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It’s our
25th
birthday
The commemorative issue - looking back
at 25 years of HIV in Victoria

Welcome to our 25th birthday issue of Poslink!
I have recently joined the Living Positive Victoria team as a Communications Officer,
and this is my very first Poslink. I hope you find this commemorative issue engaging
and informative. I am very proud to be a part of Living Positive Victoria, and over the
past month or so have relished in the experience of my colleagues. As an organisation,
we draw people from all sorts of professional backgrounds who each bring something
unique to the table. Being new to the HIV sector, it has been an enlightening
experience to absorb my colleagues’ wealth of experience about living with HIV. Their
knowledge and expertise is evident in the numerous things that Living Positive Victoria
does: from the Positive Speakers Bureau, to peer support programs, to simply being
a friendly ear to Victorians living with HIV. In this issue of Poslink, we take a look back
at what our organisation has experienced over the past 25 years. Looking forward,
there are some exciting events on the agenda as well. For those seeking a thrill, the
ENUF team competing in October’s Spartan Race is welcoming anyone in search of a
challenge. Movie buffs amongst us are invited to attend a special fundraising screening
of Behind the Candelabra at The Astor, with proceeds supporting Living Positive
Victoria’s FLIP fund. Living Positive Victoria is also developing a membership drive
to recruit new members and provide ways of further engaging with existing ones.
We’re keen to hear your thoughts on this initiative and welcome your suggestions for
improving how we can do this.
For now, I hope you enjoy reading this anniversary edition of Poslink.
If you’d like to get in touch, please feel free to drop me a line at
sbailey@livingpositivevictoria.org.au, or on 03 9863 8733.
Thanks,
Simon Bailey
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Note

from the

President

Sam Venning
Pictured: Sam Venning. Photo: Andrew Henshaw

Twenty five years ago a group of individuals living with HIV
gathered to organise and form People Living with HIV/AIDS
Victoria. I wonder if these earlier advocates considered the
long-term potential for the organisation to connect and
support so many people. My involvement in Living Positive
Victoria over the past four years has introduced me to a
number of people with extraordinary backgrounds and
experiences and facilitated valued friendships I hope to
have for a very long time. It is worth taking a moment to
reflect on external influences and key milestones of the
organisation's development. This issue of Poslink includes
articles looking at various milestones and activities.
In Victoria the Victorian AIDS Council / Gay Men’s Health
Centre (VAC/GMHC) was tasked with developing prevention
campaigns as well as at-home and community care and
support services for those living with HIV. Many passionate
and committed individuals worked hard to establish the VAC/
GMHC. Fairfield Hospital was charged with providing acute
hospital care until it closed in 1994 and services transferred
to the Alfred Hospital.
Early in the epidemic people living with HIV in North
America realised fairly quickly that stigma and discrimination
added an extra burden and presented significant barriers
to accessing care and support. Advocates and activists
recognised the need to challenge thinking and behaviour that
positions us as ‘victims’ which implies passivity, helplessness
and dependence upon the care of others. In 1983 people
living with HIV mobilised to articulate this in an immensely
important document, The Denver Principles. This trend in
thinking extended to Australia and in 1989 Victorians living
with HIV were the drivers for the VAC to establish PLWHA
Victoria as a program of the VAC.
Past issues of Poslink record the many incremental steps to
recruit people living with HIV to the Board of Directors,
apply sound governance, install effective management, build
staff capacity, refine programs and lift the overall position of
the organisation. Programs and activities engage individuals
from a variety of backgrounds and communities.Younger
people, older people, men and women of different sexualities,
living in metropolitan and rural areas and from a variety of
cultural backgrounds participate and benefit. We see people
generally living well, living longer, productive and busy.

We've also seen many exciting developments and activities
external to the organisation to support health and wellbeing.
In recent years we have seen results from several studies
lending more weight to the benefits of starting treatment
earlier. In June this year an international team exploring the
impact of successful antiretroviral therapy on mortality risk
release very positive findings. "We identified no evidence
for a raised risk of death compared with general population
in HIV-infected individuals on ART (antiretroviral therapy)
with an undetectable viral load, who maintained or had
recovery of CD+ T-counts to at least 500 cells/mm3" write
the authors*. In short, there is more evidence suggesting
there are many benefits and fewer negatives to commencing
treatment sooner. As well as benefits to the individual there
is evidence treatment to suppress viral load makes it more
difficult to pass on the virus.
Challenging HIV stigma and building resilience has a
significant impact to improve the health and wellbeing of
people living with HIV. Reducing HIV stigma makes it easier
for people to better manage their health to employ an
appropriate combination of techniques to not pass on the
virus. Reducing HIV stigma also encourages those who are
HIV-negative or unsure about their status to include HIV
screening as a regular part of their health care. We've had
extremely positive feedback on Living Positive Victoria's
ENUF campaign (www.enuf.org.au) discouraging HIV stigma
related behaviour and building resilience. For me, a clear
indication the program has had a positive impact is feedback
from individuals reporting they are less anxious about
managing HIV in relationships.
At the end of 2012 the organisation refreshed visual
branding and adopted the ‘Living Positive Victoria’ tag. The
tag emphasises ‘living well’ and the logo reflects themes of
participation and inclusion.
Over the past year we've seen an increase in the number of
people joining up to support the organisation and participate
in programs. I encourage you to invite family and friends
to show their interest and support. People living with HIV
can take out full membership. Friends and supporters can
take out associate membership. The Living Positive Victoria
website features a new online membership application to
june - september 2013 poslink

3

make signing-up convenient and fast. Members can opt-out
of paper correspondence if they prefer to follow events,
activities or Poslink newsletter via the website.
The current Strategic Plan 2010 – 2013 is due to conclude at
the end of this year. The board is developing a new Strategic
Plan to identify priorities and guide the organisation over the
next three years. The new plan will further reduce language
emphasising barriers to health (‘illness’ and ‘challenges’) to
instead employ language that speaks of ‘opportunities’ and
‘priorities’ to emphasise positive emerging trends as well
as supporting members to be more active and engaged in
advancing their own health and their peers. I'm very much
looking forward to sharing the new Strategic Plan at the
AGM in October to apply from January 2014.
It can be tremendously rewarding to be involved in the
organisation. Even if you are living with HIV and enjoy good
health, participation provides opportunities to develop

skills and help others. There are a range of activities to suit
different schedules and interests.
The organisation is committed to diversity. All directors
are expected to advance the broad interests HIV-positive
people while giving extra attention to groups facing further
challenges. We are very keen to attract women and people
from different cultural backgrounds to contribute.
The profile and standing of the organisation is a result of
ongoing support from successive governments as well as
a tremendous amount of passion and energy from many,
many past and present volunteers, staff and supporters. The
outlook for Living Positive Victoria and the people connecting
with the organisation is very promising indeed.
* (http://www.aidsmap.com/People-doing-well-on-HIVtherapy-have-a-mortality-risk-identical-to-that-of-HIVnegative-peers/page/2664793/)

Board of Directors (from left): Ian Muchamore, Max Niggl, Neil Shepherd, John Donnon, Sam Venning, Greg Mutter, Avi Miller, Richard Keane
Photo: Andrew Henshaw
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Board Intros
Introducing the Board of Directors of Living Positive Victoria
Neil Shepherd - Director

Hi, I’m Neil Shepherd, Treasurer and a Board Member of Living Positive
Victoria for the past four years.
It’s been nearly five years since I was diagnosed HIV-positive, and when
I first discovered that fact I didn’t know a lot about it, and how it would
affect my life or the lives or others. So I set out on a journey of discovery.
My first port of call was the Melbourne Sexual Health Centre, and my
second was PLWHA Victoria as it was then known. I read Poslink, and
there was a call for Board Members, so I wrote a letter volunteering
to become a member. Boy has it been a discovery, and along the way I
have met some wonderful people who are both Members and Board
Members of this wonderful caring and sharing community!
My professional background is quite diverse and varied; I am an avid
reader, an enthusiastic gardener, love body surfing - I’m too old now
to get up quickly on a surf board and ride the waves! I am discovering
the joys of travel overseas, and also within parts of Australia, and will
continue to do so in the years ahead.
We as HIV people have received the benefits of improved technological
advances and a greatly improved lifestyle, and I can only hope further
advances come along and help all of us and others to beat this infection.
I know Living Positive Victoria, its members, its Board and most
importantly its staff will continue to serve the HIV community and the
community as a whole in a professional, caring and meaningful manner.

Pictured: Neil Shepherd

Richard Keane - Director
I have always been passionate about the issues that affect people living
with HIV (PLHIV) and have been actively involved in the community
since 1990. As well as being on the board I am involved in the
Membership Working Group. Membership is integral to the future
strength and relevance of Living Positive Victoria; it’s been exciting to
be involved as we modernise and move towards online membership
and begin planning for a major membership campaign in 2014.
I love living in Melbourne and my community. I love the gym. I love my
Hawks and I love my old guitar. I remain committed to the GROW
group at the Positive Living Centre providing support for PLHIV who
have issues around depression and anxiety. Advances in treatment will
continue to provide great hope towards living well longer and provide
opportunities to re-define ourselves, reflective of the diverse range of
voices from the lived experience of HIV.
Pictured: Richard Keane
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astounding impact on people’s perceptions irrespective of
their own health challenges, was an extraordinary selfless
commitment.

The HIV Positive Speakers Bureau was established in 1990
by a few brave HIV-positive men and women who were
concerned about the fear being generated about HIV and
AIDS. This fear was driven by the media and the notorious
Grim Reaper campaign. Amidst calls for HIV-positive people
to be quarantined and even demands by some that we be
tattooed, the speakers wanted to put a human face to HIV,
to stop the stigmatisation of HIV and build a community
response. The fact that people affected by HIV developed
an enduring community based response is one of the
hallmarks of success. The phrase “speak with us not for
us” encapsulated the approach taken by the early speakers
Bureau members. This ethos has been maintained to this day.
All HIV Positive Speakers Bureaux have had their ups and
downs but to think that we have had HIV-positive speakers
out there in the community for 23 years, is a remarkable
achievement. To think that most of the speakers in the
early days lost their lives to AIDS and yet made the most
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Living Positive Victoria commenced management of the
Positive Speakers Bureau in late 1999. At that time the
Bureau had only five speakers left and there was an
urgent need to rebuild the Bureau to continue to have
people’s stories heard and to challenge the enduring fear
and discrimination surrounding HIV. Today we have over
50 speakers on our database and some who have been
speakers for more than 20 years. In early 2000 a recruitment
and comprehensive training program was established and
within two years we had 20 speakers. At that time there
were three Speakers Bureaux in Victoria. Memorandums of
Understanding were agreed upon between these agencies
and we had male and female speakers talking together and
building a strong peer based program. In 2001 we had 71
presentations with male speakers speaking 54 times, and
female speakers 23 times.

In the 2012-2013 financial year we delivered 200
presentations involving 335 individual narratives to an
audience of 10488 people. We spoke to 6885 rural secondary
school students.

Start

2000 – 2013:
Interagency partnerships and
collaborations: From the outset
a hallmark of the PSB has been
building and sustaining partnerships at
all levels. Examples are the VAC/GMHC
peer education programs, the Victoria
Police Community Encounters sessions,
Latrobe University’s Pre & Post Test
courses and the General Practice
Victoria. The speakers are crucial
is this role.

2004 - 2008:
ParaQuad Victoria
collaboration: The PSB was
approached by ParaQuad Victoria
who as a Registered Training
Organisation had capacity to provide
training to our speakers as workplace
trainers, disability certificates and
business management. For many
speakers this was their first
formal qualification.

2001 – 2013:
Conference abstracts
presentations: The PSB
Coordinator has actively
promoted the role of PLHIV
speakers at numerous conferences
and the importance of public
speaking training for all who
work in the sector.

2001 - 2013:
HIV drug company
sponsorship: Starting small with
Abbott Virology sponsoring one talk
at a time we now have received more
than $250,000 in sponsorship from Abbott
Virology, Merck Sharp & Dohme, Janssen and
Bristol Myers Squibb. Without sponsorship
we would have had significantly reduced
capacity to train our speakers, sponsor
talks to schools and NGOs and
deliver new resources such as the
Changing Voices DVD.

2004:
The
Department of Health
funded the Speakers
Bureau Coordinator’s
position enabling a greater
focus on building the
capacity of the Bureau
and its speakers.

2003 - 2013:
Victorian AIDS Council/
Gay Men’s Health Centre
collaboration: From 2003 onwards
the PSB embedded PLHIV speakers
into all VAC/GMHC programs – from
the volunteer intake workshops to
the counselling team. All speakers are
sponsored to the VAC/GMHC as
part of our commitment to our
most important interagency
partner.

2005 - 2013:
World AIDS Day launch at
Parliament of Victoria: Based on
the guiding phrase of “positive people
in places of power”, the PSB initiated
World AIDS Day launches to involve
Members of Parliament and our many high
2005 - 2007:
2005 - 2013:
profile supporters. The Health Minister’s
Community Sector and Health
Positive
Speakers Bureau
involvement in the launch alongside our
Industry Training Awards: PLWHA
Awards: Acknowledging
PLHIV
speakers
acknowledges
the
Victoria and ParaQuad Victoria were
the role of the speakers with
role of Living Positive Victoria as
co-nominated and won the Innovation in
awards
at the Annual General
part of a community wide
Training & Assessment award for Innovative
Meetings
highlights the work
response to HIV.
Service Delivery by a private provider. In
of the Bureau, the long term
2006 the PSB nominated Jeffrey Robertson
involvement and the
in the life long learner category and he won
inspirational commitment
the award to outstanding accolades. In
of speakers.
2007 Michelle Wesley was one of three
2005 - 2013:
2007:
candidates shortlisted for the award.
Media training
Protecting Young
These awards highlighted the
workshops: The PSB
Australians from HIV
work of our speakers in the
speakers relished the
2009 - 2013:
resource: The PSB wanted a
community.
opportunity to learn how
Victoria Police Community
resource to promote the work
to deal with the media
Encounters collaboration: The PSB
of our speakers and Merck Sharp &
and be more effective
was involved in a pilot project where
Dohme sponsored the whole project.
communicators.
community members from diverse
The resource went to every Victorian
backgrounds chat with new Police recruits
Member of Parliament, school
and build respect for Victoria’s multicultural
principals and top CEOs reminding
community. The program has built on
them that HIV was still here and
the success each year and we provide a
to request our speakers to
diversity of speakers every fortnight.
provide education.
2010:
All speakers are sponsored as
2013:
Changing Voices
part of our commitment to
International AIDS
DVD: The DVD was a
educating Victoria Police
Candlelight Memorial: Living
ground breaking resource
members.
Positive Victoria became part of
aiming to break down stigma
the global Candlelight Memorial events
2010:
and discrimination, to reflect
acknowledging those who lost their lives to
‘Closer’ – a
the diversity of PLHIV and to
HIV/AIDS and expressing overwhelming hope
creative
writing book by
challenge the stereotyping of
for the future. The memorial was acknowledged
PLHIV speakers: Our speakers
PLHIV. Over 800 DVDs were
for involving the broader community in the
participated in a six week creative
distributed and utilised
HIV response. Rather than being a sombre
writing workshop sponsored by Oz
on social media.
event the Master of Ceremonies (Rachel
Show Biz Cares, Equity fights AIDS.
Berger) and the PLHIV speakers asked
The book was co-launched alongside
the audience to take their messages of
the Changing Voices DVD, was widely
hope to their own communities.
distributed and provided insights
into the challenges of living
with HIV.
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HIV Peer Support
It isn’t what it used
to be... or is it?
Living with HIV in the 80s and early 90s for many people
meant living in crisis mode. People would get diagnosed by
a GP or hospital physician, and be told that they may have
only a few years to live. Treatments were being developed
but they were not reliable, were very difficult to take and
considering their toxicity, had awful side effects. Some people
felt forced to seek other options such as ‘special juices’,
or going overseas and undertaking ‘oxygen therapy’. Some
people were in and out of hospital dealing with the many
symptoms that would come up that were not necessarily
AIDS defining, but manifestations of a weakened immune
system, or at least an immune system that was susceptible to
many infections. This very medicalised state of being was also
threaded with many psychological issues, of which disclosure
caused the most anxiety. Many people were diagnosed, and
literally no one knew about their HIV status except for their
doctor. Particularly in the early years, the level of stigma and
discrimination was high. So the fear of rejection was such
a burden on one’s emotional state that many felt alone and
literally withdrew, experiencing social isolation. This was
played out in many contexts; family, friends, work as well as
sex and intimate relationships. Little was known about HIV
and what it meant and few knew about it. So the chance
of disclosing to someone apart from a health professional
working in the HIV sector, who really knew what you were
going through and showed empathy, was pretty slim.
Part of the successful Australian community-based response
which began very early in the epidemic was the peer support
worker. While they couldn’t guarantee your survival or
help you stay out of hospital, they were there, and still are,
to provide an unequalled level of emotional support. To be
able to talk to another person living with HIV and know
that the empathy they are showing isn’t fake, or just part
of their job, made an important difference in being able to
deal with the trauma of living with a usually fatal virus. Also,
while typical consultations with a GP or physician may last
only 15-20 minutes, the benefit of talking to a peer support
worker was that one could spend much more time with
them, an hour maybe two at the first meeting, depending on
individual needs. And while some in the medical profession
are quite broad minded when it comes to issues around sex,
as they will commonly say “I’ve heard it all before”, it is not
quite the same when talking to another person with HIV
who also shares the same sexuality as you, particularly for a
gay man. So what’s better than talking to one other person
living with HIV and getting support? Out of the HIV Peer
Support program, peer support groups were developed. This
was a natural extension of the one-on-one support provided.

8
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Vic Perri

People were able to hear from others a whole range of
experiences in dealing with HIV, but at the same time many
common issues were shared. This further validated what one
was going through.
I am often asked, “is being diagnosed today any different
to what it used to be? With the management of HIV vastly
improved to the point of providing a near-normal lifespan,
surely when someone is diagnosed today they don’t feel
the fear and trauma of getting sick and dying that was once
felt?” Well guess what? It hasn’t changed for many. I am still
presented with fear and anxiety when I speak with newly
diagnosed. Even today! They still worry about getting sick
and dying. They still worry that if they go on treatments

“While they couldn’t guarantee
your survival or help you stay
out of hospital, they were there,
and still are, to provide an
unequalled level of emotional
support.”

they will have to endure horrible side effects and worse for
some, body shape changes caused by lipodystrophy that
will make their HIV status ‘visible’. Not that any of them are
familiar with the word lipodystrophy, but some have seen old
images or have seen people themselves dealing with it. They
still think they will have to quit work and go on a pension
for the rest of their lives, and so how will they manage that?
They worry that they will never have another relationship
again, unless it’s with another person with HIV. Of course, in
order to do that one has to disclose or hear someone else
disclose. So how do they find another positive person? What
a dilemma! During a session of the Phoenix workshop for
newly diagnosed people, participants are asked about their
anxieties around diagnosis. “Becoming sick and dying” usually

tops the list. Why, you may ask. With all the information
out there about how HIV has become a ‘chronic manageable
condition’, how can anyone not know? Unfortunately there
are plenty of people who still don’t know. Many people who
are not living with HIV know little about it. In a sense, this is
fair enough. Why should one know about a medical condition
if one doesn’t have it? The problem is that many people who
are at risk of acquiring HIV after not knowing much about it,
and who become HIV-positive then go through a shock, and
being human think of the worst case scenario. Becoming sick
and dying, along with all the other issues and complexities
that present themselves along with it become the norm.
The function of peer support is more than just being a good
ear. HIV peer support workers need to be armed with good
knowledge of general HIV management, including treatments.
Hence the function of peer support has evolved to more
accurately reflect the principles of health promotion, and
so the newer title of Health Promotion Officer has been
adopted by HIV organisations around the country. On top

of this, knowledge of other supports and services such as
counselling, social workers, S100 prescribers is also required.
We are asked about housing, legal matters, travelling and
emigration/immigration too, so we have become ‘allrounders’ in our work.
As we head into a stage of the epidemic with the latest
treatments offering people simple once-a-day doses with
minimal side effects, and encourage people to have a
conversation with their doctor about considering earlier
treatment, peer support within a health promotion
framework still has its place today. The medical profession is
well advanced at providing good clinical care and will keep an
eye on that part of one’s life, but there is nothing quite like
talking to another person living with HIV and on treatments
to give a real life perspective of the many issues involved. This
personal perspective is what peer support is all about, always
was, and always will be.

Head to www.HEPCAWAREUB2.info

june - september 2013 poslink
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Victorian AIDS Council /
Gay Men’s Health Centre
Celebrating 30 Years

On Saturday 27 July, over 200 people celebrated the 30th
birthday of the VAC/GMHC as well as the unveiling of the
commemorative book and website titled: Under the Red
Ribbon. Launched by The Hon. David Davis, Minister for
Health and Ageing, speakers included Caroline Hogg, former
Minister for Health, Phil Carswell, founding President and
Michael Williams, current VAC/GMHC President.
It was a day when past volunteers, supporters and friends
joined with those still involved in the sector to celebrate
the incredible stories of courage, loss and achievement that
make up VAC/GMHC’s rich history.
The book – Under the Red Ribbon is dedicated to the people
with HIV who we have lost, loved and cared for, to those
who provided and continue to provide such care and to
those still living with the virus.
The 30 year history website, undertheredribbon.com.au
has an interesting multimedia section with video and audio
telling the story of VAC/GMHC. It also includes audio of the
recent lecture series featuring Adam Carr, Bernard Gardiner
and Tex McKenzie that were part of the current exhibition
of mementos, posters and memorabilia, entitled Passion! 30
years of Safe Sex showing at the Public Record Office Victoria
(PROV) in North Melbourne until 16 August.
VAC/GMHC was formed in 1983 as a central part of the
Victorian community response to the HIV/AIDS epidemic,
beginning as a genuinely community driven and vocal
organisation where most tasks were done by people
volunteering their time. Volunteers remain fundamental in
the delivery of its services today which include prevention
education, treatment and care of those living with HIV.
VAC/GMHC is committed to leading the fight against HIV
and related social justice issues as it embarks on the next
exciting chapter of its history.
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Poster from an early VAC/GMHC campaign
Source: VAC/GHMC

Under the Red Ribbon

The motion to form the Victorian AIDS Council was officially passed at a public meeting on 6 December
1984. From left: Phil Carswell, Adam Carr and Jamie Gardiner.
Source: Phil Carswell

The founding meeting of the Victorian AIDS Action Committee at the Laird O’Cockpen Hotel in
Abbotsford, 12 July 1983. Chris Carter (left) and Ian Dunstan.
Source: Phil Carswell

This commemorative
book chronicles the
thirty year history of
VAC/GMHC. Written
by history consultants
Way Back When,
Under the Red Ribbon
includes stories of
loss, achievement,
and courage. For
information about
obtaining a copy, contact VAC/GMHC
at enquiries@vicaids.asn.au or phone
03 9865 6700.

Candlelight march against AIDS in Melbourne, December 1989
Source: Australian Lesbian and Gay Archives

june - september 2013 poslink

11

The Speakers Bureau in the 1990s
Peter Davis – PSB Coordinator in the mid 90s
The People Living with HIV/AIDS Speakers Bureau first
commenced training of its speakers in 1993 after being
established in 1990.
Speakers were given information sheets to show at the
start of our talks. These overheads contained local and
international statistics about HIV and AIDS. In that year the
group had occasional guest speakers such as Rachel Berger
and Judith Lucy at our monthly meetings. These comedians
helped us to think about how we could convey our stories
about living with grief in a variety of ways. For example, Judith
Lucy helped the group to think of the little details that could
paint a whole picture, not just the main factual statements.
She asked us to describe the room, the body language of
a person when we disclosed our HIV status to a family
member of friend. Storytelling was just as much about the
unusual ways people reacted to life events as it was about
describing the events.
In the mid 1990s the Speakers Bureau formed a partnership
with the State Education Department which resulted in rural
tours around Victoria. In 1994 PLWHA Victoria received a
$10000 grant from NAPHWA for a national radio project, so
stories about living with HIV could go out nationally on radio
shows such as Out and Out. Many members of the Speakers
Bureau came to 3CR to record their story for a weekly
living with HIV show on community radio. The highlight of
this was the recording of The Joan Golding Story that won
three national awards for best information radio program.
Joan’s story was also broadcast in full on 3AW’s evening
drive-time show. Joan spoke about caring for her son, Martin,
an Australian diplomat in the Hague who died of AIDS in
1988. She told of how her local community reacted as she
started to disclose that her family lived with HIV. Joan also
documented in her talk the amazing role by the VAC/GMHC
Support Program volunteers caring for people dying with
AIDS in their homes.
Joan continued to be as important as ever in her role of
gaining greater profile for the Speakers Bureau in the mid
1990s. She was a committee member with the Catholic
AIDS Ministry and assisted in having our HIV speakers in
Catholic secondary schools, which was a major breakthrough

considering the Pope’s continued negativity to discussion of
condom usage. Many of our speakers went on talks together
with Joan Golding and this was the beginning of sending two
speakers out on talks.
Our first female speaker in the bureau was the late Donna
Jackson. She was a bubbly personality who bonded well
with all the other guys. We then had our first heterosexual
couple with a baby join the group in 1994; Geoff, Michelle
and baby Tian Humphries. Geoff and Michelle made new
talk connections with juvenile justice centres and also the
Prostitutes Collective Victoria. They always went to speak as
a family, with baby Tian upon their laps as they spoke.
The mainstay of the group in the mid 1990s continued
to be gay men, who all greatly contributed to lessening
ignorance and homophobia in schools, as well as talking
about the reality of HIV. The 1990s were when the message
first emerged of “viruses don’t discriminate - people do”.
Teenagers greatly respect honesty from an adult and our
speakers have always opened a doorway directly into their
lives. There are so many names to mention of the past
members, most of them unfortunately have died. One name
is the late Beng Lim who told his story from a multicultural
point of view, describing the complexity of having two
homelands and having to come out as HIV-positive in both
countries. Beng recorded his story called Heart of a Tiger. This
recording received government funding and was distributed
across Australia, at international conferences and at national
HIV Educators conferences.
In summary, the 1990s was a busy time of progress; however
we never felt adequately trained or resourced with staff. It
wasn’t until later when the group received a dedicated staff
member that the project grew to its fullest potential.

Living PositiveVictoria acknowledged Peter’s outstanding contribution
to the Positive Speakers Bureau and his constant mentoring of
other speakers with the 2010 Annual Speakers Bureau Award at
the Annual General Meeting.
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Positive Women
Victoria

From then to now… Celebrating 25 years of Positive Women Victoria

In 2013 Positive Women Victoria (PWV) celebrates 25 years
of providing support and advocacy for women living with HIV.
Today most women living with HIV in Australia have a long
life to look forward to. However this has not always been
the case. In the early days many women thought they would
have very short lives after diagnosis. These women came
from all walks of life, bringing different experiences and one
commonality - HIV.
Today an estimated 10% of people living with HIV in Australia
are women. What these statistics do not describe however,
is the important role women living with HIV – as activists,
advocates, educators, carers and supporters – have played,
and continue to play, in the history of HIV in Australia.
PWV was established in 1998, in response to two women’s
experiences of isolation following their HIV diagnosis. Bev
Greet, chair and founder of PWV, was told she had HIV in
1984. She didn’t know any other women with HIV, so set
about trying to make contact, leaving her details with doctors
and HIV specialists, requesting they pass them on to other
women. It wasn’t until four years later, when Deborah Gillies
got in touch with her, that she met another woman living
with HIV.
“I joined a group called Positive Friends in 1985, but it was
all gay men” says Bev. “It wasn’t until 1988 that Deborah
called me and said ‘I am HIV-positive’. I said, ‘Me too’ and she
didn’t hang up. We met several times… and were sure there
were other women out there facing the same things, so we
decided to set up a group for positive women.”
“One other woman came to the first meeting. But then
[information about her HIV status] was overheard by her
employer and she was put off coming to any other meetings,”
recalls Bev. “We put up flyers around Fairfield Hospital
and other places and were starting to wonder if it was all
pointless. Ever so slowly women started to come.”
“In the beginning women had concerns about joining a
group for HIV-positive women, they were frightened to be
associated with the group in any formal way. There was a lot
of stigma then,” explains Bev, “you were a bad girl, seen as
sex workers or drug users, not that those girls are bad but
there was stigma there. I don’t think that it has disappeared,
however people are more open to the idea that anyone can
get HIV.”
In the last 25 years PWV recognises the support that women
have given and received as members has led them to feel

more connected, less isolated and contributed to them living
longer lives.
“I do believe that peer support is a strong element in
survival, breaking down that sense of isolation…” says Bev.
“to make sure people did not feel alone and to help people
feel (even though it was hard at the time) that we could
live long and productive lives, even have children. We visited
women in hospitals, see them if they had a crisis in the family
and we would go to funerals.”

“In the last 25 years PWV
recognises the support that
women have given and
received as members has led
them to feel more connected,
less isolated and contributed to
them living longer lives.”

“We saw what the gay men had done and they had so much
knowledge and so many skills and it was great. However
we needed to do it for ourselves, it was part of our healing
process. I’m so glad that we persevered and are still here
today.”
Today the needs of women have changed while the number
of women living with HIV continues to grow. With new
treatments available and life expectancy increasing, women
are now seeking support around issues such as pregnancy
and ageing. In 2013 PWV continues to work in a variety of
ways to support and advocate for women living with HIV.
This year we have launched the My Journey Kit, along with
local and international partners we are involved in organising
the Women’s Networking Zone for the 2014 International
AIDS Conference in Melbourne and have begun planning
PWV’s first national women’s conference. PWV’s 25th year
as the only funded organisation in Australia soley focussed on
supporting women with living with HIV will be another one
full of milestones and celebrations.
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ENUF stories
Below are two recent stories submitted to Living Positive Victoria’s ENUF campagin. ENUF continues to challenge HIV
related discrimination and stigma in the community, and provides an opportunity for people living with HIV to share their
experiences.To get involved with the ENUF campaign, read more stories, or share your own visit www.enuf.org.au

I was diagnosed HIV+ in 1996, I was 14. I made the decision that I was not going to let it beat
me. Since then I’ve come out as gay, but I am still scared outa my wits about coming out as
HIV+. People who I thought I could trust and who I thought were my friends could not run
fast enough to get away from me. I pledge right here and now to be open not only about
being gay but also about being HIV+ I will wear the red ribbon and the wristband etc to raise
awareness and encourage people to ask me questions We’re in the 21st century; it’s high
time we ditched the stigma surrounding HIV!

Chris J

I sometimes feel that I am damaged goods and no man would want me. As soon as I find
someone I am attracted to I tell him about my status and as always I never hear from them
again. It hurts and seems very cruel that even in our own community we are treated like
we have the black dead. I am 50 this year and still single; however I am healthy and happy in
myself and the things I have done with my life.

Joe

is
Resist HIV stigma. Promote resilience.

www.enuf.org.au
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ENUF voices
Tembe Bembe
an interview with Paul Woodward
Tembe Bembe is a member of Possible Dreams International (PDI)
Choir of Swaziland, a choir who sing songs of hope to those living in
extreme poverty with HIV and AIDS in a country with the highest
prevalence of AIDS in the world. The choir is composed of young
people from the most remote rural areas of the country, some of
whom are HIV-positive. The choir sings songs of hope and quiet joy
in the face of adversity. In the last issue of Poslink, we caught up with
another PDI member, Promise Maphosa.
Im 28 years old. I have an 8 year old daughter. I work for PDI
as a project co-ordinator... and I sing alto in the choir.
How has the tour been?
It’s been great. I hardly have the words to express how
amazing it has been. The people here in Australia have been
very kind, friendly, loving... the sightseeing, everything has
been so great. I can hardly believe that this time tomorrow
we will be flying home. It will be so sad.
What has been the highlight of your time here?
Reaching out to the people of Australia. Each performance
we did we could touch people with our music and this was
very important to me as this is what we came for. Our music
was in our language so they may not understand the actual
words but you could see that they could feel the message in
our song.
And what is this message that you hope you will communicate?
The message of love. And the message of compassion.Yes.
(smiles)
What have you noticed about the differences between Swaziland
audiences and Victorian ones?
Unfortunately we haven’t had much audience back home so
these performances were the first time we have played to
this scale and to full houses. But hopefully the experiences of
being here will prepare us for bigger ones there.
Can you tell me something about your experiences around HIV in
Swaziland?
Many people are very scared to disclose their status because
some people are not well educated really, so they worry
about their reactions and wonder if its better to keep it to
themselves. But some they have learnt that in order to live a
healthy positive life it starts with disclosure as it helps in the
healing process of accepting yourself. After that then people
may even forget you are positive. So I think it’s about getting
people to the point where they can feel free to disclose their
status.

Before you worked for PDI you used to be a relationship counsellor
dealing specifically with couples affected by HIV. Can you tell me
what this experience taught you?
Oh that was a great job really. It was at a local clinic in our
town. I enjoyed doing that kind of job because it made me
happy to make a difference in other peoples lives. So for
instance there would be times when a client would come in
and he is afraid, but after talking this person would feel free
to speak more. At first they might be very quiet but after
building trust with him and after that relationship is built
then they open up and you see them coming back because
they need someone to talk to. But at the same time there
were clients who were so difficult to tell their status to, and
I would sometimes want someone else to deliver that news
to them even though I’d done it so many times; sometimes it
just gets to you.
Could you explain what life is like for a positive person in
Swaziland for our readers?
(sighs) It’s so difficult. Until antiretrovirals were introduced
there were other drugs which had the side effects of altering
your body shape, so a lot of people were scared to start
treatment because it would show visibly sometimes... but
luckily that has been scrapped, and with the new regime
people are happier to start treatment. Others didn’t want to
start medication because they felt they weren’t sick so some
would say “maybe my cd4 will go up again”, and hope this
would be so. This was often because they had real difficulties
disclosing back home. So each time every day when they
would have to take their meds, they would have to hide them,
and with some families in the rural areas there is a problem
with lack of education and here there might be a fear of
being discriminated against. All these things can be difficult.
I know that when I go to the clinic or the testing place, and
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maybe I find I am positive, it is so hard to disclose to a male
partner – because that’s how men are in Swaziland. When I
was a counsellor most of my clients were pregnant women
– it was so difficult for them to disclose to their partners, so
they would often think “well I won’t tell him then”, because
men were like, even if you had an STI and told them about it
they would turn round and say (puts on gruff voice) “no I am
fine” (female voice) “no let’s go and get tested and make sure
we are fine and get treatments”. The men would be like, ‘no
this is all you, I don’t need treatments” and this is how men
can be in Swaziland – these are some of the difficulties we
face really.

We talked earlier about the ENUF campaign as a stigma reducing
strategy which looks to combat some of the things you have
described in Swaziland as difficult in terms of being positive but
here in Melbourne where we have similar issues… what do you
think of the campaign?
Oh I think its great as it will make people realise that HIV
should be treated as no different from any other disease be
it diabetes of cancer – I mean I always say to myself that its
better to be positive than to have high blood pressure or
diabetes – I think those are the worst – so this campaign
could help people see that HIV is like a bad headache – once
you take care of yourself you will be fine.

If disclosure is the best route to both emotional healing and to get
access to proper medication as you yourself say, why do you think
disclosing is so problematic in Swaziland?
I think it’s the fear of being discriminated, and you don’t
know what the reactions of others will be. And there are still
some people that think that when you get HIV, then you are
going to die. And I mean, it’s not even contagious like that.
So even with your family you might get treated differently
instead of giving you support that you need.

What were your hopes for this tour of Melbourne?
I wanted at the end of the tour to hear that we have
achieved what we set out to achieve – we wanted to share
the light of our people back home and now that we are going
back we can go back having learnt all that we have here and
reach out to a lot more people back home more powerfully
– PDI is a small organization that is still growing and so by
raising awareness of the work we do hopefully this exposure
might help people in Australia be more likely to help us to
help others back home.

Once disclosed what did you notice about how families reacted to
the news, were they supportive?
Well some are, but I’ve had clients who say “I can’t disclose
because I have a brother or a sister in the family who did
disclose about their positive status and the mum would go
out and get drunk and then abuse them in front of all the
neighbours”. So in some families people have had a very hard
time and that means everyone else in the family keeps their
status to themselves to avoid this abuse.
Has being part of the choir and being so vocal about both
supporting people living with HIV and educating people so
as to reduce stigma helped to lesson some of these cases of
discrimination do you think?
I think it helps a lot. And it’s important to lead by example
in this. We have positive members of the choir and we are
so good around them. I don’t think in their minds it is even
thought about who is positive or negative. So when we go
out and help people who are sick in the community people
see us making a difference regardless of status and so they
can feel free and know that being positive doesn’t stop you
from being a part of something and making a difference.

Finally, what message would you personally like to give readers of
Poslink magazine?
I would like to tell them that no matter if you are HIV
positive or negative – we still are all human beings – and we
are all equal in the eyes of God. And no matter what, life
goes on.

Paul Woodward has worked with Possible Dreams International
in Swaziland leading storytelling empowerment workshops and
performance with AIDS orphans and HIV-positive children. Paul
was a senior lecturer in Drama and Physical Theatre at St. Mary’s
University College (UK) for 16 years specialising in performance
theatre, multi-media performance, physical theatre and storytelling.
He is currently working full time on a practice as research PhD
investigating the performativity of HIV (dis)closure at Monash
University in Melbourne, after winning a double international
scholarship there.
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News

Federal Government Funding announced for Senior Voices program
New Federal Government funding over the next four years
has been announced for Living Positive Victoria’s Senior Voices
project, a strategy that will address the needs of people living
with HIV aged 50 years and older.
As a project of the highly successful Positive Speakers Bureau,
Senior Voices will prepare older people living with HIV to
collaborate with aged care service providers around the
needs of people living with HIV in the Victorian community.
Through development of a social and educational network
for senior Victorians, Senior Voices will also work to challenge
negative stereotypes associated with HIV.
On the new project, Living Positive Victoria President Sam
Venning stated, “the funding for Senior Voices allows us to
expand the highly successful Positive Speakers Bureau, and
attend to the very real need to up-skill staff in aged care
facilities, to ensure that they are able to provide nondiscriminatory care and support to older people living with
HIV.”
Senior Voices will encourage a deeper understanding of HIV in
the aged care sector, by providing an opportunity for staff to

build expertise, through answering questions about working
in a diverse community. Advocate for people living with HIV,
and member of the Positive Speakers Bureau David Menadue
OAM, said the project “not only provides a service to the
community and the aged care sector” but will “overcome
the apprehension of aged care staff, their lack of knowledge
about HIV and their misplaced fears in caring for HIV-positive
residents.”
This funding announcement supports the Federal
Government’s commitment to the anti-discrimination
legislation contained in the National LGBTI Ageing and Aged
Care Strategy, as well as the Federal Department of Health
and Ageing’s report Living Longer, Living Better. Through
this report, the Federal Department of Health and Ageing
announced consultation with groups representing people
from diverse backgrounds, with a view to making aged care
services more accessible. The Strategy will work towards
ensuring that aged care services are welcoming, inclusive,
confidential, and culturally appropriate for LGBTI people, as
well as responsive to the needs of older people living with
HIV.

New WHO guidelines recommend earlier HIV treatment
The World Health Organisation (WHO) has announced
ambitious new HIV treatment guidelines which will see
the number of people eligible for HIV treatment rising
substantially. The new guidelines, announced at the 7th
International AIDS Society Conference on HIV Pathogenesis,
Treatment and Prevention (IAS 2013) in June 2013,
recommend earlier commencement of antiretroviral therapy
(ART) for people with HIV, increasing the treatment initiation
threshold from a CD4 count of less than 350 to less than
500.
As well as recommendations for earlier commencement
of treatment for people with HIV, the guidelines outline
improved protocols to prevent HIV from being transmitted
from mother to child, and regular and more effective
monitoring of people’s viral load to ensure treatment is
working.

The use of ‘viral load monitoring’ to ensure antiretroviral
medicines are keeping the virus suppressed is a critical
advance in the new recommendations.
Humanitarian organisations including AIDS Healthcare
foundation (AHF) and Médecins Sans Frontières welcomed
the new guidelines, describing them as an immense benefit to
HIV-positive people, particularly for those living in developing
countries. Penninah Lutung Amore, AHF’s Africa Bureau
Chief described the announcement as “a victory for people
living with HIV around the globe - including Africa”. “WHO’s
decision to raise the treatment initiation guidelines removes
a major roadblock to lifesaving treatment, as country AIDS
programs often look to WHO recommendations when
setting policy guidelines,” Penninah Iutung said. “This is a
very significant step toward universal access to lifesaving
antiretroviral treatment and, treatment-as-prevention.”
Dr. Unni Karunakara, International President of Médecins
Sans Frontières, called for international political and financial
support to ensure rapid roll-out of the new guidelines.
MSF are urging donor agencies such as the Global Fund
to Fight AIDS, TB, and Malaria and the US Government’s
PEPFAR program to support the implementation of the new
guidelines as a strategic priority. The Global Fund is holding
its three-year replenishment conference later this year, where
donor commitments should reflect the increased treatment
targets.
june - september 2013 poslink
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News

It’s never too early to take control
Your Body Blueprint, a new nation-wide campaign for people
living with HIV, was recently launched in Victoria by Living
Positive Victoria and Straight Arrows. Produced by the
Australian Federation of AIDS Organisations (AFAO), the
campaign has been designed to encourage and support
people living with HIV to lead healthier lives, reduce the risk
of illness, and enhance their quality of life.
Despite antiretroviral treatments enabling many people
living with HIV to approach HIV as a manageable chronic
disease, various other conditions (such as those related to
cardiovascular, liver, kidney and bone health, amongst others)
continue to challenge their health and complicate their
management of both HIV and the other conditions.
The campaign aims to let people living with HIV know it’s
never too early to take control of their health, and to assist
them in identifying simple strategies for reducing their risk of
developing some of these other conditions.
The Your Body Blueprint campaign is based around a new
interactive website (www.yourbodyblueprint.org.au).

The website provides information on these other health
issues and tips for reducing the risk of them, along with
other important information and tips for healthy living with
HIV and links to other key sources of information.
Robert Mitchell, President of the National Association of
People with HIV Australia (NAPWHA) commends the
campaign for highlighting these issues faced by many people
living with HIV. “Ensuring people living with HIV are aware of
these issues is vitally important. This campaign provides this
information in a way for people to easily find the information
they want, and gives practical ideas for improving their
health.”
The campaign is supported by accompanying materials such
as posters and advertisements promoting the campaign and
website. Promotions for the campaign will be seen around
the country including online and on outdoor advertising such
as billboards and bus shelters. All products will refer the
reader to the campaign’s website.

You are invited
to a fabulous fundraising screening of
‘Behind the Candelabra’
on Sunday 15 September 2013, 4pm
at The Astor Theatre, St Kilda.
Afterwards, join us at The Railway Hotel
for sparkling wine and canapes.
Tickets $50*
Book now on (03) 9863 8733, or at
behindthecandelabra.eventbrite.com.au
This event supports Living Positive Victoria’s
FLIP fund.
Should you be unable to attend, you can contribute
directly to the FLIP fund at
givenow.com.au/livingpositivevictoria
* For further pricing information please call us on (03) 9863 8733
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Treatment updates
News from the International AIDS Society Conference 2013
Kuala Lampur, Malaysia

Efavirenz dose
The dose of the non-nucleoside reverse transcriptase
inhibitor (NNRTI) efavirenz (Sustiva or Stocrin) can be cut
by a third without compromising patient outcomes, results
of the ENCORE 1 study show. Cost savings associated with
this dose reduction could increase access to HIV therapy in
resource-limited settings.
Efavirenz is a mainstay of first-line HIV therapy around the
world. The standard daily dose is 600mg. However, some
observational data have suggested that this can be safely
reduced to 400mg.
Researchers wanted to see if this was the case. They designed
a randomised, double-blind trial to see if combinations
based on a 400mg dose of efavirenz were non-inferior to
combinations including the standard 600mg daily dose.
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A total of 636 people in 13 countries were recruited to the
study.
Efavirenz was taken in combination with Truvada (FTC/
tenofovir). After 48 weeks, 94% of participants taking the
400mg dose and 92% of those treated with the standard
dose had an undetectable viral load (defined as below 200
copies/ml). Restricting analysis to people with a high baseline
viral load confirmed the virological efficacy of the 400mg
dose compared to the 600mg dose (93 vs 91% undetectable).
Participants taking the 400mg dose had fewer side-effects,
especially those affecting the central nervous system.
The researchers conclude that the 400mg dose had
demonstrated its non-inferiority and that the use of the
lower dose could cut the costs associated with the drug by
one-third.

Comparing integrase inhibitors
A study comparing the use of HIV integrase inhibitors in
treatment-experienced people has shown that dolutegravir
has superior virological efficacy to raltegravir.
The phase 3 study involved 724 people who needed to
change their treatment because their HIV was no longer
being suppressed. They were randomised to receive therapy
based on either the new integrase inhibitor dolutegravir
or raltegravir (Isentress) in combination with other
antiretroviral drugs.
Dolutegravir is taken once daily whereas raltegravir requires
twice-daily dosing. After 48 weeks of therapy, 71% of people
taking dolutegravir had an undetectable viral load, compared
to 63% of those treated with raltegravir. Virological failure –
a viral load which was never suppressed or has rebounded –
was seen in 6% of people on dolutegravir, compared to 12%
of those on raltegravir. Looking only at participants with a
high baseline viral load (above 100,000 copies/ml), the study
found that 62% of people in the dolutegravir arm achieved
an undetectable viral load, compared to 47% of people in the
raltegravir arm.
Both drugs had a similar safety profile. Dolutegravir is
expected to be licensed in the US and Europe later this year.

Modern HIV treatment – very good,
but far from perfect
Even with modern HIV treatment, a significant minority of
people taking first-line treatment do not achieve virological
suppression (an ‘undetectable’ viral load), results of a large
meta-analysis show.
Researchers gathered together the results of 114 studies
involving over 40,000 participants. Their analysis confirmed
what’s already known – that there have been significant
improvements in antiretroviral therapy.
Before 2000, only 47% of people taking first-line treatment
achieved an undetectable viral load. This rate increased
steadily and in post-2008 studies the rate of viral suppression
was 82%.
Treatment combinations based on an integrase inhibitor were
associated with the highest rates of suppression, followed by
regimens that included either a ritonavir-boosted protease
inhibitor or a non-nucleoside reverse transcriptase inhibitor
(NNRTI). Overall, the findings support the choice of drugs
recommended in current US HIV treatment guidelines.

People whose viral load was above 100,000 copies/ml when
they started therapy were less likely achieve viral suppression
than people with lower viral loads. The researchers suggest
that treatment guidelines could be amended to recommend
that people start treatment before their viral load reaches
100,000 copies/ml.
Although there has been a considerable improvement in
the effectiveness of HIV treatment over the years, even
after 2008 18% of study participants didn’t achieve viral
suppression. In addition, the proportion of people maintaining
viral suppression declined the longer they remained on firstline treatment.

Long-lasting injectable drugs do well
in clinical trials
A study involving HIV-negative volunteers has shown that a
combination of injectable anti-HIV drugs achieve long-lasting
concentrations in blood, potentially offering the prospect of
once-a-month treatment for some people.
Newer anti-HIV drugs are highly effective and treatment
generally taken once or twice daily. However, adherence
remains a problem for a significant proportion of people on
treatment. This helps explain why, even with the range of
drugs available today, not everyone on treatment achieves or
maintains an undetectable viral load.
Drugs that require less frequent dosing are a potential
solution to adherence problems for some people. Two
experimental injectable long-lasting anti-HIV drugs are
GSK1265744 and TMC278-LA. GSK1265744 is similar to
the new integrase inhibitor dolutegravir and TMC278-LA is a
long-lasting formulation of the NNRTI rilpivirine (Edurant).
In a very early-stage clinical trial researchers recruited 47
HIV-negative volunteers. They were randomised into four
treatment arms and were given differing doses of these drugs,
by injection, at intervals of four weeks. Blood concentrations
of the drugs remained high for a prolonged period of time.
The main side-effects were related to injection-site reactions.
The results of this study mean that these drugs and dosing
strategies will be evaluated in further clinical trials. If the
results are positive, the new drugs could be used either as
HIV treatment, once someone’s viral load is undetectable,
or as a pre-exposure prophylaxis (PrEP) option. Neither
drug could be used alone, so further work will be needed
to develop long-lasting formulations of other antiretroviral
drugs for use in combination.
(http://www.aidsmap.com/ias2013)
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The Spring
BBQ

Planet

POSITIVE
A social afternoon for
Positive people, their friends
and family.
Enjoy great food, beverages and door prizes in a safe
and friendly environment.
Date: Saturday 28 September 2013
Time: 1pm-5pm
Venue: DTs Hotel
164 Church Street Richmond
(cnr Church Street & Highett Street)
RSVP: Wednesday 25 September 2013
Contact 03 9863 8733 or info@livingpositivevictoria.org.au
No cover charge, and complimentary food provided.

You can now also join online at www.livingpositivevictoria.org.au/members/
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Save the
Environment!
If you wish to do your bit for the environment and
receive Poslink via email, please send your name and
email address to:
poslink@livingpositivevictoria.org.au

Poslink is also available online to download at:
livingpositivevictoria.org.au
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