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From the

L When, back in July, Talkabout 173 carried a discussion
between four HIV+ men about the traumatic experiences
of the 1980s and early '90s, I got a lot of positive feedback.
This feedback came from two different angles - from
younger people who felt they wanted to hear more about
the early days of the epidemic and from older people
who had also lived through the 'AIDS years' and felt they
had reached a point now where they could take time
to reflect on that era. Subsequently, several articles in
this issue look back in time, but they take very different
approaches. Laurence tells the story of the home which
has been a haven across decades; Ian describes the
formation of the Body Positive self-help group in 1985;
Ross gives his memories of activism in the crisis years in
Sydney; Tim considers the issue of religious belief - or
lack of belief - in the face of AIDS and of ageing; and

Greg Kelly riffs on being a veteran of the Love Army.

Swinging right back to the current day, Positive Life
advocacy officer Lance Feeney has some very good news
about a scheme which will extend options for collecting
antiretroviral medications. Read about that below.

The new scheme will be of particular interest to people
living with HIV who are in the workforce, which is over
70 percent of positive people in NSW. The next Everyday
Life invites readers to write about their experiences
being positive at work. See page 5 for details of how you
can contribute.

Feeling lost between Talkabouts? You can always join
our social media conversation on Facebook or Twitter!

Facebook: Positive Life NSW
Twitter: @positivelifensw

scheme for people
with HIV in NSW

New medication

A new scheme, called EMA, will extend the options for
collecting HIV medications, writes Lance Feeney.

to hospital pharmacies (generally open between 9-5pm

Monday to Friday) and collecting their HIV medication,
particularly those who are working. Outer metropolitan and
regional people often travel long distances to hospital pharmacies,
which is time-consuming and costly.

A new scheme to improve access was announced on World AIDS Day, 1
December, 2011, by the NSW Minister for Health, Jillian Skinner. The Enhanced
Medication Access Scheme (EMA) will assist people to get HIV medication
more easily.

What is the EMA Scheme?

The Enhanced Medication Access (EMA) Scheme allows eligible people with
HIV living in NSW to participate in the scheme and have three months supply
of HIV medication dispensed and delivered to them without the need to attend
a hospital pharmacy.

HIV medication will be mailed to a preferred address after payment has been
received (by credit or debit card) at the Albion Street Centre Pharmacy. As with
the dispensing of all pharmaceuticals, the patient co-payment will need to be paid.
There will also be a charge for handling and delivery.

Many people with HIV in NSW experience difficulty getting

Who can enrol?

There are certain criteria that need to be met before you

can enrol:

« You are a Medicare-eligible resident of NSW

« Your prescriber agrees that you are clinically stable on
HIV medication and any side effects are mild or well
managed

« You are able to pay by credit or debit card for three
months supply of medication plus postage

« You have an address the medication can be delivered
to (Monday to Friday). This can be your home or
work. It can also be one of a number of participating
pharmacies that are supporting the scheme and which
are open evenings and weekends. Where pick-up
is from a participating pharmacy, no postage and
handling will be charged.

If you meet these criteria, you should discuss the scheme

with your prescribing doctor.

For more information on the EMA scheme, go to the
Positive Life NSW website: http://www.positivelife.org.au/

Teabout



Diacloaune

Welcome to Everyday Life, in which you, the readers, respond to
a different talking point each issue. This time, I asked Talkabout
readers to write about the first and the most recent times you had
disclosed your HIV status to another person.

I posed these questions to help you get started writing:
Tell us about two disclosures you've made about your HIV
status — the first and the most recent. Who was the first
person you told that you were HIV positive? Did you plan
this disclosure or did it spill out spontaneously? How did
you feel before and after you'd told them? How did the
listener react to your news?

And then compare this with the most recent time you
told someone you were seropositive. Was it a workmate,
an acquaintance, a health worker, a romantic interest?
How did they respond? Is it easier nowadays for you to
disclose or does it remain a difficult thing to do? Have you
ever wished you hadn't disclosed to someone?

The answers are poignant, funny and no-nonsense.

See the box on page 5 for next issue's talking point -
and use the summer break to get writing! Susan

A good experience

he first person I told was my mum. She and Dad were away
Ton holiday in their caravan, but she rang to find out how my
test went and I couldn’t lie. I think it kind of ruined their trip.

I'd been back at home for about a year after backpacking around Asia, Africa and
Australia. T was 28. It was time to settle down, get serious and get some kind of real
career happening. I'd worked with old and disabled people as a carer and helped
to manage a nursing agency, but I was looking for a new path. Something sexier.

I don’t know what prompted me to go for an HIV test. I'd heard of a friend getting
one and it kind of stuck in my mind. I'd been aware of HIV for a while, I even wrote
a Biology paper on it at Uni, and I'd shared a house with a positive gay guy a few
years back. I felt well but was a bit concerned about a slightly swollen lymph gland
on my neck. Anyway, it seemed like the time for a fresh start.

I'd been so worried about getting the test, fretting constantly. Of course Id had
unprotected sex - everyone I knew did. Condoms weren't big with the people 1
knew and getting guys to wear one was like asking them to meet your parents on
a first date.

Mum was completely shocked but so supportive. I remember her and my dad
talking to me, saying it was going to be okay, that they would be there for me no
matter what. There was no blame. Mum openly reflected on their wilder days. “It
could happen to anyone,” she said, shaking her head, “What we got up to in the '70s!”

It was pretty hard going at times as we all struggled to understand what it would
mean for me, but we got through it and my decision to make the best of it helped. I
knew it was a turning point in my life and I was determined to make it work for me.

My most recent disclosure was to a lover a couple of months ago. I felt a lot more
in control than my first disclosure to Mum 14 years ago, though I was still nervous.
But I was determined to disclose to him before we had sex. I didn't want to end up
in a situation where I had feelings for the guy before I told him. That had happened
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to me before and it made disclosure so excruciatingly
difficult that my anxiety and confusion buggered up the
relationship and I never told that guy. In hindsight think
it was my intuition warning me he wasn't right for me,
but the pain made me want to be upfront this time. And
if I got rejected I wouldn't care so much.

I think that was a key. I'd developed a certain strength
in myselfand if this guy couldn’t handle the truth, I really
wasn't bothered. My main concern was that he wouldn't
tell other people. And that we could just get naked and
have some fun. Wedd hooked up a couple of times and
fooled around, but I wouldn't go all the way and this only
made him keener. Bolstered by the knowledge that I'm
extremely low risk, being 'Swiss Statement certified', plus
I know how to use a condom, I just told him. It was after
a passionate kiss and I think he was about ready to bust
his jeans. He breathlessly said, “That’s okay”.

It was a good moment. I felt enormously relieved.
He even said he admired me and later disclosed he was
living with Hep C. The sex wasn’t so great and he turned
out to be a bit of dickhead anyway, but it was a good
experience. Abbi

Releasing the
burden

he first person I told I was HIV positive
after a standard test with the unexpected

news was a girl I'd met online. I'd been
friends with her for quite a while but we had
never actually met, as she lived in Queensland
and I lived in Victoria. I went home in shock
after I was told I may only live for one year.
So I logged on and it just spilled out to her.
She actually had a boyfriend but still flew to
Melbourne and comforted me, which was
quite an amazing, caring thing for her to do
for me, and of course we are still friends.

The most recent person I told was a friend I had known
for around five years who knew something was going
on with me. She kept trying to set me up on dates. She
cornered me because she thought I may have been gay
and wanted to know what was going on. So I reluctantly
told her I had HIV. This turned out to be quite liberating
as I'd not told people and kept to myself a lot. She was
very supportive and understanding, saying, "HIV, that’s
nothing to be ashamed of ™.

For 10 years now I've never told many people, as
someone I told ditched me and I felt like a failure. I had
ruined my life to some extent by my own unfortunate
recreational drug choices, so I didn’t feel like I could tell,
as HIV seemed so unacceptable. So for 10 years I kind of
lived in denial and kept to myself.

After releasing this burden I'm now at the point where
I realise that isolation and keeping it to myself wasn't
helping anyone, especially me. Nobody likes HIV, but it
is here, it’s not our fault and it's not the worst thing going

HIV+

so what? Iwonder if I

should just wear
it on a T-shirt.

around by a long shot. I think the only way to combat the stigma is by being open,
honest and realistic.

Most listeners I find are a bit shocked, but it’s because a lot of the people I have
recently told I've known for some years. They do say, "oh, now I get what’s up with
you ... so why didn't you just tell us, you idiot, we don’t mind" (which is nice). It
can take a day or so for some people to come to terms with the news and I have to
stress to them that they are safe.

I recently caught up with an old friend I hadn’t seen for a while, had a few
beers and told him I was HIV positive. He did seem okay with it and asked lots
of questions, but then called me a few days later and told me that he wasn't sure if
he grabbed the right beer at one stage, so he went to the doctor to ask if he could
have caught HIV from the beer bottle, which was disturbing. After 30 years of HIV
people still don’t have the right education - but he did at least call and talk to me
about it.

I don't think it's easier today to disclose this kind of information as most people
just don’t want to know. I think even the people with HIV would rather not think
about it too much and that's understandable!

Sometimes I wish I'd never told anyone ever! And other times I wonder if I
should just wear it on a T-shirt. I honestly try not to worry about what people
think any more because it's exhausting and I am just me anyway, always. But it can
be sad to see people’s faces when you tell them you are not healthy; it’s like telling
a kid there is no Santa Claus. But what can I do, I didn’t write the fairytales. David

http://str8talk.org.au

Telling the truth

‘ ‘ Iwent to the doctor's today, babe,” I told my partner Greg

as I poured the evening chardie and stirred the pasta.
“He said I was HIV

positive.”

There was a slight pause.

“Oh, babe” Greg replied gently.
“We'll get through it”

He added, “For all 1 know, I am
too”

Was this, my first disclosure, a
fateful day? Hardly.

I had a feeling Greg would
understand. We had already talked
about whether one of us might get
'the Virus' at some point. After telling
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him, it actually opened up the evening chat to a range of
issues about our future. It felt good.

Fast-forward now with me to about three months
ago. I'm in the Pleasure Chest on Oxford Street, amyl in
hand, hunting for a one-night stand. A handsome chap
motioned me into a cubicle and we started.

“Are you positive?” he asked in a tone that made me
feel uncomfortable.

“Yes,” 1 replied, secretly hoping hed leave, because
of my telling. Besides, he was dressed in a pinstripe
business shirt at 10pm with squeaky cologne that got
up my nostril.

Without a word he left.

This was recent and I was glad he left. That’s not to
say other trysts have split because I've told them. It all
depends on the setting or the person. It’s easier to tell
people these days because I'm used to it, and besides, 1
was always taught to tell the truth. James

Disclosures

y first disclosure was probably the
Measiest. It was just after testing

positive to HIV in 1985, when testing
had just begun. It was done anonymously
through the Albion St Clinic and took a nerve-
wracking two weeks for results to come in.
Despite saying out loud I probably wasn’t
positive, my mind was saying otherwise and
proved correct. So my first disclosure was atthe
bar at The Oxford to a group of friends, some
of whom were also HIV+, some HIV- and some
who either didn’t know or didn’t want to know.
Disclosure was important at that time as, witha
two-year survival period dangling like a sword
of Damocles over one's head, it was important
to let everyone know that the supposed death
sentence had been delivered. This gave time

for it to sink in both with myself and
the friends I was closest to. They now
knew what to expect - we had already
experienced the quick decline of
other HIV+ friends and knew the
future was not something to look
forward to. So let’s party!

The most recent time I disclosed was to
a gym buddy when we were out for dinner
one night. He asked what I was doing these
days and I replied that I was doing freelance
writing for a couple of HIV magazines. That
led on to a conversation about how things
had changed and you rarely heard of anyone
dying from HIV these days. There was no
reaction from him at all, it was just a friendly
chat about what we were up to and HIV
didn’t seem to register as anything deviant or
insidious.

In the interim between the first disclosure
and the latest, things haven't always been that
easy. When cruising bars for trade, I used to
disclose as a way of getting rid of guys who
couldn’t handle it, thus getting rid of the
dross. It was also a way of picking up other
HIV+ guys so that we both knew where we
stood. Though there was one negative guy
who said it wasn’t a problem - at least until
we were home and the jeans were down,
thankfully at my place. He baulked, started
to throw a drama and found the front door
being held open to hasten his exit. That is the
one and only person I have ever thrown out
of my home.

The second problem disclosure - at work
- was a problem not for me, not for my
staff, not for most of upper management,
but for one area manager. He bullied and
harassed me until 1 decided it really wasn't
worth the hassle. I gave notice, but didn’t let
him off the hook that easily. I gave notice at
the most inconvenient place and time that
would cause him the most hassles. He didn’t
speak to me for the two weeks of my notice
period and didn't say goodbye. I still have no
regrets about disclosing on that job - I did
the right thing by my staff and if it cost me
my position, perhaps I didn’t want to be there
anyway.

As far as my everyday life goes these days,
with neighbours and new friends, I tend
not to say anything, nor do I see any need
to. Like a lot of people with health issues I
consider it my business. It's not as if I look
ill or anything. It doesn’t affect my diet, my
pill-taking is done in private and I just want
life to toddle on without any hassles. As far as
my local community goes I am just Joe Blow
from next door or over the road and that’s
how I want it to stay. Tim

PSJ Next iasue

Everyday life
in March 2012
Talkabout

Positive at work

How does living with
HIV impact on your

job? That’s if it does —
maybe you think of it

as a minor issue which
barely crosses your mind
while you're at work? If
you work fulltime, how
do you fit in medical
appointments and
pharmacy waiting times?
And how do you strike

a balance between the
stresses of the workplace
and the body’s health
needs? Do you disclose
to workmates or bosses
or to the people in HR?
Has disclosure at work
ever rebounded on you?
Is HIV a factor in your
plans for retirement?

If you are no longer in
the workforce but have
stories to tell about
past employment, your
contribution is also
welcome.

Send your contributions
(3-900 words) and photos
by Monday, March 5,
2012 to: Talkabout, PO
Box 831, Darlinghurst
NSW 1300 or by email to
editor@positivelife.org.
au. Digital photos should
be as high-resolution as
possible. Pseudonyms
are fine. Contact Susan,
the editor, for any help or
advice you need.
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Keeping you

away, longing for the summer holidays.

Now as I get older it's hard to believe
we're almost at the end of another year. 2011
has seen some significant improvements to
Positive Life NSW. The Board Governance
Charter was instituted, members approved
the new Constitution, we employed a new
CEO and the Board created a new forum with
new terms of reference to replace the Board
Advisory Groups (BAGS).

The BAGS model had not been working as effectively
as community consultations should and it was time
to review it. The Board has created a new forum with
the working title Positive Strategic Forums. The Board
of Directors convenes the forums to consult with
constituents on key issues arising from the Strategic Plan,
emerging issues for the agency and issues of significance
for people with HIV throughout NSW. We will hold a
consultation next year and call for expressions of interest
from those who might want to participate, in order to
get feedback on matters such as the day/time when these
forums should be held.

In 2013-2014, the Kirby Institute will be moving to
a new building on the UNSW campus at Kensington.
Sonny Williams and I met with John Goodwin who is
conducting a consultation and developing a plan for a
Kirby Institute clinical presence in Darlinghurst once
they move. Our comments were extremely well received,
which yet again demonstrates the important role we play
as the voice of people living with HIV.

With a new CEO, the Board commissioned an
accessibility site assessment from the Australian
Network on Disability of our office accommodation
on Oxford Street. The board understood that this audit
was appropriate to meet our OH&S obligations - our
offices must fit within state guidelines, which means
our spaces be accessible for people with disabilities.
The resulting report highlights some areas of concern
and requires urgent action from the agency. As such we
decided to commence a scoping exercise to look at other
accommodation options. We shall keep all our members
and stakeholders informed.

Irememher as a child wishing the year

Photo: Morgan Carpenter

In November, the Multicultural HIV/AIDS and
Hepatitis C Service asked me to be on a panel at the
Good News Deliverance Expo held at the Whitlam
Leisure Centre. The attendees were people from the
Zimbabwean community and it provided me with a
great chance to talk about some of the challenges the
'body positive' has to face, when a person living with
HIV has to disclose and when they do not.

On behalf of Positive Life NSW I also attended the Sex
Workers Outreach Project’s (SWOP) 21st birthday party,
which was one of those memorable nights with great
speeches and a true party atmosphere.

Our end of year party will be held at the Taxi Club
on Wednesday, December 14, starting at 6pm [see inside
cover for details]. This will be a party of great significance
as the Taxi Club is relocating to new premises in the new
year. The Taxi Club, like other venues in Darlinghurst,
has been a great supporter of the HIV+ community
since the early 1980s.

The Positive Life AGM was held on Wednesday
November 24. The new Board includes me as President,
Jane Costello Vice President, Paul Ellis Treasurer and
James Wilson Secretary. The Ordinary Directors
include Cameron Cowell, David Crawford, Scott
McKeown, Brian Rogers and Peter Schlosser. I would
like to thank Craig Cooper and Brett Paradise, who
resigned during the year for personal reasons, and
Simon Chaplin and Peter Thoms, who chose not to
nominate again for personal reasons. I'd like to thank
the previous Board for the diligence and dedication
they have demonstrated this year. It has been a great
Board and I have thoroughly enjoyed working with
them. I welcome the new Board members and look
forward to working with them all in 2012.

I wish you all the best for the festive season, a wonderful
summer and if you're taking a break, may it be a peaceful one.
I wish you all a fabulous 2012.

If you'd like any further information about happenings
with the Board, contact me at president@positivelife.org.au.
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That muggling 8

neunopathy!

Also known as 'sock and glove',
neuropathy is something many HIV+
people live with. While there might not
be a cure, Greg Page has some little
tricks of his own to help that nagging
discomfort magically disappear.

ne of the major downsides to being
0 HIV+ (alongside having to become best

friends with your doctor’s receptionist)
is that neuropathy is almost as common as
getting cold sores after a dance party.

In its correct medical description, peripheral
neuropathy (PN for short) is all about the nervous
system, which controls thinking, movement, sensations
and feelings, so there’s not a lot that it misses. The most
common form of PN also has the rather clinical term
of distal symmetric polyneuropathy (DSP). Medical
specialists affectionately like to call it 'sock and glove’,
since it’s the hands and feet which more often than not
are affected.

While there still appears to be no conclusive evidence
as to the causes of neuropathy as you and I probably
experience it, it’s most likely due to the HIV virus itself
or the meds we take to impede its progress. It's even
possible it’s a combination of both.

'Dead feet'

When I was first diagnosed as positive eight years ago,
neuropathy was one of the first signs to me that there
was something going on in my body - and I wasn't
happy about it. Regular occurrences of tingly or dead
feet seemed to suggest I needed to get the blood flowing
more around my body, as well as shift those toxins from
my meds about - and out, if possible.

When I was diagnosed in 2007 with Kaposi’s sarcoma
(KS), an AIDS-defining illness, I was quickly put on a
new combination therapy. Thankfully my HIV specialist
also understood that while the pills could fix the
problem, there would also be some serious side effects,
one of which was severe neuropathy. He suggested that
yoga would be useful for me, as all that stretching of the
body, combined with the various inversions, would assist
the blood in flowing around the body. It would thus be
less likely to accumulate toxins at certain points.

Greg stretching arms and legs. Photo: CMoore Hardy

I took my doctor up on his suggestion and five years later am still a weekly
practitioner of yoga. I find that all the stretching and the headstands and
handstands truly make a difference. In the last two or three years I am pleased to
report that I am neuropathy-free.

S-t-r-e-t-c-h

While I'm not suggesting that yoga is a miracle cure for this condition, I would from
my own experience encourage other HIV+ people who suffer from neuropathy to
investigate yoga and even basic stretching.

Tellingly, most of the medical advice around neuropathy declares that there are
no approved medical treatments to cure it. More often than not they recommend
pain relievers, anti-seizure drugs, antidepressants or even a visit to a podiatrist to
get advice on the best types of shoes and socks to wear. Buried away in most of
these websites and information journals is the fact that alternative therapies such
as yoga, as well as acupuncture, Reiki and massage are very useful in not only
reducing the discomfort but in many cases actually alleviating the problem. Hey,
just look at me, for example!

As one of the numerous 'fluctuating’ symptoms of HIV, as it is often referred to
in medical journals, neuropathy is sometimes considered not a 'real’ symptom,
considering it comes and goes when it sees fit. The best way to combat it, based on
medical opinion and without having to resort to drugs, is to take the matter into
your own hands. Literally. Start stretching, start doing those salutes to the sun and
start massaging the affected areas on a regular basis.

Under the mirrorball

Based on my own experience, I can only tell you that I no longer suffer any
instances of neuropathy. The only time my feet go to sleep now is after I've come
home from a marathon on the dance floor wearing my big boots and my feet
remind me that when I start twirling under the mirrorball, I'm not the 26-year-old
I still like to think of myself as.

If you're like me and still like a bit of 'hands in the air like you just don't care’,
remember not to just sway from side to side, but see if you can incorporate a
little of those stretches into your disco technique too. Not only might it catch the
attention of potential paramours on the dance floor, but it could help reduce any
instances of neuropathy.

What have you got to lose - apart from the discomfort? Namaste, as they say at
the end of a yoga session! Greg Page
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many lives

Laurence Ball still lives in his
grandparents' house, the scene
of his childhood freedoms but
also a refuge from the worst of
the AIDS years.

Many of
my friends
seriously
questioned
my sanity.

where I visited as a child, grew up,

lived during a brief experiment with
university and came back to 23 years later to
settle down into middle-age and a quiet life -
well, that’s what I thought at the time.

The house is a modest Edwardian bungalow located
about 10 kilometres from the city centre on a quarter of
an acre. My grandparents bought half an acre in 1916

and had the house built. At that time, this
was considered the edge of the city and there
were poultry farms only two miles further
south. My grandmother who had grown up
near the civilisation of Parramatta Road was
unprepared for the rigours of semi-rural life.
The sudden death of her mother and sale
of the house in Annandale forced them to
move during a very wet winter. The gas and
electricity hadn't been connected and the paint
was still wet on the walls. My grandmother
apparently cried for three days after moving in
and considered this place to be the end of the
world. Come to think of it, when I announced
that I was leaving my home in Surry Hills and
moving back out here, many of my friends
seriously questioned my sanity. It was 1988
and despite a trickle of adventurous gays and lesbians
creeping south and westward into the Newtown area, this
part of Sydney was not deemed ‘culturally appropriate’
for an inner city gay man. You'll be back, they chorused!
You’'ll be bashed. There’s not another gay person for miles.
What will you do? Nobody will visit you. You'll be a social
outcast and so lonely!

T his is the story of the place where Ilive,

'The house.

Photos courtesy of Laurence Ball.

Free to play

We would often visit my grandmother at weekends
during my childhood. My earliest memory is lying in my
grandmother’s bed and looking at the plaster patterned
ceiling and sitting on the veranda settee for afternoon
tea. About this time, my grandfather died in a car crash
and my grandmother lost the will to live, descending
into a deep melancholia. While my parents tended to
her physical and emotional needs, I was free to play
with the local kids. There were five children next door -
strict Catholics. The eldest girl and next two boys were
about my age. The four of us spent many happy hours
together, playing in my grandfather’s old car, exploring
the abandoned quarry across the road, the river and each
other's houses and yards. At that time, most gardens
consisted of shrubs along the fence line, a few fruit trees,
a lot of buffalo lawn and a clothesline - the type with
wire strung between two wooden adjustable “T” poles
- and of course, a garage. Two brothers, the younger
one about my age, lived in a house at the back of our
property. He still lives there with his wife and youngest
daughter. We have been friends for nearly 60 years.

In the middle of winter, the Queen’s Birthday was
celebrated by Cracker Night. For weeks before, my
friends from around Gran's house and I would compete
and fossick for combustibles for a bonfire. Old tree
branches, abandoned paling fences, old car tyres,
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wooden fruit boxes and old newspapers all made their way to the ever-
growing pyre. Skyrockets placed in bottles, catherine wheels nailed to
fences and Mount Vesuvius flaming cones were placed atop old garden
furniture. On the night, the smell of gunpowder hung in the air and the
bonfire belched sparks and smoke into the night sky. There were the usual
injuries and one year we managed to burn down a paling fence. The next
morning, all that remained was a pile of smouldering ash and lots of burnt
out shells dotted the lawn.

Bad connections

Now a new and uncomfortable reality was heaving to on my horizon. I
had discovered other boys and the course of my life would be irrevocably
changed. The next six years were very confusing and I no longer felt like
I belonged anywhere. Although my ‘affliction’ appeared to be detested
by all those I knew, I could not help but feel a deep excitement about my
secret. Suddenly I was granted entré to people, lifestyles and tastes that
were very excitingly different from my staid and strict upbringing. Visiting
my grandmother after school became a plausible excuse for a 14 year old
boy who needed privacy from family and time to explore his sexuality. The
journeys by public transport produced many opportunities for adventure. I
soon discovered that a school uniform added a certain authentic appeal to
my coy but growingly assured advances. It was not unusual to arrive at my
grandmother’s house many hours later than expected with excuses of bad
connections. All seemed quite reasonable and acceptable, I thought.

The increasing time spent in sexual experimentation and away from my
studies was beginning to affect my grades. While the kids next door were
excelling at school, I was floundering and becoming more uncontrollable.
Our friendship wasn’t improved by their mother’s need to continually
impress my mother with the brilliance of her progeny. Relations between
families became strained and I saw less of my childhood friends as mothers
quarrelled. During that period I remember a lot of lawn mowing and
lunches shared with old ladies who smelled of perfume, wore sensible shoes
and had polite conversations about charitable deeds. The matriculation year
passed in a blur of secret sexual liaisons and pre-exam cramming. Somehow
I managed to not completely disgrace myself and was accepted into Sydney
University.

Perfect fit

The university was a short bus ride from my grandmother’s home, so it was
agreed that it would be more convenient for me to live with her. I moved
into the bedroom that had been my mother’s and then my grandfather’s.
Interestingly, 45 years later, I still prefer that bedroom. There are other
rooms in the house which are larger, but this room opens onto a veranda
and is deliciously cool in summer and snug in winter. It always felt right - a
perfect psychic fit.

The experiment with university was a dismal flop. I attended a few lectures
and tutorials but as the year progressed I accepted the increasing reality of
imminent failure. My heart just wasn't in it! Just before the exams, I met a
young man of about the same age and fell in love. I remember sitting on
that veranda and desperately trying to make sense of an organic chemistry
textbook. The more I attempted to concentrate, the more the memories
of my lost love overwhelmed me - lost, because there was a fundamental
impediment to our relationship. He lived in the UK and was working on a
P&O passenger liner which had called at Sydney on its way round the world.
After a cruise around the Pacific, he returned to Sydney and we spent time
making plans for a future together. Then the ship sailed for Southampton
and I was desolate. Trips to the letterbox and panic about the future filled
my consciousness. I was the first to leave a packed exam room during the
applied mathematics paper. Other students stared as I walked out. I noticed
their expressions. I imagined they were either thinking 'genius’ or 'fool'. I
knew the truth and it wasn’t genius. I'm sure I became quite mad during
that period and early the next year I sailed for the UK to be with the man I
loved. But that is another story.

With Pa

Laurence’s mother and grandmother, with Toby the Scotty
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Side-step

After returning to Sydney some years later, I lived in the eastern suburbs and
Balmain. Visits to my grandmother were less frequent. She was getting very old
by then and her hatred for homosexuals had not improved. My sexuality was not
a matter for discussion. She seemed to side-step the issue by pretending that there
was no issue. I was complicit in this deception. It appeared as though pragmatism
and love had sensibly triumphed. I am sure that she constantly prayed for me but
despite her devotion to the Almighty, my homosexuality remained. I helped with
the garden and did odd jobs to lighten the load for my parents. Most of the kids I'd
grown up with had by this time moved away.

In 1983 my grandmother suddenly died. The house was emptied and rented out.
This was during the time of my HIV diagnosis and the gradual decline in health
and death of my lover. AIDS was a reality and it had come to my door. More lovers
and friends started to get increasingly sick and die. In the following years the fear
was palpable amongst my friends and we struggled to make sense of the carnage.

Familiarity

The year of the Bicentennial celebrations proved a time of reflection. An increasing
struggle to maintain my physical and emotional health resulted in a decision to
move from Surry Hills back into the old house. To go back to my roots, to familiar
surrounds and memories, to a garden, to security in a sea of insecurity, to perhaps
die in the bed of my youth, all factored into the decision. I moved back with a
friend from the UK who had migrated to Sydney for a better life. He had also had
been diagnosed HIV positive and was valiantly trying to cling to a demanding
career while his health lurched progressively toward permanent impairment. We
painted the house and made the necessary upgrades to the kitchen and bathroom
- both of these rooms had changed little since the house was built. One of the most
urgent modifications was to install an inside toilet.

The 1990s were horror years. Friends and past lovers continued to die. The house
and garden became a haven for me and many of my friends. Some of them moved in
and subsequently grew sick and died. The garden proved to be a source of therapy
and distraction and a safe haven. Stone terraces were built and gravel paths laid.
Sunny days spent experimenting with plantings were a welcome distraction from
more sombre matters. I remember one particular friend who was getting quite frail
but loved building stone walls and playing in the garden. He would arrive looking
like death warmed up and disappear into the garage to do a line of speed. He would
then reappear and work for several hours in a mad frenzy before collapsing in a
heap. Eventually he became too weak to visit.

A friend in a frenzy of wall-building.

Reminders

As friends grew sick and moved into hospital or hospice,
well loved collections of plants made their way into
the garden, initially on a temporary basis to be cared
for, then permanently as their owners become gravely
ill. Ute loads of pots were moved from apartments and
courtyard gardens in the inner city to their new home to
flourish and become perpetual reminders of their past
owners and our intermingled lives.

The parents of the kids with whom I had grown
up were still living around me. Most were now in
their 70s or 80s and were glad to have me back in the
neighbourhood. We swapped plants and stories about
the old days and they were a source of support. They also
welcomed my housemates and their pets and seemed
accepting of the garden parties, the noisy wakes and late
night comings and goings. As the decade progressed,
one by one, these old neighbours either died or moved
away. To my amazement, I was to become the last one
left of the original families. The properties were sold and
new people moved in. Gentrification was happening.
Increasing numbers of gays and lesbians walked by with
their dogs and waved a friendly acknowledgment.

The new neighbours were not without their challenges
and one or two needed to be brutally reminded that
their homophobic attitudes would not be tolerated. 1
remember one particularly colourful exchange after
a neighbour called my boyfriend a poofter. She then
proceeded to inflame the situation by accusing him of
being tasteless, because he was Italian. I remember him
reminding her with a steely lack of emotion that people
who peroxide their hair and wear dresses that resemble
recycled ironing board covers were not in any position
to talk about taste. I can still see the flush of blood rising
up her neck as she struggled to manage the effrontery
and embarrassment.

Stability

In the late '90s I met my current partner - the best man
I have ever known. Like me he had been through the
emotional mill and was looking for some stability and
relief from an epidemic that had proved exhausting.
After a short period of indecision, he moved in. Over a
decade later we are still there, sharing our lives and the
home that has served my family for three generations.
It has become a haven for us both and our beloved cat.
My mother comes to stay at Christmas and we sit on
the veranda and reminisce and cogitate about our lives
and the people who have been part of that house. She
sleeps in my bedroom, the room in which she grew up.
There is something very comforting about the way it has
turned out. Our gentrified neighbours are friendly and
supportive and we all seem to get on.

I hope my partner and I continue to grow old in that
house together. When the time comes that we can no
longer manage there, we will no doubt need to move, but
the separation will not be easy. That house and garden
and those who have lived in it, or around it, or been
associated with it over the years, will remain in my heart.
Laurence Ball
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Positive
— alive and well

Ian Gray was among the earliest in Australia to take the
test for HIV. He helped form the Body Positive group in
Sydney in 1985. Here he looks back at that first year.

Mardi Gras Bush Dance 1986, Ian in red singlet and (right) with the Rev Oral Riches.

ecently I read an address by Dennis
RAltman, a longtime RAustralian gay
author and academic, to the annual
general meeting of the Victorian AIDS
Council/Gay Men's Health Centre where he
hit out at the gay press and those working in
the glbti community sector for a “remarkable
ignorance” of historical perspective. He went
on to say that “history in the end becomes a
way for us to understand how we got where we
are, but I think equally importantly, it helps
us ask questions of where we go next and are
there ways of re-imagining what we do when
we see it from a historical [perspective]”.
There are probably a number of reasons for this lack
of awareness of our past stories these days, but a crucial

one is that not a lot has been published or even recorded
about our struggles or even just the day-to-day stories
of our lives. The Pride History Group in Sydney and
the Australian Lesbian and Gay Archives in Melbourne
have done some wonderful work collecting stories and
producing a number of fine publications but there is so
much more yet to be told.

My current involvement in a history project about
our queer stories in the Northern Rivers region of NSW
where I live got me thinking about early HIV/AIDS
groups I was involved in in Sydney just as the epidemic
was beginning to hit hard.

This is my personal account of one of those groups,
Body Positive.

I was tested HIV positive in July 1985 in Sydney at
the encouragement of a number of friends who had just
done the same. It was soon after the antibody test became
available. There was no pre or post-test counselling. The
clinic doctor even gave me my results over the phone! I
was in shock and stumbled back to my hippie communal
gay house at Rozelle called the Wellington Boot. We
talked about the need for a self-help group for newly
antibody-positive people over the next months. I had
been involved in a collective since 1981 called Gay Men's
Rap that used the self-help model. We met weekly and
shared our stories about everything under the sun to do
with being gay. As AIDS began to impact more in our
lives than anything else, in 1985 a bunch of us who were
all in the same boat decided to form a support group. We
called it Body Positive and its theme was 'alive and well'.

Not alone

We started out offering weekly support group meetings,
firstly at the Paddo Green Hotel and later at the Albion
Street Centre. Two of us each week took it in turns to
be available for an hour to sit in a circle with whoever
turned up and wanted to share their stories about living
with HIV. Some of those men told their stories for
the first time since finding out they were positive. We
discovered we were not alone. Then we would head out
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to Oxford Street for a few drinks. The first night four
men turned up and from then on Body Positive grew.

Coincidentally, some of us were keen boot-scooters
(American line dancing), after having seen what fun it
was on visits to the US in the early '80s. We had begun
introducing boot-scooting to the gay and lesbian
community with twice-weekly nights, first at the
Beresford Hotel and then later at the Outpost 182 Bar
upstairs in the Paddington Green Hotel. That's when
the idea came to us to put on an Aussie bushdance as a
fundraiser for Body Positive and also to raise awareness
of the issues affecting PWAs, as we were called then.
And besides, you would get to “sashay left and right arm
in arm” doing the 'Strip the Willow' with at least 100
complete strangers in just one night. Cruising had never
been so much fun.

Bush drag

We held what was possibly Australia's first gay bushdance
as part of the 1986 Mardi Gras Festival at the Leichhardt
Town Hall. Over 350 poofs and dykes turned up for a
great night of bushdancing, boot-scooting and cheek-to-
cheek partner dancing. Everyone was in bush drag and
Body Positive got a huge boost to its profile, as well as
raising a small amount of money to continue our work.
Two weeks later we entered our first float in the Mardi
Gras Parade - a ute decked out in yellow and green with
three giant koala bears and a bunch of men following
behind boot-scooting up Oxford Street.

With great excitement and an expanding group of
positive friends, we began meeting in May 1986 to plan
the next bushdance at Paddington Town Hall and start
the process of becoming incorporated. A pamphlet
was produced and distributed to clinics and gay bars
advertising the group. The second dance was an even
bigger success and raised over $1000 to help set up a
vitamin co-op run by the PWA group.

My memory of what happened to the group after 1986
has faded. Sadly AIDs was already beginning to take
its toll, with many of our Body Positive friends getting
sick and dying. We all became so busy supporting each
other that there was little time to run the group. Luckily
organisations such as ACON, PLWHA, ACT-UP, Bobby
Goldsmith and Ankali came into being and began to
offer a range of lobbying, funding and support options.

Grassroots

What has stuck in my mind all this time, however, is
that all of these groups came out of the early grassroots
organising by those with HIV and their lovers/friends
who created their own support networks and groups like
Body Positive. If we hadn’t done it, nobody else would
have. We needed to get involved in our own support and
healing and of course continue to have as much fun as
possible while doing it. We weren’t dead yet!

So that's a bit of my history about how I participated
in my own ongoing wellbeing. Maybe you have a story to
tell about your early days living with HIV/AIDS?

I will finish with a quote from Dennis Altman, who
said, “T think a very big question we have to ask about
the current [glbti] world is what happens when our
sense of community becomes one of consuming, rather
than one of participating?” Inn Gray

A Historical Timeline of HIV/AIDS, particularly
NSW: http://tiny.cc/ela9e

Pride History Group: www.pridehistorygroup.org.au

Australian Lesbian & Gay Archives: www.alga.org.au
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Re-bonn

this way

British synth pop duo Erasure is still going

strong, 26 years on. While Vince Clarke
twiddles the knobs in the background,

Andy Bell is the band’s gay singer. Andy
is also in a new relationship, buddies with
Lady Gaga and openly HIV+, as he happily

discusses with Greg Page.

When I found

out I was

positive it took
me a while to

deal with it.

Hi Andy! Where do we find you now?

Hi, I'm in Orlando, Florida. We've got a gig tomorrow at
Disneyworld (chuckles).

Any chance Erasure might be visiting Australia soon?

Wed love to come there. We have this new record
out and are hoping we can come early in the new year.
Hopefully there is enough of a vibe and people want us to
come. We're definitely up for it.

You're probably sick of hearing this from journalists,
but your new album, Tomorrow’s World, really is your best
in perhaps 20 years.

Oh great, thank you very much.

You released your second solo album, Non-
Stop, in 2010. Is this an ongoing thing?

Ilove doing that because even though some
people say they can't decipher between Erasure
and my solo works, I think it's more clubby,
dark and moody. I just like to be able to go
off and do my own thing every now and then.
Because I am a fan of Blondie and Queen,
where Debbie Harry and Freddie Mercury did
their own thing, I thoughtI should do my own
thing as well.

Even though your solo records are rather
personal, on the new Erasure album theres a
lot of personal stuff too, where it sounds like
you've had a long night at a leather club and
just can't take it any more.

Yeah. It really is like that. It was like
a stepping stone doing Non-Stop to doing this one,
Tomorrow's World. Not so much for the music, because
I'm not so involved in that, but with the energy and the

subject matter. At the end of the last tour I felt I'd painted
myself into a corner because of the parameters of the duo
with Vince. I just have to go and do something else to
open it up again.

Erasure, alongside Pet Shop Boys, are the world’s
longest-running synth duo! How long do you plan to
continue?

It's hard to think about it really. This is such a cliché, but
I would love to be able to go off and do a Liza Minnelli
gig, you know, or just do a gig with a spotlight with an
orchestra or a small band.

Maybe when I get to 60. Even Debbie Harry is still doing
it and she is 66. I can’t imagine singing 'Drama’ when I am
80. You have to work towards something else.

Positive role model?

You came out as HIV+ in 2004. Do you feel like a role
model for the positive community?

I'wouldn't say I was a role model, I just hate that 'having
a secret' kind of thing. My heart really is on my sleeve and
that is what I'm like. I hated the fact that when I found out
I was positive it took me a while to deal with it. I hated
the feeling that I might get caught out and that whole
celebrity thing when it’s in the newspaper.

I thought [coming out as positive] was the best thing to
do. I love going to leather clubs, but I also love going to
older places with bears because it is quite prevalent there.
Ireally feel like I am at home. You feel like there is mutual
respect and admiration because people are in the same
boat as you.

When did you find out you were HIV+?

I think it was in 1997.
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You seem the picture of health at the moment.

Yeah, it’s quite amazing. You do get all the colds, especially when you're on tour, but
I don't like to moan about it. It is hard with singing.

Has your status made a big impact on your life in any way?

Well, I wouldn't say so, not really. I think it's more to do with age than anything else.
For my health I do like carrot juice and beetroot juice. Spirulina is good but you can't
get it everywhere. It's just the normal things. I'm more enlightened about things now.

Do any of the songs on Tomorrow’s World reflect this part of your journey?

Well, one thing was my ex-partner, who I am still living with in London, he found
out he had liver cancer and was going through that. 'What Will I Say When You're
Gone? is me going through the mill, let alone what he was going through. I thought,
all T can do is be there for the person and go through all the things with them. That's
what I did. Thankfully, even though it has not gone, it’s all clear.

A lot of straight people wonder how gay men manage to stay good friends with
their exes. It doesn’t seem to be such an issue for us, does it?

Well, no. Sex is like your handshake and then you do remain friends. I've even
remained friends with people I have met on tour over the years.

So are you in a new relationship at the moment?

Yeah, I am. I met this really lovely guy about a year ago. He lives in Tampa, Florida.
That’s why we're in Florida now!

Nothing to prove

What does he bring to your life?

He is very similar to me and we just feel really calm with each other. It feels like we
have nothing to prove with each other. He is really sweet and I am really happy. To
have people that love you in your life is amazing.

When you were growing up, who were your musical heroes?

My musical heroes were Blondie’s Debbie Harry (she still is), The B-52s, Siouxsie
and the Banshees, David Sylvian and Japan and Marc Almond.

What music do you listen to at the moment?

Ilike Lady Gaga, but a lot of her stuff at the moment you do feel like you get your
head bashed against the wall with it, because you hear it everywhere and it’s constant.
Maybe I'm a bit jealous (laughs). I do love Beyonce - who is amazing - and Rihanna.
It's all the girls! Lady Gaga I met here about three years ago in Palm Springs at an
AIDS thing just before she became really big. I said to her, 'Are you all right? You're
not too tired are you? They’re not working you too hard?' not realising she’s not the
same age as me (laughs). Then she went on to sell 10 million records all in one go.

I really love Ladytron too and Robyn is great at what she
does. I love really hard-working bands who take it on the
road.

Is that pretty much the Erasure story?

Yeah, that’s pretty much our story. All you can do is
keep plugging away. You have to get into it for the love of
music. It’s like being a craftsperson.

Tomorrow’s world

Is that why the new album is called Tomorrow’s World,
because you're always looking ahead?

Well, Vince chose the name. He likes those sci-fi
references. There was a program on UK TV in the '70s
which predicted the future - flying cars and things like
that! - and he did another version of the theme tune
which is very [disco legend] Cerrone.

As an HIV+ man, where do you hope tomorrow’s world
will be?

Hopefully there will be a cure. I hope there will be
and also for other things. Medical advances are really
incredible at the moment. I don’t think we will travel into
space, because we will be able to send all the information
that they need out there contained in a micro-caption
or something. I had this fantasy once that if I ever had a
spaceship, mine would be made out of gold leaf (laughs).

We have to ask you before you leave - speedos or
boardshorts?

I like boardshorts because straight guys wear them, but I
prefer speedos because you can see more. On the beach Igo
between the two. I do like to wear my speedos because they
are more comfy. I hate things all dangling around your legs.

What message would you like to send our readers?

Can’t wait to come over there again. We were last in
Australia in 1997, so I think it's long overdue.

Greg Page

Erasure’s Tomorrow's World album is released through
EMI Music. For more info, go to www.erasureinfo.com

Andy (in green) and Vince
of Erasure
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'A long and ®

CO

Now in his mid-50s, Ross Duffin has been integrally involved in the politics of
HIV/AIDS since news of the virus first broke in the early '80s. In this first part
of a wide-ranging conversation, Ross speaks to Susan Ardill about his early
days at ACON, the antibody-testing debate of the mid-1980s, the 'sero-divide'
and the terrible years when the epidemic hit hard in Sydney.

ca

story...'

Susan: You grew up in Melbourne. When did you come out?

Ross: In '75, when I was 19. I met a guy at the beat. He was handing out anti
gay-bashing leaflets — he became my lover.

I left medicine in 1978. T knew it wasn’t what I wanted to do. So I went to
Canberra, worked in the public service. And I lived there on and off until 1983.
I liked Canberra, but when HIV came up, I knew I had to come to Sydney.

I'd had a couple of long overseas stays. I went to the national Canadian gay
conference in Toronto in 1982 and there were two doctors there who put up
this chart that showed the statistics of AIDS. It was like a parabola, it went up
and it went down, and they said it’s all over, it’s just like toxic shock syndrome
(laughs).

Then I went to San Francisco and there was a group called Bay Area
Physicians. They had just had a conference and were given the results of
early epidemiological studies. A cluster of men who had AIDS had all been
going to the same sex venue in Los Angeles. This was fairly convincing
circumstantial evidence about some infectious agent. Basically, all the doctors
knew immediately that whatever was going on was going to completely and
utterly change our lives. I remember sitting on the steps of San Francisco Town
Hall and this doctor was telling me about it and he was almost in tears. In San
Francisco, by the time they knew about it, their sero-prevalence was over 40
percent, which was just staggering. Ours [in Sydney] never went beyond 17
percent.

Bigger than Ben Hur

So you moved from Canberra to Sydney when AIDS began to happen?

[From having been in SF], I knew what was coming and I knew it was
bigger than Ben Hur. I also knew that we weren't going to cope very well. We
didn't know what sort of infection it was, viral or bacterial (which was highly
unlikely), or whether... mad cow disease was around at the time and that was
a new sort of agent. There was speculation that [whatever caused AIDS] could
be some other sort of infectious agent, particularly because blood was involved.
But anyway, I knew, whatever it was, it was big and it's going to affect our lives
dramatically, so I want to be in Sydney.

Did you see this in terms of wanting to be internally supported as a gay man
or wanting to defend against external attacks?

Both! I thought both were important, that "gay” would come under big attack
and that, given it came at the particular time where we'd had law reform in
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An AIDS memorial entry in Mardi Gras, 1997.

most places and gay liberation was sort of dying, there was a renewed reason to be
involved in gay politics.

That was before you knew you were positive?

I don’t know when I seroconverted. It could have been in the early '80s. I went and
had the test when it first became available [in 1985], then I told my doctor not to tell
me the result, because [NSW Premier Neville] Wran had passed those laws [laws that
made HIV a notifiable disease and created a database of names].

My doctor unexpectedly told me my result a couple of years later. Like, oh shit - I
went to see him for something else and he said, 'by the way, I think it's time I told you'.

Were you shocked? Even though you thought you might be...

I knew there was a chance.

So back to the early '80s and the beginning of ACON...

I was on the first committee/board of ACON and I was convener of the education
working group. ACON was formed out of a coalition of six groups.

And ACON was essentially an organisation of gay men, to deal with AIDS?

Absolutely! For the first period of ACON's existence, they had no government
funding. When funding came along we went from being a community-based activist
organisation to a professional sort of organisation. Completely different environment,
completely different ethos.

Minutiae

Let's talk about the prevention/education work you did.

It's a long time ago so my memory of that is dim. Theres a couple of things that stand
out. One was producing reliable information on what is and what isn't safe. And the
level of engagement with minutiae was extraordinary, because people really wanted
to know, so we had to produce an incredible amount of detailed information. And a
lot of it was just speculation and we got some things wrong. The other stuff about that
period was that there was a real coalition between drug users and sex workers and gay
men. That simply doesn’t exist any more. Gay men got respectable and drugs users
and sex workers didn't in the same way. But you know, we had a real coalition - there
was a whole collective finding-out of what was going on.

The thing about HIV, basically it challenged everything: our prison systems and
drug use... I found all of those things interesting. But of course in the end, not a lot
changed. It looked like it would have to, but it didn't.

But what did change was the antibody test.

Yeah. The test became available in '85 and of the first 1000 people in Sydney [in one
study], 50 percent were positive.

And then there was a debate amongst gay men about whether to test?

ACON was recommending don't get tested because it was no use until there
were safe treatments [there were no treatments at this time], so why do you need

to know that you are - just assume everyone is positive
[and practise safe sex]. And the evidence about testing
and changing behaviour was very mixed. The doctors were
pro-testing, Albion Street in particular, run by Julian Gold.
The doctors' line was that, if you got tested, you were more
likely to practise safe behaviours.

Sexual ghettos

I wrote, which I'm not so proud of now in retrospect,
but I wrote a big two-page feature for the Star [Sydney
Star Observer gay newspaper| about why testing is a
problem. It’s a very complicated story and the world’s
changed. Look, in the '80s we lived in a world where HIV
was at the forefront of everyone’s mind. Now in the next
generation, HIV is way down the list. So it's much more
likely that [today] HIV testing will change behaviour.
Whereas then, where HIV was the issue in everyone’s
sexual lives, the line the AIDS Council was running was
that you should have safe sex with everyone regardless
of antibody status. But if you have this testing, you'll set
up sexual ghettos ... which is what happened (laughs).

It did happen?

Yes - and in limited ways they still exist. We highlighted
the potential for discrimination, which became quite a big
problem and happened in all sorts of ways. The line we used
was that if you can’t handle the result, don't take the test.

We also advised gay men not to disclose your positive
status to others as it could make you a target for
discrimination, including on a personal level within gay
communities. When I found out I was positive, I realised
how problematic this advice was.

Let's talk about working at ACON in the early days.

ACON started in '84 with one part-time convener and
a typist.

Those were the days of typewriters!

Then we had an education officer, a community support
worker and a convener (and the typist). So that was four. By
1989 there was 40 or 50 and by 1990 there was about 100.
So it went whoosh. All of a sudden I went from being solely
responsible for doing educational stuff to having a team.

The prevention assumption

After a while of doing that, I got my positive result.
The thing I immediately learnt, because people weren't
open with each other about their positivity, was that
the assumption under which we were working was that
the world was negative. It was a prevention assumption.
And that simply didn’t work when you read it from the
perspective of a positive man.

I was sitting in meetings talking about that and I
suddenly looked at the body language of two or three
other people in the meeting and I realised that they were
positive and that they agreed with me. And I thought, ‘oh
shit, we've actually been doing this seriously wrong'. We
were telling people to assume everyones positive [and
to always practise safe sex] whereas we weren't actually
assuming that at all. Let's assume that everyone's negative
[and our work is to keep them negative], is what we were
actually doing.

What difference did your realisation and being open
about being positive make?
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People being open about positivity changes the way
we have to think about sexual communities. Because the
line about 'don’t talk about it', what it said was, here’s all
of our friends who have these major life-impacting results
and then they’re not allowed to talk about it! The notion
that they’re expected not to talk about it was laughable.
We were in fact denying the reality. What we were doing
was setting up the environment where we could actually
pretend it wasn't happening.

And the other thing is, you meet someone and you're
positive, you might want to get to know them and our
rule said 'don’t disclose’. If I met someone, apart from the
dishonesty, if you want to develop a real relationship, you
need to tell them. It was a fairyland to think that you could
just assume it wasn't there and not talk about it.

When PLWA [People Living with AIDS, now Positive
Life NSW] started in '88, you were at the first meeting. You
didn’t identify as having AIDS did you?

Oh no. There was the big debate about forming the
group - in 1992, the term became 'people living with HIV",
which was the change from AIDS as the defining thing. It
was people living with HIV and AIDS, PLWHA.

T-Cell Group

There were a number of early positive groups. There was
one called the T-Cell Group, which was for people who
had less than 200 T-cells. That was before the antibody
test. So the T-Cell Group was for people who were sick,
generally for people who had AIDS. Less than 200 T-cells
meant that they had whatever this disease was.

Was that a defining thing, the 200 T-cells, or people just
randomly chose that?

It later became the definition of Category IV of HIV
infection, 200 T-cells. The definition was changed from
having a recognised AIDS-defining illness to having less
than 200 T-cells.

You said that, not long before the formation of PLWA,
nobody positive was talking to anybody else who was
positive.

It changed really quickly. So in 1986 no-one talked about
it. By 1988 we were talking about it, yeah, yeah. And by
1990 there was a huge problem with negative and positive
relations inside the movement. That was just incredibly
awkward. And there were some really difficult years - the
years of the 'sero divide'. There was a lot of tension around
... it’s along and complicated story, that one.

There were quite a few significant HIV sector people
who argued vociferously against people with HIV coming
out. And the meeting we had at ACON to change testing
policy, there was blood in the water!

The testing debate

A change from what to what?

From don't test to pro test! And I was put on the cross-
examination table. Because lawyers who saw the other
side, the discrimination and all that, they hated...

They were anti test?

Oh, you bet. And they had good reasons to be...

And you became pro test?

Absolutely. Because if you wanted to go and get
treatment... But the other thing was, [testing] changed
how I planned my life. Because the reality was, if I'd been
negative, I would have left the city and gone and done

other things. But now this is what I was going to do for the rest of my life. And I didn't
expect to live, you know. No way I expected to be here this century.

So when did this pro-test debate happen?

In about '87/'88.

For a lot of the '80s we were anticipating what was coming, but it wasn't actually here
yet. It didn’t really hit in a big way until about 1987, '88. The '80s was experienced as
a virtual epidemic, it was the headline story in the paper, almost every day. We would
get the weekly media clippings and they'd be this thick! There were five or six stories
on HIV/AIDS in the papers every day. It was nuts, completely mad!

But then it did hit, in the late '80s.

Yes. So I should talk about the HIV support project.

Levinia Crooks had been doing a research project [at ACON] interviewing positive
men and she had this huge network of positive men who were talking to her. So
through her work we set up the HIV support project. We all participated in the first
support group just to trial the model. By the end of the third year, there were 15 groups
going on at any one time. The project ended up seeing 5000 people, which was half the
population of affected people in Sydney at the time. It was just massive. We tended to
see people when they were leaving work, getting unwell.

The sero-divide

We trained 500 facilitators. I used to keep the database. During the period '88
through '95, 250 of those facilitators died. We would get The Star [Observer] Tuesday
or Wednesday. You would open it up, there was a page of obituaries. Like a full page.
And half of them were people who were involved in the project in some way.

The people who worked in the project [at ACON] would go and sit on the couch in the
basement, most of us smoked, might open the paper, just have this absolutely dreadful
10 minutes and then have to go back to work. It was hideous. And most of the rest of the
organisation didn’t even know it was happening, which was where all of that sero-divide
was happening. Here were these people absorbed in this stuff that was just incredibly
shocking and we were incredibly unequipped to deal with it. And there was this other lot
of people who seemed to us to be living in a fantasy world that wasn't really attached to
[our] world. Eventually the two worlds came together, because a few significant people
like Robert Arris [who helped form PLWA], who were well and widely known and liked,
died and others started realising the world that we were living in.

For a while it was just torture. That was a very surreal experience. There were
very few people who were having that experience, whose lives became completely
overwhelmed by the impact of HIV. Sure, there were probably thousands in Sydney
where that happened. But the majority of gay men could probably live through the '90s
and not have anything like that experience.

This conversation will continue in the next issue of Talkabout, when Ross discusses the
HIV movement's relationship to doctors, the advent of anti-retroviral treatments and
the re-invisibilisation of HIV.

Mardi Gras 1999.
All photos by CMoore Hardy. Mardi Gras photos are from the City of Sydney Archives, C.Moore Hardy Collection.
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£J People

oaltive speakena

World AIDS Day is the busiest time of year for the Positive
Speakers Bureau. Susan Ardill went along to talks by a
trio of speakers — all of them funny, moving and inspiring.

Michelle: Michelle displays Iose: Jose speaks to an attentive, David: David tells his story to a large
a femidom (female condom) at the largely senior audience before lunch at group of nurses who had just finished the
Aboriginal Medical Service in Redfern. Randwick Library. day shift in RPA Emergency.

Positive Speakers Bureau: www.positivelife.org.au/psb Photos: Susan Ardill
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A veteran of the 'Love Army', Greg Kelly finds a digital
story-telling project powerful and empowering.

hardest
thing
ever

‘day, my name is Greg Kelly and I
G have lived with HIV for ... oh shit,

soon to be 20 years! I've been asked
to share my thoughts about the process of
making a digital story. The end result: a
couple of three-minute video clips, sharing
stories relevant to me. In other words, me
talking about me, what’s not to like?

The process of formulating a story and being able to
write it, refine it, get images that go with the text and
then to tell it, record it and have music put to my voice,
I have to admit makes me feel a little bit of a star in my
own lunchbox! Essentially it has made me laugh and 1
hope others will too.

I believe the importance of telling my story is that I
have lived through an experience that for one moment
in time was one of the key topics in the news, was
happening everywhere (or so it seemed) and I was a
soldier in what I call the Love Army. The people who
came from 'nowhere’, who were mothers, fathers, nuns
(defying Melbourne’s bishop), some priests, they were
brothers, sisters, aunts and uncles, friends, they were
gay, lesbian, bisexual, tri-anything people. Or just people
who saw that there was suffering and offered a hand.

'ARIDS victims'

At the same time as this, an HIV-positive five year old
girl was deported out of Australia and forced to live in
New Zealand (could such a thing happen today?) The
days when the blood bank didn’t want to test all the
blood they were given because of cost (discrimination
still exists against gay men), Salvos weren't so friendly
and had issues accommodating or offering proper
services to PLWHA (as we became known). In those
days, of course, we were known as 'AIDS victims' and
were to be feared, pitied and in many cases judged as
filth by the mainstream of society. “Worse than lower
forms of life because they either did unspeakable acts
with each other or stuck needles in their arms. They
deserve it - God’s wrath!”

The opposite side became a fire in the belly of men and
women who became ACT-UP and similar organisations,
where an almost revolutionary politics swept into the
gay world. My perception is that HIV/AIDS was the
impetus which triggered a lot of reforms on equality and
same-sex relationship status that are demanded today.

Some images of the war will stay with me - always
those of my dear friends with horrific conditions - and
yet at the same time I witnessed the best that humanity
has to offer. These people raged against this crushing
virus that took so many from us. These caring people
assisted those in need in so many ways and in many
cases took the place of family during the last months or
years up until and at the time and place of death.
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Always

HIV certainly doesn’t define me but I have to admit, like a returned serviceman, it
takes up a part of and always will be a part of my story.

And now in 2011, HIV/AIDS-related issues are not making headlines or not in
the public eye as it was way back then.

Who is to blame for increases in infections? Who is at fault? Is there anyone or
anything to blame? Where is the system failing? Is there any part of bureaucracy
that has failed? Could it be the religious right hijacking the argument by not
permitting proper health education to happen in many religious-based and
government schools? Where is the line in the sand on personal responsibility and
negligence by others?

I am responsible for every single thing that I do and (if T want to get a bit Louise
Hay on you) I am responsible for everything that happens to me as well. Random
acts can be just that, but it is how I react to the act that is the most important thing.
Life truly has sucked in many ways for me. If it hadn’t sucked, I probably wouldn't
know or be able to appreciate the fabulous people and things that have come my
way during my life. T hasten to add I am saying this at the old-man age of 46 and
with a bit of hindsight.

I have a quote by Epictetus on my front door. I see it every time I enter and leave,
as does everyone who comes into my house. “People are disturbed not by things,
but by the views they take of them”.

My two stories

Greg’s Sermon is something I am really proud of, never having had any training
in any of these mediums. The message I want to portray is that guilt and shame
can make you do and be the reason allowing other people to do things to you that
you may not want to happen.

No matter what anyone says to you, when the person you are going to have an
intimate connection with doesn’t want to protect you and them, remember one thing
- do you want to be undeniably connected to a drug company for the rest of your life?
Long-term multiple medication use has major effects on the quality of your life. Some
deal with it better than others, but do you really need to deal with it?

Me Mum and Dad is a testament to my parents, who
had their number four child come out to them as a
17 year old and a month or two later, 'Gay plague hits
Melbourne' was the headline of The Sun newspaper.
Margaret and Vincent got involved in volunteer work
with HIV-positive people at a place called St Francis
House, the first of its kind in Australia. It accommodated
HIV-positive people, mainly with drug and alcohol
issues. Mum and Dad mixed with effeminate gay men,
masculine gay men, transgenders, people just out of
prison and people who used intravenously, all colours.

Mum starred in a Channel 7 documentary, the
opening scene showing a man injecting heroin. She
was interviewed on commercial radio several times and
has authored articles published in Australian Catholic
newspapers telling of hers and Dad’s experiences with
HIV-positive people.

Mum and Dad keep telling me they are just normal
people (whatever that is). I know from my experiences
of friends and the wider GLBTIQ communities they are
far from 'normal and this is the least I can do to pay
homage to them for their courage, support and strength.

Empowered

I've lived in four states now and feel I have seen the
'HIV industry' change and adapt as the needs of positive
people have changed. Some good changes, some not so.
This digital project was funded by the AIDS Council of
SA and Feast (SA’s Queer Festival). I got involved from
the start as it seemed I would get a few new skills. This
is possibly one of the few projects I've been involved
with, put on by an AIDS council, where I've finished the
project feeling empowered, as opposed to sad or sort of
feeling like a victim. I also really enjoyed having a space
to tell my story. I appreciate the acknowledgment that 1
actually have a story to tell.

This empowerment is similar to the feeling when
leaving one of those fabulous Northern Rivers retreats!
It’s a sense of having gone on a wonderful journey. I have
a tangible thing that I can do something with. I have
actually learnt something that I can apply in other parts
of my life.

I've had an interesting walk around some things that
even my old computer can do and learnt about what
some other programs not on my computer can do.

Please check out Rainbow Family Tree website set up
by Sonja Vivienne and if you have a story or want to tell
a story in this format, then I urge you to try. You'll be
surprised who is interested in something you have to say.
I believe that it is a really therapeutic thing to do, to tell
your story. You've got nothing to lose. Greg Kelly

Rainbow Family Tree’s site has several videos by HIV+
people, as well as the resources to help anyone make a
video for the site: hitp://rainbowfamilytree.com/

Greg's Sermon:
http://rainbowfamilytree.com/video/greg-s-sermon

Me Mum and Dad:
http://rainbowfamilytree.com/video/me-mum-and-dad
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Henry Hospital. I weighed 48kg, had 10

CD4s, chronic anaemia, chronic candida
and chronic CMYV retinitis. My prognosis was
not good and I truly never expected to walk
out of the hospital. In fact, it was thought
I would not last longer than two weeks,
especially with the CMV, which was a very
serious problem and a very unpleasant way
to die, as I knew only too well.

I think what surprised me most was how calm I
was about the whole situation. There was no panic, no
despair, just an acceptance that this was the way it was
and there was little I could do to change it. There was
a certain inevitability about it, a knowledge that I had
already beaten the odds to get this far with no serious
illnesses and it was just my turn. I'd begun thinking
that things were starting to get lonely anyway, with so
many I knew already dead. It was a time of reflection,
introspection and recollection that was in its own way
very calming. I think I found a strength within myself
that I wasn't expecting to find - and a set of beliefs that
have stayed with me.

I underestimated modern medicine. This was a time
of miracles! I underwent intensive and aggressive
treatment - gangcyclovir injections into the eyes to halt
the CMYV, blood transfusions for the anaemia and very
aggressive dosing with the then-new protease inhibitor
class of drugs as part of my new combination. Miracles
did indeed happen. Two weeks later, though still very
thin and weak, I walked (sort of) out of Prince Henry
and into a new life.

In June 1996 I was admitted to Prince

Enlightenment?

I guess you could expect that after a close brush with
death, one might undergo an epiphany, a movement
towards God, prayers to the powers-that-be to thank
them for this deliverance and some church-going and
good deeds to show that I was moving into a world of
piety. Nah! None of that happened. There was
no great enlightenment, no overwhelming
desire to drag myself into the confessional
and plead for forgiveness for my sins, nor
a need to robe myself in sackcloth and
disappear into a monastery for the remainder
of my life. Was I disappointed that this didn’t
happen? Not really! I was too busy getting my
health back and trying to work out what you
were supposed to do when you hadn't died
as expected.
In fact, with the exception of one (who
surprised me, I must say), nobody I knew
with HIV gravitated towards religion as they
lay in hospital or closer to the moment in a
hospice. No one! Nought! Zero! (Well, except
for the one.) So did this - or should it have
- make me wonder about my own mortality
or about the spiritual desert I was supposedly
in? Nah! That didn’t happen either.
So exactly what was it I felt about the great
mystery we call life, what is above and below us, and does
it really matter? If you're broad-minded, read on. If not,
stop here.
I was raised in a household of mixed religion, with
my father Catholic (non-practising) and my mother
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a Methodist (or something, also non-practising) and
religion was never discussed in any shape or form
at home. The great wonder to me is why they felt the
need to baptise me in the Congregational Church (talk
about confusing the issue) at Sylvania
in southern Sydney. Perhaps, being the
newbies in an already close-knit suburban
community, they felt the need to fit in. The
fact that we were surrounded on all sides by
Congregationals may have had something to
do with it, as our neighbours over the road
ended up being my godparents. They were
godly people, but thankfully not preachy.
Religion was left up to me to work out for
myself. I did attend Sunday School, but saw
it more as a way to collect scripture cards
(“I've got more than you”) than to live by the
precepts printed on them.

I was then sent to a Catholic boarding
college at Campbelltown. For a while this
did induce great piety and religious zeal
in me (not to mention the first time I was
groped by another guy, even if it was in the
swimming pool), as like many other new
converts to Catholicism I got caught up in the ritual and
razzmatazz this religion inspires. What sort of budding
gay boy wouldn't get caught up in the shiny vestments,
the candelabra, incense, sprinkling of holy water and
devotion to Mary and the saints (until they decided
some were fairytales and decided to chuck them out!) I
certainly was inspired and within 18 months of starting
school there I converted and was baptised in the school
chapel, with my maths teacher (who absolutely reeked
of cigarette smoke) and the school captain (a bit of a

spunk) as my sponsors. It was a moment to treasure.
Ididn’t think much of telling the priest in the confessional
that I spanked the monkey like crazy (truth be told, he
probably got off on it), but that was the only real drawback.
Six months later I was confirmed and started on a short

but vigorous religious life as a Catholic. I started hanging
around with the Carmelite Fathers who visited the college
for weekly Masses and confession and decided I may have
had a vocation. Truth be told, I think I just got caught up in
the romantic appeal of monastic life, the dedication of my
life to God within a totally male-dominated community
(I also did the male community thing later, but God had
nothing to do with that), the thought that I was entering
an institution that had been around for centuries and hey,
I got to wear a frock, as uninspired as it may have been. I
did enter the religious life for a while some years later (yes,
into an enclosed community).

Atheism

I suspect this may have been the start of my doubts and
probably accelerated my move to atheism. It was a small
start-up community with a Prior who was an egotist
and loved the power trip, doling out penances that were
almost medieval and not one iota of support for new or
struggling novices. I gave up out of sheer frustration and
moved on.

By this stage I had studied religion and found it
wanting. I looked at all the hatred and hypocrisy, all the
wars caused by it, all the cultures destroyed by it; the
fundamentalist religions who seem to despise everybody
yet insist on ramming down your throat how godly and
righteous they are; all the lives twisted and destroyed by
molestation and lies; all the doomsday and suicide cults
who, unbelievably, manage to suck people in until it's too
late to get out; views on celibacy, contraception and sex
that are so outdated we may as well be living in the 13th
century; the way women are treated in many religions;
and the Catholic church being unable to reconcile itself
to the modern era, remaining in the past by electing
conservative, ancient Popes... I looked and decided it
was all bullshit.

Next, I came out at the grand age of 25. I managed
to have a total of two years as an active gay man before
contracting HIV. (Didn't that make me wish I'd defied
everyone and come out a lot earlier!)

So, did I blame God for this plague on my life? Nah!
Unfortunately I had to admit to contracting it from
being newly out and a trash bag. It was prolific sex ... and
wonderful. T have no regrets about that.

Bravery

Over the next 10 years I was to see enough death,
desolation and despair to last me the rest of my life. I saw
incredible bravery in the face of adversity; I experienced
people taking their own lives to avoid the misery of
AIDS; the hope on the faces of guys being guinea pigs
in an attempt to help both themselves and others (and 1
am indeed in that group); a community coming together
and showing that there is power in numbers; and we
did gain a voice that was loud and radical and took no
compromise in the face of everything that was going
on. Oh yeah, and we had the Reverend Fred Nile and
his ilk, screaming out in true Christian sympathy, love
and compassion that this was a plague from God on the
gay lifestyle, that we deserved it (in a Christian way)
and that everyone with HIV should be quarantined and
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locked away from all the 'good’ members of society (in
a Christian way, of course). Any vestige of religion I had
left in me went out the window at this stage. I have never
looked back and regretted that.

So at this point we come back to Prince Henry
Hospital and me being thrust back into the real world,
with no tools to get me back on my feet, spiritually,
emotionally or psychologically. I guess I could have seen
religion as an easy way to acknowledge my survival, as
a way of celebrating living and being given a second
chance. Nah! Not for this boy. I have never regained any
respect or love for religion and don’t imagine I ever will.
Some people gravitate towards it as they get older and
the prospect of death looms. Fear of death causes a lot of
people to lose the plot.

No delusions

So, what then do I believe? I don't delude myself to start
with, atheism is a belief. Okay, it’s a belief in not believing,
which is a bit contrary, but perhaps that's getting closer
to where I am anyway. I don't want to die, but I'm not
afraid of it. I guess if I was to go back to any religion,
it would be a religion where I was just left to decide my
depth of faith for myself. No theology, no liturgy, no
preaching, no dictating, no churches, no ministers. Give
me the bare bones of belief (whatever that may mean)
and let me devise it for myself.

I don't believe there is any afterlife. No heaven, no
hell. It makes no sense to me that we should live this
life for something that comes after. If heaven and hell do
exist, why is it that the Christian religions are the only
ones who believe in this concept? Yes, other religions
believe in an afterlife (and many don’t), but nowhere else
is it so clearly delineated by pearly gates and streets of
gold in one direction and flames and misery in the other
- like living here and now can’t be misery enough! How
ridiculous that people actually believe they are so above
everyone else that only they are right and deserve this
deliverance.

I believe in the theory of 'the right place at the right
time' for our evolutionary process — that we are here
simply ‘because. Everything has its time and wears
out, as we do, and passes away and becomes part of the

Earth’s recycling process. I don't see why there should
be anything greater or higher and I don’t know why I
should worship something that can’t be proved. It is all
so ethereal and ... silly.

I must admit to finding Buddhism tantalising. The
Dalai Lama far surpasses any leader of any faith that I've
encountered. Let’s hope he never gets sucked into doing
Masterchef again!

I watched Judith Lucy’s recent program on the ABC
about her spiritual search (she didn’t find anything
that changed her perspective) and at one stage she
interviewed a Buddhist nun. This woman had the best
attitude to Buddhism, claiming you didn’t need to follow
it in its purist form, but could draw from it the parts
that suited you and create your own form of Buddhism
around that base. Now, that has almost
converted me.

As an ageing HIV+ man, I don't feel any
real need to negotiate with a god. I don’t
need to justify my existence, nor do I need
to create an afterlife so that I have something
comfortable to believe in as death approaches.

I don’t know how or when I will die, though

I believe the time is not yet and that there are

still a few kilometres on the speedo. I used

to be concerned that I was not going to leave

a legacy behind when I died, something that

said to future generations, Tve been here

and I've done something'. I do hope I have

done no-one true harm and that somewhere

along the line I may have had a positive

influence on somebody. Just one would do!

It’s not important, but it would be nice. As

for a legacy? I hope my writing is my legacy.

I hope that at some stage someone will read what I've
written, or quote it, or even contemplate it and think to
themselves 'what an interesting man'. That would be nice
indeed. '
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For many years migration law in Rustralia
has been discriminatory towards people
with disabilities, including people
living with HIV. But following the Australian
government's ratification of the Convention on
the Rights of People with Disabilities in 2008, the
Federal Parliament Joint Standing Committee
on Migration reviewed migration laws with
respect to their health criteria. Following this,
we have seen some promising amendments.
There have been significant changes for people
with HIV in obtaining temporary visas and a
few changes in obtaining permanent visas.

Health criteria

As it currently stands, all Australian visas are subject to
health criteria. Some temporary and all permanent visa
applicants have to undergo health checks, which may
include an HIV test. Applicants' are assessed against
three main points. The first two are that they are not
'a threat to public health or a danger to the community
or have ‘a condition that would prejudice access to health
care or community services'. Neither of these is ordinarily
applicable to people with HIV.

The third point is a cost consideration, which is applicable
to people with HIV.

Many temporary applicants and all permanent applicants
who test positive for HIV will be deemed to be a Significant
cost to the Australian community in terms of health care
and community services'[the costing] °. Being assessed as a
significant cost’ means failing the health criteria.

Temporary visas

For temporary visa applicants, the costing is most likely not
of concern. This is a recent change in the law, effective since
July 1,2011. There are now only very limited circumstances
in which, because of their health, an HIV positive person
will not be able to obtain a temporary visa.

The rationale behind the change is that, as applicants for
temporary visas are ineligible to access Medicare, they cannot
accrue costs in terms of health care. It has been recognised
that it ‘would not seem fair or reasonable, for example, to refuse
to grant a temporary visa to an applicant with a disability, or
an elderly applicant, on the basis of services that they would
not be eligible for when in Australia (due to the type of visa
they are applying for and would hold if granted).”

Positive changes in
©

.O'n law

Alexandra Stratigos, a solicitor with the HIV/AIDS Legal
Centre (HALC), outlines some recent steps that make getting
visas into Australia more possible for positive people.

Costing is still a consideration for temporary visas which lead to the grant of a
permanent visa, including the temporary categories of parent and partner, carer visas
and a select group of skilled visas.

Although the changes for temporary applicants have only recently come into force,
it will apply to all those whose applications have not yet been decided, including
applications currently before the Migration Review Tribunal. You are advised to
seek migration advice if you currently have an application pending, especially if you
undertook your medical examination pre-July 1, 2011, to ensure that the correct law is
applied to your circumstances.

Permanent visas

Due to the costing, there are only limited circumstances in which people with HIV can

obtain a permanent visa for Australia. These are where the applicant has the ability to

obtain a waiver of the health criteria for compelling or compassionate reasons. Waivers
can be sought for:

« partnership visas (including spouse, de facto [same or opposite sex] and fiancé),
where the applicant is in a relationship with an Australian citizen or permanent
resident or eligible New Zealand citizen

« dependent child visas (including adopted children, excluding orphaned relatives)

o refugee/humanitarian applications

« some skilled visas, mainly where there is a sponsoring employer, the most common
being Employer Nomination Scheme (856) and Regional Sponsored Migration
(857).

People with HIV who apply for any other type of permanent visa will fail the health
criteria and be refused a visa.

These changes in migration law are slowly bringing us into line with the countries we
would usually compare ourselves with in the developed world. They also conform to
our obligations under the Convention on the Rights of People with Disabilities. While
the changes are subtle, they are already having major impacts on the ability of people
with HIV to migrate to Australia.

HALC has already seen the impact of these changes, which have allowed HIV+
people to pursue study in Australia, gain work experience and visit loved ones and
eventually go on to apply for permanent residence. In our experience, more often
than not, applicants come from countries where their HIV status and/or sexuality are
discriminated against to the extent of persecution. Such applicants are grateful for the
opportunity to be in Australia and therefore work hard and often engage in voluntary
work so as to give back to the Australian community. These changes are going to have
a positive impact not just on migrants with disabilities, including HIV, but the wider
Australian community. Alexandra Stratigos

The information contained in this document is current as at November 1, 2011, and
should not be used as a substitute for legal advice. If you have any questions about
positive migration, contact HALC on (02) 9206 2060.

1 Applies to all applicants with the exception of Medical Treatment Visas, where the applicant is seeking medical treatment (as opposed to
a support person), and Protection Visas (on-shore refugees), in these circumstances an altered health criteria is applied.

2 sub sub-paragraph (1)(c)(i)(A) of Sch4005/4006/40070f the Migration Regulations 1994 (Cth)

3 Explanatory S to the Mig Legislation Amendment Regulations 2011 (No.1) (Cth)
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My two

Jay Davis loves his little dogs, Muffin-Fay and Pavlova-Kylie.

y name is Jay and I'm about 40 years
Mold (the age of not telling your real

age!) I've been positive for 22 years.
Some years ago, when my health deteriorated
and I was given less than a year to live, I went
home to the Blue Mountains to spend time with
my family. Six years passed and my health
improved, so I moved back to the city. Six
days later, my mother suddenly passed away,
which devastated me, as I was Mummy’s boy.
Mum was so proud that out of three boys she
had a gay son; she loved my lifestyle so much,
she used to come out with me and my friends
to the gay pubs in Newtown and Erskineville.
Except for when I was diagnosed just after my
18th birthday, she accepted everything about
the gay lifestyle. My friends were so jealous
that I had that relationship with my mum and
I must admit I was damn proud too.

Cherished company

After Mum had passed, I was the only one of my brothers
and sisters that her dog - a chihuahua (Muffin-Fay-Gay
- she named her) - would come to. So I had something
in my life that Mum had cherished and that would be
company for me.

Muffin was six at the time she came to live with me.
I really thought she would not be around for long, as
she was spoilt by Mum. But after three years my vet told
me it would be great to get a little puppy as company for
her, as I was starting TAFE for two afternoons a week.
And as Muffin-Fay had never had pups, it would bring
out her motherly instincts. A friend had little puppies,
chihuahua-cross-shitzu, that he was trying to find homes
for, so I told him I'd love one. This was to be my birthday
gift. Three weeks after my birthday, Pavlova-Kylie came
into our lives. It was just what I needed, as did Muffin-Fay.

As my mum had spoilt Muffin-Fay, I knew that I had to
do what I do for them both. Although some of my friends
say I go too far, I enjoy every minute of it. They never eat

dog food as I cook all their meals (I find that if I cook for the three of us, I eat more,
rather than cooking for just me). I marinate some of their meals and cut it up for them.
I marinate the bones that they love for their teeth.

Pink bows

Muffin-Fay loves bathtime; Pavlova-Kylie, on the other hand, hates going to the
groomers. But they both look so gorgeous with the pink bows in their hair that the
groomers always put on.

They both sleep in my bed (thank god I have a queen-sized bed), but I've learnt
that this has its problems. If I bring someone home, they have to slide slowly into bed,
otherwise the girls will not allow them in or I have to put them in the spare room for
awhile. They hate anyone giving me a kiss or hug and they’ll bark until it stops. They
are great guard dogs, which is comforting. They know that they go for a lot of walks
before and after I come home and this is good for me as they are great pick-up dogs
- especially when they’re wearing dresses, jackets or anything from their wardrobe!

We have a routine down pat. They know that as soon as they’ve done their morning
ritual they get a Smakko and then when it’s time for my shower, they both come into
the bathroom and wait on the bathmat until I'm finished.

I'm ever so grateful I have my two girls with me as they are a joy and a godsend to
me in ways I never expected. They may be spoilt, but it's an absolute pleasure to have
them in my life and I cannot imagine my day-to-day life without them. I never knew
how much I would come to depend on them.

Id like to assure everyone that having a pet (any pet) is beneficial to one’s positive
wellbeing (no pun intended). Jay Davis

Jay with the girls; Muffin-Fay; Pavlova-Kylie. Photos courtesy Jay Davis.
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Dean Talkalbout

really enjoyed reading the article 'Think
IBefore Eating' [Talkabout 114]. I was

very impressed with Tim Alderman's
fantastic eating choices. Tim provided
excellent information about how nutrition is
an essential requirement for good health when
a person is HIV+. I've been HIV+ since 1998
and stick to a diet similar to Tim's. I am 46
years old and told I look 32 on a good day ... lol.

In Tim's article he does not mention drinking water for
weigh control. In early 2010, my weight hit 94kg due to
overeating and no exercise. I'm 182cm tall. I decided I wanted
to lose the excess weight by cutting back on crap food and
sweets, increasing vegies and salads and drinking a lot of
water. In eight months, I lost 17kg. I also got a six pack from
the sit-ups I was doing at the same time. I'm now back up to
80kg which I am extremely happy with. I have cut back on the
water intake and still have my six pack (I'm bragging now).
Hydrating your body is fantastic for your skin and flushing
the crap in our bodies. I also add liquid chlorophyll to my
water every morning as a liver tonic. When my test results
come back my liver is always healthy.

I also take a multi-mineral and vitamin tab and an
additional D supplement. Once a week I buy a combo vegie
juice of carrots, spinach, ginger, apple and beetroot. I've also
recently added a copper supplement to my diet to increase the
melanin in my skin. This is to help minimise my skin's
sensitivity to the sun due to the meds. Regards, Andrew

ope as a diminished concept lurked ina
Hstatement by someone who works in the

field of HIV, while I sat opposite listening
in disbelief. To disclose professionally that
'HIV is not going away in the future' is to elicit
unethical beliefs, in my opinion.

Without hope, many people living with HIV/AIDS would
surely have succumbed to increased levels of depression,
anxiety and chronic un-wellness mentally, physically and
spiritually. Hope is the belief that things will get better in the
painful reality of chronic illness and is the necessary opposite
to the emotional turmoil one can experience in the prevalence
of HIV/AIDS. Hope is the guiding and pivotal principle in
the journey of recovery-based frameworks and models from
which many community service providers operate.

As a person living, breathing and dealing with HIV, I have
no doubt that hope is missing from the statement 'HIV is not
going away in the future’. Hope has always been fundamental
for me in moving forward and creating new narratives of
living and learning to understand who HIV is and how I can
further accept him (HIV) in reconstructing relationships
within me and external to me. Hope has the power to heal.

I hope HIV and other chronic, life-threatening illnesses
will be expunged in the future and that hope as a guiding
recovery principle will continue to be practiced professionally
and ethically in community organisations. Hope in finding
a cure for HIV and other chronic illnesses was initially the
impetus on which community service organisations were
founded. Sincerely, Michael

2011 Aboriginal and Torres Strait Islander

Health Retreat (16 -19 December 2011)

Have a break before the hectic Festive Season!

Join other Aboriginal people living with HIV for some
great food, relaxation, reconnecting back to country, good
yarns and the latest information about living well with
HIV. There will be sessions outside, lots of free time and

an art session. All participants will have their own room
and all sessions are voluntary - come to as many or as few
sessions as you wish. At the end of the Retreat join us for a
very special Festive Season Dinner.

Talk to your community worker or call ACON’s Aboriginal
Project Team for an application form today as places are

limited.

Applications are now being accepted for this years
Aboriginal and Torres Strait Islander Health Retreat.
The Retreat is for those living with HIV, and one carer/
family member/friend. Children are most welcome.

ABORIGINAL PROJECT TEAM

Meggan Grose (02) 9206 2042
mgrose@acon.org.au
Free call 1800 063 069

David Oxenbridge (02) 9206 2113
doxenbridge@acon.org.ay

BUILDING QOUR COMMUNITY’S
HEALTH & WELLBEING
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Ondays

David Crawford goes for a drive.

David Crawford

all-wheel-drive with the moon roof back, the volume cranked up

on the MP3 player that's set to shuffle connected by Bluetooth,
the spring sun crystal clear, thinking, can it get any better than
this? Maybe someone could be in the seat beside me to share the
ride, but I'm quite happy out here on my own.

Things can change so quickly - my 10-year relationship is suddenly ending. I'm
back in a world where Gaydar, Grindr and Scruff have taken over - I left off when
bars, clubs and the tubs’ were preferred. About to turn 56, living in a rural city of
60,000, where there is a less eclectic offer of men, anonymity is not as easy to maintain
and being HIV positive to boot adds to the impending use-by date feeling I have.

I'm cruising across the Yarrowitch Valley in my new four-by-four

The 'appscene’

I'm discovering that before you meet up through the ‘appscene’, it's obligatory to
provide all sorts of data on 'what you are into’, where the request for 'more pics' is not
asking for a better one of your face! I probably won't do very well in the "appscene’ as
I don't do pictures, detest that ‘what are you into?’ question and the added dimension
of being 'discreet’ (ie. 'my wife and kids are at home' or T'm not out’) only adds to my
dismissive attitude. I like to have a bit of mystery, am way past sneaking about and am
not 'clean and healthy’ by the implied definition that what is being looked for is HIV-
negative hook-ups. Working out at the gym six days a week and eating a healthy diet
is not what's being inferred! I do tick the Needs discussion’ box, which is a giveaway,
and if it's a casual meet-up, it's definitely with protection. While I run a higher risk of
rejection, I don't limit myself to encounters with only positive guys. I used to get hurt
by the rejection, but after some thought I realise denial is no protection.

Winding my way into the pristine subtropical rainforest, testing out the handling
and cornering ability of the newfound love of my life on my way to visit friends, I
reminisce about the past and dream a bit about the future. I still hold those days
growing up on the farm fondly in the forefront of my mind, despite the angst of coming
to terms with my attraction to men. On top of this was my mother's alcoholism,
which drove her to be a demonic character, making my life almost unbearable while
I was trying to run the farm after my father died. At 26 I was driven to leave the
lifestyle I loved - it was either taking my own life or moving to Sydney. I did think
about picking up the shotgun but dismissed that idea just as quickly. Overcoming this
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[} Bush poaitive

suicidal period was to protect me later when I developed
HIV brain disease and early stage dementia.

AsT navigate the winding road, a smile crosses my face
and my thoughts move from the past into the immediate
future of meeting up with my friends, who live on a
secluded farm. One of the guys is my first 'gay’ friend
who introduced me to, or, more accurately, threw me
into the Sydney gay scene in 1982. After 29 years we still
get the giggles and roll about laughing at some of the
crazy things we did. We also remember our friends who
didn't make it to the days of anti-retroviral therapy.

Not easy

Having seen, in those early days, the hard-core outcome
of what HIV can do to a person affects my response to
the current chlamydia epidemic in 20-30 year olds. The
area where I live has statistics that are above the state
average, putting a different slant on 'healthy and clean'.
I acknowledge the plethora of choices guys are making
these days and that accidents happen, but the risk of
another HIV epidemic is very real and we are not talking
enough about it with young people, especially out here
in the bush. Treatments water down the fear and impact
of contracting HIV to some extent, but from my early
days of watching hundreds of people die awful deaths
and with treatments keeping me alive, I remain clear that
HIV is not easy to live with.

Yet when I look back I have lived a pretty amazing life since becoming HIV
positive, getting a degree, which gave me a career in HIV nursing, and experiencing
some inspirational moments (and some very sobering ones). It took me overseas
working on projects and on study tours.

Bitter-sweet

Some say I'm lucky, as I class myself as retired now, but it's a bitter-sweet position.
While I might have expected to outlive my mother, who had Parkinson's disease,
I did not expect to outlive my younger sister, who died from bowel cancer at 47.
Watching her suffer was disempowering and painful in comparison to all those
people I'd helped so many years ago where, as nurses, we were empowered and
fierce advocates and ensured our patients were looked after with no resource
spared. My sister was cared for in the same way, but I now understand what so
many people said to me as a nurse - that they felt helpless when they were watching
their friend, partner or child die. I now realise that my advice that 'just being there
was enough' was actually not quite enough and that when you watch someone you
love die, there is nothing to feel except helpless.

I didn't expect my relationship, which I thought would be life-long, to end, but the
plate that life serves up to you is the one you have to chow down on. Still, on days
like this I am excited, as soon I head back to New York and then on to visit another
friend, an Icelandic doctor I met while working in the HIV unit in 1989. Going to
Iceland, into the Arctic Circle, experiencing life in the dark for almost 24 hours a
day, the Icelandic 'gay scene’ and the possibility of seeing the northern lights, offers a
totally different experience to that of growing up and living in the blistering heat of
the northwest slopes and plains of NSW.

While the price of getting here has been high, I can definitely say it does not get
much better than this. David Crawford

2012 Gay Men living with HIV Retreat

19 years of fabulous Retreats, make sure you're at this one!

Friday 24 - Tuesday 28 FEBRUARY 2012

Earlybird registrations are NOW open!

Come to our relaxed bush venue underneath the magnificent Wollumbin with other guys

living with HIV.

Sleep in either your own camp gear or the comfortable shared bungalow accommodation.

The program is still being developed but we hope to have workshops on caring for your
health into the future, photography workshops and cooking classes.

We'll have a great range of leisure activities: canoeing, bushwalking, archery. Yoga and

meditation are also on offer.

Registration fees: Unwaged $100, Waged $175

If you expect to have difficulty in paying your fees please discuss your needs with us.
Assistance with transport may be available, again speak with us.

Further information will be available soon. Please call or email our friendly Northern Rivers staff to have your

details recorded and we'll keep you updated.

Make your Earlybird registration NOW!

Contact:

Neil McKellar-Stewart, HIV Health Maintenance team
P: (02) 6622 1555 OR 1800 633 637 (freecall)
E: nmckellar-stewart@acon.org.au

QCOoN

BUILDING COUR COMMUNITY'S
HEALTH & WELLEEING
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Advocacy

Advocacy:

where to now?

2011 marks the thirtieth anniversary of the first reports of HIV,
an opportunity for Robert Mitchell, President of NAPWA, to
reflect on the evolution of HIV-positive advocacy.

at the first Rustralian AIDS conference in Hobart in 1989. At

this forum a number of people stood up as men and women
living with HIV and publicly called for action. Activism then was very
protest-based, calling for better services and care for people dying
from RIDS and for urgent action to address the growing epidemic.

At that time there were local groups of mainly gay men coming together to support
their communities, often their partners and friends who were dying. There was an
intimacy and immediacy to the advocacy they undertook. They were literally in a fight
against time to provide supports for people as the epidemic ravaged their communities.

Throughout the early 1990s, as the first treatments became available, the aim of
advocacy changed to a focus on delivering rapid access to the latest treatments. HIV
activists were central drivers to the changes to the drug-approval processes in this
country. There was also a need to provide information about those treatments within
the positive community and how to manage the quite serious side effects. Access to
treatments and more clinical research was an urgent priority, while continuing to
ensure that the support services for those who were sick and dying were maintained.

The formation of a national positive organisation was conceived

Changed outlook

By the late nineties and into the next decade, the number and effectiveness of HIV
treatments had dramatically changed the outlook for most HIV-positive people. The
number of people dying dropped dramatically as HIV became a more manageable
condition and there were better understandings of how to maintain health.

This required a significant shift for positive people, as their perspective moved to
managing HIV, living with treatments for the rest of their lives - lives now extended
for many more years. For HIV organisations, this meant a change in focus for many
of their service arrangements. Services were developed to support positive people re-
engaging in the workforce and utilising more mainstream health and welfare services.

Over the last several years this shift has continued, but with further complexities as
the longer-term impacts of HIV disease and other co-morbidities has become more
apparent. A divergence has appeared within the positive population across the country.
Not only are there increases in the number of HIV infections in populations other than
the primary gay male population, but the experience of people recently diagnosed is
dramatically different from that of those who have lived for many years with HIV and
the earlier and more toxic treatment strategies.

Diversification

As a consequence of the effective developments in new treatments for HIV and better
clinical outcomes, seropositive people are no longer necessarily identifying themselves
solely in terms of being HIV-positive. Subsequently, the need or desire to engage with
an HIV-positive peer-based organisation has diminished for many. These changes
alone call for an HIV-positive sector response and also demand consideration of how
to engage with the diversity of experience of living with HIV, including representation
on behalf of HIV-positive people who are not directly accessing HIV organisations or
networks. Positive organisations must engage with the challenge of being relevant to

those for whom they advocate, without necessarily having
direct individual contact across the membership base.

These challenges have developed as the external
environments are placing HIV within broader health
and welfare systems and as the gay community itself has
diversified and become more integrated into the broader
society.

So today the task of HIV advocates is much more
complex than when our organisations were first established.
There is an expectation that our organisations become more
professional in both the services they offer and the manner
in which they conduct advocacy. These expectations have
grown as competing health advocacy organisations vie
for limited health resources. Subsequently, showing value
for money in the model of peer-based representation and
advocacy is more critical than ever.

The Australian HIV-positive population continues to
grow and is becoming more decentralised over time. So
the breadth of focus expected from our advocacy and
policy work increases and the positive community's
varied expectations of our organisations will continue to
be widely debated.

Evidence base

The question of where to now is probably not so much
the point, as the HIV-positive response will be driven by
the priorities of people living with HIV and focus on the
evidence base of greatest needs and impacts. The more
interesting reflection now for the National Association
of People Living with HIV/AIDS (NAPWA) and its
membership, including Positive Life NSW, is how best
to continue to adapt to the changing identity of people
living with HIV, to ensure that our response is relevant
and valued, even if it is from a distance and not central
to an individual’s daily life.

If the modern HIV-positive advocacy response
develops in a sophisticated commitment to the
principles of peer-based community accountability, then
the legacy of those who came before us as advocates will
be best served and can be maintained and built upon
appropriately. Robert Mitchell, NAPWA President 2011

This piece appears in the Positive Life NSW annual report:
http://www.positivelife.org.au/about/board
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