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Founded in 1989, The National Association of People with HIV Australia (NAPWHA) is Australia’s 
peak non-government organisation representing community-based groups of people living with 
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represent the positive voice in Australia.

NAPWHA provides advocacy, policy, health promotion, effective representation, and outreach on 
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and social research into the incidence, impact and management of HIV.

NAPWHA has an impressive record in treatments advocacy working in the area of drug access 
and clinical trials. However, in recognising that health is more than merely drug treatment, 
NAPWHA works in partnership with healthcare professionals, researchers, government and the 
pharmaceutical industry to ensure that a broad view of health and well-being is reflected at all 
levels of service delivery.

NAPWHA’s vision is of a world where people with HIV live their lives to their full potential, in 
good health and free from discrimination. NAPWHA’s mission is to provide national advocacy, 
leadership and representation across the diverse needs of all people living with HIV in Australia
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NAPWHA’S ENGAGEMENT WITH PLHIV APPENDIX

EXECUTIVE 
SUMMARY 
Dear Reader, 

NAPWHA relies upon our membership and people living with HIV from 
across Australia to understand the priorities for people living with HIV. As 
the peak organisation in Australia representing people living with HIV, we 
must continue to be an organisation that values feedback, both positive 
and critical.  

This is why we opened ourselves up to an independent assessment of our 
capacity to engage with people living with HIV. Over the last nine months, 
NAPWHA engaged an external consultant to ensure that we hear the voices 
of people living with HIV. 

We remain committed to people living with HIV and to our member 
organisations. We believe we can improve the institutions and organisations 
that support people living with HIV by scrutinising our policies, procedures 
and priorities now and in the future. 

The ‘Assessing NAPWHA’s Engagement with People Living with HIV’ project 
summarised in this report provides critical insights. These observations will 
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improve NAPWHA’s engagement and consultation mechanisms with our 
members and the broader communities of people living with HIV. 

We value quality improvement and endorse the recommendations from this 
report. We hope that the suggested actions will strengthen NAPWHA’s 
position as one of the few continuously operating national PLHIV 
organisations globally. 

Our motivation is to see an end to HIV in Australia and worldwide. We will 
continue to advocate for and champion people living with HIV to 
ensure that no one is left behind.

Scott Harlum
President
National Association of People with HIV Australia (NAPWHA)
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NAPWHA’S ENGAGEMENT WITH PLHIV RECOMMENDATIONS

RECOMMENDATIONS 
1. CONSULTATION AND ENGAGEMENT STRATEGY
NAPWHA should consider creating a Consultation and Engagement 
Strategy which provides the rationale, principles and processes for how it 
can improve its engagement with members and networking bodies. 

2. SUPPORT PRIORITY POPULATIONS
NAPWHA should consider the following constituencies as the top 4 priority 
populations and explore how best to support them: 

• Asylum seekers, migrants and people born overseas

• People of colour

• People living with a disability

• Young people

3. ENHANCE NETWORKING BODIES
NAPWHA should review the terms of reference of existing networking 
groups with the intention of enhancing their capacity, operation and 
transparency. 

4. DIVERSITY REVIEW
NAPWHA should consider a review to investigate how to best maintain and 
improve geographical and representational diversity within existing 
NAPWHA structures. 

5. GOVERNANCE REVIEW
NAPWHA should consider a review of its governance policy and procedures 
with a focus upon practices which would enhance accountability, 
transparency, and responsibility. 

6. IMPROVE TRANSPARENCY
NAPWHA should consider publishing half yearly updates on major 
activities, campaigns and projects which discloses funding sources. Ideally, 
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these updates would be available online, accessible by members, 
stakeholders and the body positive. 

4 CONSULTANT REPORT MAY 2021



NAPWHA’S ENGAGEMENT WITH PLHIV INTRODUCTION

BACKGROUND 
The National Association of People with HIV Australia (NAPWHA) 

engaged QThink Consulting to investigate how well it involves people 
living with HIV (PLHIV) in its work. To do this, QThink constructed the 
Assessing NAPWHA’s Engagement with PLHIV Survey.  

The survey was informed by Greater Involvement of People Living with HIV/
AIDS (GIPA), Meaningful Involvement of PLHIV and Affected Communities 
(MIPA) and Meaningful Involvement of Women and Girls Living with HIV 
(MIWA) principles, best practice guidelines sourced from a variety of NGOs, 
peak bodies and advocacy organisations, as well as input from NAPWHA. 

QThink selected ‘engagement’ as a theoretical lens to capture consultation 
and interaction with PLHIV and positive communities more broadly than 
‘involvement’. The survey used ABS data to determine some relevant 
populations (i.e. for cultural and national background). In contrast, others 
utilised existing research to identify key communities (i.e. for priority 
populations). 

NAPWHA compiled a list of 53 individuals based on their experience, 
expertise and knowledge. This included the board, staff members, 
associates from member organisations and external stakeholders, among 
others in addition to individuals from every state and territory. Of the 53 
individuals invited, 34 responded. 
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QThink conducted the survey anonymously, and all questions were 
voluntary. See Appendix A for a reproduction of the survey questions.  

QThink additionally undertook a series of 1 on 1 interviews to enrich the 
interpretation of the survey data. NAPWHA produced a shortlist of possible 
participants from the original list of 53 individuals. QThink invited ten 
individuals and six agreed to a 1-1 interview.  

The interviews were qualitative, open-ended and ran for roughly half an 
hour to an hour each. QThink selected five interview topics based on 
themes that emerged from the survey results: accountability, autonomy, 
resources, representation and transparency. See Appendix B for a summary 
of interview topics. 

This report is structured around four main sections. The first part, ‘Who 
were the participants?’, describes the demographic background of the 
survey respondents. The second section,  ‘What did they have to say?’, 
reports the primary results of the survey. 

The third part of the report titled ‘Who said what?’ drills down into the 
survey data and teases out additional insights, with particular emphasis on  
investigating NAWPHA’s engagement with heterosexuals and women. This 
section also discusses board and community perceptions. 

Finally, the report closes with a list of 
recommendations, actions to consider 
and a series of further questions 
which arose from the survey and 
interview processes, reflecting points 
of confusion or dispute. 

This report concludes nine months of 
analysis, evaluation and research. We 
want to thank everybody who 
participated in the project for their 
efforts, insights and time.   

With thanks,  

Brent Allan & Joshua Badge 

May 2021 

6 CONSULTANT REPORT MAY 2021

“If you come 
through NAPWHA’s 

door and say, hey, 
I've got a problem, 
they will never turn 

you down”
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WHO WERE THE 
PARTICIPANTS? 
OVERVIEW 

The sample was majority middle-aged, male, cisgender, and endosex. 
Additionally, respondents were most likely to be Australian born, HIV 

positive men who have sex with men. Most participants reported some 
drug use, and a significant number had experience in the sex work industry.  

The sample was also majority non-disabled, neurotypical, and without any 
carceral experience, while educational attainment trended towards highly 
educated. Respondents were involved with NAPWHA across various roles; 
more than half were external to the organisation (i.e. associates, external 
stakeholders etc).  

DEMOGRAPHIC CHARACTERISTICS 

The majority of the sample was middle-aged, with two respondents aged 
25-34, eight aged 35-44, 15 aged 45-54, eight aged 55-65, and one more 
than 65 years old [see figure 1]. 

Twenty-one participants were male, ten were female, two were non-binary, 
and one person identified as an unspecified gender [see figure 2]. Twenty-
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nine respondents were cisgender, three were either trans, non-binary or 
both, and two declined to specify. This means the sample was majority 
male and cisgender. 

Thirty-two respondents were endosex, i.e. people whose sexual 
characteristics match the typical expectations of male or female bodies, 
and two declined to specify. No participants reported being intersex. 

Twenty-eight respondents were sexually attracted to men, three to women, 
one to both, one to people of any gender and one person declined to say.  

By combining gender and sexual interest data, we can infer that there were 
19 men who have sex with men, eight heterosexuals (including six women 
and two men), one woman who has sex with women, one bisexual, and one 
pansexual [see figure 3]. 

Twenty-seven participants were born in Australia, while seven migrated to 
Australia [see figure 4]. The most prevalent cultural and national 
backgrounds were Australian, followed by Irish, Aboriginal, English and 
South Sea Islander [see figure 5]. One person declined to specify their 
background. 

This question allowed respondents to select multiple backgrounds 
reflecting their unique cultural, ethnic and national heritage, so the 
numbers do not necessarily reflect separate people. For example, the 
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sample includes three Aboriginal people, two of whom are also South Sea 
Islanders and one of whom additionally identified as Australian. 

The sample includes 26 PLHIV in addition to 8 HIV negative people [see 
figure 6]. Twenty-three participants reported regulated drug use, 16 
reported unregulated drug use, six reported using neither, and three 
people declined to specify. Twenty-seven respondents in the sample were 

9 CONSULTANT REPORT MAY 2021

Fig 3 Sexuality
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non-disabled. Five were people living with a physical disability, and two 
declined to specify their ability. 

Further, 25 respondents reported never working in the sex work industry. In 
contrast, eight had worked in the industry in the past, one currently worked 
in the industry, and one person declined to disclose their experience. 
Thirty-one participants had never spent time in jail or prison while two had 
been incarcerated in the past. A further two declined to elaborate.  

There was a broad distribution of educational attainment though it trended 
towards post-graduate qualifications. Two respondents were high school 
graduates, four held Certificates, four held Diplomas, nine held Bachelor 
degrees, seven held Masters degree, and six held PhDs. One person held 
no qualifications, and an additional respondent declined to specify [see 
figure 7]. 

Participants were spread across a variety of roles internal and external to 
NAPWHA. A majority of the respondents (70%) were external to NAPWHA, 
i.e. they were associates, external stakeholders, consultants or contractors. 
The remaining 30% were internal to the organisation [see figure 8].  

In total, 12 were associates of member organisations, seven were external 
stakeholders, six were board members, five were researchers, four were 
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Fig 7 Educational attainment
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consultants, three were staff members, two were in another role and one 
was a casual contractor [see figure 9].  

All respondents answered the questions relating to age, gender, gender 
experience, sex characteristics, sexual behaviour, relationship to Australia, 
HIV status, drug use behaviour, sex work experience, ability, carceral 
experience, educational attainment and relationship with NAPWHA. Two 
people skipped the question relating to their cultural and national 
background. 
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Fig 9 Role with NAPWHA
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WHAT DID THEY 
HAVE TO SAY? 
OVERVIEW 

Overall, the whole, participants expressed a high degree of satisfaction 
with NAPWHA’s operations and its engagement with PLHIV. The 

responses were generally positive and indicated a great deal of support for 
the organisations work. 

Respondents demonstrated a high level of certainty in their answers. They 
were generally reluctant to suggest that NAPWHA was doing poorly 
concerning most of the engagement issues discussed in the survey. 

OVERALL ENGAGEMENT WITH PLHIV 

Participants were extremely satisfied that NAPWHA recognises PLHIV as 
experts, that PLHIV hold a variety of positions across the organisation, that 
it maintains a non-discriminatory work environment, that the organisation 
encourages PLHIV to participate in decision-making bodies and that it 
actively listens to PLHIV. 
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Further, respondents were relatively satisfied that NAPWHA empowers 
PLHIV to effect change, helps build community organisations, engages 
PLHIV to develop HIV campaigns, adequately represents the interests of 
PLHIV who face discrimination and stigma, and involves a range of 
communities in its work. 

However, respondents were less satisfied that NAPWHA ensures PLHIV are 
accountable to their communities, that it adequately resources PLHIV to 
fulfil their roles, that different communities of PLHIV decide who represents 
them, that it canvasses critical feedback and invites a variety of PLHIV to 
share their views [see figure 10]. 

The question  Do PLHIV decide who represents them?  received the most 
negative responses. Five people believed that PLHIV did not decide who 
represents them, with one of the five noting an intention to improve in this 
area [see figure 10]. 

Three people disagreed that NAPWHA helps build community organisations 
and that it canvasses critical feedback, respectively. Two people also 
disagreed that it recognises PLHIV as experts and actively listens to PLHIV. 
Nevertheless, responses to these questions were positive on the whole. 

Participants were least certain about how well NAPWHA resources PLHIV, 
its non-discriminatory work environment, and whether representatives are 
accountable to communities. Every respondent answered each question in 
this section. 

ENGAGEMENT WITH PARTICULAR 
COMMUNITIES   

Participants overwhelmingly believed that NAPWHA involves gay and 
bisexual men (and men who have sex with men more broadly) in its work. 
They were also very likely to say the organisation typically involves over 
55’s, Aboriginal people, women and girls, and sex workers. 

Around half of respondents agreed that the organisation involves people 
who use drugs (PWUD), people from regional and rural areas, 
heterosexuals, gender diverse people respectively, migrants and people of 
colour (POC). 
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Out of the 17 groups provided, people were least likely to say that NAPWHA 
engaged with incarcerated people, low-income earners, under 30s, asylum 
seekers and refugees, and people with a disability [see figure 11]. 

When asked to evaluate how well NAPWHA engages with these 
communities, participants were unanimous that the organisation engages 
very well with gay and bisexual men (and men who have sex with men more 
generally),  sex workers and over 55’s. 

Further, people generally felt that NAPWHA’s engagement with Aboriginal 
peoples, women, girls, trans and gender diverse people was very good, 
though around one-quarter of participants disagreed. 

Around 1 in 3 participants felt that NAPWHA’s engagement with people who 
use drugs, people from regional areas, migrants, heterosexuals, and low-
income earners could be improved. However, these were still positive on 
the whole. 

Finally, around 50% or more of respondents raised issues with NAPWHA’s 
engagement with people of colour, people with a disability, asylum seekers 
and refugees, under 30’s and people with carceral experience [see figure 
12]. 

Note that figure 12 excludes uncertain responses, instead displaying the 
percentage of respondents who provided a clear response (n=16-26) to 
represent clear opinions more accurately. 

OPEN ENDED SURVEY RESPONSES 

Seventeen people provided open-ended feedback, while an equal number 
of people skipped the question. This written feedback was generally 
favourable, with approximately twice the number of positive comments 
than negative ones. These responses can be categorised as affirmative, 
supportive, critical and other [see figure 13]. 

The affirmative responses included, for example, several ‘thank you’ 
messages and a comment about NAPWHA’s dedicated staff and board. One 
respondent noted a ‘significantly positive change in NAPWHA’s 
engagement with PLHIV this year’. Further, another praised the organisation 
for its flexibility and ’willingness to allow for this feedback’. 
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Fig 11 Which communities does NAPWHA involve?
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Supportive messages were ones which acknowledged institutional foibles 
but remained generally positive. These comments recognised of the 
limitations which NAPWHA faces, such as difficulties with funding and 
resources or the constraints posed by the COVID-19 pandemic.  

Critical messages were more negative than the others, but participants 
were specific in their evaluations. Issues such as the autonomy of 
committees, meaningful community representation and transparency in 
decision making appeared across several comments. One participant 
further raised the need for better Aboriginal peer support. 

In summary, the positive comments praised NAPWHA’s work which informs 
and empowers PLHIV, while also acknowledging the constraints the 
organisation faces. A small handful of participants raised issues relating to 
accountability, autonomy, representation, and transparency. 

ONE ON ONE INTERVIEWS 

Six individuals agreed to interviews, including two men, three women and 
one gender diverse person. The group included one Aboriginal person and 
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one person of colour, and was comprised of individuals internal and 
external to NAPWHA. 

Interviewees frequently acknowledged the challenges posed by the 
COVID-19 pandemic and often referred to the hard work of NAPWHA staff. 
Generally, they felt that there is broad appreciation, respect and trust for 
NAPWHA and its work. 

They praised NAPWHA’s advocacy for Medicare ineligibles and work around 
HIV criminalisation. Additionally, they praised the quality of NAPWHAs 
resources, including the Peer Support Standards report, the HIV and 
Ageing report, and various podcasts, videos, and newsletters. 

Interview participants commended the jurisdictional diversity of the board, 
the consistency of annual reporting and participation in research forums. 
Additionally, they applauded NAPWHA’s support for Femme Fatales, the 
Positive Aboriginal Torres Strait Islander Network (PATSIN) and the 
Anwernekenhe National Aboriginal and Torres Strait Islander HIV/AIDS 
Alliance (ANA). 

Interviewees generally believed that NAPWHA was accountable to its 
member organisations. However, there was some confusion about whether 
it was or should be accountable to the body positive more broadly. Multiple 
external participants also felt that it was often unclear how to contact 
decision-makers. 

Respondents generally agreed that NAPWHA listens to PLHIV and involves 
them in decision making, and that networks are autonomous. However, 
interviewees referred to a lack of close consultation, a lack of reporting 
back post-consultation, and a lack of event coordination.  

Interestingly, one internal participant expressed doubts about the 
independence of the board. This is consistent with a broader confusion in 
the interviews concerning whether board members represent their 
jurisdiction, any communities of which they are members, or the whole of 
the body positive. 

The issues which appeared most often throughout all interviews was the 
lack of support for smaller jurisdictions such as Tasmania, South Australia, 
Western Australia and the Northern Territory. There was also general 
agreement about the lack of support and capacity building for Aboriginal 
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communities, migrants and people of colour. One respondent further 
noted a lack of support for young individuals.  

Interview participants generally agreed that the more minoritised HIV+ 
communities lacked direct representation at NAPWHA. Nevertheless, they 
also generally agreed that NAPWHA does an adequate job of representing 
their interests.  

While interviewees praised the jurisdictional diversity of the board, they 
also expressed a desire for greater population-based diversity. Respondents 
raised additional concerns in this area. 

For example, they noted the lack of tenure limits for directors and 
expressed a desire for greater community or population diversity on the 
board. There was general confusion about how the networking bodies 
recruit and operate, and how they report to NAPWHA. One respondent 
further cited a lack of changeover in the networks. 

There was consensus that NAPWHA could be more transparent about how 
it operates and how it reaches decisions in particular. For instance, 
interviewees noted a lack of clarity around how to raise an issue with the 
board or request an agenda item outside of informal relationships. 

They generally felt that there is a lack of transparency around the board’s 
decision making, which one participant linked to the lack of minutes or 
discussion summaries. More broadly, participants were sometimes 
confused about the reasoning behind strategic decisions, such as why one 
issue might be a campaign item and others not. 

Several respondents raised the issue of reliance on pharmaceutical 
funding. No interviewees were inherently opposed to accepting 
pharmaceutical funding; rather they merely expressed a desire for greater 
transparency on this issue. Additionally, some respondents noted that 
NAPWHA’s organisation structure is unclear. 

Interview participants also raised several issues which are not easily 
categorised under one of the five themes. For example, one noted an 
occasional hesitancy to work with other organisations or use them as 
models. Several more expressed concern about the low frequency of board 
meetings, while others articulated a desire for a more robust social media 
presence and online networks.  
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One tension, in particular, stood out in the interview process. There was 
general confusion as to whether NAPWHA engaged with its member 
organisations, with individuals, or with the body positive in general. 

One participant believed that NAPWHA engages with individuals directly 
and that it does so very well. However, several more expressed scepticism 
that individual PLHIV would approach NAPWHA individually and indicated 
some uncertainty about whether NAPWHA engages with PLHIV in this way. 

Further to this point, one interviewee commended NAPWHA’s ability to 
build individual capacity. Another considered this to be a limited function, 
while a further two expressed confusion about whether this is something 
NAPWHA does.  
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WHO SAID 
WHAT? 
OVERVIEW 

Concerning the survey responses, heterosexuals and women were 
slightly less positive about NAPWHA’s engagement with their 

respective communities than the overall sample. The sample size for both 
groups is limited, but there is some evidence that NAPWHA could improve 
engagement with both groups. 

Conversely, board member’s answers were significantly more positive when 
compared to the overall response and externals (i.e. associates and 
stakeholders) specifically. The issues that emerge for externals relate 
particularly to communication, representation, and resources.  

The board’s favourable outlook extended to engagement with particular 
communities. Board members accurately identified groups which NAPWHA 
engages very well with. However, associates and external stakeholders 
were significantly more critical regarding a number of other communities. 

A closer inspection of the data supports some of the engagement trends. 
Responses suggest that the organisations engage very well with MSM, over 
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55s, women and girls, and sex workers. The data additionally highlights 
possible areas where NAPWHA could improve engagement with positive 
communities. 

FOCUS: HETEROSEXUALS 

The heterosexual sub-group, comprised of six heterosexual women and two 
heterosexual men, responded similarly to the overall sample [see figure 10 
for comparison]. The responses of the heterosexual men were 
overwhelmingly positive. However, it is difficult to draw firm conclusions 
given the small sample size. 

There were some minor exceptions. For instance, the only respondent who 
answered negatively to the question  Does NAPWHA adequately resource 
PLHIV? was a heterosexual woman. 

Heterosexual participants broadly agreed with the overall responses 
regarding which communities NAPWHA generally involves. However, 41% of 
respondents said that the organisation tends to involve heterosexual 
people in its work, compared to only 37% of heterosexual participants. 

When asked how well NAPWHA engages with heterosexuals, no 
heterosexual respondents said very well. Meanwhile, two said well, two said 
poor, and one said very poor. If overall and community perceptions were 
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Fig 14 Perception of engagement with heterosexuals
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aligned, we would expect to see a high degree of consistency between 
their responses.  

While roughly comparable, this comparison reveals that heterosexual 
participants responded less positively about heterosexual involvement than 
the overall sample [see figure 14]. While acknowledging the small sample 
size, the overall trend suggests a need for improvement in this area. 

FOCUS: WOMEN 

The 10 women in the sample generally agreed with the rest of the survey 
participants [see figure 10 for comparison]. Women were more affirmative 
than men on a small number of questions, though this could be a result of 
the small sample size. There were three main exceptions to this trend.  

Only half of the women thought that NAPWHA adequately resources PHLIV. 
Similarly, 40% of women believed that NAPWHA helps build community 
organisations. Finally, around 30% of women believed that NAPWHA 
engages PLHIV in the development of HIV campaigns very well. 

Every female respondent flagged that NAPWHA typically involves women 
and girls in its work. When asked about the quality of this engagement, two 
women said very good, two said good, another two said poorly, and the 
final two were unsure [see figure 15]. 
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Fig 15 Perception of engagement with women
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This means that women were less satisfied that NAPWHA engages well with 
women and girls than the overall sample and men specifically. However, 
they also tended to be less critical at the same time. 

This result is somewhat ambiguous, possibly due to the limited sample size. 
However, the low number of women respondents itself suggests that this 
could be an area in need of improvement. It is also important to note an 
overlap between the heterosexual and women survey participants (n=6). 

COMPARISON: BOARD PERCEPTIONS 

The board was significantly more optimistic than the overall sample, and 
associates and external stakeholders in particular. Board members never 
dipped below 50% positive in their responses. No board member answered 
very negatively for questions about NAWPHAs overall engagement with 
PLHIV [see figure 16].  

Board members were satisfied that different communities of PLHIV decide 
who represents them at NAPWHA though, as discussed above, this 
question attracted the most negative responses. Externals were nearly 
twice as critical as the overall sample, with nearly one quarter of believing 
the organisation should improve in this area [see figure 17]. 
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The board was similarly optimistic about NAPWHA’s willingness to solicit  
opinions and critical feedback. However, externals were notably less 
satisfied, with around one in three responding negatively or with 
uncertainty [see figure 18]. 

Interestingly, board members were exceptionally satisfied with NAPWHA ’s 
work building community organisations, with 83% of the board responding 
positively. However, only around half as many externals were as positive 
[see figure 19]. 

Board members are likely to be intimately familiar with the organisations 
work and, therefore, any attempts to improve engagement. Similarly, they 
may have less opportunity to experience the issues externals raise. 
However, it is also plausible that the board has a positive bias toward 
NAPWHA.  
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Importantly, the standard and value of NAPWHA’s work is held in very high 
regard across the sample and does not arise as an issue. Instead, the above 
divergences between external and board perceptions relate specifically to 
issues such as representation, avenues for candid feedback, and resources. 

This is interesting since it reinforces the points raised in the open-ended 
feedback. In these responses, participants raised issues around 
accountability, autonomy, representation, and transparency.  In turn, the 1-1 
interviews suggest that critical views of NAPWHA in these areas are 
typically linked to quite specific complaints. 

Furthermore, the board was similarly favourable concerning engagement 
with particular communities. Board members were markedly more positive 
than externals that NAPWHA tends to involve women, gender diverse 
people, heterosexuals, migrants, incarcerated people, low-income earners, 
asylum seekers, as well as disabled people. 

At the same time, board members expressed some doubt about the 
organisation’s attempts to engage with people of colour and young people. 
External and board perceptions were close to aligned for these 
communities [see figure 20]. 

As with the questions about overall engagement, board member’s 
responses never dipped below 50% positive when asked to evaluate 
engagement with specific communities.  

The board was overwhelmingly 
positive about engagement 
with seven groups (MSM, gay 
and bi men, sex workers, 
women and girls, people who 
use drugs and people with a 
disability) while externals were 
equally satisfied regarding just 
three communities (MSM, gay 
and bi men, and sex workers) 
[see figure 21]. 

Interestingly, the board was 
somewhat less positive about 
engagement with MSM than 
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externals. However, both sub-groups were in unanimous agreement 
regarding engagement with gay and bisexual men specifically.  

One board member answered that engagement with Aboriginal people was 
very poor. This response is particularly unique—it is the only very negative 
answer from a board member in the entire survey.  

The board was most critical of engagement with people of colour and 
under 30s. Board member’s perceptions came close to matching external 
perceptions about engagement with these communities. However, they 
were still slightly more positive. 

Curiously, no board members were very positive about engagement with 
people from regional and rural backgrounds. Further, they were divided 
concerning engagement with people with carceral experience. 
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Fig 20 External versus board perceptions:                                                                           
Which communities does NAPWHA typically involve in its work?
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Though external stakeholders were generally positive about engagement 
with women and girls, the board was extremely confident in comparison. 
Similarly, board members were strikingly more positive about engagement 
with gender diverse people and low-income earners than externals. 

Even accounting for the small sample size of the board, we should expect 
to see a trend approximating overall perceptions [see figure 12] or external 
perceptions [see figure 21]. However, board members were substantially 
more satisfied than either group. 

COMPARISON: COMMUNITY PERCEPTIONS 

Respondents overwhelmingly believed that NAPWHA engages excellently 
with men who have sex with men, sex workers, and over 55s (90-100% 
where n=16-26). Most participants believed that it engages well with 
Aboriginal people, women and girls, trans and gender diverse people, 
people who use drugs, people from regional areas, and migrants (60-80% 
where n=16-26). 

A slim majority believed that NAPWHA engages well with heterosexuals, 
low-income earners and people of colour (approximately 50% where 
n=16-26). Finally, half or less than half believed the same for people with a 
disability, asylum seekers and refugees, under 30s, as well as people with 
carceral experience (49% and under where n=16-26) [see figure 12]. 

It is possible to partially corroborate some of these perceptions of 
NAPWHA’s engagement with particular communities by comparing the 
overall response to the answers from members of the relevant populations.  

For instance, men who have sex with men strongly agree with the overall 
positive perception of NAPWHA’s engagement with MSM [see figure 22]. 
This result is ideal since the overall and internal perception of engagement 
with this community is consistent. Similarly, people who used drugs 
answered comparably to the overall sample [see figure 23]. 

Both over 55s [see figure 24] and sex workers [see figure 25] responded 
similarly to the overall sample. Though the sample size of these populations 
is more limited than men who have sex with men, the strong agreement 
between overall and community perception strongly suggests that 
NAPWHA engages well with these communities.  
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There is some limited data on further groups, including people with a 
disability [see figure 26], migrants [see figure 27], Aboriginal people [see 
figure 28] and people of colour [see figure 29]. However, it is difficult to 
draw definitive conclusions from this data due to the small sample sizes. 
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Fig 22 Engagement with MSM
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Fig 24 Engagement with over 
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Fig 25 Engagement with sex 
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There were too few gender diverse people, under 30s and people with 
carceral experience in the sample to draw firm conclusions. Asylum seekers 
and intersex people were entirely absent from the sample, while other 
groups had gaps. For instance, there was nobody under the age of 25 or 
anyone with an intellectual disability. 
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Fig 27 Engagement with 
migrants
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Fig 26 Engagement with 
people with disability
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Fig 28 Engagement with 
Aboriginal people
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Fig 29 Engagement with 
people of colour
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GLOSSARY OF 
TERMS 
CISGENDER 
Denotes or relates to a person whose sense of personal identity and gender 
corresponds with their birth sex or gender. Contrast with: transgender. 

ENDOSEX 
An emerging term which describes a person whose sexual characteristics 
match the typical expectations of male or female bodies. Contrast with: 
intersex. 

GAY & BI MEN 
Refers to men (including trans men) who have sex with other men and self-
identify as gay or bisexual. Contrast with men who have sex with men. 

INTERSEX 
Refers to people who are born with atypical sexual characteristics which 
don’t fit medical and social norms for female and male bodies. 
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NEUROTYPICAL 
Refers to a person who does not display neurologically atypical patterns of 
behaviour or thought, i.e. someone without cognitive, developmental, or 
intellectual difficulties. 

NON-BINARY 
Refers to a gender or sexual identity which is not defined in terms of 
traditional binaries, e.g. male-female and homosexual-heterosexual. 

NON-DISABLED 
Denotes a person who lives without disability. 

MEN WHO HAVE SEX WITH MEN (MSM) 
Refers to men who engage in sexual activity with other men, but who may 
or may not self-identify as homosexual or bisexual. 

PEOPLE LIVING WITH HIV (PLHIV) 
The preferred nomenclature for HIV positive people, often abbreviated to 
PLHIV. 

PEOPLE WHO USE DRUGS (PWUD) 
The preferred term for people who use substances which may or may not 
be unregulated or illicit, e.g. cannabis. See also: unregulated drugs. 

PEOPLE WITH DISABILITY (PWD) 
The preferred term for people with physical or intellectual disabilities often 
abbreviated to PWD (not to be confused with PWUD). 

PEOPLE OF COLOUR (POC) 
The term ‘people of colour’ is commonly used as an umbrella term to 
describe any person who is not considered white. 

TRANSGENDER 
Denotes or relates to a person whose sense of personal identity and gender 
differs from their assigned sex or gender at birth. 
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TRANS & GENDER DIVERSE (T&GD) 
An umbrella term for people whose gender identity does not match their 
sex assigned at birth, regardless of wether their gender is consistent with a 
gender binary. This includes gender-queer, gender-non-conforming, and 
non-binary people who may not identify as trans but who are not cisgender. 

REGULATED DRUGS 
For the purposes of this survey, regulated drugs refer to controlled 
substances such as alcohol, tobacco and amyl nitrites. 

UNREGULATED DRUGS 
For the purposes of this survey, unregulated drugs refer to uncontrolled 
substances, for example, cannabis, cocaine, GHB, ketamine, and MDMA. 

WOMEN WHO HAVE SEX WITH WOMEN (WSW) 
Refers to women who engage in sexual activity with other women, but who 
may or may not self-identify as lesbian or bisexual. 
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APPENDICES 
APPENDIX A: SURVEY QUESTIONS 

SECTION 1: WHO ARE YOU? 
1. How old are you? 

1.1. Seven scale dropdown: 18-24, 25-34,35-44, 45-54, 55-64, 65+ 

2. Are you? 

2.1. Multiple choice: A man, a woman, non-binary, a different gender, I’d 
rather not say 

3. Is your gender the same as people assumed when you were born?  

3.1. Multiple choice: Yes, I’m cisgender; No, I’m transgender; No, I’m 
non-binary; No, I’m trans non-binary; I’m unsure; I’d rather not say 

4. Were you born with a variation in sex characteristics, i.e. intersex? 

4.1. Multiple choice: Yes, no, I’m unsure, I'd rather not say 

5. Do you generally have sex with?  

5.1. Multiple choice: Men, women, both, all genders, I prefer not to 
have sex, I’d rather not say 

6. What’s your relationship to Australia?  

6.1. Multiple choice: Born in Australia, migrated to Australia, sought 
asylum or refuge in Australia, I’d rather not say 

7. What is your immediate cultural and national background? 
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7.1. Checkboxes: Aboriginal, Australian, Norfolk Islander, South Sea 
Islander, Torres Straight Islander, Afghan, Bangladeshi, Chinese, 
Croatian, Dutch, English, Egyptian, Filipino, Fijian, German, Greek, 
Hong Kongese, Indian, Irish, Italian, Iranian, Iraqi, Indonesian, 
Korean, Lebanese, Malaysian, Maori, Nepalese, New Zealander, 
North American (US), Scottish, South African, Sri Lankan, 
Vietnamese, I’d rather not say 

8. Do you live with HIV?

8.1. Multiple choice: Yes, no, I’m unsure, I’d rather not say

9. Would you usually consume any of the following in any given year?

9.1. Checkboxes: Regulated drugs, unregulated drugs, none of the
above, I’d rather not say 

10. Have you ever worked in the sex work industry?

10.1.Multiple choice: Yes, I have in the past; Yes, I currently work as a
sex worker; No, I haven’t; I’d rather not say 

11. Do you live with intellectual or physical disability?

11.1.Checkboxes: Yes, with intellectual disability; Yes, with physical
disability; No, I’m able bodied and neurotypical; I’d rather not say 

12. Have you ever spent time in jail or prison?

12.1.Yes, in the past; Yes, I’m currently incarcerated; No, I haven’t; I’d
rather not say 

13. What is your highest level of qualification?

13.1.Multiple choice: Finished high school, Certificate, Diploma,
Bachelor, Masters, Doctorate, none of the above, I’d rather not say 

14. How are you involved with NAPWHA?

14.1.Checkboxes: Associate of member organisation, board member,
casual contractor, consultant, external stakeholder, researcher, 
staff member, volunteer, I’d rather not say 

SECTION 2: HOW WELL DOES NAPWHA ENGAGE WITH PLHIV? 
[This section used a five-scale multiple choice response: Yes, it does this 
well; Yes, but there’s room for improvement; No, but it plans to do so; No, it 
doesn’t; I’m unsure] 

15. Does NAPWHA maintain a respectful and non-discriminatory work
environment?
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16. Does NAPWHA recognise PLHIV as experts who provide valuable 
information, knowledge and skills? 

17. Does NAPWHA actively listen to and act on the input of PLHIV? 

18. Does NAPWHA encourage PLHIV to participate in decision making 
bodies, e.g. the board, subcommittees or working groups? 

19. Does NAPWHA ensure that PLHIV hold a variety of meaningful positions 
across the organisation? 

20. Does NAPWHA adequately resource PLHIV to fulfil their roles, e.g. with 
mentoring, reimbursing costs or tailored health policies? 

21. Do different communities of PLHIV decide who represents them on 
committees and decision-making bodies at NAPWHA? 

22. Does NAPWHA ensure that PLHIV are connected and accountable to the 
communities they represent? 

23. Does NAPWHA adequately represent the interests of PLHIV who face 
discrimination, marginalisation and stigma due to their ability, age, drug 
behaviours, ethnicity, gender, sex, sexuality, visa status? 

24. Generally speaking, does NAPWHA involve a range of communities of 
PLHIV in its work? 

[Questions 25 & 26 refer to priority populations, see figures 11 & 12] 

25. Which communities of PLHIV does NAPWHA typically involve in its 
work? 

26. How would you rate NAPWHA's engagement with these communities? 

27. Does NAPWHA engage PLHIV in the development of HIV campaigns, 
resources and social media material? 

28. More generally, does NAPWHA canvass opinions and critical feedback 
from PLHIV through such things as roundtables, surveys, town halls, and 
outreach programs? 

29. Does NAPWHA invite a variety of PLHIV to share their views at meetings 
and conferences? 

30.Does NAPWHA empower PLHIV to effect change on issues relating to 
HIV? 

31. Does NAPWHA help build community organisations and networks for 
PLHIV, e.g. by collaborating, providing equipment or sharing knowledge 
and skills through workshops? 
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32. Do you have any comments, insights or reflections about any topics or
issues raised in the survey?

APPENDIX B: INTERVIEW QUESTIONS 

ACCOUNTABILITY: 
• Do you have any thoughts on whether PLHIV involved with NAPWHA are

accountable to their communities?

• Do you have any thoughts on whether NAPWHA is accountable to PLHIV
individually or collectively?

AUTONOMY: 
• Do you have any thoughts on whether NAPWHA encourages PLHIV to

participate in decision making?

• Do you have any thoughts on whether NAPWHA listens to PLHIV and acts
on their advice?

• Do you have any thoughts on whether there are adequate avenues for
feedback, particularly critical feedback?

RESOURCES: 
• Do you have any thoughts on whether NAPWHA provides PLHIV

adequate resources to fulfil their roles?

• Do you have any thoughts on whether NAPWHA provides member
organisations and networks adequate resources to fulfil their roles?

REPRESENTATION: 
• Do you have any thoughts on whether PLHIV from the more minoritised

HIV+ communities are represented at NAPWHA?

• Do you have any thoughts on whether NAPWHA represented of the more
minoritised HIV+ communities?

TRANSPARENCY: 
• Do you have any thoughts on whether NAPWHA is transparent in how it

allocates resources and secures funding?

• Do you have any thoughts on whether NAPWHA is transparent in how it it
reaches decisions?
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