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LET’S TALK ABOUT THE WOMEN  
– HIV FUTURES 8 REPORT
By Dr Jennifer Power
La Trobe University 

On International Women’s Day, the detailed 
findings from the HIV Futures 8 Women’s Report 
were launched in Melbourne. 

HIV Futures is a national survey of Australians living with HIV that has been 
run by La Trobe University since 1997. There have been a total of eight HIV 
Futures publications, repeated every two to three years, and there is now 
close to twenty years of information documenting the health, wellbeing, 
treatment use and quality of life of people living with HIV (PLHIV). 

HIV Futures was designed to capture a snapshot of the changing lives  
of PLHIV at a time when highly active antiretroviral treatment was  
having a dramatic impact on health and lives. The women’s report from 
the HIV Futures 1 survey was called ‘Standing on Shifting Sand’ and 
the term ‘Shifting Sand’ was an appropriate metaphor for this period. 
However, reflecting on the last 20 years invites the question of whether 
the past has created greater certainty and stability for women living  
with HIV. 

In HIV Futures 1, the average age of women who completed the survey 
was 34, while the average number of years these women had been living 
with HIV was six. In HIV Futures 8, conducted in 2015/2016, the average 
age of women was 49, while the average number of years women had 
been living with HIV was 15.5. 

This change is a good news story. People living with HIV can now expect 
to live long and healthy lives. However, ageing with HIV brings challenges 
and complexities that were not on the radar in 1997. We don’t know  
a lot about the experiences of women living with HIV as they move 
through their reproductive years and into menopause nor how HIV affects 
women’s experiences of ageing with respect to relationships, financial 
security, general health and support needs. 

Other areas of change for women living with HIV include: 

• In 1997, 51% of women agreed with the statement, “I am afraid  
of telling potential sexual partners of my HIV status in case they reject 
me.” In 2015/2016, 67% of women agreed with this statement. 

• In 1997, 71% of women agreed with the statement, “I am afraid  
of infecting my partner, or potential partner, with HIV.” In 2015/2016, 
52% of women agreed with this statement.

These statements touch on the everyday challenges of living with HIV  
for some women; firstly, the fear of transmitting HIV to others and,  
equally as important, the concerns about disclosure and the potential 
impact of living with HIV has on relationships and intimacy. This, coupled  
with high levels of stigma and misunderstanding about HIV among the 
general community, can create additional stress and complexities for 
women. HIV Futures 8 is the first HIV Futures survey in which there was 
a significant reduction in the number of people (of all genders) who 
reported that they feared transmitting HIV to a partner. Among women, 
67% agreed that they feel more confident having sex when their viral  
load is undetectable. 

Photos: Top image: Dr Jennifer Power presents the HIV Futures 8 Women’s Report  
at the Positive Living Centre on International Women’s Day.
Bottom image: HIV Futures 8 Women’s Report.

Another significant area of change is cultural diversity. The relative 
proportion of new HIV diagnoses among women born overseas  
(or whose partners were born overseas) is increasing and there are  
more women born outside of Australia, particularly those from high 
prevalence countries, than in the 1990s. The communities in which 
these women live are diverse as are the languages spoken and women’s 
experiences of religion and family. All of this factors into women’s  
access to care, support and social networks. Responding to diversity  
will be an ongoing challenge for research. Currently, HIV Futures  
relies on a long questionnaire which is not the best type of research 
method to engage with diverse communities.

Women living with HIV face unique challenges and there is a strong 
history of activism and tenacity among Australian women living HIV.  
HIV Futures continues to be a valuable piece of research, providing  
a critical snapshot of the lives of people, including women, living with  
HIV in Australia that will inform researchers, clinicians and the community 
to prioritise women’s health and ensure that their needs are met. 



Autumn 2017

BREAKING DOWN THE 
EMOTIONAL BARRIER
By Maureen Plain 
Coordinator, HIV CALD Service – Alfred Health

Since 2014, Alfred Health has been supporting women living with 
HIV from culturally and linguistically diverse backgrounds (CALD). 
Even though these women have experienced a number of good 
health outcomes, including advancements in treatment and the 
welcoming of healthy babies, the stigma around HIV remains. 

The women who utilise the HIV CALD service 
come to Australia for different reasons including 
to seek refuge or asylum, to reunite with family 
or partners, to study or to work. Their passage 
of migration and resettlement can alone be 
challenging. When this is coupled with an HIV 
diagnosis, the journey can be overwhelming. 
The impact on the woman’s health and 
wellbeing can be very concerning and can  
result in significant fear and disconnection. 

For women who are refugees or asylum seekers 
and who have a background of war and violence 
(such as rape, family separation and poverty), 
looking to the future with hope is difficult once 
diagnosed. They fear that the government will 
force them to return home where they know 
other women die. They worry about how they will 
care for their children when they have few,  
if any, family members here in Australia. They are 
scared that their community will find out about 
their HIV diagnosis and of the negative impact 
the stigma and discrimination will have on them 
and their family. As a result of these issues, these 
women isolate themselves from everyone and 
refrain from starting new relationships, even 
though it is through community that on-going 
support and friendship are found. 

Those reuniting with their family in Australia 
fear rejection and often keep their diagnosis 
a secret from family members by hiding 
medication and not disclosing or discussing 
medical appointments. They often keep the 
secret from their children, and as a result,  
their children become concerned when their 
mother is unwell, wonder why she may need 
to go hospital and are curious about the 
medication she takes each day. If a woman  
is joining their partner in Australia the woman’s 
diagnosis can raise concerns about rejection or 
acceptance by her partner and extended family, 
having children and being seen as a burden. 

For others seeking permanent residency  
after study or work, there is anxiety that  
their diagnosis will impact on their  
application, not only for them but their  
partners. The uncertainty paired with the 
protracted immigration application process  
can place strain on relationships and leave 
women and their families living in limbo.

So how can we addreSS theSe iSSueS?

The HIV CALD service has often been able to 
provide unique support to these women,  
by offering bi-lingual and bi-cultural support. 

While language and cultural differences can 
exacerbate the challenges in accessing HIV 
health services, the focus over the years  
to develop and improve culturally sensitive 
service delivery has reduced these barriers.

Some of the services focus on ensuring that 
women can attend medical appointments and 
engage with other support services. The regular 
contact with the co-workers, even just a chat 
over a coffee about family, cultural differences 
and health issues in a safe and confidential 
environment, is immeasurable. Sometimes 
women don’t necessarily want to speak with 
someone from their own cultural background 
out of fear of disclosure, so a co-worker who  
is from a different cultural background has  
been a solution to ensure each woman’s  
privacy needs are met. 

Many of these women have demonstrated  
their powerful resilience to get on with life,  
with many enjoying good health, work and 
study and have healthy children. Not only has 
the CALD service been able to support these 
women with access to education and other 
services, but the regular contact and support 
from the co-workers has empowered the 
women to look to the future with hope  
and optimism. 

Please contact Maureen Plain, Coordinator, 
HIV CALD service on 03 9076 3942 for more 
information and referrals. 
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THERE’S SOMETHING I HAVE TO TELL YOU
Anonymous disclosure story of a Victorian woman living with HIV

My friend and I were at this little coffee shop across the road from  
the Royal Melbourne Hospital – a very unlikely meeting place for us.  
Over the last 10 years he’s been one of my closest friends. He’d been 
there for me during my break up and I for him during some family health 
issues. After all this time I had never seen him so nervous. I was scared 
out of my mind but I needed him so I looked up and said, “There’s 
something I have to tell you, something you can’t tell another soul.”

He looked at me and I knew I had his word.

“I have HIV. I found out yesterday.” 

The day before, the doctor read out my test results and went through 
every negative result before he told me I was HIV positive. I thought I was 
dreaming. How is this possible? I can’t die in six months! I have children 
and I can’t die! I couldn’t breathe. I started to pace the room. The doctor 
was talking but I didn’t hear him. He said I had to tell all my partners  
and I didn’t understand what he meant. What partners? Afterwards,  
an appointment was made for me at the Victorian Infectious Diseases 
Service and I left in shock.

As my friend and I sat together in the coffee shop, 
he quickly pulled himself together from the shock 
of my news. He thought I had news that I was 
pregnant! He consoled me with information that 
I had no idea he knew. “You can live a healthy 
life with this,” he said. “With medication you’ll be 
fine.” His words were so soothing and healing and 
his hug filled me with safety and comfort.

He came with me to my first appointment with a HIV specialist and it was 
exactly the support I needed but I hadn’t considered that he might need 
support too. When he asked if he could tell his wife (who I was friends 
with) about my situation, I said yes.

Unfortunately, her reaction shocked us both! She became paranoid about 
my last visit to their home and asked me if I had my period because 
she had cleaned the toilet and was worried she’d contracted it. I tried 
reassuring her but she was inconsolable. She called the nurse’s helpline 
and was told there was a very small possibility. After that, she didn’t want 
to see me and asked that I stay away from her and her children. I was 
devastated! I was told over and over by professionals that my kids were 
not at risk and I shouldn’t change my behaviour towards them but her 
reaction made me doubt myself. My two kids were young, six and nine, 
and would often peck me on the lips. Worried for their safety, I started  
to pull away from their kisses, the memory of the hurt look on their faces  
still saddens me today.

I later realised her reaction would turn out to be a blessing in disguise. 
Instead of disclosing to people in person I blogged on Positive Singles. 
For six months I shared my story weekly with people all around the world 
in similar situations. The encouraging responses were overwhelming! 
I thought long and hard before disclosing to someone in person again. 
Over the last five years I’ve chosen to disclose to only five people and 
all have continued to show love and support and haven’t changed their 
behaviour towards me. Now, if I can’t find any added value that will come 
from disclosing to a person, I’ll scrap the idea. I find disclosing almost like 
craving a cigarette. After a while the craving passes and then you’re glad 
you never did it.

I would love to live in a world where honesty is the best policy but that 
isn’t always the case. 

I decided to withhold my HIV status from my children because I did  
not want my status to change their lives or put them at a disadvantage. 
I want them to have a normal childhood. I know I will have to explain 
myself to them in the future and I am prepared for that. 

I’ve had some HIV positive women encourage me to tell my children,  
who have had success, but I’m aware of the potential reactions.  
My life plans have always been to be a good mum and give my children  
the best opportunities I can. There is still a lot of stigma associated with 
HIV and to watch my children lead a wonderful life without prejudice  
or discrimination brings me enough joy! 

My diagnosis threw a spanner in my life plans but a year afterwards  
I found a great job that offered me stability and some financial security. 
Also, since my CD4 count was very high and my viral load low, I didn’t  
have to start medication. That made me begin to feel normal and 
contributing to the community through my job has helped me stay 
mentally strong through this journey. Three years after my diagnosis,  
I started having neurological symptoms and felt mentally challenged over 
the simplest of tasks. Those disappeared once I started on medication. 

I have recently started working for another company and have achieved 
more in my career than I have ever hoped. I have also started on one 
tablet a day which I love!

The fear and uncertainty that I had when  
I first saw the HIV specialist is no longer there. 
Now every time I see my specialist and he asks, 
“How’s it all going?” I give him the same answer, 
“I’m not going to die from HIV, I’m going to die 
from loneliness...Hook me up!” 


