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The Sanctuary Centre Newtown provides

people with HIV/AIDS the benefits of massage

without cost, to assist in the relief of the side
effects of their medications or life stress.

We need volunteer masseurs who would be
willing to give a little of their time free.

- Gan you help?

Phone Robert 9395 0444

A Project of Community Health SSWAHS (Eastern Zone)
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In this issue of Talkabout the
Health Promotion project of
PLWH/A (NSW) launches Let’s talk
about it... HIV visibility campaign.
The first story and images are of
Elaine Smit, who describes ‘mak-
ing friends with her hitchhiker.’

Attempts to silence or obscure the rep-
resentations of HIV positive people can
be subtle and sometimes even well inten-
tioned, i.e. ‘together’ HIV positive peo-
ple simply see their doctors, take their
pills and get on with it, discrimination
no longer occurs, or involvement with
other HIV positive people can be a sign
of weakness and frailty. Confronting the
silences and the invisibility around HIV
therefore also needs to be thoughtful
and considered, especially as our expe-
rience changes.

The PLWH/A (NSW) Health Promo-
tion HIV positive visibility campaign
questions the way things are, the way
things can be said, seen and thought, and
it doesn’t mean that people are defining
themselves by their HIV status. One of
the key principles of the PLWH/A move-
ment has been that HIV positive peo-
ple are not simply an epidemiological
problem, a cluster of risk or even just a
population requiring care and support.
People with HIV are active participants
in their worlds and, as Dan says in this
issue’s story on serosorting, ‘have a life
with all its dramas and concerns.’

The effects of HIV positive visibility
also extend to people who have no pos-
sibility, or even desire, to be open about
their HIV status in their everyday lives.
Stories like Elaine’s allow all of us to
imagine living our lives with more free-
dom and less anxiety. Ten years on from
diagnosis, she shows us ‘the other side
of HIV’, by powerfully articulating fears
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about living with HIV, but also the abil-
ity to challenge limitations set up by the
expectations of other people. PLWH/A’s
visibility project will mean that in future
stories and images over the coming year.
positive people will continue to challenge
these limitations, sometimes set up for us,
sometimes even by us, in living. The visi-
bility project is about, among other things.
self affirmation and greater possibilities.

If you would like to be part of this new
work, there are lots of ways to become
involved, especially with the coming cre-
ative retreat. If you’re interested, phone
Kathy Triffict in the PLWH/A office on
9361 6011 or 1800 245 677 or email:
kathyt@plwha.org.au

And finally, our recent subscription drive
has paid off. The large increase in sub-
scriptions has meant that we can launch
the HIV Visibility project in the very first
colour edition of Talkabout. We hope you
enjoy it, and would be very interested in
your feedback.

Glenn Flanagan

World AIDS Day
Volunteers needed
to sell ribbons and
welcome people to
exhibitions.

Contact Glenn or
Kathy on 9361 6011




HIV/AIDS Organisations

[ read with keen interest the letter from
Steven in your Letters section of the June/
July edition (Talkabout #139). I was ini-
tially pleased that you published criticism
of the AIDS corporation that so many
people who have been long-term HIV are
critical of. But then you published a reply
from PLWH/A that made absolutely no
sense. ‘We're actually a member organi-
sation of NAPWA, and we think they do
a pretty good job’. At what I ask? After
21 years of living with HIV/AIDS, I can
honestly say that my life would have
been much better without these organi-
sations spending a fortune on going to
various conferences to discuss things that
are never enacted. How many poverty
reports have there been? When I needed
housing, I had to get it myself, when I
applied for a pension I had to do it myself,
when I wanted employment [ had to get it
myself. Now that the government is going
to change the conditions for receiving a
pension, what are any of these groups
doing? HIV diagnoses apparently are on
the increase. Congratulations ACON on
spending a fortune on posters that don’t
work. When the gym at the Pride Cen-
tre had to close due to Pride moving, not
one AIDS organisation offered to help,
not even ACON initially. I am sure that
I am not the only one ashamed of what
has happened in the Gay Community sur-
rounding AIDS, I don’t think we should
be so proud when 25 years and millions
of dollars later, we still have HIV+ people
that can’t afford to eat.

David Bamford Alexandria

Editor: Thanks David. We're not
afraid of publishing or taking criticism.
It’s true that much of the advocacy work
done by organisations like NAPWA,
ACON and PLWH/A (NSW) is behind the
scenes, doesn’t always make the headlines
and therefore may go unnoticed by many
positive people. However a considerable

We welcome your letters, comments or artwork. Letters
should be less than 300 words in length and may be
edited. Please include contact details for verification.
Email Talkabout at editor@plwha.org.au

amount of time and effort is spent on lob-
bying on behalf of people with HIV by
these very community organisations, and
maybe we need to get better about telling
our constituents about efforts made (and
often with success) in these areas. And Fit
X Gym continues to enjoy its home and
warm welcome in the ACON building (as
our photos in this issue’s fitness column
indicate).

Poz Services
Hi there,

[ am a 29yo Hiv+ guy who looks at your
website or the current issue of Talkabout
available at certain places.

I would like to suggest an idea to you.
I used to be a volunteer masseur but the
waiting time to get a free massage is very
long and frustrating to many, and the only
place right now which is going strong is the
PLC, but due to a shortage of masseurs
and appointments, that too is overloaded.

I had to stop doing free massages due to
financial reasons but could I offer poz peo-
ple a discounted massage. Now If I actu-
ally advertised in the local gay papers and
was open about my status, and welcoming
to others who also had HIV/AIDS, I would
no doubt get a lot of harassing phone calls
from people who don’t understand what it
is like being poz and could make my life a
living hell.

It’s a pity that there is no area where poz
people can advertise their services to other
poz people without being harassed in the
mainstream market of gay life.

Name supplied

Editor: We think that’s a great idea.
From next issue Talkabour will welcome
advertisements from people with HIV
who would like to offer a service (mas-
sage, haircuts, dog walking, lawn mowing
etc) to other people with HIV. Please send
your advert to editor@plwha.org.au (up
to 40 words) :

Good on you Shane

Shane, just happened to see your story
online. Just want to say that it is good to
here hear a positive story. I’'m HIV posi-
tive and still have not given up, but yours
is a different story to mine. It has been
almost five years since [ have stopped all
meds. My situation has not changed, but
it has not gotten any worse. I have taken
care of myself as much as possible with
out any other help. Ieat healthily, exercise
when [ can, (meaning when my body lets
me; | have had neck surgery, and have four
herniated discs in my lower back from
which I'm in pain every day (something I
have to live with)). I live my life as if it is
my last day, and will always live that way.
But to get back to your situation: 'm glad
to hear of someone who has not given up,
as [ have not. Don’t think that I have ruled
out all meds. I just haven’t found some-
thing that works for me. Maybe I won’t,
maybe what I have been doing is enough. I
have survived longer than the doctors said
[ would. I'm still here and still going, and
will be going aslong as I can.

My best to you Shane,
David, USA

Myrtle Place

The Minister for Health Mr John Hatz-
istergos, has informed the management
of Myrtle Place that their funding has
been withdrawn. This will mean that
Myrtle Place will close on Friday Decem-
ber 23% and the Des Kilkeary lodge will
close soon after.

This is a huge blow for people with
HIV/AIDS who rely on this facility and
the fantastic services provided by Max
and Dennis and all the fabulous thera-
pists and fitness trainers. Myrtle Place
not only provides a wonderful range of
complimentary therapies and fitness pro-
grams but an extensive range of social
activities and I must include the wonder-
ful lunch they serve each Friday.

This will mean that not only will peo-




ple like me with HIV not able to access the complimentary
therapy and fitness programs but it will “plunge” us back
into that well known term of “HIV/AIDS social isolation”.

Does any one care? The other question I want to ask is
where was ACON during this process? Was it for Myrtle
Place or against it?

I warn everyone out there that this may only be the begin-
ning of more reductions in the services to people with HIV/
AIDS. We may be living longer which means these services
are more vital to us than ever.

Malcolm Leech

Hi Malcolm,

ACON and PLWH/A (NSW) have both been very engaged
with this issue since the news broke. Scott Berry, ACON’s
Director of Client Services convened a meeting with North
AIDS at the time following which ACON’s CEQ, Stevie Clay-
ton and I wrote a joint letter to the CEO of the North Syd-
ney and Central Coast Area Health Service about the non-
consultative way they had gone about this, seeking a reversal
of the decision. We’ve also held discussions with representa-
tives of NSW Health and advocacy continues on a number

of fron__ts.
Geoff Honnor

Changes at BGF

Where are you BGF today? People do still need financial
help and BGF are focusing on groups and workshops and
returning to work. It sounds a bit like Centrelink focused
on getting people back to the workforce. It’s not as friendly
or as supportive as it once was. When I went to their first
client meeting to discuss the changes they said if you have
further difficulties come and talk to us, and if I get stuck I
could talk it over with a financial counsellor. It’s just wait
and see when you get there. It’s not very reassuring.

The $300 cap a year is going to make our lives harder. I
know my electricity bill is much higher than that in winter
and I’ll easily go over the cap. BGF haven’t given me a firm
answer about what will happen.

The telephone is not a luxury. They used to pay for half
the line rental and now they won’t pay anything towards
this. Often your line rental is more expensive than your
phone calls. This will only add to our stress and financial
difficulties.

I’m also worried because more and more people are going
to charities like the Salvation Army and Vinnies, and these
are just average people out there struggling. It’ll be harder
because the charities are dealing with more need from the
general community and this will impact on us with HIV/
AIDS if we need further assistance.

[ think BGF has forgotten what they’re there for. They’re
changing for the worse not the better. We must, as a com-
munity, stand up for what’s right and this new direction
that BGF has taken is definitely going to have a negative
tmpact on people’s lives and add to our stress.

Name supplied
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Myrtle Place is facing
closure

Northern Sydney Central Coast
Area Health Service has had
its HIV/AIDS budget cut, and
has informed NorthAIDS their
funding will be drastically cut.
While the accommodation serv-
ice at Des Kilkeary Lodge will
continue, the future of Myrtle
Place is much less secure and
NorthAIDS is currently looking
at all options for maintaining it.
Max Greenhalgh, the Manager
at Myrtle Place, has told Talka-
bout the regular clients of Myrtle
Place are very disappointed. He
also added: ‘The positive com-

munity can’t think that services

will always be there, so I can go
later.” NorthAIDS has appealed
to the Minister to come to their
assistance. If you would like to
write to the Minister support-
ing the work of Myrtle Place and
requesting that this decision be
reconsidered send your letters
to:

The Hon John Hatzistergos
MLC

Minister for Health

31 Governor Macquarie Tower
1 Farrer Place

Sydney NSW 2000

Phone (02) 9230 3463

Fax (02) 9230 2139

email minjust@hatzistergos.
minister.nsw.gov.au

Annual General Meeting
and Centrelink forum
PLWH/A (NSW) will be having
its Annual General Meeting at
the Darlington Centre at Sydney
University on the 12th Novem-
ber from 12.30pm. Following the
AGM PLWH/A will host a forum
on Centrelink issues for people
with HIV. For more details con-
tact PLWH/A on 9361 6011 or
1800 245 677.

World AIDS Day
exhibitions and film

am i dead sweetheart? is being
exhibited at the Kirribilli Neigh-
bourhood Centre 24 Nov to 1 Dec
(10am — Spm). Another art exhi-
bition, Positive Feelings, organ-
ised by Positive Central will be
exhibited from 25 Nov to 1 Dec
(10am — Spm) at Customs House,
Circular Quay. A contemporary
South African film, Yesterday, is
playing at the Collaroy Cinema,
Collaroy 1 Dec at 6.30pm Check
the website www.worldaidsday-
festival.org for more details.

AIDS Walk

A charity walk to support the
work of ACON, BGF and PLWH/
A (NSW) will be happening in
the Domain in Sydney on Sunday
November 27. If you would like
to volunteer, contact BGF 9283
8666 or ACON 9206 2000.

Positive Decisions Expo
coming up January 2006
You may remember reading
about the Positive Decisions
Expo in January this year?

It’s happening again, and
has been extended to 2 days.
The Expo will not only provide
you with the relevant financial
options information, but will
also give youa chance to focus
on topics of specific interest to
you like practical money man-
agement, assertiveness and advo-

cacy skills.

The Expo will also aim to pro-
vide information, skills and sup-
port on managing change on a
day to day basis and with every-
day realities like disclosure. To
register your interest in the Posi-
tive Decisions Expo, please call
or email Rebecca at the PLWH/
A (NSW) Office. e: rebeccar@
plwha.org.au or t: 1800 245 677
or 02 9361 6011.
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uick News
for Women

Nandini Ray profiles events for women
organised by Positive Heterosexuals

Annual Retreat

This year’s annual Pozhet retreat
was held on the banks of the beau-
tiful Hawkesbury River. Surrounded
by natural bushland and prolific
wildlife, there was not much else
to do but relax and enjoy the ambi-
~ence and quietness — not to men-
' tion eating (a lot) and enjoying slow
boat trips up the river. We have had
many requests to return to this spot,
which proved to be a hit with all
who attended. Not everyone who
requested to attend were able to do
so this year, so we will endeavor to
accommodate those people on next
year’s retreat.

Nan Tien Temple visit

Coming up on October 29th, is
the trip down to Nan Tien Tem-
ple in Wollongong. Many of you
may have seen this temple from the
freeway and might have wondered
what it was. Well, here is a chance to
find out and have a day wandering
through the beautiful grounds and
various buildings. This trip will also
include a delicious lunch prepared
by the temple chefs. The food is
lovely. 've sampled it on many occa-
sions. This will be a great day out
and, even better, it is a day the whole
family can enjoy together. Pozhet
will be organising a bus which will
depart from Central Station at 10.00

am on the 29th and then will leave the
temple at 2.45pm. The bus should get
us back into Central by 4.30pm at
the latest. Please contact Nandini on
1800 812 404 for further details or to
book your place.

Annual workshop and
women’s scholarships
This is also another reminder about
the Pozhet annual workshop com-

‘ing up in November. As you may (or

may not) be aware, Pozhet is offering
scholarships for positive women from
out of town to attend the workshop.
This includes two nights’ accommo-
dation in a hotel near the workshop
venue. The scholarships have proved
to be very popular, so book in quickly
if interested. This year’s annual work-
shop is shaping up to be bigger than
ever. Some of the topics include green-
ing your home and saving money,
organising your life priorities and
super foods for immunity. There will
also be a jazz band and, again, a deli-
cious lunch. For more details please
don’t hesitate to call us.

Pozhet Freecall 1800 812 404

Any suggestions?

And finally, we will be developing
our calendar of events for next year
in the near future. We would love to
hear any feedback or suggestions you
feel would be good to include. All of
our events are based on these sug-
gestions, so please do keep the ideas
flowing. Our aim is to provide a space
for women and men to come together
in a safe and accepting environment.
We hold events for women only,
men only, mixed events for men and
women, and family events. You can
be included on our mailing list and
receive regular updates and journals
and you can keep updated through
our website: www.pozhet.org.au Our
national Freecall number is: 1800 812
404 and this can be accessed through
landline and mobile phones.

Communily Yoga Cass
Body Mind Life Yoga Centre
Level 1 55 Foveaux St Surry Hills
Ph; 9211 4111
Thursdays 7.45am
All Welcome

Cost: Donation
(give from the heart)

Come and enjoy

Talbshand R




Make friends with your hitchhiker
Elaine Smit

Let’s talk
about it
....HIV visibility
Campaign
2005

U Lin my tenth
year. L mean 've
spent this entire
time waiting to die.
This year has been
the biggest turning
polnt for me because
've reached the ten
years and U'm still
here and | show

no stgns of gotng
anywhere.
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24 September 2005 (interview extracts)

The choice was taken
away from me to tell
people...

I got the diagnosis on the 29th January
in 1996. 1 contracted HIV in the mid-
dle of 95. 1 had a boyfriend who I believe
knew he was positive. But, he kept telling
me he wasn’t and that he’d been tested a
few months before we started going out,
and he’d tested negative. I'd only had two
long-term relationships before this guy. I
found out in around 1997 that the whole
time we were together he was a male pros-
titute. All of his clients were male and he
wasn’t using protection with anybody.

The person who infected my boyfriend
apologised just before he died. He had
been living with this guilt. It was someone
that I’d not been a good friend with, but
we had a really good repartee with each
other when I was working at the bar. I
never blamed him: it wasn’t his fault. You
know, my ex, made his own decisions, he
made his own choices.

Before 1 even went for my test my ex
stopped coming around. He couldn’t
cope. He started telling everybody that
I was positive and that he wasn’t, and he
only went out with me because he felt
sorry for me. After I was diagnosed I told
one friend. There was obviously some-
thing wrong with me and I was crying all
the time. She came across as being very
sympathetic and I’'m there for you sort of
thing, and then she went running off and
told everybody in the room what I'd just
told her. So, that was pretty devastating:
the choice was taken away from me to tell
people. Within about a month everybody
knew that I was positive. I got some bad
reactions from people who used to be my
friends. People actually crossed the street
to get away from me. People, who used to
hug me, would shrink away in horror at
the thought of me touching them. Yet, at
the same time, there were people 1 didn’t
know very well who came to me and said:
“I'm here for you”.

I got very mixed reactions ...the good
reactions came from places I really wasn’t

expecting. Strangers would vell things at
me from across the street. It all came to a
head one Sunday afternoon. I was walk-
ing down the Corso, it was a beautiful
sunny day and there were families eve-
rywhere: I walked past a restaurant with
tables outside and someone threw a plate
of food at me. It hit me square in the chest
and then, not even ten seconds later, this
guy rode up behind me on his bike with a
surfboard and he hit me in the back of the
head with it and rode off. It really freaked
me out so I ended up moving. I couldn’t
bear to be there anymore. I was the butt
of gossip. I didn’t feel safe anymore. So I
left and dropped out of society.

It was a really dark time ...I couldn’t
actually look at myself in the mirror
because I didn’t see myself anymore. I
just saw this really distorted version of
me. I used to cover up the mirrors with
sheets and blankets. I felt I was waiting
to die. I felt like I'd been murdered but I
wasn’t buried yet. I was walking around
having this half-life. I had a counsellor
who didn’t help me very much. I was actu-
ally told that I had ten years to live ... she
perpetuated that theory.

Negotiating my
relationship wasn’t
easy ...

Meeting my long-term partner was
a huge step for me. I'd actually lost my
sense of my own sexuality. I felt dirty and
I shouldn’t be allowed to have sex. I was
under the impression that I wasn’t allowed
to have children. It just all seemed really
futile and pointless.

I met my partner in 98 and we’ve been
together for eight years. [ was quite healthy
when [ met him because I’d been going to
the gym and looking after myself.

When we first started going out he
told me he wasn’t going to use condoms
with me. He didn’t want me to feel any
different to any other woman. I would
actually avoid having sex. T would make
excuses to not have sex. I didn’t believe
that [ deserved to have a good relation-

ship. I did everything in my subconscious
to destroy the relationship. How he man-
aged to put up with me for the first four
years that we were together I'll never
know.

I met a couple of positive women who
don’t have sex anymore. One of them
hasn’t had sex for 15 years because she
cannot bring herself to open herself up to
aman. So. I mean I dread it if we ever split
up because I’d have to go through all that
shit again. Not only would I be a single
mother, I'd be a positive single mother and
to have to go through all of that dating
and explaining, I get exhausted just think-
ing about it.

A secret that | don’t
tell everyone ...

[ have this secret that I don’t tell every-
body. An example of that is the moth-
ers’ group that I go to. When my son was
born in 2000, when he was three months
old, the local baby clinic rang me and
said: “We’ve got a mothers’ group, do
you want to come along?” Isaid: “Yes”.
I was really scared of the mothers find-
ing out. Gradually I made really good
friends with a few of these women.
However, I constantly avoided meeting
them and going out with them. They’d
invite. me places and I wouldn’t go.
I’d make excuses not to go and then it
occurred to me one day; it was because
I had this secret that I was hiding from
them. I wasn’t being completely hon-
est with them. One day I’d had enough.
I thought to myself, I have such a great
deal of respect and love for these women
and I really want to be friends with
them, but I cannot keep this to myself
anymore.

At playgroup one morning I gath-
ered them all together and said to them:
“Could we get together tomorrow there’s
something I really want to have a talk to
you about?” Anyway we got together the
next day at the park. We must have been
there for about an hour and a half and I
finally worked up the courage. I said to
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At some polnt 'm going to have to tell my kids about it and [ don’t know how. How do { know when

them: “You’re probably wondering why I
asked you all here” and then I started to
cry. After a while I said: “There’s some-
thing 1 haven’t been completely honest
with you about for the last three years, I'm
HIV positive.” They went dead silent and
I couldn’t look at them. Then one of them
breathed the loudest sigh of relief and she
said: “Thank God for that, we thought
you were into network marketing.” We all
burst out laughing and it really broke the
ice. Then they asked me questions and I
told them a bit about myself and what
HIV was about. I came away feeling like a
million bucks because they accepted me,
and it hasn’t changed how they’ve been
towards me. They've told their husbands

8 October — November 2005

and they don’t treat me any differently.
They’re all very respectful of my life and
my privacy and they haven’t told anyone
else.

So that was a huge turning point for
me because I realised, after having lost so
many friends in the past, there were peo-
ple out there that would still accept me.

HIV changes everything
in your life. It affects
every single aspect of
your life.

HIV has become normalised. I don’t believe
scare tactics work anymore. We're too

numb. We see horror on the news: we see
horror on TV shows. I think now, it’s about
showing people the other side of HIV. Yes,
I’'m living with HIV. In fact, if this hadn’t
happened to me, God only knows what sort
of life I would have had. I wouldn’t have
these beautiful kids, I wouldn’t have this
fantastic relationship, I wouldn’t have any
of the things that I have. But, on so many
levels T cannot appreciate or enjoy these
things because there is always this level of
fear I live with. Having this thing hanging
over me where if I get sick, if I get a cold,
the whole time I’'m terrified. You know, is
this the point in my life where I'm going to
start deteriorating?

These days, it is no longer so much




they've ready? wWhewn do you tell your children? t still sometines struggle telling people close to me.

of a physical deal but it is still an emo-
tional parasite. It completely and utterly
destroys you emotionally. The fact has
not changed that there are still people out
there who will treat you badly because
you have HIV. There is still discrimina-
tion and that’s a global thing. I mean
there are countries in the world that I am
not allowed to go to. I have to lie to go to
these countries. You know, I can never go
on a reality TV programme; I can never
be on Survivor.

I’d love to be on Survivor... but, you
know what I mean, there are so many doors
that close in your face because of this one
little change in your physiology. Regard-
less of how well you live with HIV, it still

has such a great affect on your life. There
are so many areas where it has an impact. I
think we fall flat now because of the focus
on the medical side of it. HIV is the most
emotional disease. It has such an emotional
impact. You know it is so much more effort
to see the joy in life. It is so much harder to
make an effort to motivate yourself to do
things. Most human beings are emotionally
fragile to begin with and then you add this
into the mix and it can devastate you.

Telling my children
- how do | know when
they’re ready?

I’m at that point now that HIV is not the

first thing I think about when I wake up. I
don’t think about it too much during the
day and it’s not the last thing I think about
before I go to bed. But, at some point I'm
going to have to tell my kids about it and
I don’t know how.

[ mean that’s why we go to Camp Good
Time, so they’re exposed to talk of it and
eventually at some point they’ll either ask
me why do we go to camp, what is this
HIV thing that people keep talking about
when we’re there? How do I know when
they’re ready? When do you tell your chil-
dren? I still sometimes struggle telling peo-
ple close to me.




Living with HIV... how
do we do that?

The underlying message is that people are
no longer dying: we are living with HIV.
But, how do you live with it? Who gives
you a map? Who gives you support? Who
do you go to when you need help or a
shoulder to cry on?

’ve found two positive women who I've
become very close to. I can ring them at
2 o’clock in the morning if I am upset
and they can do the same to me. One
of them is a bit younger than me and we
complement each other. Having her in my
life has made such a difference because I
know that no matter how I'm feeling she
can empathise. She knows what I’'m going
through. There isn’t a single other person
on the face of the earth that I could say
that about, except for these two people.

I think one of the hardest things for a
lot of positive people is there are times
when you need nurturing. You go to some-
body you know and you end up being the
comforter because that person falls apart
because you’re upset. That’s happened
to me quite a few times. There are times
when you-just want somebody to hug
you and tell you everything’s going to be
okay. Peer support is important. It is up to
us as positive people to get off our arses
and give of ourselves. Be there for each
other especially in the heterosexual com-
munity. [ mean the gay community’s got
that, they’ve got that sussed. They sup-
port each other. The straight community
doesn’t have that as much and it needs to
be worked on.

I’ve reached the 10
years and there’s a
light at the end of the
tunnel.

I’m in my tenth year. I mean I've spent
this entire time waiting to die. This year
has been the biggest turning point for me
because I've reached the ten years and 'm
still here and I show no signs of going
anywhere.

The way the news was broken to me was
Imsorry you’re HIV positive, you've got ten
years to live and you can forget about hav-
ing kids. Those were the exact words. They
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rang in my head constantly. But, I'm still
here and I have two children, they’re both
negative and they’re both beautiful. I have
a partner who loves me and respects me and
treats me so well. The ten years in between
have been hell in so many ways. I wouldn’t
wish what I’ve gone through, mentally and
emotionally on my worst enemy.

I took HIV medication for about a
year and then I stopped taking it because
I wasn’t feeling well and within a week I
felt better. I now have to take medication
again because my t-cells are low. Medica-
tion has such an impact when it becomes
a necessity rather than a luxury. The deci-
sion now is to take pills and live longer or
don’t take them and get sick and die.

The fear is still there: what if they don’t
work? What if I become resistant to them?
It’s frustrating because I don’t look or feel
sick. But, I ‘m just tired all the time, not
just a little bit — ALL THE TIME!

I now have to take medication to keep
the light burning at the end of the tunnel.
I am looking forward to feeling better and
moving on again!

Most important
memories ... ’'m a
survivor. ’m living with
HIV.

I never want to forget the hard times
because they’ve shaped who I am. They’ve
made me the strong person that [ am and
[ have to remember that I am strong. It’s
very easy to get bogged down in your every
day life and forget that you can actually
cope. Some days you fall to pieces and you
don’t feel like you’re coping. So to actually
remember I’ve survived, 'm a survivor.
I'm living with HIV. Make friends with
your hitchhiker. Start a dialogue with your
hitchhiker: “Yes, you can come along with
me, but you’re not driving.”

For me, the most important memory is
of the bad times. I mean I still have them
but they’re nowhere near as intense as
they were. I don’t have those feelings as
intensely as I used to.

[ remember the birth of my children: the
differences and experiences that [ had the
first and second time. By the second time
I was no longer afraid that I was going
to have a positive child, because I knew

that T wouldn’t. Whereas the first time
even though [ was told 1 wouldn’t, I still
had the fear that it was going to happen.
Remembering all of the difficulties in the
initial years of my relationship with my
partner. A lot of it is about remembering
the bad stuff because when you remember
how bad it was back then and you look at
how things are now, they’re nowhere near

as bad.

Facilitating change
for positive women ...
you can’t control your
status but you can
control your quality of
life

I’d like to be part of facilitating change for
women but I guess I have to really under-
stand what it is that needs to be changed.
I need to understand what the issues are
for women, what we need. But it can’t just
be me. Other women have got to step up
as well. They might think: “ I do not want
to be the public face of HIV but, this is
what I can contribute.” It’s so cathartic to
get involved. The message we need to get
out to women is: you can’t control your
status but you can control your quality of
life.

We all want a safe space to get together
and somewhere that’s child friendly. Rather
than making it all HIV positive related,
give us some other things to focus on that
have relevance to our real lives, our day-
to- day lives. I mean [ went to a time man-
agement workshop and it was fantastic. It
wasn’t about HIV but day-to-day living.

Alot of us don’t want to talk about HIV
all the time. We want to get together and
be normal. None of us feel good about
ourselves if we’re constantly reminded
that we’re HIV positive. Make it women
focused rather than HIV focused.

HIV visibility

Getting involved with the hiv doesn’t dis-
criminate campaign in 2002 was definitely
another good step towards the building
of my self-esteem. There was no nega-
tive fall-out from the poster or postcard.
In fact, whenever | went and did talks I
took the postcards with me, the kids came




up and asked me to autograph them. It
was really touching that I'd had such an
impact on these young people, that they
actually wanted a memento of me... for
that moment in time it was really empow-
ering.

[ think it’s important for me person-
ally to be out there, to be visible because
there is such a huge burden of shame that
comes along with being an HIV positive

"

woman. [ personally want to get rid of the
shame.

Still, after ten years, positive people live
with the fear that other people are going
to find out. I want to make people think,
just for one minute, about something as
serious as HIV, how it affects people and
that it doesn’t change who they are ...it
doesn’t change who [ am.

There is still a huge level of ignorance.

But, the thing that frightens me more
than anything else is the huge level of
complacency now. “Oh it’s alright, peo-
ple aren’t dying from HIV anymore, it’s
not as bad as it used to be.” That pisses
me off because the nature of the beast
has not changed. 1 feel now is the time for
me to come forward and slap the world
in the face.

photographs: Jamie Dunbar
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The underlying message is that people are no longer dying: we are Living with HiV. But,
how do you Live with it?2 who gives you a map? Who gives you support? Who do You go to
whewn You need help or a shoulder to cryy on?

Let’s talk about it ....HIV (in) visibility

The visibility of the lived experience of people with HIV in the last eight years is very limited. This invisibility has resulted
in a number of misconceptions concerning the realities of living with HIV within the broader community and of the place
of HIV in the lives of positive people — that is, the personal, social and everyday details.

This is why PLWH/A (NSW) in the coming six months will initiate a series of workshops and other activities that look at the
contemporary experiences of people with HIV. If you are a budding author, artist or just want to get something off your chest
(sending in a story, doing an interview, or being part of a workshop) contact Kathy on 9361 6011 or email kathyt@plwha.org.au
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lan on his new found optimism after treatment success

For some time now we have all
been hearing and reading about
many people who say that there
are not enough ‘good news’ sto-
ries being told about living with
HIV.

Well, I reckon that my personal experience
may help to right that impression.

I have been positive for twenty years now,
and I’'m no stranger to bad news regarding
my situation. But for me, the tide seems to
be finally turning. Let me share this new
experience with you:

I first began taking medication in 1986.
At that time my prognosis was not good
and I had been given only six months to
live.

One day, not long after [ had received this
terrible news I received a phone call. It was
my GP who asked me if [ was interested in
being involved in a trial of a radical (for
the time) drug. The drug was called AZT.
Without hesitation I agreed, my rationale
being my belief that I had no other option,
and also that I felt that any research gar-
nered from me would some day prove use-
ful to others further down the track. Also,
amidst all the death about me, which I had
to find a way to cope with, I prayed that I
would not become one of those statistics.

So, AZT... In that original trial we were
given a massive dose of the drug— 1000mg
daily if my memory is correct, and not a
lot of the original participants survived.
Fortunately I was one of the lucky ones
who did. I was, however, left with very
few CD4s. I had only between 3 and 10
CD4s and I struggled to survive using one
drug or another to keep me going. Then
anti-retrovirals appeared on the scene and
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an avenue of hope opened for me. I was
offered to trial most of them, and as my
body rejected or became immune to one
drug after another, another new drug
would emerge and give me enough oomph
for continued survival. Sometimes CD4s
and viral load would see-saw and for ten
years or more I got used to having hopes
dashed after every one.

There was one trial (I don’t remem-
ber which combination it was), when
I was told my viral load became unde-
tectable, and my CD4s had reached the
dizzy heights of just over 100! How well I

| do feel my core
strength is growing
pack week by week

remember the elation I felt at hearing this
news. [ felt saved. I was a survivor!

My doctor couldn’t believe the news,
and so I had another blood test soon after,
and when those results came back, my
euphoria was replaced by despair. I had
lost most of the T-cells and the viral load
was over a million.

So it was back to the grind of one trial
after another. Each one offered new hope
for optimism, and gave me enough strength
to enable my survival. But none of them
had the desired effect of decreasing my
viral load or increasing my CD4 count for
longer than a few short weeks.

Then came 2002. I learned that I had
serious heart disease and that I needed a
heart valve replacement and a triple artery
by-pass. I was fortunate in that, even in
my otherwise compromised state, I would
be placed on a waiting list for the surgery.
Given only a 50/50 chance of survival [
underwent the surgery in June of 2003.
The stress this left me with compromised
my body even more seriously and I began
to deteriorate rapidly. T seemed to be in
and out of hospital every other month. I
had pneumonia three times — one episode
of which put me in intensive care for five
days with a full body organ shut-down.
Another time I suffered kidney failure and
was put on dialysis for a week. A horrible
experience on all occasions!

In March 2005 1 was offered a place on
another trial of a drug called CCRS. This
was to be a random blind trial so there
was no assurance that I would receive the
actual drug. It also involved three other
anti-retrovirals, Kaletra, 3TC, and T20.
I had tried T20 as part of a trial when it
first appeared, but could not tolerate the
twice daily injections, which were not hav-
ing much effect on my bio-chemistry.

However, with rapidly failing health,
and me feeling like crap every day, and
with only 9 miserable T-cells and a viral
count of just over a million, I decided I had
nothing to lose and signed up for the trial.
The initial screening process and conse-
quent hospital visits to see whether I was
appropriate for the trial were a bit of an
ordeal. However after the first 10 days or
so, [ began to notice I was feeling stronger
and was developing a vitality I had long
ago forgotten.
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After the first two weeks a full blood
screen was called for and I duly went
along. I had my blood taken, let myself be
poked and prodded, and answered the per-
functory 30 questions.

[ am used to these kinds of test results
taking about a month to filter back to me,
so I was surprised when one afternoon I
got a call from the doctor who was super-
vising the trial. She was in a state of great
excitement. ‘lan’, she said. ‘It looks like
you are getting the actual drug as your
CD#4s have risen to 18 and your viral load
has dropped to around 25,000 copies.’
Remembering how my excitement and

Bob of Darlinghurst changes his
HIV pill regime to the new 'one-
pill-per-day’, and gets spare
room in his bathroom cabinet
for the first time in 20 years.

optimism had been dashed so many times
before, I apologised to my doctor for not
sharing her initial enthusiasm, and took
the news with a grain of salt, saying that if
in a month those results still held, I would
allow myself to feel more positive.

I have now been on the trial for 4 months
and I just keep feeling better and better.
I still have many other health problems
associated with my long-term survival, but
I do feel my core strength is growing back
week by week. And boy, it feels good!

The sky suddenly seems bluer, people
annoy me far less, and having energy that I
thought I would never feel again has really

turned my life around. I now go to extra
lengths when cleaning my flat and make
sure that all is spick and span, when, for
the last few years, just doing enough so
that things didn’t look too shabby has
been enough. When I cook my dinner
now I will take the extra time to do more
than just throw a few things together that
will give me adequate nutrition, and will
even put a garnish on a meal I might have
taken particular trouble in preparing.

I recently had a killer cold that made
me feel really rotten for almost three
weeks and felt sure that the progress
I have been making would all come
unravelled. So my latest test results were
awaited with some anxiety. Pre-cold, my
viral load had shrunk to only 1400 cop-
ies and my CD4s were up around the 150
level — more than I have had in probably
20 vears! When I got my latest results I
was so happy to see that my CD4s had
increased yet again to 186, the fact that
my viral load had increased to 6200 cop
ies did not deter me from letting mysel
feel good. After all, there is always next

month, and I am learning that this tim:
[ might, just might, keep on getting bet
ter and better. And if not, well — it ha
been a joyful experience to feel a sensj
of strength, vitality and optimism that
thought was long forgotten within me.

HIV/RIDS Legal Gentre Incorporated

FREE LEGAL ADVICE

HALC provides free legal advice,
information and referral to people living in
NSW with an HIV related legai problem.

To make an appointment please call us on

02 9206 2060

All information is kept strictly confidential

9 Commonwealth Street,
SURRY HILLS NSW 2010
Freecall 1800 063 060
Fax (02) 9206 2053
Email halc@halc.org.au
10am to 6pm Mon to Fri
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Four HIV
positive gay men
talk about pos

- pos sex and
relationships

or sero sorting
(like most

things, if you

do it someone
will find a name
for it). While
some positive
men see sero
sorting as one
way to minimise
the risk of HIV
transmission,
and others think
it just makes
life easier,
some still find

it potentially
problematic:

I’ve been positive for 11 years, and known
about it and been on combination therapy for
8 years. I've had both positive and negative
partners. There’s always that minor thing, that
slight sliver in the back of your mind that the
person you care for, the person you love, might
become positive because of you. I know I'm
undetectable and talked to people, and they’ve
said it’s less likely to happen, but there’s always
that small chance.

Negative men then and now
The negative guys I've encountered are very
well informed. It seems to be a non issue with
them, and they don’t even bat an eye. I had a
guy who wanted to be my partner, eight years
ago But this was shortly after I found out I was
positive, when I had 18 months of feeling like a
leper. It was a different era, and there was still
a question mark about combination therapy. It
was nothing to do with him; it was more about
coming to terms with HIV.

Another guy from work was very keen on me.
I told him I was positive, and I have never seen
anyone run so quickly. But that was also eight
years ago. Luckily there is a greater understand-
ing now. A lot of negative guys have a positive
friend, and they see their friend living well,
and they see that something like PCP is not the
killer it was. There is definitely a greater under-
standing out there in the community.

Disclosure

In the initial month of getting to know each
other there is that feeling of I have to have ‘the
chat.” On Gaydar if someone’s written ‘needs
discussion’ or ‘sometimes’ next to safer sex,
I think you’ve got a 99% chance they’re posi-
tive. It’s kind of code for saying ‘I'm positive
and I’d prefer to play with other positive guys.
Maybe Ill play with negative guys but I'll use
a condom then.” Before we have the encounter
I’d say ’m positive. It’s more comfortable. And
you have been honest with each other.

Assumptions

When I was with my last partner, 9% of the
gay world would have thought he was positive,
and I was negative. He was physically fit, but
had a gaunt face. But he wasn’t positive. Lipo-
dystrophy was such a mark of being HIV+.

Positive men
There is a bit of a closer connection between 2

positive people. Maybe you have the same ques-
tions, and fears about the future. It does bring
your own mortality into the forefront. Some-
times it’s on an intuitive level, an understand-
ing, and you don’t even necessarily have to talk
about it. That’s part of the closeness you share.
You can relax. Even on a casual basis I'd rather
hook up with a positive person.

You’re both attacking life from the same
angle: We need to exercise, keep well, get some
rest. My energy levels are lower than some-
one else my age, being on combination ther-
apy. The only side effect I have is feeling more
tired than I should. Someone who is negative
and the same age will have higher energy levels.
The two positive people, if you’re both tired,
then you can curl up together. We’d have sim-
ilar lifestyles. And I’ve had that. With one or
two negative guys I've gone out with, I've been
exhausted on a Friday night and they wanted to
go out ‘til 3 in the morning.

That’s not to discredit that there could be a
beautiful bond between a positive and a nega-
tive person.

Meeting other positive men

It can be reasonably hard to meet anyone for
a relationship. You don’t really want to hit
the bars. Gaydar is 99% for sex. It’s a bit one
dimensional, although I'm sure some people
have met partners. I'd rather be out somewhere
and lock eyes with someone and actually talk
to them.

So you go Ok I want to meet someone, but
you’ve got to find someone else who also wants
someone. This is where I find it a little bit hard.
I’m a happy gay guy, who happens to be HIV+.
Where do you meet guys who haven’t had the
life sucked out of them, who are in a little more
settled down mode? It probably #s hard.

Still a journey

I've spoken to 3 people in the last couple of
months who have just become HIV positive.
It is still quite a shock for them. It is a mor-
tality pill. How did I get this? Why? How is it
going to affect my health? How am I going to
tell my family? It’s still a journey, very individ-
ual, which takes time to digest. They’re in that
mode of not wanting a relationship. You’re just
coming to terms with it yourself.

The fact that I've been there for 8 years means
I’'m living proof that they’ll be OK. You can be
healthy, happy and have a life with all its dra-
mas and concerns.




Mark

I’ve been positive for over 20 years. Sex
and /or a relationship with a positive
man is the only sort I'd entertain the
thought of these days. My first relation-
ship was with another positive man, and
that lasted for over five years. About
five years later I got into a relationship
with a negative guy, and that lasted for
two vears. He was a lovely man but for
the last 12 months (it was an open rela-
tionship) [ never climaxed. Our sex was
a once a weeker, Saturday night, same
routine. | was conscious of the fact I
was positive and he was negative, and 1
felt responsible for the want of a better
term. I knew I could have better, or more
open, or dirtier sex (whatever) with
another positive man. There are restric-
tions with a negative man. I don’t think
I really relaxed during sex with my nega-
tive partner.

Discrimination?

I’m fairly up front about my positive sta-
tus, especially in cyberspace. A guy chat-
ted to me and when he said he was nega-
tive, I told him I wasn’t interested. He
said T was discriminating against him
because he was negative, and thought
I was a pos nazi. Although he really
attacked me, I did see his point. And so
I probably miss out on sex and relation-
ships with some great people. But ulti-
mately I know I’m not going to be happy
in a relationship with a negative man.

Meeting and disclosure

[s it easy to meet positive men? [ don’t
think it’s very easy at all. People seem to
have issues, particularly in cyber space,
with not telling the truth. They put
‘safe sex always’ and you know because
you’ve had sex with them that that isn’t
always the case.

You should never assume when you
see someone having unsafe sex in a sex
club that they are positive. And the same
applies to Gaydar.

Now I’'m more conscious of people’s
status. Disclosure is a difficult thing. I’ve
narrowed it down mostly to my regulars.
And normally I know people are posi-
tive, maybe through discussion on the

internet. If I met someone I didn’t know,
and had never seen before, I'd say I'm
positive, and I'd prefer not to use a con-
dom, and if they say no, that’s fine.

Intimacy

My personal theory about sex is it’s our
way of getting close to someone, whether
for 30 minutes, or curling up with your
lover. It’s about intimacy. The whole pos
pos thing is about connection. I've heard
about STDs in recent times, and there
seem to be more risks. 'm 43, and T've
had an STD 4 times in my sexual life,
but twice in the last 5 years. But that’s
factored in. When I was more sexually
active, I'd get a check up every 6 months.
And then of course if you’ve got suspi-
cions, like I did those last 2 times, I’d get
it checked out.

It’s just that you can be a lot freer in a
relationship, and you feel you don’t have
to take up all the responsibility in the
relationship sexually.

Paul

I was diagnosed 2 years ago. Rightly or
wrongly (and I think it is rightly), the full
range of human emotions and instinc-
tive urges comes before reason and rules,
at least as far as desire goes.

Dangers?

If enough pos people decide to adopt a
rule of sero-compatible sex, there is a
real danger that it will become a norma-
tive ‘moral’ stance. | worry that it could
become a case of what one ‘ought’ do.
This sounds extreme, but prejudices in
society form through mechanisms like
these. When a practice becomes com-
mon enough it can involve peer pressure
(kids in school yard: Look at her, she
doesn’t have a mobile phone.... we all
do...).

It’s like the Romeo and Juliet thing.
Norms can creep in. Say you’ve got a
discussion group, and an articulate per-
son says I only have sex with positive
partners, and that wasn’t challenged.
Socially, I think it’d be sad if this ghetto
started. It’s a bit like a Christian saying
they’ll only have Christian friends.

Derek

I’ve been positive for 16 years. All rela-
tionships have their own challenges, but

there’s a similarity of experience between

two HIV positive people. They know
where you’re coming from. I think there
are subtle and not so subtle aspects of
being a minority within a minority, and I
don’t really think negative people have a
handle on how having an HIV diagnosis
is played out. I also think there are real
issues that go along with a long term
positive diagnosis. There have been so
many changes, coming from that space
of expecting to keel over, to where there
is now a significantly better prognosis. I
think negative guys don’t get all that.

Feelings of infectiousness

[ still feel'an element of ‘dirtiness’ with
sex. Maybe this is my projection. It’s a
bit like seeing infected blood and want-
ing to see it cleaned up. 'm aware of my
potential to infect another person, and I
have a heightened sense of awareness of
this when I’'m with a negative person.

Condoms

For me, within a long term relationship,
there needs to be an agreement there’s
no unprotected sex outside the relation-
ship. I'm not willing to wear all sorts of
other STTs, and that’s something that’s
new for me. If 'm in a negative positive
relationship there’s definitely no throw-
ing away the condoms.

Meeting other positive men

Is it easier to meet other positive men?
Certainly not here in rural NSW. The
whole rural experience is one of a minor-
ity within a minority. If ’'m online on
Gaydar and I see there are 1200 people on
line at one time in Sydney, I feel I want to
be in a place where’s there’s potentially
1200 people I could meet. This is why
Planet Positives are so important. Even
if it’s one bloody night, I want to be the
majority. Even though we might come
from disparate backgrounds, there’s that
commonality of experience.
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Thinking about- travelling overseas?

Up, Up and Away: tips for the positive traveller has information on

Talking to your doctor  ~ — ; A
vaccinations :

insurance

reciprocal health agreements

what to do in an HIV emergency

entry restrictions to a range of countries

carrying and posting medication

travelling with needles and syringes

food and beverages |

useful websites

If you would like a copy
phone 9361 6011 or email: admin@plwha.org.au
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HIV Futures 5
Life as we know it~ Coming This October

The HIV Futures Survey is about all aspects of living with HIV.
HIV Futures is an important project - It lets community organisations, services for PLWHA, doctors and government know
what it’s really like to be HIV positive. It is about the experiences that PLWHA share and the diversity of real lives.
The survey is anonymous and you can take your time to complete it. Make sure your experience counts.

Let us know what HIV is like for you.

HIV Futures 5 will be online and available everywhere on October [8
You will be able to complete the survey online at www.hivfutures.org.au
If you would prefer a paper copy of the survey, please contact us on the toll-free number 1800 064 398 or
ask at your focal AIDS organisation or doctor.
HIV Futures 5 is a project of the Living With HIV program at the Australian Research Centre in Sex, Health and Society,
La Trobe University, and is funded by the Commonwealth [epartment of Health and Aging.

The Principal Investigator on the project is Dr Jeffrey Grierson
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Jason Appleby

Dkay, so before | start; a brief
aveat. I’'m a bit of a geek. Or
erd. If you were polite, you'd say
was overly interested in really
ninteresting aspects of biologi-
al science. If you were impolite,
you’d say a lot worse.

he staff here at PLWH/A have
old me to keep it ‘real’. But see-
ng as | am both a gay man living in
Darlinghurst and unable to watch
elevision shows such as Dr Phil
or Oprah, | may have difficulties in
keeping to that succinct mission
statement.

I recently received the opportunity to travel
to Hobart and attend the annual confer-
ence for the Australasian Society of HIV
Medicine (ASHM - also pronounced ash-
em; held in August this year) for PLWH/
A and got to ‘value-add’ the experience
by also attending the Australasian Sexual
Health Conference.

Conferences are interesting places to
go to. The ingredients themselves sound
like they could be the synopsis of a Hol-
lywood blockbuster. Besides a strange
location (Hobart — and it was strange to
me!) you also have the combination of a
strangely dedicated and focused group
of people (the conference attendees), an
exceptionally diverse and heavy academic
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programme (the conference material), and
heavily organised social events. Both the
conferences had fairly large attendances.
A brief estimate on Wednesday (when both
conferences ran at the same time) yielded a
result of around 1000 conference goers.
Now besides your S100 prescriber (the
doctor who helps you manage your HIV),
there were plenty of nurses (mainly sexual
health) and other clinic workers (health
promotion etc) in attendance. There was
also a relatively large turnout from Allied
Health workers too (physiotherapists, psy-
chologists, social workers) as well as scien-
tists. Drug company representatives attend
in profusion (I'm yet to discover the good
name for a group of drug company reps;
someone suggested a pod and are often
eye catching due to a brightly coloured
vest or the presence of a badge with flash-
ing lights.

DUMMIES’ RULE NUMBER ONE:
CONFERENCE NAMES SOUND
BORING; RE-NAMING THEM
MAKES FOR GREAT DINNER
PARTY CONVERSATION

After explaining to friends/family/stran-
gers several times about the conferences,
I’d quickly worked out that telling people
the full names of the conference sounded
both boring and maybe a bit pretentious.

Gmde to

After the slightest modicum of thought, I
settled on pithy (and what I thought were
more amusing names) for the conferences.
I quickly renamed the Sexual Health Con-
ference “What NOT to do!” and ASHM
‘What happens when you don’t do it
right?’

This rule is great preparation for the
essential skill of ‘small talk’ which hap-
pens repeatedly and frequently through-
out any conference. Fortunately, most
conferences (this one included) encourage
delegates to wear name badges at all/most
times, which can really help you if you’re
bad with remembering names.

DUMMIES’ RULE NUMBER TWO:
KNOW THE LAY OF THE LAND
This was my first trip away from the main-
land of our fair nation. Which is to say,
that as a traveller my experience is pretty
much limited to reading about the travel
experiences of others..

After checking into the hotel after 10pm
on a Sunday night, [ proceeded to amuse
the reception staff (not for the first time no
doubt) by asking the location of the near-
est place to get something to eat. Imag-
ine the poor city boy’s response when told
there might be something a couple of ‘kilo-
meters down the road!” [ ended up find-




)
Q
0

i =
N

=k
&
1]

e
-
[ o

<=
<
S

i

L

2l

he

RS NSW]

A
2o U

¢ \with [-I\V//

-

Vi

ople i

NE

A DSP Review now referred to
by Centrelink as a Medical
Service Update, can be a
confusing and unsettling
process. In a focus group with
people with HIV, participants
discussed their most recent
experiences of a DSP Review.

Although individual experiences
can be quite different,
participants agreed there are
some common key points

that people should bear

in mind to help them through the
process especially if they

have not experienced a

DSP Review before.

This factsheet offers information
and some practical tips on

how to better understand

the DSP Reviews.

John: I found myself having to do a bit of
research first. To find out exactly what
criteria I was being assessed against before
I filled out any forms. I read it off the net
(go to www.centrelink.gov.aw). I was fishing
for hours. On the Centrelink site you can
get information on eligibility criteria and all
that sort of thing.

Robert: The biggest fear for me was that
feeling of all or nothing. If you fail the
interview you get nothing; if you pass you
get it all. One person makes that decision.
That wouldn’t be such a big issue if there
were options for people in my position-
studying. Hopefully after I finish my course,
I will get off the pension and get into a job.
But at the moment there is that transition
period. Having gone off the pension
previously it wasn’t fun trying to get back
on it again. I have to be sure that there is
something in place to see me through that
transition period.

There’s nothing at the moment in terms of
what’s offered to get people off the pension
on a voluntary basis. I guess the whole
review process wouldn’t be such a big deal
if there were a structure there. If they
made it easier to get on and off the
pension, I think they’d probably save
themselves a lot of money.

Surviving the Centrelink

OSSP Review




onsider yourself to be
an ‘educator’: you

ave to describe in as
uch detail as you can
the impact HIV has
ad on your life, as the
terviewer will have no
necialist knowledge of
HIV, treatments and
their side-effects.

reviously, most DSP recipients were

medically reviewed every two to five
years though this doesn’t seem to have
been the norm for most HIV positive DSP
recipients until relatively recently.
Centrelink is now moving from the two to
five year review system towards an
automated system of Service Profiling
where DSP recipients are selected for
service update (review) at random,
dependent on pensioner profile.

Service Profiling Medical Service
Updates (which is what these are called)
work on the basis that a form is sent to
you asking a range of questions relating
to illness, disability, education, assets
and income. It also includes a section
for a GP or specialist to fill in. You have
91 days to return the form and an
additional 21 days for the reminder.

This contact is a mail contact and
doesn’t require a face-to-face interview
though Centrelink may call you in for one
after they’ve received the information.

Not everyone is reviewed. People who
meet Gentrelink criteria for very severe
impairment are excluded.

Neil reflects: Well I'd gone 11 years
without being reviewed. I started
doing volunteer work and then all
of a sudden I was reviewed. After
11 years I really wasn’t expecting
it. I was sent forms to complete.

I was told that they were going to
continue the pension. However, the
letter I got was quite menacing,
just the way it was worded. I've
been nervous ever since and that’s
what’s made me afraid of
Centrelink. I didn’t realise the
power they had to control my life.

... I feel I have to stop my
volunteer work and my Mobility
Allowance because I don’t want to
draw attention to myself.

Other Centrelink
Reviews

hese apply to everyone on Centrelink

benefits. They're initiated by a partic-
ular event, occurrence or Centrelink
query. For instance they can be initiated if:
» You have not declared income
» You have under declared earnings
» Centrelink decide to check your

income and assets (which

happens periodically)

Have a significant change

in circumstance

Centrelink doesn’t have enough

current data on you to make

a decision

During an income and asset or payment
correctness review, the three all import-
ant questions that a DSP recipient with
HIV might expect to be asked at the end
of an interview to check income and
assets, or identify un-declared or under
declared income are:
» Do you receive treatment for your

disabilities, illnesses or injuries

(eg medication, physical therapy,

counselling)?

Do you think your medical condition

is improving?

Are you managing your

symptoms better?




Depending on how you answer these
questions (and how the rest of the
review goes) Centrelink may order a
medical/ work capacity review. They can
be tricky questions and that is why it is
a good idea to take someone to the
interview for support and to help you
with your answers.

Brett: In my experience there are
a lot.of traps in the forms. I got
the sense that they were asking
the same question two or three
times but worded in different ways.

As soon as the interviewer touches
the computer key that response
can be your whole life. The person
interviewing me asked: “What’s
your condition?” I said: “Well what
do you mean?” He said: “Are you
getting noticeably better?”

I replied: “Well no I'm static.”

And he basically said, without
saying it, don’t say that you're
getting better or you're going to
have to go off the DSP. He then
said: “Are you still on medic-
ations?” I said: “Yes definitely?
I'm not going to wake up in the
morning and the HIV has gone.”

Richard: I ended up on the DSP at
the end of July last year, just over
a year ago. A letter came 12
months after I'd been on the DSE,
maybe because I was studying. I
also got a small scholarship to go
to University, which I told
Centrelink about. That may have
triggered my review. And yeah,

1 was uneasy about it.

Brett: I worked for a while and
went off the pension completely
for about 18 months. I tried to get
back on the pension and the
process was hell. So much so that
it just would scare the shit out of
me to even want to have to go
through that again. I don’t think
T'd want to. Any talk of there’ll be
a review scares me. I am studying,
so I was expecting to get a review
eventually. I was expecting it and
expecting it and expecting it and
eventually the letter turned up.

How do you prepare for
the DSP review
interview?

eing prepared may help you cope
better before and during the interview.

Make notes before your interview about:
your daily routines, your energy levels,
your previous treatment regimes and the
associated side-effects, any other
medications you may have had prescribed
by your GP and details of all your health
issues over the previous 12 months. Take
these notes to the interview with you along
with your treating doctor’s report so that
you can refer to them if necessary during
the interview. Relax as much as possible
before and after the interview.

Make notes before
your interview about:

‘your daily routines,

your energy levels,
your previous
treatment regimes an(
the associated side-
effects, any other
medications you may
have had prescribed
by your GP and detai
of all your health issug
over the previous

12 months.




Brendan: The
interviewer did not
have much of an idea

about HIV and
treatment side-effects.
Do not take anything
for granted or

Assume anything when
you’'re talking to them
bout HIV. You do have
to be an educator.

This is how Peter, Richard, Neil and Tim
prepared for their review:

Peter: Going to my doctor was the
first step. There were two docurnents
that we had to complete, to bring
to the interview. The one the doctor
had to complete was a mini book-
let. The other one was a booklet for
me to complete. It was quite lengthy.
I was quite freaked out about it
until I took it into my doctor. It's a
big ask to walk into a GP these
days and ask: “Can you spend

15 minutes to fill out this form?”
But he was great and after that

I wasn’t so freaked out about it.

Richard: When I got the letter I
thought I'm going to have to go
and get a doctor’s report. In fact
they were only after financial
stuff. They wanted bank details ...
the most recent statement. I
thought I don’t want them seeing
everything I've bought. I just
printed out the last week of my
bank statement off the Internet
and that was okay. Once again he
accepted that however another
interviewer might not.

Neil: Get some emotional support.
See your doctor. I see my social
worker. It’s important to get
support from somewhere.

I got my doctor to fill out the
forms. The reviewer ...had a folder
with all these tick boxes. I said
look there’s no way you're going to
be able to assess me in the time
that you've allocated, here my
doctor has done this. I threw all
the paper work down and he
flicked through it and said: “Okay,
we’ll be in contact.”

Tim: Keep records of everything,
T've got a whole file full of
Centrelink stuff. Photocopy the lot
and then file it. If they come back
to me a couple of years later, at
least I can refer back to see what
I’ve done, what I've sent to them
in the past.

I take copies and records of my
reviews and I go back over them
and make sure I'm consistent with
what I've been saying.

At the interview
—what happened?

he emphasis of the Centrelink

‘reviewer’ is to focus on your “ability
to work” rather than your “disability”. In
the interviews they ask about what you
can do rather than what you can’t do. It is
important to be honest and give as much
information as possible on your daily
routines and explain how HIV impacts
your daily life.

The interview may seem intimidating
especially because of the letter you have
already received advising you of the
need to have a review. Most people think
they are about to lose their pension
rather than it being a way of Centrelink
“checking in” with the client to see how
they are doing!




This is how Brett and Rodney expressed it:

Brett: From their point of view,
their job is to get as many people
back into the workforce as they
can. Because I was studying full-
time (20 hours a week) the
interviewer asked why couldn’t I
work 20 hours a week? I'm not
going to lose my place at TAFE if 1
don’t show up one or two days
because I don’t feel well. Studying
has more flexibility. I would lose
my job if I called in sick too
often... that's the basic truth of it.
DSP is my fallback. If I stuff up
my study, well it doesn’t really
matter at the end of the day. I'm
still going to have some money
coming in.

Rodney: They focused on my daily
routine. She said: “What do you
do?” I said: “I sleep.” She replied:
“Ig that it?” I said: “That’s about >

The system is geared up wrongly
in that people are scared. Their
motive, presumably, is to help
people to get on with life. But the
system in practice is geared up soO
that they don’t give you enough
comfort zone or fallback. If you do
a bit of volunteer work, a bit of
study, do some part-time work you
cut your own throat.

The reviewer is not a
doctor let alone an HIV
specialist - it’'s a
bureaucratic process,
not a medical process.

People with HIV found they had to be
an educator and not to take anything
for granted when they were talking to the
Centrelink interviewer about HIV.

Brendan: A couple of years earlier
my encounters with Centrelink had
been fairly good because there was
a, dedicated person to look after
people with HIV. Now a reviewer
comes in especially to do it and
that freaked me oub. It’s very
bureaucratic and they know
nothing about HIV.

You do have to be an educator
because they are contracted to do
a job for Centrelink. They have no
interest in the disease itself. I was
the sixth interview for the day.
She’s just going through the
motions of doing the interviews.

Richard: It’s really going to depend
on who you're sitting there facing
isp’t it? If they’re empathic it’s
going to be SO much easier. And
some of them do seem pretty
courteous but then some of them
can be discourteous.

If you are feeling in a
way anxious or
nervous about the
interview, ask
someone to go with

you who may be abl
to remind you of thin
you may otherwise
forget to mention.




Above all it is
important to
remember, in any
interaction with
Centrelink, that you
have rights (as well as
responsibilities!)

and these are
described variously in
the Centrelink
Customer Charter
and the Centrelink
Appeals process.

Neil: There was something on the
form I recall about extra space for
the doctor to write something. So, I
sat with my doctor and we talked
for a few minutes about what we
should write in that space. Just to
provide extra information about
HIV and the way it was affecting
my life.

You've got to asswme that they
don’t know and that they're going
to take the official stance. For them,
inevitably, your response turns into
a tick or a cross on the form.

Final word: How can the
process be changed?

lients reflected on the importance of

Centrelink providing information for
people on what to expect in the review
process. This information could be sent
out with the initial forms.

They also found that the forms need
more space. They do not allow room to
elaborate on the complexity of HIV
treatments side-effects and multiple
diagnoses if necessary. You need to be
prepared to talk about this at the
interview. The forms are not “user
friendly” and it can be hard to work out
how best to answer some questions.

Ask someone to help you (eg BGF,
CSN worker or ACON counsellor,
your treating doctor or someone
who has been through the review).

Peter: Well maybe we need to look
at things that can help make the
system easier for us. And that
would be anything from creating a
buddy program ...someone who
could go to the interview with you.

Richard: A summary handed to
you at the end of what we've gone
over in the review, would be a
fantastic thing. Maybe a checklist,
for example, giving us a time
frame. ...like they’re going to write
to you three weeks after the
interview.

Tim: My review, from the day I got
the letter saying I was going to be
reviewed until I found out was six
or seven weeks. It did impact upon
my health. My viral load went up,
my t-cells went down. I was sick.
My health went substantially down.

John: We need support and
information. Otherwise you feel
like you'’re in the dark.

And even if I'm having a really
lousy day I try to make it as nice
and courteous and polite as I can.
It makes a difference, it does.




Key points to remember in preparing for the DSP
review interview:

) 4

>

Consider all the health issues you have faced in the last five years that are
directly related to HIV.

The role of your GP is central in the review process. See your GP before you
go for your interview so he/she can talk you through your health issues and
if necessary give you notes and relevant copies of results to take with you.

Highlight the side-effects of your HIV treatments as well as issues such as,
depression, anxiety and disrupted sleep and include all other medication
you may be taking.

Consider yourself to be an “educator”. You have to describe in as much
detail as you can the impact HIV has had on your life, as the interviewer will
have no specialist knowledge of HIV, treatments and their side-effects.

Write notes about all of the above and take them with you to the interview
along with your doctor’s report so that you can refer to them if necessary
during the interview.

Write notes during the interview so that you have a record and you can refer
to them later.

If you are feeling in any way anxious or nervous about the interview, ask
someone to go with you who may be able to remind you of things you may
otherwise forget to mention.

Get as much advice and information from PLWH/A (NSW), BGF, ACON or the
Welfare Rights Centre (the contact details for these organisations are listed).

If you disagree with any decision as a result of the review or are unhappy
with any part of the process you have the right of appeal. You will need to
lodge any complaint or appeal with Centrelink but you should also consider
contacting the Welfare Rights Centre, as they will be able to offer good,
practical advice.

Keep photocopies of all letters, forms and information you have been sent.

Send forms by registered mail. If you deliver your review records in person
to Centrelink make sure you get a stamped copy for future reference.
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Contact details for further
information:

@ People Living with HIV/AIDS (NSW)
A non-profit community organisation representing
the interests of people living with HIV/AIDS in
NSW. @ (02) 9361 6011 or Freecall 1800 245 677
Bobby Goldsmith Foundation (BGF)
Positive Futures: Providing support and
assistance to people living with HIV considering a
return to work/study. @ (02) 9283 8666 or Freecall
1800 651 011 or visit www.bgf.org.au
AIDS Council of NSW (ACON) A health promotion
organisation based in the gay, lesbian, bisexual
and transgender communities with a central focus
on HIV/AIDS. & (02) 9206 2000 or
Freecall 1800 063
Centrelink Information Line @ 13 27 17
Mon-Fri 8.00am-5.00pm
Welfare Rights Centre For information and
representation on all social security matters.
@ (02) 9211 5300 or Freecall 1800 226 028 or visit
www.welfarerights.org.au
National Association of People Living With
HIV/AIDS (NAPWA) National peak organisation
representing people living with HIV/AIDS.
@ (02) 9557 8825 or Freecall 1800 259 666 or visit
www.napwa.org.au

The following are some of the links to inform-
ation that is available on the Centrelink website.
It is worth checking these links because there is useful
and important information there for all Centrelink
customers. Above all it is important to remember, in
any interaction with Centrelink, that you have rights (as
well as responsibilities!) and these are described
variously in the Centrelink Customer Charter and the
Centrelink Appeals process.

if you do not have access to the internet, contact any
of the organisations listed in this factsheet and they will
be able to make this information available to you.
Centrelink Customer Charter

http://www.centrelink.gov.au/internet/internet.nsf/about
_us/customer_charter.htm/review

Your Rights as a Centrelink Customer
http://www.centrelink.gov.au/internet/internet.nsf/legal/
your_rights.htm

Appeals Process
http://www.centrelink.gov.au/internet/internet.nsf/legal/r
eview_appeal.htm

Feedback (complaints or suggestions) to Centrelink
http://www.centrelink.gov.au/internet/internet.nsf/filestores/
co051_0403/%file/co051_0403en.pdf

Attending a Centrelink Review
http://www.centrelink.gov.au/internet/internet.nsf/MultiFilest
ores/com021_0410/$File/com021_0410en.pdf

General Information on the DSP
http://www.centrelink.gov.au/internet/internet.nsf/filestores/i
d001_0308/$file/id001_0308en.pdf

Centrelink Rate Estimator (work out your entitlements)
http://www.centrelink.gov.au/internet/internet.nsf/online_
services/index.htm
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ing a greasy spoon place named
Mykonos. Trust the gay boy to
find Mykonos in Hobart!

The importance of this story
is to plan for your free time
by knowing a bit about where
you’re staying and the immedi-
ate environment. Monday after-
noon yielded a bit of free time
for Bec (my stalwart companion)
and I; and we were able to use it
to discover where the shops are
(important) and where the clos-
est pub is (very important).

DUMMIES’ RULE
NUMBER THREE: PLAN
YOUR DAY

This is one of the most impor-
tant rules! For Bec and I, the
conference ran to five and a bit
days long. That’s a long time
to be constantly fed snippets
of the latest research which are
normally acronym heavy (refer
to ‘Acronymical Hell’ for more
info). My best advice involves
the creative (but honest) use of
a highlighter in the morning
to mark out the sessions that
you absolutely want to/have
to go and see. Then mark out
the sessions that you wouldn’t
mind seeing. Be callous when
you do this. Conferences go for
the long haul — trust me when I
say that anyone can get ‘acro-
nymned out’. It’s okay to only
see one Or two presentations in
a session and nothing else. It’s
also okay not to see anything
during a session. Take your rest
breaks where you can get them
and plan to do other things as
well. It’s important for your
mental health!

g

;

Conferences aren’t all about following
some hastily contrived set of rules and
spending time at the pub. Sometimes, no
matter how hard you try, you absorb stuff
(new research, trends, etc) that you realize
is interesting and other people might find
interesting. Here’s a very brief and not at
all comprehensive description of some of
the bits I found very interesting.

THE INTERNATIONAL SITUATION
Thisisa bigone, and I could easily write for
miles about the effect and impact of HIV
in other places around the world. There’s
a lot of bad news and not always as much
good news as we’d like. We were lucky to
hear Michel Kazatchkine (just google him
for more info) talk about the Global Fund
and how it’s working to try and get help
where it’s needed as soon as it can.

CRAZY DEBATE

‘Should all people with HIV have access to
transplantation?” was the focus of an engag-
ing and highly informative debate. With
clinicians and scientists weighing in on the
topic, an already highly charged issue was
given an extra element of factual ‘oomph’.

SEX AND THE INTERNET
Unfortunately this session wasn’t as much
a how to guide as I'd hoped, but a remark-
ably entertaining (and only slightly voyeur-
istic) overview of the role that the internet
is playing in sex, sexual health and other
crazy stuff.

HIV, HPV and Cancer

This is becoming a bit of a ‘topic’ within
the HIV and sexual health sector, and a
goodly amount of research was presented
on this issue. See next month’s Talkabout
for more on this.

BUH-BYE NEUROPATHY?
Two highly interesting and extremely dif-
ferent pieces of research were presented

S Some interesting

| conference discoveries
\ (aka the ‘real’ content).
\

(one as abstract, the other as a poster) that
explored potential methods of preventing
or treating neuropathy.

An in vitro study demonstrated that L-
Acetyl carnitine (LAC) may be useful in
preventing NRTT toxicity in humans. NRTT
toxicity is one of the major causes of neu-
ropathy in people on anti-retroviral treat-
ment. [ know that many people are taking
LAC as a supplement and it’s always good
to see any good solid scientific research on
complementary therapies come about. It’s
even better when they indicate that good
news may result. Disclaimer: this study is
still going, and the data is preliminary and
on in vitro tests only.

On the same topic, but with a com-
pletely different approach, a pilot study
demonstrated that low level laser therapy
(sounding a bit Star Trek here) 1s a poten-
tial option in helping control the symp-
toms of peripheral neuropathy. Whilst is
may sound unusual, low level laser therapy
has previously been shown to be effective
in the treatment of peripheral neuropathy
in diabetics, so. research on this for plwha
seems like a logical step. 1 wouldn’t rush
out and buy a laser pointer yet though, it’s
a pilot study (and a special laser too); but
it’s my opinion that good research into a
variety of treatment types offers us the best
chance at improving our quality of life and
helping us live with HIV.

FUTURE SHOCK

This highly engaging and entertaining ses-
sion was a hypothetical scenario about
HIV in Australia in ten years time. Stat-
ring our own Geoff Honnor as the Federal
Minister for Health, Aging and Moral Rec-
titude (in a Family First Government in ten
years time), various interesting issues were
explored with often comic results.

Talkabout 19







