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Foreword and acknowledgements

This report makes a cross-analysis from various data points taken from community consultations held
women living with HIV (WLHIV) community members of culturally and linguistically diverse (CALD)
background. These community consultations were led by Community Advocates — Diane Lloyd based
in Perth (Western Australia); Lara Kruizinga based in south-east Queensland; Sarah Feagan, Precious
Mapfumo and Emma Sheldon-Collins in Melbourne — who conducted facilitated group discussions, as
well as semi-structured interviews with WLHIV between November 2019 to August 2020.

Another data point was a consultation with Health care Providers (HCP) and Aboriginal Health Workers,
held by NAPWHA in October 2019 to investigate insights from the healthcare perspective. This
consultation looked at gaps, strengths, and enablers to the HIV-related health literacy in healthcare
settings. These aforementioned community consultations (and HCP consultation) were summarised into
reports. They are made available to the Community Advocates of this NAPWHA project, the PLHIV who
participated in the consultation, 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.

In March 2021, an additional in-depth interview was conducted with one of the NAPWHA Community
Advocates who generously shared valuable insights into her own lived experience as a CALD woman
living with HIV (referred as Shona in this document). These data points were synthesised into
Strategies for culturally and linguistically diverse (CALD) women by Ronald Woods, NAPWHA
Research Consultant.

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; and if appropriate, given the opportunity to access to interpreter and/or subsidy for childcare or
other travel expenses.

NAPWHA also thank our community partners in various Australian state and territory for partnering on
this project — particularly Positive Women Victoria, in this instance, for their support.

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 Telephone Email
Saysana Sirimanotham Project +61424 898 698 saysana@napwha.org.au
NAPWHA Co-ordinator

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


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

n a wh a national association of
people with Hiv australia

Table of Contents

Foreword and acknowledgements 2
Table of Contents. 3
Background 4
11. NAPWHA HIV Health Literacy Framework project 4

1.2 Community Advocates as Health Literacy ambassadors 4

1.3  Using participatory action research 5

1.4  Project activities — Investigative Phase 5
Women as a HIV health literacy cohort 7
21 Culturally and Linguistically Diverse women as a health literacy sub-cohort 7

2.2 This report 7

3.1 Reach out to CALD women 9

3.2 Ensure that peer support is available "

3.3 Promote the benefits of HIV literacy 13

3.4 Encourage mental health literacy and facilitate supports 14

3.5 Provide space to address relationship concerns 16
Conclusion 18
Summary 18
Recommendation for health literacy initiatives and implementation 19
Supplementary research 20

6.1 Positive Women Victoria — Needs of women from African diaspora communities in

Victoria, Australia who are living with HIV 20

6.2 Further references 25
Appendix 26
5.1 Document Control 26

5.2 Related Documents 26

5.3 Organisational Contact Details 26

Page | 3 National Association of People With HIV Australia (NAPWHA) 2020



Napwha s s,
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.

See more: https://napwha.org.au/health-literacy-framework/

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.

These ‘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.
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Working as a team and individually, the community advocates reach out to other women and
heterosexual men living with HIV in their regions.

Community Advocates (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.

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 Project activities - Investigative Phase

In the first year of the project, 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.

This initial investigative phase of the project was conducted as a series of facilitated community
consultations:

e 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’ —
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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 Wernan fiving with HIV
HIV."

Let Women Talk!

Come and be part of the first aver
national focus group run for and by

e 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.

¢ |n the second year of the project, 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 Queensland
and Western Australia?2. Community consultations were conducted as one-to-one semi-structured
interviews during the CoVID-19 lockdowns in Australia from June to September 2020.

e As this process would then be extended to other communities within the body positive, and the
developing Framework shared within the sector, 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
an early opportunity to apply and refine the Framework, as well as yielding rich qualitative
insights.®

¢ |n the second phase of the project (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.

' 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 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

3 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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Women as a HIV health literacy cohort

2.1 Culturdlly and Linguistically Diverse women as a health literacy
sub-cohort

As described above, women were the first cohort of PLHIV to be focused upon in the HLF project.
Outreach and consultation with women within the initial investigative phase of the project had yielded
plenty of insights, including ideas for improved literacy on breastfeeding and parenthood for women
living with HIV (WLHIV)?,

One of our Community Advocates (referred as Shona in this document) suggested that she could
further shed light on a key sub-cohort of women, namely those with a Culturally and Linguistically
Diverse (CALD) background. In doing so, she would draw on her work as an HIV peer support work; the
training she has received within the HLF project; and her own personal experiences, which she was
willing to share.

Shona consented to an in-depth interview in which she would, drawing on those sources of knowledge
and experience, share insights on HIV health literacy from a CALD woman’s point of view. On this basis,
she would also make suggestions for strategies that could be adopted by NAPWHA and other
organisations in order to reach out to, and more effectively communicate with, CALD women.

2.2 This report

Shona’s contribution to the project is gratefully acknowledged. While her insights form the basis of the
content and structuring of this report, relevant links are made in the analysis with the insights regarding
CALD women that were gained through the other initiatives carried out as part of the HLF project.

The report is therefore a synthesised statement of insights gained in the context of the HLF project that
could inform improved HIV health literacy strategies for CALD women.

4 See project documentation HIV Health Literacy Framework Project — Year One Summary Report — https://napwha.org.au/wp-
content/uploads/2020/02/REPORT_NAPWHA-HIV-Health-Literacy-Framework-Project_Year-One.pdf
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These insights suggest that health literacy initiatives addressing the specific needs of women from
CALD backgrounds could adopt the following interconnected strategies:

TRy

/" Provide space Promote the

Lapiiess benefits of HIV
relationship
literacy
Q
Encourage
Ensure that , mental health
peer support literacy and
is available  / and facilitate
/ supports

\ Reach out to

\/ . CALD women ’\\\/

e

Figure 1: HIV health literacy strategies for CALD women

Each of these is discussed in greater detail in the remainder of the report as recommended strategies
that can be applied and further refined as an evidence-based contribution to NAPWHA'’s emerging HIV
Health Literacy Framework®. To this end, insights of particular relevance to working with women from
culturally and linguistically distinct backgrounds are summarised and put forward as a recommended
integrated health literacy initiative in the report’s conclusion.

5 see project documentation HIV Health Literacy Framework Project — Year One Summary Report — https://napwha.org.au/wp-
content/uploads/2020/02/REPORT_NAPWHA-HIV-Health-Literacy-Framework-Project_Year-One.pdf
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Women as a HIV health literacy cohort
3.1 Reach out to CALD women

Several insights shared by Shona — congruent
with those from earlier HLF project consultations
— provide support for the view that CALD women
should be specifically addressed in HIV health
literacy and peer support initiatives.

As CALD women we may present as
strong, and we are scared to ask for
help — but we do need it

Prior consultation with health care providers® had
confirmed that migrants from developing
countries and women migrants generally should
be considered as priority groups for health
literacy initiatives. As one of the providers had
stated in the focus group:

if you'’re coming from a country where you can't tell the healthcare professionals
everything, and then you come to our service, which is very open, a lot of the time,
they [the patient]don’t tell you everything on the first visit — things like risk factors or
what’s been going on. It is because they’re not used to that sort of service.

— Healthcare provider

Ways need to be found to reach out to and connect with CALD women, many of whom may be
struggling to address HIV beyond the taking of medication. They may be reluctant to engage with
services and organisations. As Shona noted:

As CALD women we may present as strong, and we are scared to ask for help, but we
do need it. When diagnosed, she may think she is the only woman dealing with the
situation and for her — and that her life has ended. We are carrying a lot of burden.
We want the sector to reach out to us. We want to be reached out to.

— Shona

This reluctance to ask for help and to present as strong and coping was confirmed in earlier
consultations by participant Odette’, who remarked that ‘in Africa we would encourage people to look
after themselves, because they had themselves to look after’. A key issue in reaching out is to help
CALD women better understand not only what services are available, but also to provide information on
the nature of those services and how they can help someone living with HIV.

6 See report on consultations with Health Care Providers and Aboriginal Healthcare Workers in Cairns —
http://napwha.org.au/wp-content/uploads/2020/05/NAPWHA_HLF2019-Consultation-Healthcare-Providers-Cairns.pdf

7 See project documentation for HIV Health Literacy Framework Project — Community Consultations with Women living with HIV in
Queensland and Western Australia report — https://napwha.org.au/wp-
content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_ WA-QLD-Women-Interviews_v3.pdf
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This is especially helpful to women that are new to Australia. As noted in our report on consultations
with womené&, there may be value for organisations in the HIV sector — as part of their enhanced health
literacy campaigns — to explain what it is that they can do specifically to assist women living with HIV.
Women from CALD backgrounds, especially recent arrivals to Australia from countries with fewer
organisational resources, would benefit from this greater understanding in particular.

As Irene, one of the respondents in that consultation, had pointed out — when CALD women
contemplate going to an HIV/AIDS organisation for the first time, they may hesitate due to unfamiliarity
with community-based organisations of this kind. They may not be aware of what kind of help they
could expect to receive:

/ do not know what it is that | could be expecting [from HIV service] or what would be
good for me. The resource is there — but | do not know what | need.

— lIrene

Ideally, organisations would communicate clearly what they can offer, and would work together to
ensure that the information reaches the intended beneficiaries. Shona suggested that the same would
apply to CALD women’s understanding of, access to, and utilisation of mental health services:

Many women from my background have a lot of mental issues that would not be
addressed ifthey 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 to
seek support. They isolate themselves... It may be best if it is a peer reaching out, and
CALD-to-CALD initially. Then she can see that there are women of her background
that are doing well.

— Shona

Drawing on her own experience as a peer support worker, Shona made suggestions for how CALD
women could be reached and engaged.

Women’s Lounge — a safe space for CALD women

! would like to reach out as much as possible and create a safe space for CALD women.
! would like to form a little group — what in Adelaide | used to call a ‘Woman’s Lounge’, although
we’d often meet in the park. Many women are reluctant to be seen walking into a HIV service.

! would like to do this now in the context of the project, try to organise a meeting, but just
advertise it as a catch up. | would like to find out how much they know, the problems they are
encountering, what theyd like to see done. If you have reached out to one woman, you have
reached out to three, four. In Adelaide, we started with three, and ended up with 12.

Taking one step at time — with tea and biscuits — let us catch up with other CALD women. One
topic would lead to another. Through discussing all of the problems of life, there are ways to
facilitate HIV health literacy coming through. | would like them to understand — without health
literacy we're stuck. We need it in every aspect of life after diagnosis.

8 See project documentation for HIV Health Literacy Framework Project — Community Consultations with Women living with HIV in
Queensland and Western Australia report — https://napwha.org.au/wp-
content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_ WA-QLD-Women-Interviews_v3.pdf
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3.2 Ensure that peer support is available

As with the Women’s Lounge idea, an outreach
strategy for CALD women is likely to be based in,
or strongly include, peer support, discussed next.

It is important that you can see, there
are women of your background

. . doing well
Consultations with women, heterosexual men, 9

and service providers within the context of the
HLF project all confirm the importance of peer
connectivity and support in enhancing HIV health
literacy and achieving health and wellbeing
outcomes®. This is true for CALD women as well.

In the interview, Shona highlighted the point that meeting up with other people living with HIV (PLHIV)
had been very important not only to her, but also to all of the women she’d known and worked with.

Ideally, contact with a peer support service would be provided at the time of diagnosis. A level of tact
and subtlety may be needed in the case of women dealing with stigma and shame, and afraid to
address HIV in any meaningful way beyond taking the medication. As Odette had pointed out in our
earlier series of interviews™.

Women from refugee backgrounds are people with a history of trauma. HIV is not
really at the forefront for them. Just settling [in Australia] and beginning to understand
about living here is very difficult, and some have language barriers. What they need is
friendship to help them navigate, and then along the way talk about HIV.

— Odette

Shona’s first experience of being a peer support worker was set up by the HIV organisation discretely
in the context of a group meeting. A client — a young woman, new to the country, a student — in turmoil
due to her plans being put into disarray due to a new HIV diagnosis, was afterwards informed by the
counsellor that the confident African woman who was actively involved in the meeting (Shona) was
herself living with HIV and ‘Would you like to meet her?” This thus, began a pleasant and productive
peer support relationship. ‘Now the young woman has graduated from uni[sic], she’s doing fine’, Shona
said with pride.

Shona’s experiences as a peer support worker brought to the fore the reciprocity of help-giving:
helping is good for the receiver and the giver of help. This realisation was, in fact, the catalyst for her to
break free from her recent isolation and sense of hopelessness, and to take charge of her life again:

® See already completed project reports
0 see project documentation for HIV Health Literacy Framework Project — Community Consultations with Women living with HIV in

Queensland and Western Australia report — https://napwha.org.au/wp-
content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_ WA-QLD-Women-Interviews_v3.pdf
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Giving and receiving help in a peer support context

Shona started providing peer support to especially CALD women not long after arriving in
Australia. When Shona was at her lowest ebb during this recent period of turmoil, an old client
of hers reached out to her. She was able to provide life-saving help — the woman had been
feeling suicidal. As Shona reminisced, “At that moment, | am thinking, I'm giving life, but giving
away my own life. | give a lot but forget to care about me”.

The satisfaction of giving help was healing, and Shona realised that she could also be a
recipient of help. This was the turning point for Shona in making the changes needed to ‘pick
up the phone’ and reach out, beginning with a call to a peer. From there, there were several
referrals to support services. Within a few months, she had taken great strides in dealing with
her mental health, relationship, and accommodation issues.

Throughout this process, she also learned a great deal more about health literacy and felt
energised to engage fully with the HIV health literacy framework project.

While it would be beneficial for peer support to be provided by CALD women, this may not always be
possible, especially in smaller centres.
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3.3 Promote the benefits of HIV literacy

Shona identified the need to promote the benefits
of HIV literacy as a key strategy when reaching
out to CALD women.

It takes a lot more than pills to
manage HIV

A relevant message to CALD women would be:

Have a willingness of wanting to learn about what you're being diagnosed of. It’s the
diagnosis of a condition you're going to have for the rest of your life — there is no
other way but to learn and research about that thing. You've got to develop a deeper
understanding about your HIV positive status, and thereby it's empowering you. There
/s no way you can manage a situation that you do not understand. It takes a lot more
than pills to manage H/V.

— Shona

A primary reason that Shona gave for promoting an openness to learning was that CALD women are at
first unlikely to want to know much more about HIV other than that medication needs to be taken. In
asserting this, she could draw strongly on her own experience:

Shona’s gradual embrace of HIV literacy

Shona was diagnosed with HIV in her country of origin in Africa in 2010. She did not want to
entertain any thoughts about HIV and shelved it in the back of her mind. She had, according to
her, ‘enough wisdom to get on the meds, but to hide this from everyone’ She had the
impression that having HIV was a death sentence, and also that it was a shameful thing. She
only disclosed to her parents, who confirmed the stigmatised aspect by urging her to keep it as
‘a family secret’.

Things changed for Shona after moving to Australia in 2015. When going to the Royal Adelaide
Hospital in order to replenish her meds, and coming from another country, they did all the tests.
This was the first time she really started to come to grips with concepts like viral load and CD4
count. Also, the doctors soon came to understand that she was experiencing psychosocial
stress and referred her to Relationships Australia South Australia (RASA).

With the support of a counsellor, she slowly opened up and became more willing to learn about
her diagnosis. Her medication regime was changed, and she realised %t’s important to know:
what are these pills?’As her HIV literacy increased, many things started to make sense, and
‘that is when [ started to really take care of myself.

When promoting the benefits of learning about HIV and living with HIV, there is value in highlighting
that knowledge is empowering. Empowerment is a key topic in the health literacy literature™. Shona
expressed the empowerment that came through the development of her HIV literacy as follows:

" See the Literature Review for the HLF project at https://napwha.org.au/wp-content/uploads/2019/07/NAPWHA-
HIVHealthLiteracyFramework-LiteratureReview_v2.pdf
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| feel very much empowered now. | have sat down with my sister[who also lives in
Australia] and / started educating her[about living with HIV]. / explained why | am not
getting sick. Why she did not need to be so worried about me around her kids. | feel in
control, that | can educate her about HIV.

— Shona

3.4 Encourage mental health literacy and facilitate supports

Shona made the point that helping CALD women
to learn about and to live better with HIV is likely
to include a focus on mental health. In particular,
there is a need to make it easier for CALD women
to access mental health supports, which
frequently necessitates helping them to overcome
ingrained misconceptions about mental illness. As
she put it:

Lots of things come with the
diagnosis that affect mental health

Lots of things come with the diagnosis [of HIV] that affect mental health. | do not know

of a single person with HIV who does not go through mental health issues. It would be

a great help if all the service-providers — health providers and peer support services —

if they could link between HIV literacy and mental health literacy, right from the time of
diagnosis.

— Shona

The link between HIV literacy and mental health literacy was made by other women who were engaged
during the investigative phase of the HLF project, with several highlighting the value of incorporating
mental health messaging as part of messaging about living well with HIV'2, The HIV Health Literacy
Framework being developed as part of the HLF project is focused on making links between health
literacy and the HIV Care Continuum™. Promoting wellbeing and quality of life for PLHIV is an important
part of this continuum, and this includes addressing mental health issues as needed.

However, Shona provided the insight that many CALD women would initially be reluctant to learn more
about mental health, and hesitant to seek mental health supports. In making this assertion, she could
draw on her own experience:

2 See project documentation for HIV Health Literacy Framework Project — Community Consultations with Women living with HIV in
Queensland and Western Australia report — https://napwha.org.au/wp-
content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_ WA-QLD-Women-Interviews_v3.pdf

'3 See program documentation
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Shona’s gradual opening up to addressing mental health

A range of factors contributed towards poor mental health outcomes for Shona from the time of
her diagnosis in 2010. There was her unwillingness to come to terms with, and fear of, HIV that
was ‘slowly eating me up’ There was the stigma — self-stigma — and being terrified of
unwanted disclosure, contributing to her isolating herself. There were migration issues; and
complex relationship problems. She was exhausted, afraid, turning to alcohol, and becoming
depressed to the point of feeling suicidal.

Yet Shona did not identify herself as experiencing mental health problems and took no steps to
seek help. She put this reluctance to seek help down to her background.

‘There is no such thing as depression where | come from’. There is a strong expectation for
African women that they need to cope with whatever life throws at them, and to present a calm
and strong image to the world. ‘You are expected to be strong as a woman’. Seeking help is
regarded as a sign of weakness.

Gradually, and in the context of receiving sensitive referrals to agencies that could help her
with the various aspects of her situation, Shona opened herself up to receiving help. She had
always felt OK about giving help, especially in an HIV peer support context, but it took a while
to open up to counselling and to recognise that she would need to address her mental health
issues, or risk losing it all. As Shona summarised:

Tve learned that depression is there. It is something that is fatal if left unattended. | have
learned that it doesn’t help to self-isolate. | learned about more resources in seeking help for
mental health concerns. | had to take anti-depressants, this made me angry at first, | was
thinking, it is not a health problem. Then [ realised that it IS a serious health problem.’
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3.5 Provide space to address relationship concerns

An individual’s level of health literacy is
powerfully socially determined, and health literacy
is itself a social determinant of health™.
Relationships with other people are the most
essential part of any person’s social environment.
Earlier consultations with health providers' had
alerted the project team to the importance of
relationships in the lives of CALD women,
especially due to the crucial role these
relationships have within the women’s informal
support system.

Ifyou do not fully understand your
status, you will struggle in all of your
relationships

The message conveyed through the consultations was that Healthcare Providers need to be open to
learning about women’s relationships and support systems; and also, what it means to the women
when such relationships become a source of stress. For example, as one of the health providers noted:

We have worked a lot with some women recently who had no idea that they could
have children, or what it means to have a relationship, and being able to have the
conversations within their relationship with their male partner. And it is a challenging
thing, and particularly challenging to link them with other services, and with other
members of their community that can help.

— Healthcare Provider™

Shona made it clear in the interview that there were strong links between her living well with HIV and
the ways in which she was dealing with her various relationships — with her parents, her child, her
husband, and with relatives, friends, and people in the community. She also identified a link between
experiencing happiness and success in those relationships, and having higher levels of HIV literacy,
noting that %7 you don'’t fully understand your status, you will struggle in all of your relationships’.

Improved HIV literacy helps PLHIV to address relationship issues by:

= Providing knowledge about living well with HIV, which leads to increased self-care and
confidence in dealing with relationship problems that may emerge e.qg., ‘When HIV health
literacy came, and it started to make sense, that’s when [ really started to take care of myself’
(Shona).

= Breaking down stereotypes and fears about HIV, which may provide them with the necessary
confidence to disclose their HIV status to important others when the time is right e.g.,
‘Disclosing is never easy, but it’s easier when you've got knowledge’(Shona).

=  Sharing accurate information with important others about HIV, and especially about living well
with HIV e.g. ‘A /ot of people would not know what U=U[Undetectable equals Untransmissible]
means’(Shona).

1% See the Literature Review for the HLF project at https://napwha.org.au/wp-content/uploads/2019/07/NAPWHA-
HIVHealthLiteracyFramework-LiteratureReview_v2.pdf

'S See report on consultations with Health Care Providers and Aboriginal Healthcare Workers in Cairns —
http://napwha.org.au/wp-content/uploads/2020/05/NAPWHA_HLF2019-Consultation-Healthcare-Providers-Cairns.pdf

16 Op cit.
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= Providing information on services that can be drawn upon, the confidence to reach out for help,
and the skills to navigate the health and social care system of a new country e.qg., ‘You realise
that it’s not just a headache, it’'s a special condition, so we are special people’(Shona).

HIV literacy plays an important role within intimate relationships, and this may raise several issues for
PLHIV. Shona graciously shared the recent experiences she had had with her (how ex-)husband to
illustrate key aspects of her overall message, and to make recommendations regarding health literacy
strategies for CALD women:

Shona’s experiences with her ex-husband

‘Recently | was overwhelmed and went into isolation, shelving all of the things | wanted to do,
including being more active as a Community Advocate. The reason was, | was going through

physical abuse from my then husband. It was social, financial abuse as well, and he also used
immigration as a weapon. | could not talk about it or seek help because of my background.

In my culture — seeking help for marriage issues? You are regarded as being weak. You are
expected to be strong as a woman, to be patient for your husband despite the problems. It was
eating me slowly, outside it seemed | was coping, but | was going through depression and
anxiety. | became homeless in the process.

A few years ago, / did not have knowledge enough and thought it[a sexual relationship] could
only be with a person with HIV. It is very hard to disclose your status to a sexual partner. | was
looking for a person with HIV so | could be free, and not struggle with disclosing. Being in a
relationship where you know that it’s a condition that we both are trying to manage. | was not
literate enough to know | could be in a relationship with anyone as long as my viral load
remained undetectable... U=U.

So, we met on a HIV dating site and he was also living with HIV. But | learned a lot of stigma
coming from him. The self-stigma he had was toxic. No matter | told him [/ like to work as a peer
supporter — he was not happy when | went to meetings or functions. He kept on saying. ‘| hope
your family doesn’t know that | am positive’. | wanted to disclose to my son, but he did not want
it because he was afraid that my son would think he had HIV too. For him HIV is AIDS. When /
put my meds on top of the table, he tells me, you have to hide them.

! knew | could get help, especially from peers [women living with HIV] but many things
prevented me from reaching out. It is my background. | could pick up the phone, but | didn’t
have the strength to burden other people with my problems.’

As discussed earlier, Shona drew on the insights that came from being a HIV peer supporter herself to
eventually seek help. With difficulty, she extricated herself from this toxic relationship. Following that,
she made great strides on many of the issues that she needed to address, often with the help of
services to which she had been referred by peer supporters and counsellors. Her steadily increasing
health literacy contributed to this quest by, for example, helping her recognise the professionalism and
evidence-based practices of counsellors and healthcare providers, and thereby being more open to
reaching out to them and accepting the help provided.

Insights shared by CALD women and health providers in the course of this project, and well-illustrated
through Shona’s personal narrative, suggest that It would be helpful for the activities of peer support
services to include the provision of space for women to discuss their relationships, and to address
relationship concerns. This would include referrals to services and networks beyond the HIV sector
when the woman felt ready to take this step.
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Conclusion

Summary

Insights of particular relevance to working with women from culturally and linguistically distinct
backgrounds are summarised as an integrated health literacy initiative in Table 1.

Table 2: Integrated health literacy initiative for CALD women living with HIV

Strategies

Messages

Activities

Reach out to
CALD women

As CALD women we may
present as strong, and we are
scared to ask for help — but
we do need it

Address CALD women specifically in HIV
health literacy and peer support initiatives.
Communicate clearly what each organisation
can offer.

Use sector networks to ensure that relevant
information reaches the intended
beneficiaries.

Ensure that peer
support is
available

There are women of your
background who are doing
very well living with HIV

Provide information on peer supports and
networks, ideally at the time of diagnosis.
When establishing a peer support
relationship, focus on friendship and system
navigation while addressing HIV literacy
tactfully at the woman’s pace.

Recognise the reciprocity of help-giving:
helping is good for the peer receiving the
help, and for the peer giving the help.

Promote the
benefits of HIV
literacy

It takes a lot more than pills to
manage HIV

OR

With more health literacy, |
feel more empowered.

Encourage a willingness to learn more about
HIV and living with HIV, using available
forums such as group meetings, peer
navigation activities, counselling sessions,
and written communications.

Promote the benefits of health literacy as
women engage with the HIV Care
Continuum, including quality of life goals.

Encourage
mental health
literacy and
facilitate supports

Lots of things come with the
diagnosis of HIV that affect
mental health

Make the links between HIV literacy and
mental health literacy.

Within the context of living well with HIV,
encourage CALD women to reach out to
mental health supports as needed.
Recognise that reaching out may necessitate
their overcoming misconceptions about
mental illness.

Provide space to
address
relationship
concerns

Ifyou do not fully understand
Yyour status, you will struggle
in all of your relationships

OR
Disclosing s never easy, but

it is easier when you have got
knowledge

Recognise the importance of relationships
and informal support systems in the lives of
CALD women, and especially so in the case
of recent migrants.

Help women appreciate how higher levels of
HIV literacy can contribute to improved
relationships and hence stronger informal
support systems.
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Recommendation for health literacy initiatives and
implementation

The HLF project’s insights into HIV health literacy for CALD women can be applied through the
undertaking of an outreach and consultation activity in 2021. Shona’s idea of organising and running a
Women’s Lounge has merit. She would take on the role of Community Advocate and, as with our
team’s previous consultations (focus groups or interviews) with women and heterosexual men, she
could explore HIV literacy with CALD women by inviting them to share their experiences and views in a
safe space.

This would not only be of benefit to the women who would participate, but to CALD women more
broadly. Once the Integrated health literacy initiative for CALD women living with HIV, presented in
Table 1, has been tested and refined through this participatory action research approach, CALD women
could more firmly be included as a sub-cohort within the HLF project.

The outreach could ideally operate from, or under the auspices of Australian State and Territory PLHIV
organisations. Outreach could also operate from Australian State and Territory Multicultural services —
including Relationships Australia South Australia, Centre for Culture, Ethnicity & Health (Victoria),
Victorian African Health Action Network (VAHAN), Ethnic Communities Council of Queensland,
Multicultural HIV and Hepatitis Service (MHAHS).
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6.1 Positive Women Victoria — Needs of women from African
diaspora communities in Victoria, Australia who are living with
HIV

Community-based organisation, Positive Women Victoria in 2017 was specifically funded to support
Women Living with HIV in Australia. Research from this study informed the NAPWHA project.

? Acknowledgements

PositiveWomen

Needs of women from African diaspora
communities in Victoria, Australia who are
living with HIV

Positive Women Victoria

We would like to thank all the participants who
generously contributed their time, effort and
perspectives to this project. We would especially like to
thank the women who were willing to offer such
valuable insights into their personal experiences

Background

Positive Women Victoria is the community based
organization specifically funded to support Women Living
with HIV in Australia.

Organization was established by and for women living
with HIV over 30 years ago.

Has responded to the changing needs of WLHIV by
recognizing the impact gender has on the way women
experience HIV.

Service seeks to address the specific needs and emerging
issues that affect WLHIV especially in Victoria.

Research Question

What are the major structural and cultural
barriers to accessing HIV community and clinical
support for African-born women living with HIV
in Victoria?

Gender, migration and HIV

Globally, women account for almost 50% of all

people living with HIV

— Particularly at higher risk in countries where there is a
high prevalence of HIV

The majority of heterosexual people living with

HIV in Australia are born overseas

— Also constitute the majority of late diagnoses, and
those who remain unaware of their HIV status

Intersections of gender, migration and HIV —

crucial differences in women’s experiences of HIV

in Australia

Research Setting

*  Whilst the rate of new HIV notifications are falling fast in
MSM,; rate is slowly increasing in heterosexual men and
women.

* New HIV diagnoses and exposure in heterosexual contact has
increased by approximately 10%.

*« Women constitute about 10% of PLHIV in Australia, the
majority have acquired HIV through heterosexual contact.

* The rate of decrease in notifications among women has
remained unchanged in the last 10 years.

* Limited information about experiences of African-born
women or other WLHIV from other countries.

Source: Kirby institute
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Objectives

To explore the major structural and socio-cultural
barriers to accessing HIV community and clinical
support organisations experienced by African-born
WLHIV in Victoria

To understand perceived and experienced barriers by
service providers when providing services to African-
born WLHIV

To identify opportunities for increased engagement
and retention in care for African-born WLHIV in
Victoria

? PositiveWomen

METHODS

Data Collection

Ethics approval by Alfred Hospital Ethics
Committee

Qualitative study

Individual semi-structured interviews
Two participant groups

— African-born women living with HIV

— Service providers of HIV clinical and community
support services in Victoria

Interviews audio-recorded, transcribed verbatim

Data Analysis

Thematic analysis

Transcriptions coded individually by research
team

Codes grouped into emerging themes
Decisions made by consensus

? PositiveWomen

RESULTS

Interviews from May — December 2017
Eleven African-born women from Positive
Women Victoria’s membership (KI)

Sixteen service providers from HIV clinical and
community support services (SP)
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Demographics of women

Age Number of
participants (n)

5 1 Region Number of

= i participants (n)
South i

38 2
East 3

39 1

» 3 Central il

44 1

45 1

45 1

55 1

Service Providers

Monash Health 2
Refugee Health Dandenong 1
Multicultural Centre for Women’s Health 2
Melbourne Sexual Health Clinic il
Prahran Market Clinic 2
2

Family and Reproductive Rights Education
Program (FARREP) service Royal Women's
Hospital

HARP Complex Care and Bolton Clarke 2
Service Royal Melbourne Hospital
Culturallyand Linguistically Diverse 2
(CALD) Community HIV support — Alfred
Health

Alfred Health =Victorian HIV consultancy 2
(Antenatal care)

Barriers to Access and Engagement

¢ Individual, community and structural barriers
to engagement

* Shared barriers
* Barriers identified by only women
* Barriers identified by only service providers

Shared Barriers

Sub-themes

Themes

Individual Tsolation

Perception of HIV by women

Perception of HIV by service providers

Cultural identity

Fear of stigma

Community Stigma and discrimination

Cultural

of HIV (stigma vs

Fear of stigma

Fear of disclosure

Gender inequality - patriarchal beliefs and practices

Structural Stigma, prejudice from clinical services

Location of HIV specific services

Tack of representation/monoculture in Australia

Limited HIV friendly GPs / S100 prescribers

Tnterpreter access

Shared Barriers

Sub-themes

Themes

Individual Isolation

Perception of HIV by women

Perception of HIV by service providers

Cultural identity

Fear of stigma

Community Stigma and discrimination

Cultural misconception of HIV (stigma vs knowledge)

Fear of stigma

Fear of disclosure

Gender inequality - patriarchal beliefs and practices

Structural ‘Stigmay/prejudice from clinical services

Location of HIV specific services

Lack of representation/monoculture in Australia

Limited HIV friendly GPs / S100 prescribers

Tnterpreter access

e

Perception of HIV by service providers

“the initial doctor that | met which, his reaction
was so like blank and he was my first contact. |
came out of his office feeling like if this is - if a
doctor can react like that then I’'m in a bigger
problem than | thought | was” —KI 5

“Most women go to their GP first, to access
services, don’t feel they have adequate
information given to them ... doctors don’t really
know how to start that conversation” - SP 3
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g ¥ Lack of representation/monoculture in

Stigma versus knowledge

“They don’t know that things have changed in
terms of medications and everything. They just
think that once someone has HIV it’s death” — Kl
4

“If they were really knowledgeable — what that
virus is doing, how you could control it, they
understand that. But | think there is no
knowledge there’s cultural stigma” —SP 7

Australia

“What is pulling African people back is there is
no voice that is speaking for them. They want
someone who can identify with them. This is
where the problem is” — K| 2

“Shopping around for an $100 prescriber doctor
would be a lot more challenging for a woman
from an African background ...compared to if
someone is same-sex attracted, because in most
of the GP practices same-sex attracted patients
would get priority” — SP 8

Barriers identified by women only

[emes e ]

Structural Unwanted disclosure from services
Pressure to self-disclose

Misinformation from clinical services

“It's a gathering and I'm new from Africa and the manager of the service provider
was like oh we’ve got a new individual here and ... she is HIV positive, we’re just
thinking that she will become one of our positive African speakers here in
Australia. And then everybody was just looking at me...

... giving me pressure to go public yeah. Emphasising oh it’s gonna be good for
you and you know, you need to do this, you need to do this. The fact that |
entrusted them with my status but | didn’t actually want them to say to people
even indirectly like that, you know?”—KI 9

“l was just looking for somewhere to get some
information and to get some help... | went to the
doctor and asked him to make a referral and send
me to somewhere that he knows, and he was like
he doesn’t know anyone, he’s never met anyone in
my situation, and | can ship my drugs from home”
—KI5

“Yeah so I've told my GP most of the time this is not
about surgery or anything so can you please not
put the HIV status on there, but he always does it ...
he says he has to write it” —KI7

“I went for my appointment to check for my child and |
overheard the doctor saying that’s the lady with the HIV
and they come straight to me. So as soon as | saw the
doctor | gathered that they were talking about me...

... they pretty much just kicked me out and said you have
to have a termination of your child whether | was 36
weeks pregnant so it was just kind of like they kicked me
to the curb ... and when | got home [ just think oh my
god | just found out I've got this, I've got no support or
nothing so | thought, | have nothing to live for” —KI 3

Barriers identified by service providers

only
Theme Sub-themes
Individual
Experienced Time.
Language
Carer responsibilities
Basic needs
Perceived Racism
Vi tegory
Community
Experienced Different languages and small groups
Structural
Experienced Cross-cultural miscommunication
Visa category
Perceived Racism
Cost
Model of care:
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* Majority of barriers identified were shared by
both the women and the service providers

* Fear as a central theme and a significant
barrier
— Stigma and discrimination from services
— Stigma and discrimination from their communities

— Unwanted disclosure

Opportunities identified

Motherhoodas a driver

Hope from support services

Desire to empower peers

Desire to have agency through increased knowledge and confidence

Interest in meeting peers from similar cultural backgrounds experiencing similar
challenges

Need for HIV awareness and education

Conclusion and recommendations

* Contributes valuable insights to the currently limited body of
information on lived experiences of migrant women seeking access
to treatment and support within HIV sector in Australia

+ Multiple barriers consisting of individual, community and structural
factors

— Affects women’s ability to seek support and service providers’ ability
to provide best practice care

* Recommendations
— Increasing HIV awareness within non-specialist services
— Provision of culturally accessible and acceptable services

— Meaningful engagement with culturally and linguistically diverse
communities

What’s next?

» Community engagement with African women and their
communities

* Engaging with service providers about what they can do
specifically for future actions

* Develop partnerships with organisations that have
worked with women from diverse backgrounds

* Design an implementation for an engagement plan for
working with women from Africa living with HIV and
women from other diverse backgrounds

* Develop future peer support resource for training &
engagement for all WLHIV

g
Disclosure of interest Stay connected
Heather Mugwagwa
* This research was funded by a Positive Action research@positivewomen.org.au
Community Grant awarded through ViiV 9863 8747
Healthcare info@positivewomen.org.au
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6.2

Further references

In 2019. La Trobe University’s Australian Research
Centre in Sex, Health and Society held a one-day

symposium looking critically at the intersection points
of HIV and people’s lives, especially people and
communities affected by HIV who have not been at
the centre of the Australian HIV response. This
included commentary from:

Access the podcast via 3CR Community Radio online —
https://www.3cr.org.au/womenontheline/episode-201912160830/hiv-and-intersectionality-part-
two-supporting-women

Hope Mathumbu, secretary of the Victorian
African Health Action Network and Chiedza Malunga, an African Australian Healthcare
Professional discussing concepts such as invisibility, hypervisibility, allyship and service
delivery in relation to HIV and Intersectionality.

NAPWHA Community Advocate Sarah Feagan, also a peer navigator at Living Positive
Victoria discussed her work supporting women living with HIV.

Cummins, D., & Millar, K.H.J. (2004). Experiences of HIV-Positive Women in Sydney, Australia.
JANAC: Journal of the Association of Nurses in AIDS Care, 15, 70-74.

Lawless, S., Crawford, J., Kippax, S., & Spongberg, M. (1996a). 'If it's not on...": heterosexuality for
HIV positive women. Venereology, 9, 15-23.

Lawless, S., Kippax, S., & Crawford, J. (1996b). Dirty, diseased and undeserving: The positioning
of HIV positive women. Social Science & Medicine, 43, 1371-1377.

Mengesha ZB, Perz J, Dune T, Ussher J (2017) Refugee and migrant women’s engagement with
sexual and reproductive health care in Australia: A socio-ecological analysis of health care
professional perspectives. PLoS ONE 12(7): e0181421.
https://doi.org/10.1371/journal.pone.0181421

Peterson, J.L. (2010). The challenges of seeking and receiving support for women living with
HIV. Health Commun, 25, 470-479.
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5.1 Document Control
Revision History

The following changes have been made to this requirements specification:

Version Prepared by Date Description of Change
01 Ron Woods 12-Mar-2021 Report provided
0.2 Saysana Sirimanotham 20-Apr-2021 Report reformatted; supplementary content added

5.2 Related Documents

e HIV Health Literacy Framework Project Literature Review and Community Training Handbook
(July 2019) [Author: Ronald Woods]

¢ NAPWHA HIV Health Literacy Framework Project — Evaluation Framework (June 2019)
[Author: Ronald Woods]

e HIV Health Literacy Framework Project Healthcare Providers Consultation in Cairns QLD on 23
August 2019

e HIV Health Literacy Framework Project Women’s Consultation in Melbourne VIC on 23 October
2019

e HIV Health Literacy Framework Project Women’s Consultation in Darwin NT on 7 November 2019

e HIV Health Literacy Framework Project — Community Consultations with heterosexual men in
Melbourne report — November 2020

e HIV Health Literacy Framework Project — Community Consultations with Women living with HIV
in Queensland and Western Australia report — December 2020

5.3 Organisational Contact Details

The community consultation is being carried out by the following people:

Role Name Organisation

Community Advocates / Rita Broughton NAPWHA

Research co-designers Sarah Feagan In partnership with
Lara Kruizinga Positive Women Victoria.
Diane Lloyd Living Positive Victoria
Precious Mapfumo Queensland Positive People
Anth McCarthy NTAHC
Emma Sheldon-Collins

Research Ronald Woods Consultant

Project Co-ordination Saysana Sirimanotham NAPWHA

Research funder The study is being run by the National Association for People with HIV

Australia (NAPWHA) in partnership with Living Positive Victoria, Positive
Women Victoria, QPP. ViiV Healthcare are providing financial support.
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https://napwha.org.au/wp-content/uploads/2019/07/NAPWHA-HIVHealthLiteracyFramework-LiteratureReview_v2.pdf
https://napwha.org.au/wp-content/uploads/2020/02/NAPWHA-HIVHealthLiteracyFramework-CommunityTrainingHandbook_v2.pdf
https://napwha.org.au/wp-content/uploads/2020/02/NAPWHA-HIVHealthLiteracyFramework-CommunityTrainingHandbook_v2.pdf
https://napwha.org.au/wp-content/uploads/2019/07/NAPWHA-HIVHealthLiteracyFramework-EvaluationFramework-v3.pdf
https://napwha.org.au/wp-content/uploads/2020/05/NAPWHA_HLF2019-Consultation-Healthcare-Providers-Cairns.pdf
https://napwha.org.au/wp-content/uploads/2020/02/NAPWHA_HLF2019_Let-Women-Talk-Consultation_WLHIV-Melbourne_REPORT.pdf
http://napwha.org.au/wp-content/uploads/2020/12/NAPWHA_HLF2020_Consultation-with-Positive-Heterosexual-Men_REPORT.pdf
http://napwha.org.au/wp-content/uploads/2020/12/NAPWHA_HLF2020_Consultation-with-Positive-Heterosexual-Men_REPORT.pdf
https://napwha.org.au/wp-content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_WA-QLD-Women-Interviews_v3.pdf
https://napwha.org.au/wp-content/uploads/2021/04/20210131_NAPWHA_HLF2020_Consultation_WA-QLD-Women-Interviews_v3.pdf
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