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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 and 
have improved quality of life.
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Presentation Notes
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 and have improved quality of life.
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Towards a 
NAPWHA HIV 
Health Literacy
Framework

Mapping out a systems 
perspective

Enhanced HIV 
health literacy 

in broader 
discourses, 

systems and 
policies

More health literate 
health care; 

improved 
organisations

provider-patient 
interactions; 

enhanced patient-
centred care

People from marginal 
communities, beginning 

with women, have 
greater HIV health 
literacy; HIV health 
literacy grows as a 

distributed resource in a 
peer-based context

NAPWHA is a more health 
literate organisation, 
especially in better 

understanding and serving 
people from vulnerable 

communities, beginning with 
women; learnings are 

consolidated in a Framework 
and shared and refined on 

the basis of ongoing 
partnerships
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Presentation Notes
In 2019 – NAPWHA embarked on a new HIV Health Literacy Framework (HLF) project which aims to examine the role of health literacy in enhancing the quality of life of PLHIV across the HIV care continuum. Supported by a ViiV Healthcare grant – and the project will run for three years. Since the establishment of the project, women living with HIV (WLHIV) was chosen to become a key focus of this project. There is less social research on women living with HIV in Australia than other PLHIV cohorts. Within the 3 years, the project adopts a process which investigates the HIV health literacy strengths, gaps and needs for PLHIV in Australia.In 2019, NAPWHA kick-started the project by investigating the health literacy needs of women living with HIV (WLHIV) in Melbourne and Darwin. As can be seen in the Figure 1 which maps the Health Literacy Framework project outcomes from a systems perspective, the most direct outcomes relate to the organisation and the communities it represents. Through this project, NAPWHA aims to become a more health literate organisation and contribute to the growth of HIV health literacy among individuals, communities and organisations.At the same time, the project has a ‘line of sight' to health care organisations, including patient-provider interactions, and also to broader discourses on HIV and health systems and policies.  Based on strong partnership working, it is intended that there will be impacts on HIV health literacy also at these wider levels, although the reach of the initiative recedes the further away one moves from the program’s direct community-based participatory activities, outputs and outcomes.
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Community Advocates
Recruitment & Training
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A participatory and action research approach underlies this project. The objective is that Community Advocates – who are HIV peers – lead conversations to allow for our other women peers to share their perspectives on living with HIV, on receiving the best possible information regarding HIV, and on how best to engage our peers in health promotion with regards to HIV health. NAPWHA’s commitment to women living with HIV is echoed strongly in this project as the first key population to undertake the first round of peer lead focus groups. In 2019, four Community Advocates (Sarah Feagan, Emma Sheldon-Collins, Precious Mapfumo in Melbourne; Giovanna Webb in Darwin) were appointed by NAPWHA to hold and led a community consultation (facilitated in a focus group-style) for NAPWHA to kick-start and investigate HIV health literacy strengths, gaps and needs for women living with HIV (WLHIV) in Melbourne. Here’s a photo of us at an orientation and training day – learning about health literacy models from research consultant, Ronald Woods. Ronald has provided NAPWHA with a literature review looking at health literacy models from both Australian and international literature since the 1970s up to the present day.  A Community Training book has been published by NAPWHA and is available for use for our HIV sector and for anyone interested.Also in the photo is Graham Brown – a research consultant for the project. The human ethics submission of the project has been submitted through La Trobe University.In 2020, as the Community Advocates, we will facilitate in NAPWHA’s work in developing, implementing and evaluating a number of HIV Health literacy initiatives and interventions tailored for women living with HIV.
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In 2020, three more Community Advocates have been appointed and have joined the project (Rita Broughton in ACT, Lara Kruizinga in Queensland, one Community Advocate in Sydney). The project is supported via NAPWHA’s member community-based organisations. Emma Sheldon-Collins: “The orientation day contributed a lot to my broader understanding of health literacy. Now I see it as relating to all aspects involved in health, as well as navigating health care systems. It includes where to find information, not only having it there in front of you. It is particularly about what you do with the information, so there’s the info on the one hand, and then what you do with it on the other. And so it goes to a broader level than you own conditions, because it’s also about what MIGHT apply to you and what you would need to do if you were dealing with something new.” “I think that the perception of whether or not a piece of health information out there applies to you or not is one of the main things about health literacy. This means that the images they use and how health information is portrayed is very important in order for people to take notice. Like, I was on public transport the other day, and caught a glimpse of a poster saying something about HIV – I immediately got excited. Then I saw that the images used were all of well, basically white men. That’s not going to get through to everyone that needs to hear it.”  As a Community Advocate for this NAPWHA project, I’m excited to be part of a process that asks women: what should our HIV health literacy promotion look like? How should the messages be conveyed?The community advocates have had extensive training and input into every part of the process. MIWA principles – the meaningful engagement of women with HIV – is the approach at every stage. “Nothing about us without us.”As community advocates, we have designed and continue to design future focus group community consultations and the evaluation of these activities – with the support of NAPWHA and their supporting organisations.
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In October and November 2019 – we led the first community consultation in Melbourne and then Darwin. We named the event – Let Women Talk – to really highlight the fact that it was a focus group run for and by women living with HIV. For those who may be interested in what came out of those focus groups, reports are available on the NAPWHA website. I have one here also in my hand.In 2020, with new Community Advocates – will repeat this process in Brisbane, Canberra and Western Sydney. By looking at five different groups of women participants around Australia, we will be able to be in a position to look at common themes, or see what disparencies are evident from location to location.In May 2020, both Emma and Sarah, are in the process of following up again with a second community consultation with the same group of women in Melbourne. The first meeting had drawn out the health literacy needs, gaps and enablers. The second meeting aims to discuss how those women could become part of the design of a health literacy intervention or initiative that would be designed and implemented in 2020.These groups of women demonstrated in the meeting to have a clear community lead Health Lieteracy Project strongly aligned to the



Community Advocates translating 
research back into community practise
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‘Let Women Talk’ was also used as the title of a series of 14 short video podcast interviews which were co-produced with NAPWHA with Sarah Feagan at the Australasian HIV Conference held in Perth last year in September 2019.I, Sarah, interviewed a range of women who were at the Conference – ranging from clinicians, social researchers, to community members who were presenting their research at the conference.Co-producing these ‘Let Women Talk’ videos at the ASHM Conference helped me to improve my own health literacy. There were things such as issues around medication and pregnancy, patient-centred care, breastfeeding issues, criminal risk of HIV. Perhaps I could say, in terms of my understanding of health literacy, that clinician-patient relationships are very important.This Health Literacy project also looks at the changing practice us – as Community Advocates over the three years. As our HIV health literacy develops over this time, the project will evaluate how our community practice and advocacy has been impacted. By being at the ASHM conference last year, I gained incredible access to women that I’d never had before. It was relationship-building, partnership-building. I learned so much from the anecdotes shared by the women present. Now I have new people as part of my [health literacy] ecosystem! I have also learned that there is often a disconnect from the clinic [sector] to the community. Through my involvement with the project work so far, I’ve learned that organisations often don’t ‘get’ [or ‘understand’] the lived experiences and gender diversity, often despite having huge knowledge of the medical side.We should find ways to let other people know about what happens at conferences, bring more information into NAPWHA. Lots can be done if we can apply the health literacy framework, the systems perspective. It should influence the outputs from the NAPWHA website, and most of all, it should be able to have good effects on patient-provider interactions. That would be success. Then we should also be re-engaging with the women who have taken part [in the community consultations] and talk about how it’s all impacted on their lives since the focus groups. There should be some anecdotal stuff put together, especially on the lived experiences of women [living with HIV].



Regular project updates on website
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