need to think broadly about project outputs and
outcomes, one stakeholder noted:

This is a living project run by community so it’s difficult to lock in set things
(Stakeholder interview).

Stakeholder interviews highlighted critical themes related to efficiency – for example, there was
considerable discussion about the benefits and inbuilt efficiency (and effectiveness) of the community
advocates model of peer engagement. This investment was considered worthwhile and described as:

The network model using a community advocate is effective and cost efficient –
could be adapted to other groups (Stakeholder Interview)

The networks developed through project processes were also described as highly beneficial and valued
for their broader potential to contribute to NAPWHA’s development as a health literate organisation.
Discussing the flow on benefits for other NAPWHA projects, one stakeholder described access to, and
engagement with a more diverse group than had previously occurred:

There’s been an increased diversity of perspectives captured and we can use this
to provide better information (Stakeholder Interview)

In considering the production of timely outputs, some stakeholders highlighted areas for improvement.
Most notably, they discussed that during the establishment phase, the project ‘kept expanding’, raising
questions about how it could be contained, and what populations and activities should be the focus.
However, acknowledging this expansion, one key stakeholder emphasised the project was always
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intended to cover a number of priority populations groups, and the deep dive taken during the early
phase of the project was ‘extremely resource intensive’ and had to be carefully balanced in the latter
stages to ensure the breadth envisaged in the original proposal was not lost.
To harness the project and increase efficiency, some stakeholders suggested the advisory steering group
could have been engaged more frequently to provide guidance and keep the project focused and on
track. This approach could have also enhanced the practical orientation of the project and improved
understanding and buy in by all parties. Continuation and expansion of organisational networking,
particularly in the online space during COVID-19 may have also enhanced the efficiency of the project
roll out according to one stakeholder.

PROCESS
In evaluating the project’s processes, we investigated three questions.
•
•
•

In what ways did the activities undertaken in the context of HLF contribute to its outputs (e.g.,
training, and workshops) and outcomes (e.g., knowledge transferred and behaviour change)
What was the level and nature of engagement of participants in the co-design of the project?
In what ways have community-based partnerships contributed to project outcomes?

Key activities and their contribution to
outputs and outcomes.
As outlined, the HLF project involved three key phases: establishment; investigation/development; and
implementation/delivery. Many aspects of the project followed these phases in a linear way, but as new
community leaders and priority populations were identified, there was overlap and the project drew on
important feedback loops to inform subsequent investigation and implementation phases.
During the first phase, the project was established, governance arrangement organised, milestones set,
literature gathered and the evaluation framework established. These key outputs set the foundations for
the project; however many stakeholders suggested the written material was highly conceptual, overlycomplex and broad, which posed difficulties with how to progress a more practical application that was
accessible to all stakeholders and relevant to partner organisations.

Concepts like health literacy are woolly, people have varied understandings.
There was a good literature review, but then a gap between that and what was
done at the practical level. (Stakeholder Interview)
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The conceptually driven nature of the HLF posed initial difficulties for establishing clarity and focus and
translating conceptual goals, in line with the original proposal.

The HLF was very fluffy and didn’t offer practical guidance on what to do and
what to prioritise in terms of initiatives (Stakeholder Interview)

However, in acknowledging and reflecting on these early challenges, one stakeholder noted the
community driven and directed nature of the project meant the project team had to be flexible and
responsive to the needs and issues identified by priority populations. Moreover, once through this early
stage it became clear the community engagement processes, which were central to the project, were
clearly beneficial and valuable for NAPWHA’s broader engagement processes. As one stakeholder noted:

broader impact of the processes developed for the project are now extended to
other parts of the organisation (Stakeholder Interview).

Further, they noted that in many ways the project and the processes it developed were ‘like an action
learning process’, that allowed NAPWHA to build new networks and tap into existing networks that
provided diverse voices and increased organisational HL.
One of the most significant aspects of the establishment phase, which has continued across the life of
the project, involved the identification of community leaders/ community advocates, who could engage
and consult with members of their priority populations to identify issues of concern and drive action. As
one of the stakeholders noted: ‘The process was as valuable as the outcome’. A powerful example of this
community driven consultation process, that was implemented in phase three, was the development
of the Breastfeeding Guidelines (Sirimanotham 2020). The Guidelines demonstrate how the processes
and structures established through the HL project were mobilised to address an identified HL need. The
Breastfeeding Guidelines were developed as a community resource that connected with ASHM’s clinical
guidelines and included a community forum that was recorded and made available as part of the suite
of HL resources on the NAPWHA website. The Breastfeeding Guidelines are an excellent example of how
community partnerships (e.g., community advocates, Positive Women Victoria, NAPWHA and ASHM) can
produce important HL outcomes.
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FIGURE 5: BREASTFEEDING
GUIDELINES

Level and nature of engagement to support
co-design
The HLF understood HL as a distributed resource embedded in peer networks that could support
PLHIV to navigate information and health systems and enhance health and wellbeing. In establishing
a framework for practice, the project established strong partnerships to identify areas of HL need and
drive activities and action. As a participatory, action orientated project, community advocates were at
the centre of the project and operated as an important conduit between their community and NAPWHA.
Community advocates were community leaders, trained and supported to reach out, identify needs, and
develop strategies for action in collaboration with their communities. This central role was essential, not
only because of the trust community members had in community advocates as peers, but also because
it allowed the project to get to the ‘nitty gritty’ (Stakeholder Interview) of HL needs.

Gives a different perspective, how powerful community can be and how it can
improve things (Stakeholder Interview)

Representation and visibility as a key strategy and outcome, that places
community advocates at the centre, and acknowledges their lived experience as
a skill was absolutely worthwhile (Stakeholder Interview).

Many stakeholders described the community consultation, participation, and action embedded within
the project as its most beneficial aspect, and praised the processes that equipped community advocates
to facilitate activities and form community networks to ensure the sustainability of the project.
The HLF project also broadly changed work practices within NAPWHA, with the peer lead and community
co-designed methods expanded to other projects. For example, the HIV101 Project was described as an
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example of how much of the ‘practical workings’ of the HLF project were drawn on, used and applied in
other NAPWHA projects.

Contribution of community-based
partnerships to project outcomes
Broadly, partnerships with priority populations and some key partner organisations were central to the
HL project, and guided key processes of recruitment, consultation, strategy design and implementation.
As noted, the HLF project drew extensively on community advocates to gain the trust of community
members and identify their HL needs. For some priority populations, this community embedded
process was essential in establishing the trust of priority groups who had not been (or were not
willing to be) engaged previously. Importantly, the project’s commitment to building the capacity of
community advocates was largely linked to the efforts of the lead project officer, who supported them in
their engagement role and in the development of key strategies. Community advocates greatly valued
the contribution of the project officer to strengthening their knowledge and confidence and building
their connections to NAPWHA and other agencies. Participating in the project enhanced community
advocates’ own health literacy and skills development

NAPWHA’s support was huge (Stakeholder Interview)

It helped me understand and navigate the health system (Stakeholder Interview)

However, there was recognition of the unsustainability of the community advocate role without ongoing
support. The disengagement of some of the community advocates from the project in its second year
was identified as a consequence of complex lives and competing demands, issues frequently identified
in the sector.
The strategies developed as part of the HLF demonstrated the benefits and gains linked to collaborating
with organisational partners (e.g., Breastfeeding Guidelines developed with ASHM and PWV).

The impact of that [breastfeeding guidelines] will be quite real. We’ve already
had people say that we haven’t had a resource like that up to now, and that it puts
women and their decision-making at the centre of the discussion. (Woods 2021)
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IMPACT
The following questions are considered within the context of the impact of the project on PLHIV, HIV
organisations, NAPWHA and the broader health care sector.
•
•
•
•

What was the impact of the HL project on organisations, PLHIV communities, the health sector
and the broader society?
What was the uptake of the health literacy framework among specialists and mainstream providers?
With respect to the priority populations, what worked for whom, when and in what circumstances?
What was the reach and impact of the pilot strategies including in relation to testing, transmission
and optimal treatment rates among target populations?

Impact on lives of PLHIV
Unlike many traditional health literacy projects that gather baseline data on levels of HL in a given
community, implement an intervention, and assess change, the HLF project sought to take a HL
ecosystem approach, focusing on developing, applying, and refining “an approach towards improved
communication and engagement with diverse cohorts of PLHIV” (Woods 2021). Despite the project’s
orientation towards a qualitative shift in HL among the priority populations, the initial evaluation
framework (Woods 2019b) developed in phase one, and used to direct this report, ‘was designed with
an understanding that HL is a graduated, cumulative knowledge base and measurable outcomes of HL
can be achieved’ (Stakeholder Interview). However, in accordance with the evaluation framework, data
was not collected at baseline (phase one) or during the project in which to provide quantitative evidence
of improvements in health literacy outcomes.

There was no baseline data so can’t measure if HL has improved (Stakeholder
Interview)

Nonetheless, the absence of these quantitative measures should not be seen as a shortfall of the project
or its outcomes, but a clear rationale for the need for a broader understanding of the impact of the
project. For example, it is notable that as the project iteratively developed in phase two and became
more driven by community advocates and key communities, the project team was able to focus on
translating the model into actionable and demonstratable qualitative outcomes. Several summary
reports produced throughout the project provide rich description of the processes undertaken and the
broader benefits to community (see reference list). Analysis of these reports highlighted how the project
had impacted the HL of many people who participated in the project, especially PLHIV ‘with less heard,
not primary voices’ (Stakeholder Interviews), including women, the Latinex community, heterosexual
men and culturally and linguistically diverse people.
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Engagement and participation of population groups of PLHIV extended across many communities and
localities not traditionally accessed in NAPHWA projects, which enhanced connection and enabled
community members to engage with each other. An example of this was inclusion of women across
different national localities including the Northern Territory, a locality not traditionally drawn upon,
were ‘not forgotten’ (Woods 2021).

Delighted with the diversity of people engaged in the project (Woods 2021)

Some stakeholders critiqued the project’s early tendency to focus on engagement with existing
community members who they knew prior to the project. For some this raised the question of: ‘how to
work with [new] people who aren’t as engaged with community organisation’ (Stakeholder Interview).
However, as the project progressed, networks were expanded and groups that were not traditionally
part of the conversation were engaged (e.g., Latinx, Het men, people who inject drugs). Overall, the
community engagement that was achieved, demonstrated how the project was ‘able to contribute in a
meaningful way- it’s the MIPA GIPA principles put into practice’ (Woods 2021)

Impact on HIV organisations
In considering the impact of the HL project on HIV organisations including partner organisations, and
organisations and providers from across the HIV sector (e.g., ASHM, Positive Living Victoria) the evaluation
reveals many positive experiences and beneficial outcomes, along with direct and indirect impacts on
organisations.
Some partner organisations interviewed for this evaluation described how the project had impacted their
partnerships with NAPWHA, strengthening organisational links and connections. These partnerships
were generally strengthened during COVID-19 with the use of online tools to connect with organisations.

I look at what partners were involved in the project as well. I think that from
the beginning, the correct stakeholders were approached for this. If everyone
involved is playing their part in it, the reach gets further and further (Woods 2021)

It’s been a pleasure a great project to be a part of, I hope it continues, there’s
certainly scope for more to be done in this space (Woods 2021)
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Many organisational networks across the HIV sector were strengthened through the project. Some
community advocates also worked in PLHIV partner organisations and described how the relationships
they have developed through the projects have increased opportunities for national networking.
Partner organisations discussed the impacts the HL project had on their organisations, on interorganisational networks and partnerships, and on the lives of PLHIV. One stakeholder described a sense
of leadership and engagement of staff who were directly involved in the project as community advocates:

I saw a growth of confidence in staff members involved, and sense of pride in
what they were able to add to this research proposal. As a result, I think we’ve
seen continued leadership, and they’ve stepped up in terms of their leadership
with these communities (Woods 2021)

The project had a direct impact on ASHM, particularly through their experience of working with community
advocates to develop and run training and activities. Expanding on and formalising this involvement, one
community advocate became part of the ASHM Standards and Accreditation Committee, responsible for
the governance of the s100 training.

X pointed out that the project had had a direct impact on the way ASHM works
… [encouraging them to] take another look at how we look at lived experience
speakers in our training and activities, based on what he [HLF project officer]
had discovered through working with the champions, the Community Advocates’.
(Woods 2021)

Impact on NAPWHA
Stakeholders identified several ways in which the project had positively impacted NAPWHA. Specifically,
one stakeholder noted, the ‘project expanded NAPWHA’s understanding of HIV’ and challenged the
organisation to ask key questions ‘that went beyond the traditional focus on gay and MSM communities’
(Stakeholder Interview). The project was described as an action learning project, that allowed NAPWHA
to raise questions about its broader organisational approach, particularly when developing new
programmes and activities. The organisation can now draw on a broader network and access more
diverse voices to reach a broader audience than it traditionally has.
Placing community at the centre of the project ‘brought MIPA to life at NAPWHA’ (Stakeholder Interview).
However, there was recognition of the long history of the use of volunteers within the HIV sector, and the
need to remunerate community advocates to safeguard sustainable engagement process and ensure
’volunteers with HIV were also living well’ (Stakeholder Interview).
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The project built on the work of, and enhanced, two existing national networks at NAPWHA: the National
Network of Positive Women and the Positive Aboriginal and Torres Strait Islander Network (PATSIN). The
project also established three additional national networks at NAPWHA: one each for heterosexual men,
Latinx, and Asian people. It also undertook consultations with HIV positive people in custodial settings,
transgender people with HIV and people with HIV who inject drugs. It also had an impact on NAPWHA’s
communication and messaging, with more diverse populations of PLHIV present in communications and
able to access messaging. But stakeholders also suggested that diverse forms of media and translated
materials were an important next step.

Healthcare sector
Initial goals of the project included that it would impact the broader health sector, and while important inroads and achievements can be identified (e.g., the relationship with ASHM to develop the Breastfeeding
Guidelines, collaboration with s100 training organisations), stakeholders have flagged this as an area for
future emphasis, particularly within the ranks of GPs, the RACGP and s100 providers. As one stakeholder
noted - ‘three years is only the start’.

Recommendations
Key recommendations drawn from the findings presented in this report are outlined below.

CONTINUING, STRENGTHENING AND
EXPANDING THE NETWORKS ESTABLISHED
THROUGH THE HLP
The benefits gained from identifying and forming networks around diverse priority population groups to
support and build HIV HL was a highly value aspect of this project. Engagement with priority populations
deepened understanding of the issues different groups face in relation to living with HIV. However, many
participants interviewed in the final phase of the project felt the HL project had only ‘scratched the
surface’ and that ‘three years is only the start’. Substantial investment has been made and this needs
to continue to ensure networks feed into and inform more diverse understandings of the Australian HIV
epidemic in the contemporary landscape.
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Excellent groundwork had been laid by the project - next steps should focus on sustaining and
strengthening these networks to ensure they continue to meet, grow and ‘dig deeper’, to identify critical
issues and potential strategies for action. Strategies to increase contact with, and involve a broader
cohort of community members, should be explored. Ongoing investment is needed to build on the
momentum gained through the project. Networks will not continue without this ongoing investment.
Finally, NAPWHA should continue to ex pand the network-based approach utilised in the project and
identify additional priority populations (e.g., people living in rural/regional areas, people ageing with
HIV; people living long term with HIV) to bring them together to form HL networks. Expansion will also
provide opportunities to undertake a deeper exploration of the HL needs of all the priority populations
in relation to the HIV care continuum from the pre-diagnosis phase across quality-of-life concerns.
Information gathered through this expansion can be used in training for peer navigators and health care
providers (e.g., s100 training) working with priority populations.
By engaging with an expanded network of priority populations the project can continue to challenge the
‘one size fits all approach’ (Stakeholder Interview) to HIV HL and greatly enhance NAPWHA’s position as
a health literate organisation and peak policy advocate for PLHIV.

ONGOING CAPACITY BUILDING AND
SUPPORT FOR COMMUNITY ADVOCATES
THROUGH AN EXPANDED PEER ROLE
The community advocates led consultation, engagement and development processes with priority
populations that were critical to the success of the HL project. Their leadership, insight, and connection
with community was central and exemplified the principles of community participation and meaningful
involvement of PLHIV that underscored this project. They were the HL conduits of the project, raising
awareness, providing advice, engaging in advocacy, and building the HL ecosystem that connected
community members, NAPWHA and the broader HIV sector. Their work was widely praised.
Continuation and expansion of the HLF and NAPWHA’s position as a health literate organisation is
dependent on ongoing investment in the community advocates. This investment should consider a range
of supports and capacity building strategies. The continuation of regular schedules for engagement,
consultation, and priority setting will increase the focus and speed of information exchange and ensure
that NAPWHA remains adaptable to changing community needs and priorities.
By maintaining investment in the community advocate role, NAPWHA has the potential to draw on
the learnings from the project to inform national policy, research and strategic directions, along with
peer support and peer navigation programs nationally, particularly in jurisdictions that do not have
peer programs. Topics such as recruiting and setting up peer groups, providing training and ongoing
support, deep engagement with peers on issues pertinent to them, and facilitating cross-jurisdictional
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networking are significant areas for future investment and gain. Enhancing HIV related research through
the involvement of a more representative cohort of PLHIV and improved resources, applicable to a
wider audience are also areas of work that stand to benefit from continued investment into diverse
communities of PWHIV.

ONGOING ORGANISATIONAL CAPACITY
BUILDING
Through the HLF project NAPWHA has built internal organisational knowledge and capacity, developed
critical lines of communication with diverse communities, and established processes to harness
knowledge and information from diverse voices. Many stakeholders believe NAPWHA is now better
equipped to recognise and access diverse communities which can supplement information transfer from
member organisations and enable better representation of the entire national HIV positive community.
The organisation has improved its ability to listen and provide arenas for people to meet and talk.
Through these processes the organisation has in turn extended its HL and capacity to contribute to
strategic priorities in research, advocacy and policy. Ongoing investment is essential to ensure NAPWHA
continues to draw on and apply the processes developed through the HL project, to make full use of the
significant groundwork that has been undertaken and to ensure investment by, and in, community is not lost.
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