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Foreword and Acknowledgements

NAPWHA acknowledges the Traditional Custodians of the many lands on which we live, work and
learn. In particular, we acknowledge the Gadigal people of the Eora Nation, the Traditional Custodians
of the land on which the NAPWHA office stands. NAPWHA acknowledges and pays respect to the First
Nations peoples’ continuing connection to the land, waters and culture, and we pay our respect to
Elders past and present.

This report summarises Community Conversations (a series of two group consultations and one-on-
one interviews) that were co-facilitated by Jimmy Yu Hsiang Chen and Justin Xiao based in Sydney
(NSW). These Community Conversations were guided by a community reference group, including Dai
Aoki (ACON), Justin Xiao (ACON), Emil Caiiita (Living Positive Victoria), Satrio (Tiko) Nindyo Istiko
(University of Queensland) and Jimmy Yu Hsiang Chen (NAPWHA).

These interviews, conducted in English-language via video calls during the CoVID-19 lockdown period,
were later transcribed and compiled into this summary.

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.

The project aims to build the knowledge and capacity to inform the process; and to allow participants to
feel empowered to self-advocate in these important spaces. Participants were remunerated for their
time.

This report is made available to the Community Advocates of this NAPWHA project, the PLHIV who
participated in the community conversation, and NAPWHA’s membership and associate membership
comprised of incorporated people living with HIV (PLHIV) organisations in each Australian state and
territory, and in Australasia. NAPWHA also thank our community partners in various Australian state and
territory for partnering on this project.

With thanks to ViiV Healthcare for providing a research grant making this project possible.

If you would like to speak to us, please use the contact details below:

Name/Organisation Position Email
Eloise Monteiro Project eloise@napwha.org.au
NAPWHA Officer

Page | 2 National Association of People With HIV Australia (NAPWHA) 2021


https://napwha.org.au/members/
mailto:eloise@napwha.org.au

n a wh a national association of
people with Hiv australia

Foreword from the Community Advocate

Jimmy Yu Hsiang Chen

HIV antiretroviral therapy (ART) has been improving each year, | am very fortune
to be diagnosed back in 2017. Since HIV isn't my first worry, quality of life comes
to next, and | start to wonder where we at right now. And it is surprising there
are many aspects still missing.

I would like to thank National Association of People with HIV Australia (NAPWHA) to give me this
opportunity to work on HIV Health Literacy Framework project. As an Asian person living with
HIV, there are many aspects to navigate during my journey, | don't speak for all Asian people
living with HIV, as | can only speak on my journey as an individual.

From my perspective, most of the HIV related issues break down to:

cultural barriers — the unfamiliar process in a different country and culture differences

 self-doubt in language — as if my English level is enough to attend a GP or even wondering
how and where to access a medical service,

i visa precarity,

and financial insecurity — working on several jobs to put a roof above my head, putting food
on the table, and tuition fees back then.

| was very fortunate to have many people gave me support when | was just diagnosed. Several
services helped me to go through my fear of living with HIV. | cannot give more thanks to
everyone during this journey.

In 2015, | moved to Australia on a working holiday visa, and | was diagnosed HIV in 2017. When |
diagnosed, | was living with people who were closely connected with LGBTQIA+ organisations.
They were warm, welcoming, interested in my cultural background. | was very fortunate to get to
know them, as they gave me so much information that | will never think | needed back then. And
because of their awareness of HIV stigma and LGBTQIA+ information, it made my HIV journey
less challenging. Because of that, | was happy and willing to get involved with the community, the
feeling of belonging in the community makes me feel | can finally take control of my life again.

In contrast, growing up in Taiwan, | felt it didn’t have enough discussion about sexual health. We
received a page or two of HIV education and a picture of "how to use condom" during the class.

| strongly feel that what you are taught at school is very important and it’'s something that you will
keep in mind even when you are an adult. But unfortunately, the message was not clear enough
about how HIV is transmitted; it did not show us what life could look like for people living with
HIV. Today, | feel | am not the only one left out from this, and | only wish there is more discussion
around HIV, especially to break the HIV stigma.

The Health Literacy Framework Project with positive Asian men started by forming a reference
group to discuss what is important and what are the key topics will be important to cover during
Community Conversations.
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Afterward, we had our first ‘Community Conversation’ group session. During the conversation, we
learnt how people get their HIV knowledge before and after being diagnosed, how they are
using this knowledge, and where they are getting these messages from.

After two sessions of Community Conversation, we gained insights into the difficulties that the
community meets everyday. These insights make us, at NAPWHA, better placed to understand
what the community needs and how we can help from organisation level.

The key issues and what has been missing is ‘community’ itself. Building relationships with
community and improve health literacy for all because HIV health literacy should be customised
for the individual. It does not work as one-size-fits approach for all people living with HIV. There
are important cultural differences when it comes to receiving knowledge, therefore health
promotion really needs to have a reflection or relevant message to people.

During Community Conversations, we heard from people from Victoria, Queensland and New
South Wales. That online platform gave participants an opportunity to share reflections on their
HIV health literacy and their difficulties navigating life, relationships, immigration, and healthcare
with HIV. Additionally, Community Conversations gave participants an opportunity to connect
with each other, allowing them to start thinking about the importance of ‘community’.

Since becoming more heavily involved in the HIV sector, | would often have a sense of being left
out when | was in a workshop or conference. | would often be the only person who is a non-
English native speaker, and also, the only person of colour. It didn't appear so odd until | start
working closely in HIV sector. | realised the challenges for us to become meaningfully involved in
the HIV community are not just because of financial uncertainty but it is also due to language
barriers, lack of understanding cultural diversity and a lack of relevant information and
conversations for Asian people. After conducting ‘Community Conversation’ as a group format, |
also followed this with interviewing people who have more barriers to participating in a group
session — and conducted one-on-one interviews. Getting to know people’s key issues and their
HIV health literacy is part of my responsibility as a Community Advocate. But on another side, as
an Asian living with HIV, the entire session from the group consultations to the one-on-one
interviews, it's like reading several books and | get to learn their experiences and lead me to their
journey.

The project has since expanded. We are building up a community of Asian people living with HIV.
Just like other communities, it allows people to reach out, quickly receive information around HIV.
Australia has a very rich cultural background and is having more migrants nowadays. As a person
living with HIV, | see myself constantly stressed during the migrating process. And that is difficult
to manage when we look at 'quality of life'.

Quality of Life

I had never thought | would stay this long in Australia. | feel grateful that HIV has opened up my
eyes and has given me this opportunity to work in HIV sector. But on the other side, if we are
looking at the journey of migrating, it is hard to imagine a person living with HIV navigating that
migration process, which involves the cost and long waiting period, the paperwork with heavy
content that requires many hours to finish, and uncertainty is another level to add-in.
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There is still much work that needs to be done to improve immigration policy for people living
with HIV. Personally, | am facing it right now, and it is extremely stressful. | wish to build a strong
community with NAPWHA to help and improve access for Asian people living with HIV. And your
voice is incredibly helpful.

It is an extremely brave move for Asian people living with HIV to share such personal stories and
experiences of their journey with me during ‘Community Conversation’. | sincerely appreciate
everyone's work with me. At the end, | would like to thank all the participants during each step
and give me this opportunity to share your journey with me. This report would not have been
made it without your voice.

Special thanks to my colleague who helped me to put everything together constantly, Eloise
Monteiro, and NAPWHA colleagues.

Jimmy Yu-Hsiang Chen has been a peer educator at ACON’s a[TEST] clinic since 2018. In 2021, Jimmy started
working at NAPWHA on the Health Literacy Framework Project as a Community Advocate. Jimmy Yu-Hsiang’s
current work with NAPWHA sees him working to bridge the gap between Asian born people living with HIV and
the Australian HIV response.
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Key Summary

Method — Online consultations of overseas-born men living with HIV, referred to as ‘Community
Conversations’

T  ‘Community Conversation’ were made up of two group consultations held online via video
conferencing (Zoom) with 7 participants.
One-on-one interviews were conducted with 8 participants.

=

Activities were facilitated by HIV peers
We aimed to investigate key issues and needs, as well as potential initiatives to address the
issues identified by community

Background

The National Association of People with HIV Australia (NAPWHA) is committed to improving HIV-related
health care and quality of life outcomes for all people living with HIV (PLHIV) in Australia. This includes
promoting and assisting all PLHIV to engage actively with the HIV care continuum as an evidence-
based means to maintain an undetectable viral load and have improved quality of life.

1.1. NAPWHA HIV Health Literacy Framework project

NAPWHA'’s Health Literacy Framework Project is a three-year initiative (2019-2021) that addresses the
role of HIV health literacy in improving HIV-related health care and quality of life outcomes for all PLHIV
in Australia. The study 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 and AIDS 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.

+ Peer-based community organisations such as NAPWHA play an important part in the HIV health
literacy ecosystem.

The overall objective is to generate, put into practice, evaluate and revise, and disseminate a ‘HIV
health literacy framework’ to support improved health literacy that would benefit diverse cohorts of
PLHIV. Initially, the project has focused on positive women and heterosexual men, and there is a focus
too on paying attention to HIV health literacy (or the lack of it) in the general community.

A key intended outcome is that community-based peer organisations, beginning with NAPWHA itself,
will enhance their own health literacy so as to have improved conversations with people from groups —
now increasing as a percentage of the total body positive — who may have been less visible in the HIV
health literacy ecosystem up to the present.
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See more: https://napwha.org.au/health-literacy-framework/

Social and sectoral

Health care

Community

Figure 1: NAPWHA takes on a wholistic framework to
improving health literacy represented (left) through multi-
levels of influence.

Through its work with Community Advocates (personal)
and improving conversations via respective peer
networks (community) NAPWHA aims to become a more
health literate organisation able to better respond and
reach the needs of various community groups of people
living with HIV.

Personal

1.2 Community Advocates as Health Literacy ambassadors

The NAPWHA-based project team engages the countrywide peer networks to recruit individuals from
the key priority populations as research partners. These partners support the development of the

health literacy framework — which includes a focus on messages as well as channels of health-related
information — and they contribute actively to the research and evaluation associated with the project.

Community Advocates, coming from all over Australia, are provided with training on:

« HIV health literacy and its links with the HIV Care Continuum;
« communication and group facilitation skills; and
« asystems perspective on health literacy interventions.

Pictured: Community Advocates involved the project since 2019 and 2020 (L-R) — Rita Broughton, Sarah Feagan, Emma Sheldon-
Collins, Ron Woods (NAPWHA Training & Research consultant), Lara Kruizinga, (Above) Precious Mapfumo, Diane Lloyd, and Anth
McCarthy. In 2019, the HLF project commenced with a pilot focusing on women living with HIV in Australia. In 2020, it further extended
a pilot which focused on Positive Heterosexual men living with HIV in Australia.
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¢Cudl fue su experiencia accediendo y
navegando el cuidado de la salud en Australia?

Pictured: Community Advocates joining the project in 2021 and a Community Conversations initiative (L-R) — Jimmy Yu-Hsiang Chen
starting a pilot focusing on overseas-born Asian men living with HIV to understand their experiences and challenges. Cristian Cortes
and Oscar Sanchez conducting conversations with latinx community members living with HIV in Australia.

1.3 Using participatory action research

Using participatory action research combined with community development approaches, Community
Advocates seek to strengthen peer bonding. Drawing on these developing relationships, they work
with the project team to build up a picture of how health literacy accompanies their peers on their
journeys into living with the virus. This enables them to consider the strengths and shortcomings of
current HIV-related messaging and platforms.

Based on the strengthened peer relationships and engagement with NAPWHA, Community advocates
— our research partners — suggest what changes could be made to improve health literacy and then put
some of these changes into practice through helping NAPWHA improve its communications with
women and heterosexual men. Supported by capacity-building approaches that include training and
mentoring, they are also actively involved in evaluation of the project.

1.4 A framework approach using a two-phase initiative

The HLF approach Introduces the methodology of the UK Design Council’s Double Diamond — and
their Framework for Innovation approach — first by taking investigative processes (divergent thinking)
and then producing focused action (convergent thinking).

Investigation phase: Implementation phase:

The first phase of the project’s framework has The second phase of the framework reflects on the
Community Advocates co-designing a way to investigation — that is, the learnings, insights and
investigate the health literacy need and findings formed from these community consultations
experiences of their network of peers. —to then inform a range of health literacy initiatives.
Working as a team and individually, community In this implementation phase, targeted strategies and
advocates reach out to other peers living with HIV activities, campaigns, and resource development are
in their regions. Peer-led community consultations co-designed and co-produced between NAPWHA,
are facilitated using a semi-structured interview or Community Advocates and various community
group forum format. It aims to establish what work groups with a view to improve health literacy

where and why — investigating into the strengths, outcomes.

gaps, and enablers of health literacy.
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Discover Define Develop Deliver
insight into the problem  the area to focus upon potential solutions solutions that work

Problem Definition

Design Brief

Figure 2: Using a ‘Double Diamond’ process to investigate, apply learning, and implement potential solutions.

Improved HIV health
literacy in broader society

uMore health literate health care
organisations

wdmproved patientprovider interactions
aEnhanced persceoentred care

Health care system

oPLHIV from marginal communities
understand better how health literacy
PLHIV Community impacts health outcomes
oHIV health literacy grows as a distributed
resource among peers

aMore health literate communityased
Peerbased Organisations | Pee" support organisations

wimproved conversations with diverse
cohorts of PLHIV

Figure 3: Through insights formed by Community Advocates reaching out to peers, a Health Literacy Framework can be
used by NAPWHA and other organisations in the HIV sector to support improved health literacy that would benefit
diverse cohorts of PLHIV. The framework looks at the hoped-for outcomes of this peer-based work in a holistic, systems
way. The health literacy outcomes above present in a peer-based context — a systems perspective.

1.5 HLF Project activities — A timeline

Pilot for women living with HIV in Australia: In the first year of the project (2019), three Community
Advocates (Sarah Feagan, Emma Sheldon-Collins, Precious Mapfumo) were appointed by NAPWHA,
provided training, and asked to design a process whereby to engage with their networks of women
living with HIV. The aims of the community engagement were to investigate HIV health literacy
strengths, gaps and needs for women living with HIV (WLHIV) and ask participants to engage in health
promoting actions with regards to HIV health.
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This initial investigative phase of the project was conducted as a series of facilitated community
consultations:

 Two focus groups were run for and by women living with HIV
was conducted in Melbourne in October 2019 and Darwin in
November 2019. These events were called ‘Let Women Talk’ —
and designed to begin a conversation with women and enable
them to share: their experiences of living with HIV and
accessing high quality HIV-related information, and to discuss
and develop actions to support health literacy in relation to
HIvV.!

T In April and June 2020, in collaboration with Positive Women Victoria two additional community
consultation with women were led by NAPWHA and Community Advocates to develop a health
literacy initiative focused on supporting women living with HIV in Australia who are considering
infant feeding options 2.

 Inthe second year of the project (2020), four more Community Advocates (Lara Kruizinga, Diane
Lloyd, Rita Broughton, and Anth McCarthy) were appointed by NAPWHA to continue a process of
designing a way of broadening the engagement with PLHIV — including women in Victoria,
Queensland, Western Australia and Canberra. Community consultations were conducted as one-
to-one semi-structured interviews during the CoVID-19 lockdowns in Australia from June to
September 2020 3.

T Inthe second phase of the project (2020-2021) — the implementation and evaluation phase —
Community Advocates will continue to contribute on NAPWHA-led health literacy initiatives and
campaigns which have been informed by the beginning half of the project, or investigative phase.

Pilot for Positive Heterosexual men living with HIV in Australia: As this process would then be
extended to other communities within the body positive, and the developing Framework shared within
the sector, in 2020, a pilot for investigating the health literacy strengths, gaps and needs of positive
heterosexual men was initiated by Anth McCarthy — a HIV Peer Navigator at Living Positive Victoria,
based in Melbourne. This initiative provided therefore provided an early opportunity to apply and refine
the Framework, as well as yielding rich qualitative insights.*

' 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_ WLHIV-Melbourne_REPORT.pdf

2 See project documentation for Support for women living with HIV in Australia considering breastfeeding
options in June 2020 at https://napwha.org.au/wp-content/uploads/2021/04/NAPWHA HLF2020_Support-for-
women-living-with-HIV-in-Australia-who-are-considering-infant-feeding-options.pdf

3 See project documentation for HIV Health Literacy Framework Project Women’s Consultation in Queensland
and Perth WA on December 2020 at https://napwha.org.au/wp-
content/uploads/2021/04/20210131_NAPWHA HLF2020_Consultation WA-QLD-Women-Interviews _v3.pdf

4 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/wp-
content/uploads/2020/12/NAPWHA_HLF2020_Consultation-with-Positive-Heterosexual-Men_REPORT.pdf
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Pilots for overseas-born PLHIV from Asian and Latinx background: In the third year of the project
(2021), three more Community Advocates joined.

Jimmy Yu Hsiang Chen started a pilot focusing on overseas-born Asian men living with HIV to
understand their experiences and challenges; Cristian Cortes and Oscar Sanchez focusing on latinx
community members living with HIV in Australia. The investigation phase with community participants
was called Community Conversations and commenced throughout Covid lockdowns in Australia.
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Introduction

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
obtaining this research.

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 research.

Within 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 HIV-related
studies that recruit via gay community avenues (Wong et al., 2018) .

Although the Asian Gay Men’s Survey is designed to cater 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.

2.1 Project Objectives

 Determine the HIV health literacy of overseas born Asian men living with HIV throughout
the HIV Care Continuum

1 Identify the experiences and needs of overseas born Asian men living with HIV

T Investigate what practical initiative could meaningfully address the identified needs, using a
HIV Health Literacy system-based framework

f Implement and evaluate initiative
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Methods

3.1 The Role of the Community Advocate

A member of the community was employed to:

T Reflect on lived experience and community knowledge to provide insights in the key issues,
how to meaningfully connect with
 Share existing and newly acquired skills from HIV sector

=4

Liaise with community members
T Work with NAPWHA Project Officer/s and other NAPWHA team

3.2 Reference Group

Individuals were invited to join the reference group. The reference group was made up of those who
have both professional experience in the HIV sector and relevant lived experience to this community.

The reference group met before the first Community Conversations group session to guide how the
consultation was developed and facilitated. The reference discussed eligibility criteria, priority areas
and consultation questions, recruitment methods and consultation promotion.

In the second meeting, the reference group was presented with a number of potential initiatives aimed
to address the key issues raised in the first Community Conversations group session. The reference
group discussed initiative feasibility, acceptability, benefit and predicted impact, potential barriers, and
adverse effects.

Additional meetings were held with individual reference group members if they were unable to attend
the group meeting.

3.3 Community Conversations

‘Community Conversations’ is used to refer to a series of group community consultations, as well as a
number of one-on-one interviews with community members.

The Community Conversations group consultations consisted of two 1.5 session, which were held over
Zoom Video meetings. They were co-facilitated by community members, Jimmy Yu Hsiang Chen and
Justin Xiao.

Individuals were eligible to participant if they:

- Identified as a man living with HIV (cis or trans)
- Were born overseas; and
- Identified as a having an Asian cultural background

Community Conversations group session participants provided consent prior to the event via an online
form. One-on-one interview participants could provide consent via the online form or at the start of the
call before recording began.
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3.3.1 Process of engagement

The reference group co-facilitate and co-moderate an online discussion with Asian men living with HIV
in Australia inviting them to take part in a community consultation called Community Conversations.

Are you a man living with HIV?

I
Were you born overseas?
|
Do you have an Asian
background?

Come join our community conversations
on Wednesday, May 12 & 26 at 6:30PM

(Sydney, Melbourne, Brisbane Time)

We want to hear what you need to support your health
& wellbeing. Share your stories and listen to others.

Register your interest today for more information

4 [
na Wha b dnpigenordt < : Jimmy, Peer Facilitator ‘
people with wv australia J ()
p . i

Image 1: An invitation was posted via NAPWHA social media channels, as well as,
through NAPWHA'’s network of State and Territory-based PLHIV community organisations

Due to the COVID-19 lockdowns, and the restrictions on movement and social contact that this entailed,
the method of the consultation was an online group forum moderated and co-facilitated by Jimmy and
Justin, all taking place in mid-2021.
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4.1 Reference Group

4.1.1 Promotion and recruitment

Recommendations from the reference group included:

 Minimising stigmatising language by separating out different eligibility criteria into different
questions on different lines (see Image 1)

 Feature photography of Asian people in promotion material

 Recruitment through informal networks and community organisations

The Reference Group guided the key topics and wording that should be included in Community
Conversations, such as stigma, worries about visa status and treatment access challenges.

For example, as stigma is not a commonly used term outside of professional settings, the reference
group recommended asking clearer and more specific questions like, “Have you ever felt less than a
person or not deserving because of your HIV? Has your family changed the way they treat you since
your diagnosis?”

The sample of participants for the Community Conversations group sessions in May were highly
skewed towards those who were connected to the HIV sector services or workforce. After the group
session, the Reference Group guided efforts to engage participants who were less connected to the
HIV sector. Issues around confidentiality were identified as a barrier. Therefore, one-on-one interviews
were added to the project. Interview participants were recruited through community organisations,
Living Positive Victoria and ACON.

4.1.2 Developing initiatives

The Reference Group raised issues of how health promotion campaigns need to be transnationally
informed. Future Australian campaigns could take into account what country-specific messages
individuals have received prior to living in Australia to further tailor health promotion to the needs of
overseas-born Asian men.

Although the importance of information-based campaigns was raised, it was also noted that the impact
of campaigns can be limited as increases in knowledge does not always equal increased in health-
seeking practice. Therefore, this indicated that initiatives need to go beyond improving knowledge and
should address other factors that impact attitudes and behaviour.
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4.2 Community Conversations: Group Sessions and Interviews

4.2.1 Participants

In total, 15 Asian men living with HIV participated in Community Conversations. Community
Conversations group sessions included 8 participants, across session 1(n =7)and session 2 (n = 6).
This includes the 2 co-facilitators.

There were also 7 participants who took part in the Community Conversations one-on-one interviews.
Participants identified with a cultural background of:

 East Asian(n=05)
I South-East Asian(n=9)
South Asian(n=1)

Participants joined from Queensland, New South Wales and Victoria from a range of capital and
regional cities.

4.2.2 Investigating sources of HIV-related information

Before diagnosis, participants received messaging about through the media and conversations with
family, one participant also accessed information through volunteering with community health
organisations. Many participants shared that they had very low HIV health literacy pre-diagnosis, where
many saw HIV as a terminal iliness. For some, health literacy only improved upon learning about HIV
after their own diagnosis.

After diagnosis, participants primarily sourced HIV-related information from their doctors, Google,
Gensis and Phoenix programs, Facebook community groups, particularly The institute of Many (TIM).

Other sources included bloggers on Weibo, academic journal articles.

Participants varied in their preferred language for information based on what languages they grew up
speaking, however, participants commented on information being less specific or detailed when written
or translated into a language other than English.

Peer-led information sources were discussed as the most credible, relevant and respected sources.

4.2.3 Investigating treatment access

Of those who discussed their treatment access, they accessed this through Medicare, compassionate
grounds programs or research participation.
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4.2.4 Themes of HIV, morality, and punishment

Participants’ HIV health literacy developed from media representations and family conversations, which
associated acquiring HIV with morality and punishment. Participants shared how this perception of HIV
being form of punishment contributed to their internalised HIV stigma in past or currently.

It was a moral thing [..] because it was like, on TV, media hype like this this sex
worker contracted HIV [..] we followed her story to like, the point where she
passed away [..] And that was like, the point of like, you know, that girl is like, you
know, because she was a [sex worker] or she was like doing that. So, it was
inculcated in my head that, you know, like, only people who make them make the
mistake of doing something irresponsible would end up like this. That was like,
what it was in my head. Although, you know, it's, it's far from reality, | guess. And it
was, like, hyped up at that time to be the image. It was. | don't think that's still how
I view it right now. | shouldn't be. It's not punishment. Definitely isn't. It doesn't use
anyone, as far as | know.

Many participants reported that they were aware of some HIV prevention strategies, however, there
faced challenges in negotiating HIV prevention strategies, due not feeling able to ask or bring up the
conversation.
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When | came here from Japan to here that my English was very limited. | couldn't
speak no English at all, basically. And | wanted to meet up some gay guys, and |
going online, | met one guy, first date, and we have sex. After that. You know, he
mentioned me he was HIV-positive. We didn't use a condom that time. But after
that, | have lots of different things in my head. First thing, say that | couldn't say
what | want. | want to use the condom that time because [in my] culture we don't
say what we want. If you say it, can we assume/consider that selfish. That's the
kind of [my] culture. And secondarily, the guy was, you know, first guy | met and
quite hard to get it. So I didn't want to do with him as well. You know, so a lot of
things in my head, | even know | have to use the condom, but | keep you keep
having sex raising him without condom. | knew it, | have to use it. So that resuilt, |
got HIV. So that | think | am punishing myself. | said, Well, it's my fault. | cannot for
him. I didn't blame him, because it's my responsibility to protect myself, but |
didn't. So I could | punished myself. | thought it [was] my punishment.
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4.2.5 Navigating HIV status, disclosure during dating and sex

Multiple participants chose to be as upfront about their HIV status on dating apps or early in a
relationship. They used this as a mechanism to navigate stigma and of filter out those with stigmatising
beliefs.

Participate 1: Yeah, | using exactly the same way to [Participant 2] disclose
everything first because if | developing something special, then telling him, it's too
hard.

Other participants do not disclose their HIV status to hook ups, as it is unnecessary and not relevant to
the hook up. However, may chose to disclose after trust has been built in the relationship.

Participant 3: My strategy around it has been actually quite the opposite of what
[Participants 1 and 2] does. For me, it's more of like, if it's a hook-up, because it's
for me, like, with HIV, if you're undetectable, it's irrelevant. It's like having an extra
toe.

4.2.6 Healthcare in suburban settings

Many participants shared their experiences of stigma and inequitable care in healthcare settings. This
was particularly identified in services that were not HIV-specific services or were located in suburban
areas.

This Christian lady, like who was a GP, she just this moment, as you heard me,
heard the fact that I'm gay, and | have HIV issues, she said 'I'm not going to see
you’ like, ‘I'm not the best doctor for you to see you. You need to leave.’ She
stood up and opened the door and asked me to leave. And | was very scared.
And you know, like, that actually. stopped me from trying to, you know, access
health care in my, in the area | was living in, you know, | had to be like, some
people to go to Kings Cross or Darlinghurst, which is the gay neighborhood in
Sydney to actually see their doctors. And, and that's fucked up.

This discrimination or anticipated discrimination forces people to travel long distances to seek
appropriate healthcare. One participant travels from a regional city in New South Wales to see their
general practitioner (GP) in Kings Cross, an inner Sydney suburb.
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| just Googled it online update, | first arrived in Australia, | want to just know some,
like, GP, who are nice to gay people. And yes, | Google it, and she appears.

4.2.7 Sexuality, family, and relationships

In addition to HIV stigma, participants also faced additional intersecting homophobia and biphobia
within their families and relationships, where participants’ sexuality was not accepted or they were
unable to share their sexuality due to anticipation of a negative response.

My mum is can't accept | was gay. That is a big thing. So when I told HIV, actually,
it wasn't just the [..] she worried about my health, but she couldn't accept being
gay. And yeah, | really worried about that... Now, she still don't know that I'm gay.
But at that conversation, we talk about the homosexual people and I, | can tell
that she is quite, you know, discriminate with the gay people. I'm not sure that if
she knows that | am, her son actually, her son is actually a gay. In getting the fact
there is HIV. That's a very serious situation. I, | haven't made my decision if |
should share this news to her. I'm not sure because she says she's a lady with a
very small heart. Yeah, | don't want to hurt her.

This discrimination or anticipated discrimination forces people to travel long distances to seek
appropriate healthcare. One participant travels from a regional city in New South Wales to see their
general practitioner (GP) in Kings Cross, an inner Sydney suburb

4.2.8 Structural stigma in immigration

Many participants raised Australian immigration processes as a key issue.
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4.3 Investigating and Defining the Potential Initiatives

4.3.1 The need for advocacy structural stigma

Participants reported that a priority area for activity is to address the structural stigma within the
immigration process in Australia.

I'm going to use two things. The first one is to decrease discrimination against
Asian people living with HIV in immigration [..] Besides really, really hard to get it,
because we need to get from someone else, which is from a company or from
someone else [a partner who is a citizen], right, which is, but luckily for me, | got
those two, but a lot of people still unlucky, and it's really hard for them to get a
permanent residency here. So, you have a magic wand, of course, | want to
eliminate that discrimination in the immigration. Second thing is a peer network.

4.3.2 Community and advocacy network

The participants in the Community Conversations Group session identified that there is a lack of
community spaces, visibility, and role models.

Several participants commented on how being in a (Zoom) room with other Asian men living with HIV
for the first time was powerful and inspiring. This was in contrast to predominately being with non-Asian
people in HIV-related spaces, which presented some challenges:

They are very nice to me, but | don’t feel connected.

For me personally, it is hard to join the white people circles. You know, there’s
some resistance. | didn’t say there were racist, but in terms of making jokes and
conversation, it’'s so much different than us. The chemistry is not there. Even in
the volunteer world, there still a lot of white people, I’'m still a little bit isolate[d].
You get what | mean, it'’s not like easy to blend in.

And it will also be easy for us to find someone actually from your own country that
you can ask...more comfortable to speak to. Not everyone speaking English as
well.
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4.3.3 The need for visible Positive Asian role models

Participants discussed how HIV prevention health promotion can have unintended stigmatising affects:

And we need to stop creating messages for negative people, creating messages
for positive people, because that will actually make negative people feel good
about it. Because when we're still spreading all of these stigmatising messages,
they will know they’re like, well, | definitely don't want to get HIV because | will be
called dirty. And all of these other words that people would call us.

Participants also commented on the lack of visibility of Asian men in health promotion material,
suggesting that this was due to Western health and beauty ideals as well as concerns of confidentiality
for positive Asian men putting themselves forward for campaigns. However, the need for community
spaces and visible positive Asian models was discussed as a key priority for addressing stigma,
particularly internalised stigma.

The images that they create [in health promotion], it's always muscley these kind of
like Western ideals of beauty posted all the time to look 'healthy', whatever that
means...

I guess, more Asian faces and not just the pretty Asians too like, you know what |
mean? Like, the one's that looks like they're white. And then they're like, cool. We'll
put this one on. Real Asians!’.

So that's really, really powerful and for me, like to see more Asian positive people...
And I'm like, 'Right, | can come out. We're gonna be okay'.

4.3.4 Meaningful employment and involvement in the HIV sector

The participants identified several barriers to meaningful employment and involvement of Asian
PLHIV in HIV sector. This includes frequently used part-time or casual employment contracts, which
lessen employees’ sense of ownerships, continuity, and ability for project management and
decision-making, as well as developing informal connections. The reliance on unpaid peer work
was also seen as not recognising the skills need for the work and creating burdening on
marginalised people, particularly those on temporary visa who many already be financially
insecure, working multiple jobs and underpaid.
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4.3.5 The need for Positive Asian-specific research

Some participants expressed hesitations or concerns around undertaking specific research on Asian
people living with HIV, as they saw this research as “too smart”, “boring” , “non-urgent” and/or
“invasive”. However, participants also recognised that to undertake priority action in immigration
advocacy, data accurately reflecting the experiences of Asian people living with HIV would be needed
to push for change. Therefore, research must be framed an advocacy tool to accurately capture
community experiences.

Report specifically on our population ...when they do the reporting our information
gets mixed up with the rest of the population. It would give us a good foundation of
what we know and where to from there.

4.4 Health Promotion Implementation

4.4.1 Formation and establishment of PANA

In response to the issues raised in ‘Community Conversations’, the Positive Asian
, \ Network Australia (PANA) was established. PANA is a community and advocacy
U ART AL network, which is auspiced by NAPWHA. PANA aims to connect community
members with each other, start 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.

PANA meetings are currently held online over Zoom. Discussion included member eligibility,
membership approval process, confidentiality, desired volunteer capacity. Social events like Trivia
Nights have also been held over Zoom.

A closed-group has been established and is moderated on Facebook to keep peer and social
connection continuing online.

An informational webpage has been set-up — napwha.org.au/about-us/pana/

Page | 24 National Association of People With HIV Australia (NAPWHA) 2021


https://napwha.org.au/about-us/pana/

napwha s s,

Are you from an Asian background

and living with HIV?

Start conversations

with community members like you.

al

BREDESIBRIAZIA=TAAVN—LOEREEMBLET -

Magsimula ng mga
pag-uusap sa mga miyembro
ng komunidad na tulad mo.

EumsaunvnAuaindn Tuguswsua

5&E— XM E TR XTE.

oy
\gl

PANA
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Find out more online: bit.ly/PANA+

Image 2: Mock-up of a promotional flyer which will be distributed to Sexual Health Clinics,
AIDS Councils, PLHIV organisations and Multicultural agencies.

4.4.2 Co-design of peer-led qualitative interviews in HIV Futures 10

The first project of PANA is working with LaTrobe University to co-design a
qualitative study with peer-led interviews to capture overseas-born Asian
men's experiences as part of HIV Futures 10.

This project not only aims to create published data sharing the experiences
of an underrepresented group but also to build the capacity of community

A national survey of people - . -
living with HIV member through building research skills and knowledge and building

hivfutures.org.au partnerships with researchers.
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Discussion

4.5 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
Stigma in suburban healthcare setting

= =4 -4 =

Structural HIV stigma in immigration process
The priority areas for action were:

Advocacy in immigration

Community building and mobilisation

Meaningful involvement and employment in the HIV sector
Visibility of positive Asian role models

= = -4 A

4.6 Capacity 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.

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.

4.7 Population definition and research challenges

The literature has shown mixed data around which regions within Asia have the highest need for
support regarding living with HIV in Australia. These ‘Community Conversations’ were open to those
who were born in any regions in Asia, where NAPWHA’s community consultations only included
participants born in East Asia or Southeast Asia, and only 1 participant from South Asia. Further
consultation is needed to assist the Australian HIV response to understand how the heterogeneity
within Asian men living with HIV may affect HIV health literacy and quality of life.

A limitation of the Community Conversations Challenges in recruiting of bi+, heterosexual, and other
MSM. The is a lack of understanding of how other sexual identities are conceptualised and described in
different Asian cultures (Banik et al., 2019; Huang, 2021; Song, Chatterjee, et al.,, 2021; Song, Xie, et al.,
2021; Zhou, 2000). Unfortunately, we did not ask any specific questions on the unique experiences and
needs of Asian bi+ and straight MSM. Our research has focused on cis men, we are unable to report on
the needs and experiences of trans and gender diverse Asian people living with HIV.
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Conclusion

In conclusion, the Community Conversations consultations and subsequent initiatives have reinforced
the necessity and effectiveness of community-led approaches. Overseas-born Asian men living with
HIV bring unique insights, knowledge and expertise that is essential for the Australian HIV response.
The findings of the consultations demonstrated the need for supporting community-led advocacy in key
areas such as migration and employment. The current gaps in advocacy have been fuelled by an
underrepresentation of Asian people living with HIV in HIV research, which perpetuates a cycle of
invisibility throughout policy, services, and community. Therefore, efforts should focus on facilitating
and mobilising community connection, belonging and visibility of the positive Asian community in
Australia.
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