No. 57 August 1995

The Newsletter of People Living With HIV/AIDS Inc NSW
♦

Where We Speak for Ours

e·I v e s ♦

PIWH/ANews
THE PAST FEW MONTHS HAVE BEEN A

busy time for PLWH/A (NSW).
We've filled vacancies on the
PLWH/ A Committee, we've
elected a new Convenor ,and Treas
urer - and we've created seven key
portfolio areas (including Treat
ments, Housing, Legal Issues,
Services and Care), and shared re
sponsibility ·for these among our
committee members.
On the administration side,
we're recruiting new staff and we're
about to reorganise our office to
make it more functional for staff
and committee - and more user
friendly for volunteers and people
dropping by for information and
advice.
To focus our attention more on
the real issues of concern to people
with HIV (as opposed to just mov
ing the paperwork), we've changed
the structure of our Committee
meetings. Under this plan, every
second Committee meeting will be
come a 'big picture' meeting, where
we will focus solely on big issues
- such as treatments and housing
for example. At these meetings we
will aim to come up with concrete,
realistic strategies for solving prob
lems and improving services for
people with HIV.
So what has prompted all this
activity?
If you are a regular reader of this
page in Talkabout, you will know
that PLWH/A has been going
through difficult times. After a dec
ade of the AIDS crisis - you will
also be very familiar with some of
the reasons why - resignations,
burnout, anger, frustration, people
getting sick, and people dying.
These problems are all too fa
miliar to AIDS organisations.
However, people with HIV groups
- like PLWH/A - are by their
very nature much more vulnerable
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to them. Indeed, the PLWHA
movement worldwide - like AIDS
activism itself - has been going
through some pretty low times over
the past two or three years.
But there is another factor which
has been affecting us at PLWH/A:
We have at times lost sight of what
we are really here for. So we have
been trying to overcome this by
asking ourselves some very basic
(but important) questions like:
What are we really achieving for
people with HIV? Are we an advo
cacy organisation or are we a service
provider?
Through our recent Committee
discussions we now have a much
clearer understanding that we are
an advocacy organisation. We rec
ognise that Governments provide
millions of dollars for AIDS serv
ices - and that it is our role to see
these funds translated into high
quality services for people with
HIV. It is our role to identify prob
lems and demand changes. It is not
our role to actually provide serv
ices - if we start doing this, our
focus on activism and advocacy will
inevitably become distracted.
We are optimistic that the time
spent rethinking and reorganising
will mean we can improve our ad
vocacy for people with HIV/
AIDS. But we also know our limi
tations - we remain a small,
essentially volunteer-based organi
sation, with personal, health, and
organisational constraints.
Ultimately, if we are to become a
more effective voice we need to
reach out and involve you - the
community we serve. We can't do
it all ourselves. This is the funda
mental basis of activism informing people and galvanizing
them into action. Until we start to
do this better, PLWH/A and other
people living with HIV groups, will

not realise their role and potential.
And as a result some people with
HIV/AIDS will not get the services
and treatments they should be get
ting.
Meeting these challenges is a goal
for PLWH/A over the next six
months. The changes we have made
recently are a first step.
Finally, we at PLWH/A - and
all people with HIV - should be
encouraged to try harder by the fact
that there are things to be optimis
tic about -especially in the
treatments area. New research has
confirmed the benefits of early, ag
gressive treatment of HIV disease,
putting to rest much of the doom
and gloom of the Concorde trial.
And new drugs like protease in
hibitors and 3TC give a lot of hope
to those with damaged immune
systems that access to these and
other new treatments can give a real
chance of living longer, and living
better.
- Bill Whittaker, Convenor
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By Bo Vi/an. Finding out that you're HIV positive can make you feel like you've hit a brick wall. But

there's a door in that wait and once you open it, you'll discover a world of new possibilities. Find out
about these possibilities in our special issue for people new to HIV, which starts. page 11.
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Briefs
OThe Philippines Health Minis
try has reparted a 25% increase
• in HIV cases in the last year, 60%
of wh.ich they say were due to heterocxual transmission, The Catholic church
in that country has vigorously opposed
the g_overnmenr's advocacy of condoms
and this has, according to health authori
ri es, stigmatised positive people and
dissuaded them from reporting to health
authorities. (AIDS & Society)
0 The World Health Or_ganisation
(WHO) has warned that Atrie.t's food
supply may be threatened by the AIDS
epidemic, Problems will be localised to
areas of h.igh HIV, a& in Central Africa,
where food production, as well as other
economic activity, will be seriously af
fected. (AIDS & Society)
Oln New York State, AIDS is the leading
cause of death amon_g Hispanic children
and the second leading cause of death
among African American children ages
one to four. (Positively Aware)
OThe US Centers for Disease Control
(CDC) has suspended their HIV Survey
m Childbearing Women. This was the
largest stud_y_to collect statistics about the
number of HIV infected women and chil
dren, and was dropped due to pressure
to change the study to incorporate forced
HIV resting and tlic identification of HIV
positive people. AIDS and women's health
activists nave accused the CDC of politi
ea I cowardice, as the survey was an
excellent tool for targeting care and serv
ices for Positive women. Mandatory
testing of P,regnant women and newborns
remains a threat despite the suspension of
the study. (World)
OA US trial of A2T in children has been
halted after ir was found chat AZr given
co children {ages three months to 18 years)
proved ineffective in preventing, disease
progression and had unexpectedly hig_h
rates of side effects. ACTG 076, the clirii
cal trial of A2T during pre~ancy, which
suggested chat ATf reduced the rate of
maternal transmission of HIV, has also
come under criticism. (World)
OA third of people living with HIV/AIDS
worldwide are likely to_get tuberculosis,
accor~3 to the World Health Organisa
tion (WHO).
OAIDS funding in the US is under threat
as the Republican dominated Congress
has begun ste()S co eliminate alHeaeral
funding for AIDS research. Republican
Seruttor Jesse Helms says that AIDS fund
in_g should be cut because it is the
"deliberate, disgusting, revolting conduct"
of those who contract HIV that is responible for the disease.
OThe Report of the International
Commu_nity of Wome~'s (ICW) pre con
ference m Cape Town m March has now
been released. It's available from ICW,
Living_stone Hou;~11 Clarendon St Lon
don SWt H9D~ Ul\.. The ICW is the only
international network run for and by HIV
positive women
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Rltonavlr

der 500 and for children who meet
the CDC guidelines for treatment
THE AIDS COUNCIL OF NSW
with antiretrovirals. If 3TC is ap
(ACON) has condemned pharma
proved on this basis, it will
ceutical
company
Abbott
probably make combination treat
Australasia for failing to provide
ment the standard of care for many
compassionate access to ABT-538
(though not all) HIV positive peo
(ritonavir). "Abbott is effectively
ple with CD4 counts under 500. It
denying the drug to people who
will also encourage experimenta
may well not be alive by the time
tion with three-drug antiviral
this trial is finished," said ACON
combinations, as approved drugs
Executive Director Don Baxter.
like ddI and ddC (and possibly
ACON also criticised Abbott's
d4T) are added to the regimen.
decision to prohibit trial partici
Theri there is the potential to add
pants from taking 3TC and called
new drugs under development, like
on them to allow participants to
protea~e inhibitors.
take it. "By the time this trial ends
In Australia, 3TC is not licensed
3TC will be part of the standard
yet. However 3TC is available un
treatment for people such as the
der the Special Access Scheme
trial participants; it is unjust and
(SAS) for persons with less than 300
short sighted to deny them access
CD4 cells who are intolerant to
to it during the trial", Baxter said.
AZT, or for those with less than 25
PLWH/A (NSW) will be seek
CD4 cells who can take AZT, but
ing to meet with Abbott in the near
are intolerant of other approved
future to take up the issues of com
antiviral-therapies. Because of "pro
passionate access to ABT-538 and
duction difficulties" Glaxo have put
changing the trial design to allow
a quota on the number of new SAS
people who are on the trial to take
applications they approve each
3TC. "We will be working closely
week, so you may have to wait a
with ACON and the Australian
while to get the drug. Your doctor
Federation of AIDS Organisations
needs to lodge an SAS form for
(AFAO to achieve these changes",
3TC with Glaxo.
PLWH/ A
Convenor,
Bill
- Bill Whittaker
Whittaker, told Talkabout.
Abbott have said that the avail
ability of the drug is limited due to Tree
a slow and difficult manufacturing
THERE ARE MANY SHARED THEMES IN
process, and claim they do not have
approaches to death, dying and
enough information about dosage
grief. For some it may mean plant
and side effects to provide wider
ing a seed in the home garden for a
access to it.
life lost. For others it may mean a
AFAO has issued a briefing note
more public tribute to the memory
stating that they support PLWH/
of that life. Planting a tree in a spe
Ns position on the ABT-538 trial.
cific memorial grove may be the
For more on ABT-538, see pp 8 and 34.
answer.
Mannie, a CSN carer inspired by
3TC update
AIDS tree planting projects in the
GLAXO WELLCOME HAVE APPLIED TO US and the Blue Mountains, re
the US Federal Drug Authority for solved to establish such a project
accelerated approval for their new in Sydney. It was over a year be
HIV antiviral drug 3TC. The ap fore the project got tinder way and
plication was lodged on June 30.
South Sydney Council provided a
Glaxo are seeking approval for site in Sydney Park.
3TC to be used in combination
The first two plantings took
with AZf as first-line treatment for place last year and the third plant
adults with CD4 (T4) counts un- ing took place on June 25 this year.

talk
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Throughout the day, an estimated
70 people planted about 300 young
trees. Sisters of the Order of Per
petual Indulgence-gay male nuns
in habit-e- blessed the trees in a spe
cial 'green' ceremony.
The weekend of June 25 was the
26th anniversary of the Stonewall
gay riots in New York in 1969. It
was also the 17th anniversary of the
savage arrests of lesbians and gays
in the first Sydney Gay Mardi Gras
in 1978.
Two historic banners were dis
played at the plantings. One was
the original 1983 banner display
ing the words: "AIDS ACTION
COMMITTEE: An initiative of the
Sydney Gay Communities" (fore
runner of ACON); the other
banner said "Stonewall 26--- Af
firming the Human Rights of
Lesbians and Gays Internation
ally".
. People were able to read the
stories of the banners as well as
make suggestions for an HIV/
AIDS flower symbol. The most
popular appears to have been the
spiky banksia serrata.
Tentative dates have been set for
plantings in September and No
vember. Negotiations are still
under way for appropriate and per
manent markings of the groves.

--:- Kendall Lovett

Marlnol approved
THE COMMONWEALTH GOVERN

ment's Therapeutic· Goods
Administration (TGA) has ap
proved a legal alternative to
marijuana for people living with
HIV/AIDS. Dronabinol- trade
name Marinol- has been approved
for treating weight loss and nausea.
, A spokesperson for the NSW
Health Department said that
dronabinol has also been reclassi
fied as a 'drug of dependence with
some therapeutic benefits'. Doctors
registered on a list compiled by the
Australian Society in HIV Medi
cine (ASfJM) will be able to
prescribe it locally.
Talkabout August 1995

David Murray, author of HIV health guide Just Around The Comer ... Just
Down The Street, massages client/practitioner Mike Dowling at The
Sanctuary. The guide to services in Central Sydney was lciunched by
Chris Puplick, President of the Anti-Discrimination Board, on June·27.
Call 516 7830 for a copy.
The TGA's decision was wel
comed by PLWH/A (NSW)
Convenor Bill Whittaker, however
he said that the group "will want
to look at the [ASHM] lists to en
sure they're not unnecessarily
restrictive".
Whittaker also criticised the
Federal Government's decision not
to subsidise the drug- which will
cost $250 for a month's dose.

In a stimulating session entitled
"Transitions", Bill O'Loughlin and
David Stephens from Melbourne
reported on their research work,
which looked at the experience of
AIDS related illness and the mean
ing of work.
In the more creative "Positive
Bodies" session, Mark Counter,
Convenor of NAPWA, presented
his vision of Positive Living Cen
- Paul Canning tres in major cities across Australia
by the year 2000. Emma King used
Talldest concerns a personal narrative approach and
THE 3RD ANNu AL HIV, AIDS AND included some of her recent paint
Society Conference, hosted by The ings as further representation of her
National Centre for HIV Social experiences as a Positive woman.
Research, took place at Macquarie Once again, it was the more per
sonal perspective provided by
University in July.
5

Briefs
O

ACCESS PositHIV Radio in

its new timeslot on 2SER,
Tuesdays at 9.30 pm, needs vol
unteers. If you'd like to help out
- jobs are writing scripts, handling mail
outs, publicity ancf promotion, interview
in_g, editing.and producing - call 5 t 6 4772.
2SER provides trammg and support.
0 If you live, work or study on the North
Shore, you're invited to become involved
in a new newslett.e!~)nstigated by the
Northern Beaches l\llJS Prc,vention Cen
tre. Call Helen or Sandie on 977 2666, or
Gary on 858 0606, if you'd like to con
tribute to, or help produce the newsletter.
T.he newsletter, ~liich is stil) in the plan
ning_ stage, is designed to give you a say
on HIV TAIDS, drug issues and any other
topics you may be interested in. Confi
dentiality of all contributors will be
protected.
0 Blue Moon to Tum to Gold is an AIDS
Trust of Australia Benefit by the Sydney
Gay and Lesbian Choir. The Choir will
sing a selection of Rodgers and Hart's
most memorable songs, including, of
course, Blue Moon. An impressive line up
of soloists joins the Choir for this per
formance on Friday, August 4.
0 Cronulla Gay Group, wishing to place
an AIDS memorial in Rockdale P"ark, have
been knocked back by Rockdale City
Council, d~pite the group's offer to pay
all costs. The intended memorial was a
bench with a dedication plaque.
0 NorthAIDS respite and daY. centre is
running its next volunteer training on the
August 5 6. Anyone interested please
phone Diana or Carrie on 998 22310.

The coveted title of Mlle. Muroroa
1995 was awarded lo Ms.
MuchRoom (ol CSN Western
Sydney}. The gala evening raised
$2,500 for ACON's vitamin and
supplement service.
6

PLWHA that presented the reality
behind the research findings,
breathing some life into the confer
ence.
A plenary panel discussion on
the second day began with an ex
planation by Michael Bartos of
why there wasn't a Sydney AIDS
activist on the panel. The panel
posed three questions:
"Is the AIDS crisis over?" "Has
professionalism replaced activism?"
and "What implications do these
questions have for the link between
theory and practice?".
One of the panel members po
litely pointed out that he couldn't
think how the first question could
be posed at all. No matter, we all
silently agreed that it wasn't over,
and sailed on quite comfortably.
On the second question, 90% of
those at the session regarded them
selves as being both a professional
and an activist. I felt more than a
little disturbed at this point.
Following the six speakers was
an opportunity for discussion. The
issues raised by several speakers (ac
tivists perhaps?) in relation to
activism were deftly manoeuvred
around, leaving me with a distinct
feeling of frustration about this ses
sion and the conference in general.
The conference concluded with
a "PLWHA Research Round Ta
ble" session conducted by Claire
Parsons and the team from the Na
tional Centre in HIV Social
Research at La Trobe University.
They explained the nature of the
social research being undertaken
with participants in the 3TC clini
cal drug trial.
The conference provided new
information on current social re- search across a wide spectrum. It
also provided the opportunity to
connect with a range of people
working in the HIV/AIDS field.
What concerns me is the impres
s ion that the HIV positive
community has been lulled into a
state of inaction, particularly in
speaking for ourselves and claim
ing our role in the ongoing fight

against AIDS. In relying on others
to represent us we may run the risk
of losing our ability to articulate
those issues of importance to the
HIV positive communities. We may
also be in danger of losing our abil
ity to achieve the best outcomes in
actually resolving those issues.

- Larry Wellings

Boy's Own
1995 Bov's OWN BAKE OFF,
(see photo top right) hosted once
again by the Oxford Hotel, was a
great expression of community
support for the work of the Bobby
Goldsmith Foundation (BGF).
$30,463 was raised for BGF in one
afternoon, over $10,000 more than
last year. The Oxford generously
hosted the event at no cost to BGF.
A crowd of over 1,000 people
enjoyed a star spangled event, with
host Dot Dingle, assisted by Rose
Leaf, Trudi Valentine, Wyness
Mongrel-Bitch, Lana Turnip,
Montez and Caroline Clarke. A
highlight of the day was an appear
ance by Fanny Farquhar.
Cake judges Peter Howard,
Maggie Kirkpatrick and Denise
Roberts awarded prizes in each sec
tion as well as:
Best of show: the Dinosaur cake,
sold to Brooke Beaves of the Mid
night Shift for $3,000 and Best
non-edible cake: The Crown, .sold
to Ken Holmes of Aussie Boys for
$3,500.
Many restaurants donated su
perb cakes for the day.
THE

lll~arra gap
A LONG-AWAITED REPORT INTO THE
needs of the HIV community in the
Illawarra and Shoalhaven region released as Talkabout was going to
press - has found significant gaps
in service and health care provision,
regular breaches in confidentiality,
and many people living with HIV/
AIDS (PLWHA) traveling to Syd
ney for treatment.
HIV Community Development
worker Frank Velozzi, said that the
Talkabout August 1995

establishm ent of a Positive Space
Project would be the main activity
arising from the report.
Velozzi can be contacted at
ACON on (042) 26 1163.

·

- Paul Canning

Writing HIV
THE SECOND QUEERLIT CoNFEREN CE
will feature a panel discussion called
Writing HIV (see ad page 13).
Speakers so far confirmed in
clude Kathy Triliit (Self Imaging
AIDS Project), Colin Griffiths
(Queensland educator and activist),
Chris Jones (NUAA News Editor
and poet) and Dominic O'Grady
(Sydney Star Observer and former
ACON Media Liaison Officer).
More info from David Urquhart
on 557 7190.

Edgy Gallo
DR ROBERT GALLO, ONE OF THE

familiar names in AIDS re
search, will open his own, private,
research facility, the Institute of
Human Virology.
Gallo has been regularly pilloried
as a 'self-serving egomaniac' by
AIDS activists and was only re
cently cleared of misconduct
surrounding the discovery of HIY.
However, the attitude of activists
towards him has begun to soften.
In a rare interview with PLWHA
magazine Positively Aware in July
Gallo was positive about the future
for PLWHA, saying that "you have
a large [AIDS] research community
right now. It's going to improve. It's
going to be a curable disease. [But]
with AIDS you can't tell from
where some big advance will oc
cur."
Controversially, he reacted
against .recent calls for an increased
focus on so-called 'basic research'
saying that "we are not going to
learn enough if the idea is to un
derstand everything from basic
science. We need more clinical tri
als." Further, he argued that
"academia" should remove itself
from the development of

MOST
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Drag Museum of Australia at the Boys Own Bake-off (see slory page 6).
antiretroviral pharmaceuticals (such
as protease inhibitors) saying that
his Institute will focus on 'cutting
edge' technology including gene
and DNA/RNA based therapy
alongside cellular factors and thera
peutic vaccines.

under what is acceptable.
German Benetton retailers pro
tested against the company's
adverts earlier. this year by refus
ing to pay for stock delivered to
their stores.

- Paul Canning

- Paul Canning

BeneHon
FOLLOWING THE EXAMPLE OF A

French judge earlier this year, a
German court has found that
Benetton's controversial advertise
ments breach competition rules
?ecause they exploit human suffer
mg.
The adverts which offended the
judge included one featuring a but
to ck stamped 'HIV Positive'.
Benetton pledged to appeal the rul
ing saying that they are not the only
company using emotion for com
mercial gain. The man behind
Benetton, photographer Oliver
Toscani said "I think the Germans
are particularly sensitive about this
matter because they possess a great
sense of guilt," The magazine which
published the adverts, Stern, de
scribed the decision as an
infringement of freedom of speech.
However the German advertising
industry has welcomed the ruling
saying that it had drawn a clear line

Notice
Talkabo11t distribution has not
been up to its usual standard for the
• past couple of issues, for a number
ofreasons including PLWH/A staff
turnover and ill health.
Apologies to anyone who re- .
ceived their June or July Talkabouts
late, or not at all. We are working
on this and hope to be back on
track real soon!
Brenton Heath-Kerr, renowned
HIV Positive artist, died on July 23.
A tribute to Brenton will be pub
lished next month.

STOP PRESS
'.Abbott Australasia have committed
to making Ritonavir a~ailable un
der compassionate access - in
about eleven months tim.e.
7

Statement by PLWH/A (NSW) lnc.,

·call for campalqn aqalnst

ABB,Q·TT PHiA.RMACEUTICALS
FOLLOWING CRITICISMS OF THE

Abbott Pharmaceuticals clinical
trial of ABT 538, and the failure of
Abbott to release ABT 538 for
compassionate use, People Living
With HIV/AIDS (NSW) is issuing
the following sta cement:
ABT 538 is one of an exciting
new group of antiviral drugs called
protease inhibitors.
lo Australia there are a substan
tial number of people with HIV
with very depressed immune sys
tems. Mostof these people will hav
already tried AZT, ddl and ddC. ·
and are failing on these treatments.
They need something new. If they
don't get new treatments, their
health will deteriorate further. Som
will inevitably die.

For those in this desperate situa
tion, access to ABT 538 would arrest
decline in their health and increase
their chances of survival.
A clinical trial of ABT 538, in
volving 50 people, has recently
begun in Sydney, through St Vin
cent's Hospital and the Albion
Street Centre, PLWH/A believes
this clinical trial is unethical and
should not have been allowed to
proceed. Our reasons for this are:
@ the trial has placebo arm,
so half the participants will not get
ABT 538 or any other new antivi
ral therapy. Trial participants must
have a very low immune function
(less than 100 CD4 cells -well be
low the US definition of AIDS
which is 200 CD4 cells). So the
health of those who draw a placebo
will be placed in considerable jeop
ardy. The design of this trial
actually requires people to get sick

a

8

to prove the drug is effective. Aus
tralian AIDS groups have a long
history of opposing placebo based
trials, particularly on people with
very depressed immune systems;
@ the ABT 538 trial does not
have a compassionate access arm for
those. who are failing therapy and
who don't want to enter a placebo
based trial. Because of this, people
desperate for a new treatment ar
being forced into this clinical trial;
@this trial requires participants
to agree to a lower standard of car
than PLWHA believes acceptable.
Trial participants are not allowed co
take the new antiviral drug 3TC.
Most people with less than 100
CD4 cells will have already tried
and used up their benefit from
AZ'I: ddC and ddl. If they do not
get ABT 538 in this trial, then at
minimum they should have the
right to take 3TC.
PLWH/A notes that the ABT
538 trial is not being run by the Na
tional Centre for HlV Clinical
Research, As a result, the usual Na
tional Centre and governmental
mechanisms for consultation with
community AIDS groups· about
proposed HIV clinical trials were
bypassed. There was no consulta
tion with AIDS community groups
on the design of the Abbott pro
tease inhibitor clinical trial and i~
conduct in NSW
PLWH/A is very concerned at
this development. Close co-opera
tion between researchers, people
with HIV/AIDS groups aru::l AIDS
organisations is one of the main rea
sons why Australia is viewed as an
excellent country to do AIDS r.--

lack of consultation on
the ABT 538 trial is completely ,m
acceptable.
search. The

At a meeting onJuly31, PLWH/
A will be seeking an assurance from
Professor David Cooper, chief in
vestigator for the ABT 538 trial,
other HIV researchers, and th
pharmaceutical industry, th~t be-•
fore any major HIV related clinical
trial goes ahead in this State, there
must be full consultation with
ACON and PLWHA (NSW).
Compassionate access to ABT538
must be resolved urgently.
PLWH/A notes that in the USA
over 60 major AIDS groups, in
cluding ACT UP chapters, the San
Francisco AIDS Foundation, AIDS
Project Los Angeles, and the Na
tiona.l Association of People with
AIDS have recently signed a con
sensus statement demanding that
Abbott and other manufacturers of
protease inhibitors make their
drugs available on a compassionate
basis.
PLWH/A has asked ACON and
AFAO to lead a community cam
paign to force Abbott to make ABT
538 available to all those who need
compassionate access to it.
Abbott is behaving like a rogu
pharmaceutical company. They
cannot be allowed to get away with
their callous, inhumane attitude
towards people with HIV/AIDS.

ABBOTT PHARMACEUTICALS
- NO COMPASSION NO PEACE
ee page 34 for Colin Batrnuney's
t .article on protease inhibitors.
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Professor David

Cooper Responds
In a letter of response to the
PLWHIA statement (pa-ge 8),
Professor Cooper addressed a
number ofpoints. Extracts from
his response are printed below,
paragraph numbers refer to the
PLWH/..A statement.
MANY ANTI.RETROVIRAL DRUGS CAUSE
drops in virus load and an increase
in CD4 count, but not since the
first AZT trial in 1986 has a new
antiretroviral . . . been shown to
improve survival. ... Not enough
is yet know about Ritonavir to
make this claim. The two ... pa
tients from Sydney in the phase II
study whose KS lesions responded
to drug therapy both relapsed
quickly.
I want, and I expect virtually
every worker in HIV research
wants, new and effective treatments
to become available. ...
Al3T 538 will only arrest a de
cline in the health of PLWHA if it
works. We don't yet know much
at all about its efficacy and levels of
toxicity, and that's why this study
is being conducted.
Australia was allocated 40 places
[in this trial] and enrolled 44 peo
ple. The study is now closed to
enrolment. Internationally the to
tal enrolment was 1,100. We
therefore were allocated 3.6% of
places in the trial
The trial has- been approved by
the Ethics Committees of the East
ern Area Health Service, St
Vincent's Hospital and The Univer
sity of New South Wales. These are
not bodies known for habitual con
spiracy to pass unethical proposals.

Paragraeh six
It is an internationally accepted
requirement for the licensing of
new drugs to randomise the drug
against a placebo. In this trial, pa
tients have the option of continuing
on their licensed antiretrovirals, At
the present time, the only way
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regulatory agencies will allow drugs
to be licensed is if they have been
tested against a placebo arm ... apart
from the licensing issue, placebo
controlled trials address issues of
drug safety and to establish
whether the efficacy of a drug out
weighs the toxicity of that drug.
Preliminary data from Ritonavir
suggests that it is not a clean drug.
We are seeing abnormal liver tests,
high triglycerides, severe nausea
and diarrhoea, unpleasant skin sen
sations and a strongly unpleasant
taste of the liquid drug. Because of
the latter, Abbott is attempting to
develop a solid formulation.
Trial participants have low im
mune capacities for a practical
reason: to accumulate quickly the
study endpoints, which in turn is
the fastest way to get useful results
on the drug. The alternative is to
wait perhaps years for meaningful
results, which is hardly the desir
ably outcome if the drug proves to
be useful and tolerable. These
endpoints of course will occur in
the treated group as well as the pla
cebo arm.
... If toxicities prove to be the
most significant issue with
Ritonavir, which seems possible ...
then those people on the placebo
arm may do considerably better
than those on the active treatment
arm. If the drug works, then at least
22 people could benefit.

Paragraph eight
3TC is not licensed in Europe,
North America or Australia. The
Food and Drug Administration,
the TGA and other licensing bod
ies will not allow people taking one
unlicensed antiviral to enrol on a
trial of another unlicensed antivital
agent. U you have a problem with
this, complain to the FDA ....

Paragraph nine
44 people were enrolled with the
protection of Ethics Committees'
approval and exhaustive informed
consent. Docs the community havo
to be involved in decision making
for such a small number of sub
(.Continued on pi,.ge 37)

Briefs
O Thalidomide, the demon preg
nancy drug whose yotential
anti-HIV use has often been
touted, has come to the fore again
with researchers now believing that it may
be of use in fighting a number of infections
including TB related wasting, MAC/MAI
and KS. (Body PosititJe)
0 A live yeast, Saccharomyches boulardii,
has been found in a number of studies to
be useful in the treatment of antibiotic-re
lated diarrhoea. A side effect of certain
antibiotics can be the killing of helpful gut
organisms and the encouragement of dis
ease causing gut organisms. S. boulardii was
shown to reduce diarrhoea incidence by
50%. (Body PosititJe)
0 The maximum tolerated dose of 3TC
monotherapy is still unknown as a study
has found doses ranging form 0.5 to 12mg/
kg/day tolerable. Although side-effects
were reported they were described as rela
tively mild and not related to dosage. The
study also found that CD4-cell counts
retuned to baseline after 12 weeks. Viral
load was not examined. Further studies on
maximum dosage are now under way.

Ll

(AIDS Clinical Care)

0 A Baltimore study of IDUs has found
that vitamin A deficiency is a marker of
increased mortality risk. Although the
study did n<?t prove that deficiency con
tributed to mortality vitamin A
supplementation has been shown co reduce
child mortality in developing countries.

(AIDS Clinical Care)
0 Early trials of a new drug aimed at de
laying CMV have suggested it is twice as

effective as either oral or intravenous
ganciclovir, but it is only available in a in
travenously administered formulation and
has some side-effects. The dru~ cidofovir
(HPMPC), made by Gilead Sciences, de
layed CMV retinitis for an average of 120
days as opposed to 62 days for intravenous
ganciclovi.t (PositifJely Aware)
0 In the race for the emerging protease in
hibitor market Auguron Pharmaceuticals
has joined the leadin& pack with the an
nouncement of prclinunary results from a
stage II trial. Its AG1H3 produced
"signifiant acute antiHIV activity." The
first patient on the study had achieved a
CD4 cell increase of 116 and a virla load
reduction of 99%.
0 The US Government has stopped re
searchers from injecting the bone marrow
of baboons into patients with AIDS citing
ethical problems. The research is ~art of a
broader effort looking at restoring unmune
ystems through transplantation. Previous
transplants of human bone-marrow into
baboons have been successful. (Reutm)
(Treatment briefs/Pa11l Canning)
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Re-appropriated
In response to the letter titled
"Inappropriated" from Peter
Rawlinson (Talkabout June '95), it
is distressing when ·support groups
do not live up to expectations and
in some instances groups do not
always run their full ten weeks. The
HIV Support Project has come to
accept from experience that some
groups do not necessarily 'work'
But in the last seven years the HIV
Support Project has conducted over
110 groups with over 1,000 partici
pants, facilitated by volunteer peer
facilitators. Given this number of
groups it is to be expected that
while the majority of groups have
been found to be beneficial by most
participants, some groups are not.
ACON has a comprehensive list
of health care providers. GPs listed
on ACON's database are those
who have HIV experience, are
members of the Australasian Soci
ety of HIV Medicine and who can
prescribe anti-retrovirals. Bulk
billing arrangements made by most
GPs are assessed upon individual
need. Their billing arrangements
can be easily ascertained by inquir
ing when telephoning for an
appointment. As one needs a refer
ral from a GP to see a specialist in
Australia, information about spe
cialists' billing arrangements can be
simply obtained by asking your
GP. (In most instances if your GP
bulk bills s/he will make a bulk bill
request in the referral.)
The three ACON staff who at
tended the GNP+ conference in
Capetown were either sponsored
or self funded. ACON does not
have the resources to send 'delega
tions' to overseas conferences. I
attended the H/V95 conference in

10

Montreal, Canada, after obtaining
corporate funding. As a regular We welcome your letters. They should ideally
be <300 words and may be edited for space.
reader of Talkabout Peter obvi
Please indvde your name and Phone number
ously missed the three page article or address and send them to:
by Les Szaraz on the Capetown
'bllcabout, Po Box 831
conference in May's issue (perhaps
Darlinghurst 2010
he ma,y wish to obtain a copy from
PLWH/A) and will no doubt read
my report in this issue on HlV95
Montreal.
I trust this will address some of Mid North Coast, 47 yr old male HIV+, still
the concerns Peter raised in his let
healthy, seeks friendship with non-scene type
guys. Visitos welcome to enjoy the area and
ter.

- Stephen Gallagher
HIV Health Maintenance/

Education Officer, ACON
PS. transcripts and conference ab
stracts from H/V95 Montreal are
available on request from the HIV
Support Project.

Notice
Volunteer assistance urgently
needed for herbal trial. Typing on
an Apple Mac computer. Phone Jan
on 552 2243.

"
coun t ry!

~y}~g

stay over in quiet rural area.
#950705

How to respond to an
advertisement
§ Write your response letter and seal it
in an envelope with a 45c stamp on it
§ Write the Box# in pencil 6n the outside
§
Place this envelope in a seporate
envelo~ and send ii to: Olga's Persona ls~
PO Box 831, Darlinghurst NSW 2011 an
you con be assured that it will be posse
on
How to place your advertisement
~ Write an ad of up to 40 words and be
totally_ honest about what you are after
§ Claims of HIV negativity cannot be
made as it is not possible to verify such
claims, however, claims of HIV positivity are
welcomed and encouraged
§ It is OK to mention that yoo are stroighl,
bisexual, gay or lransgender
§ Any cd that refers to illegal activily or
is racist or sexist will not be published'.
§ Send the ad to Olga, and be sure to
include your name ancl address so that
responses can be forv.orded on toJou. This
information is not published an is kept
confidentially by Olga.

Do you want ...
h... to talk: about being gay or

I" living with HIV

1)- referrals to HIV-friendly
local health services
1)- info about support & social
groups for gay men
... then call Nigel or Rob
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''Maybe you have tested
HIVpositive very recently;

1

maybe you've known about it for some time, but this is the first time you've
reached out for information or support. You need to know that you are not
alone. There are an estimated 19.5 million HIV positive people in the
world. About 18,000 of us are in Australia.
Testing positive for HIV does not mean that you have AIDS, but HIV is
probably the biggest threat to your life that you have ever faced. It's a
good thing you found this out. As upsetting as testing positive may have
been for you, you are better off knowing, so you can learn about HIV and
decide what you want to do about it. The fact that you cared enough
about yourself to get the HIV test and the fact that you are reading this
magazine show that you are concerned about your health. So give yourself
some credit. You have taken important first steps to take care of yourself,
and you should be glad about it.
One of the truths of testing HIV positive is that once you know, you can
never not know again. For better or worse, your life will always be different
now. You may be experiencing great feeli-ngs of loss about this. You may
feel that certain areas ofyour life are now in the hands of doctors, insurance
companies, or symptoms. This can make you feel as though you have less
control over your life and may cause you incredible anxiety.
Know this - you do not have to give up control of your life. By arming
yourself with information, and deciding what is right for you, you will soon
realise that you are still the same person you were. It is your life, your
body, your health. Allow yourself to take time to decide what you want to
do. Then go do it.
Your life does not have to be gl.oom a~ doom. It is possible to have a very
positive attitude as a person with HIV - millions are doing it right now - but
it is much more difficult to get on with your life and live happily if you 're
tryi,ig to do it alone.
There's no need for you to handle this by yourself, and it's probably a
mistake even to try to do it. You are not the only person facing this. Learn
who the others are and what they have to offer.
Wherever you are, you can fi,ul support, or the meam to create it. It just
doesn't make sense to face the same issues without helping each other out.
We are not alone. And neither are you. ''
adapted extracts from You Are Not Alone, an essay by
Michael Slocum and Jim Lewis originally published in
the US publication The Body Positive.

/
AlfZ.C'iJH~ Talkabout's first ever special edition for people who have just been diagnosed
with HIV.
Finding out you are !fIV positive op~ns up_ a wh,ole new w_~rld of tests, treatments, decisions
about your health, lifestyle and relationships. Its not familiar territory.
In tbis issue, Talkabout opens a few doors into this new world, mapping out some of the new
terrain and sign posting the kinds of things you can do. You can also read about how other
people reacted to their HIV diagnosis, and the kinds of changes it's made in their lives. ·
It's true: you're not alone.

•
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WHEN YOU'VE JUST BEEN DIAGNOSED

HIV positive, finding out about
HIV, its effects on the body and
treatments can seem a daunting
task. But you don't have to become
an expert in biology. Ross Duffin
outlines the basics you need to
know.
You will be faced with new deci
sions about your health so it's a
good idea to learn about HIV and
treatments. Only with information
that you can understand can you
make an informed decision about
what you need to do to 'keep as
healthy as possible. .
Let's start at the beginning.
You've been told you are HIV
positive. What does that mean? It
means that you have been infected
with HIV and that your body has
produced antibodies to fight the
infection. It does not mean you are
sick or that you have AIDS.
Antibodies are chemicals the im
mune system makes. When a bug
OJ' germ gets into the body, the im
mune system generates antibodies
which can grab onto them. Differ
ent germs cause the body to make
different sets of antibodies. There
are antibodies for measles and dif
ferent antibodies for the flu. The
HIV test detects the presence of
antibodies made by the body to
fight HIV infection. When the an
tibody grabs onto the bug, it
attracts other parts of the immune
system which try to destroy it.
What is HIV? The initials HIV
stand for Human Immunodefi
ciency Virus. Human because it
infects human beings, Immunode
ficiency because it can be associated
12

with a loss or deficiency of the im
mune system. Viruses are germs
that can cause illnesses, such as
mumps, measles, chicken pox and
the flu. Viruses cannot reproduce
on their own - they can only re
produce by using the cells of other
animals. In humans, different vi
ruses infect different sorts of cells
and cause different sorts of illness.
For example, hepatitis viruses in
fect liver cells. HIV infects all sorts
of different cells in the body. In
particular, it infects cells of the im
mune system - the very thing the
body uses to fight germs.
And what's an immune system?
Human bodies have lots.of mecha
nisms 'to help them fight germs and
prevent infections. The skin pro
vides a: barrier to most germs. The
nose has a filtering system which
traps many germs in the air and
prevents them getting into the
body. Once bugs get into the body;
there are ways the body tries to
fight them. There are a number of
different types of cells which work
together to try and overcome the
invader. These cells recognise that
something doesn't belong and then
try to destroy it. The term 'immune
system' describes all the ways used
by the body to protect itself.
The immune system is made up
of lots of different types of cells.
One important group of these cells
is called T-cells- some people even
name their T-cells. There are sub
groups of T-cells and the two you'll
hear most about are the T4 cells and
the T8 cells. In people with HIY,
the number of T4 cells usually goes
down and the number of T8 cells

...1'.J ·

usually goes up.
T4 cells and T8 cells have differ
ent roles. T4 cells are important in
switching the immune system on
and in controlling the immune sys
tem response. T8 cells are involved
in removing cells infected with vi
rus and in switching an immune
response off.
The term 'T-cells' is often used
to refer to the T4 cells. The 'T-cell
count' refers to the number of T4
cells. This number is a rough guide
to the state of your immune sys
tem. The T-cell count in a healthy
person is usually between 600 to
1200. (This number is not the total
number of T-cells in the body- it
the concentration of cells in a tiny
amount of blood). Regular T-cell
counts indicate the state of your
immune system. If your Tvcells are
above 500 then it is unlikely that
any illness you experience has any
thing to do with HIV.
Another blood test that you are
likely to hear more about in the
future is a test for what's called 'vi
ral load'. This measures the
concentration of HIV in your
blood. It is believed that the
amount of virus is a good indica
tion of the level of its activity. If
your viral load is high then that
may indicate that the virus is very
active. It is only a new test but it-is
likely to become an important test
in monitoring your health.
So what happens over time?
There are four phases of HIV dis
ease. The first phase occurs just
after you've been infected. Some
people experience a brief illness
characterised by high temperature
Talkabout August 1995

and a rash.

This illness is called the manage living with HIV. Different fight HIV

'seroconversion illness'. Not eve
ryone who gets HIV has this illness.
It is called 'seroconversion illness'
because at about the same time the
body produces antibodies to HIV
and the HIV antibody test (done
by taking blood) changes from
negative to positive. (Sero = blood,
conversion= change).
After that time, people with HIV
generally stay well for a number of
years. This phase of HIV disease is
called the asymptomatic ( or no
symptoms) phase.
Some people go on to develop
symptoms of HIV disease such as
tiredness, sweats and loss of weight.
This phase of HIV disease is called
the symptomatic phase. People can
experience these symptoms for long
periods of time and the symptoms
can come and go.
Some people go on to develop
more severe illnesses or symptoms.
This phase of HIV disease is re
ferred to as AIDS and the illnesses
are called opportunistic illnesses.
They can occur once the T-cell
CO'!_nt drops below 250. They are
called 'opportunistic' because they
are illnesses which don't usually
occur and only have the 'opportu
nity' in people whose immune
systems are not working very well.
It is important to monitor your
health. This involves both an
awareness of how you feel and vis
iting your doctor regularly to have
a physical examination and blood
tests. These blood tests will include
a T-cell count and in the future
measure your viral load. If you're
well (ie more than 500 T-cells and
no symptoms) then you usually
will visit your doctor every six
months. If you're less well, your
doctor will recommended you visit
more often.
One of the things that most peo
ple with HIV face is decisions about
treatments and lifestyle. How soon
you have to face these decisions
depends on your health. How
much you choose to find out de
pends on how you prefer to
Talkabout August 1995

people have different ways of cop -$- Treatments that prevent com
ing with it. The only guideline I use mon illnesses. Many of the illnesses
is to be informed as possible about that can occur can be prevented. It's
decisions which affect me. It
much better to prevent them than
doesn't mean I want to know eve
to treat them once they occur.
rything - HIV is not the only
-$ Treatments for opportunistic
defining thing in my life.
illnesses.
For some illnesses no
There are many different ways of
prevention
treatments are available
attempting to treat and live with
and they are treated if they occur.
HIV They include :
If
your T-cells do drop to below
-$ Adopting a healthy lifestyle.
250
then a knowledge of common
The belief is the healthier you are
illnesses
and their symptoms can
the more likely it is that your body
will be able to fight HIV Unfortu make it easier to get early treatment.
Another phrase you'Ilhear is
nately there's not a simple 'healthy'
lifestyle that's been proven to work. early intervention. It is believed that
Also, it is easy to say but often hard when there are proven and effec
tive treatments, the best time to start
to implement.
them is as early as possible. Early
-$ Anti-viral treatments. These intervention
means treating HIV
treatments attempt to stop HIV re disease early,. and trying to main
producing inside the body (hence tain the immune system in as
anti-viral) and doing further dam healthy a state as possible.
age. Despite lots of effort, these
There's a lot to take in. This arti
treatments have so far been of lim cle is meant to be a very simple
ited use, although there are a beginning. It won't answer all your
number of new treatments under questions and you might have other ·
.
. .
invesugauon.
things to deal with before you're
ready
to ask those questions. When
-$- Treatments for the symptoms
you
need
to know ask your doc
of HIV disease. Experiencing
symptoms of HIV disease for long tor, your local AIDS Council or
periods of time can dramatically PLWA group, read Talkabout and
affect your quality of life. There are find out about other treatments
many treatments (both Western and magazines. HIV information ses
sions conducted at some AIDS
alternative) which can be used.
Councils and treatments officers at
$- Treatments which work on the some AIDS Councils may offer
immune system. These treatments further more detailed information
try to modify or restore the im and answer your specific questions.
mune system to either reverse the The information changes all the
impact of HIV or to improve -the time so it's good to get updates
ability of the immune system to from time to time.
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Adrianne
Tell me about your diagnosis and
how you reacted to it.
I was living with a man for about
four and a half years, he; was mar
ried for twenty seven years before
he met me, and he had a family. We
wanted to get married, but there
was something that wasn't quite
right, it was like there was another
woman involved. When it came to
the crunch, it was another man. So
I went and had the test, which was
to me just a formality.
That was in March. I was abso
lutely unbelieving. This happens to
drug users and prostitutes and
members of the gay community,
I'm just a fifty year old heterosexual
woman in a monogamous relation
ship. My man was waiting in the
car when I went out, after the diag
nosis, and I screamed at him,
"you've killed me, you bastard".
Of course he had it too, but I wasn't
very compassionate towards him at
that stage.
Then there was trying to get
myself back together again. Wak
ing up in the middle of the night
crying and trying to think why I
was crying, and then thinking "shit,
yes, I forgot".
Lots and lots of self-pity and
anger and lots of hatred for every
body. Hatred against men's public
toilets. I'd drive past them and
think, you bastards, which one of
you did this to me. I wanted to
stand outside them and call out
"come on out you lot, come and
face me (laughs)".
Nausea, lots of nausea and itch
ing and all that sort of thing for a
couple of weeks. Wanting to tell

everyone and terrified they' re go
ing to find out at the same time.
Feeling dirty. I was having three or
four showers a day, scrubbing my
skin, my nails. It was a beautiful
feeling when that passed.
That went on for a little while
until the most unbelievable thing
happened to me. I'd used the ex
pression "I was shattered", but I'd
never known what it really meant.
But I actually shattered. All my
body broke up into lots of little
pieces, a bit smaller than a tennis
ball, and they were all over the
floor, and they were rolling under
the couch, and under plants and
things; and I sat there and looked
at all these pieces for about a week,
thinking "how the hell can I get
myself back together"? Where does
it belong if I pick up a bit? And
there are loose bits and I won't
know where they are. I could see
all these little bits of me all over the
floor.
·
Nearly all the pieces are back to
gether, they just went back without
me noticing. I think there's about
three little pieces down there still,
I'm not quite sure where they go,
but they're not really important
ones. I'dbe interested if anybody
else had ever experienced that, it
was unreal.
.
After that it was just a matter of
getting stronger.
I'm starting to go to a few meet
ings, support groups and things. It's
still something I'd rather wasn't
there, but I think that maybe it can
be good, if I can do something good
with it, rather than something nega
tive. Maybe it might make me a

better person than I was.
I don't mean to sound holier
than-thou, because I have some shit
times, I really do. I have some times
when I don't get out of bed. I put
some old soapies on and open a
bottle of Scotch and wallow in self
pity. When I do that I feel so guilty,
but the day after I get out of bed I
feel a better person, I'm stronger.
So when I have these crashes now I
go with them because I know that
tomorrow I'll be feeling better be
cause of it.
I'm still bouncing of the walls a
bit, and I'm so full of information
my head is about to explode. I don't
know which is the direction I
should take, but I'm feeling positive
and I'm feeling strong. If I get my
ten years, I'm going to reach sixty,
so it's not such a short life is it?
You were very angry about finding
out that your partner was bisexual.
How do you feel about gay and bi
sexual people now?
At first I wanted to kill the lot of
them, but I have a lot of compas
sion, more than I thought I had in
me. It had been my -biggest dread,
the worst thing I could imagine my
son being. But now, of course, it
would make absolutely no differ
ence to me whatsoever. In fact I feel
rather drawn to them, I don't know
why. I'd like to have a gay male
friend.
I feel a lot of compassion for the
man who gave it to me. He can't
help what he is. I can't understand
what he is, but he can't help it. He's
got a lot more to carry than I have,
he's the one who gave it to me.
Interview by Jill Sergeant

If you're a positive woman and yoo're Interested in receiving occasional Information, s,ocial
news, Invites and medical updates - espeotally for women - then call Vivienne
Mrrru-o, at ACON's HfV Support Projec t on 208 2012 to join the mailing llst
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l'ony
McNaugllten
I WAS DIAGNOSED IN 1984. I WENT
quite mad, I actually ended up in
Pentridge gaol for a short time. I
had the test as a sort of joke - I
needed an excuse to see a doctor to
get some pills, so I asked for a test.
It came back positive.
.
I went out of the waiting room
and told my friends. I hadn't
thought about it at all. All my
friends left me and I found myself
very alone.
I told everybody about it. I used
to tell complete strangers. I think I
needed to. You .need to evaluate
what life means to you, it's a proc
ess. I'~ always been shy and
introverted. I guess I went to an
extreme, I'd cry in public.
People were telling me it wasn't
cool to be so open. I think it actu
ally saved my sanity. If someone
tells you they're positive, it's one
of the times you have to put 'cool'
on hold and be supportive. Other
wise what's the gay and lesbian
community all about? That fear is
still there.
·
My doctor said it's not a death
sentence, but all the way through
that's been a difficult thing, not
knowing if I'm going to live or die thought I was straight because I thing that can work for me, to be
or getsick. I'm termed a long term didn't fit in much. I found I didn't with someone who understands
survivor now, I've still got over relate to them because I injected and that side of me.
1,000 T cells. I've kept using, ex I was a sex worker: It's taken me
Fear of transmitting the virus is
cept for 18 months when I years to find people I can relate to. one of the worst things we face, a
straightened out, around 1986. My
One thing people have going for lot of us - being branded a 'car
health actually got worse during them now is all the support that's rier'. People are-scared of me. I had
that time!
available-ACON,PLWH/A, the one friend who said if I got sick
Having something to focus on Luncheon Club, the Positive Injec she'd come and· stay with me. I was
HIV - has changed my whole life. tor's Group. These days you can really touched, because it took guts
Now I'm settled, have a job, a part have a group of friends who are also to say that. It's something. she had
ner. I was very isolated before. I Positive.
to think about.
know it's sickening when people
Finding a relationship was diffi
HIV has allowed really intense
say "it changed my life", but it has. cult for me for years. I didn't think bonding between people. It's such
I went to a support group, but it I would. I found it difficult to dis an extreme time. I understand what
was mainly middle aged gay men close in that context. I'm in a it must have felt like during war
who I felt quite different from. I relationship now with someone times.
was a young punk. A lot of them who's also Positive. That's the only
Interview by Jill Sergeant
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So you've got your test
result back and it's bad news.
1
The doctor or couns ellor who gave you the positive test results will have
discussed a range of issues with you.
So where do you go from here?
Stephen Gallagher points out some directions.
I DO NOW? WHO CAN I
talk to? Where do I begin? Do these·
questions sound familiar? You
would be very unusual if they
didn't. The first thing to remember
is there isn't a right or wrong way
in dealing with HIV. Everyone han
dles the news of their diagnosis
differently. There is no instruction
book to tell you what to do next.
The important thing to remember
is that you don't have to do any
thing immediately. Take your time
and when you are ready to talk to
someone, then is the time to start.
You may want to talk to some
one else who has HIV You may
want to know about support
groups, counselling, or where you
can go for medical advice, or maybe
how you go about finding a doc
tor experienced in HIV You may
have many other questions you
want answered. If you are feeling
confused that's natural, there is a
seemingly insurmountable amount
of information.
The first step, which is often the
hardest, may be just talking to
someone who understands. This
may be a friend who has HIV or
someone at an AIDS council or
PLWHA organisation. In the quest
for information, many people put
their support needs and emotional
health on the back burner; they
rush out and read everything they
can get their hands on. Other peo
ple prefer to just talk to someone
who understands, while others may
WHAT DO
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try to forget HIV for the time be
ing and go about their lives
normally.

[3 onfidentiality
Confidentiality is one of those of
ten misunderstood terms. It means
that no one will divulge your HIV
status to anybody under any cir
cumstances. All health care workers
are bound by professional confi
dentiality, including workers in
PLWHA organisations and AIDS
councils. Staff in these organisa
tions go to great lengths to ensure
people's confidentiality - to the
extent that staff do not identify
what organisations they are tel
ephoning from when they leave
messages.
InAustralia nobody has the right
to ask you if you are HIV positive.
This includes government depart
ments, employers and the police. If
they do ask, you are under no ob
ligation to tell them. Nobody in
Australia has the right to make you
undergo a test for HIV unless un
der exceptional circumstances (eg
being imprisoned). In theory you
may not be discriminated against
on the grounds of your HIV status
{although certain insurance compa
nies won't offer you insurance).
The NSW Anti Vilification Act in
cludes HIV (legally, no one may
ridicule you because you are HIV
positive).

0 ental care
An often forgotten aspect of look
ing after our health is dental care.
Many people express concern that
they may be discriminated against
or charged extra by their dentist if
they reveal their HIV status. Den
tal care and HIV is a specialised area
of dentistry. AIDS councils and
PLWHA organisations have con
tact details for HIV experienced
dentists who can attend to your
special dental requirements.
~ motional support
- who to talk to?

[3

ounsellors
Counselling is the general term that
encompasses people who are social
workers, psychologists or thera
pists. They are found mainly in
hospitals, clinics and community
health centres although increas
ingly there are more in private
practice. It pays to look around for
a counsellor you are happy with.
A long term relationship with a
counsellor can be an important part
of ongoing support. A good place
to start is either the clinic or hospi
tal where you were first diagnosed,
or ask your GP. It is important to
feel comfortable with your coun
sellor. Just because somebody
recommends a specific counsellor
to you does not mean they are nec
essarily the 'right' one for you.
Talkabout August 1995

You can contact the Social Work
depart ments at major hospitals by
telephoning their main switch
board number. To be eligible you
must be an outpatient or previous
patient. Counselling services are
available to anyone with HIV/
AIDS at ACON or the Albion
Street Centre. You do not need a
referral just call the number in the

Talkabout Contact Pages for an
appointment.

rnhat is a support group?
There are several different types of
support groups for HIV positive
people. Knowing what types of
support group are available will
enable you to decide if it's the right
type of group for you. Groups are
not therapy sessions and are not set
up to make everyone think or act
in the same way. Their primary aim
is to provide a supportive, confi
dential environment to discuss
whatever you feel comfortable
with. Many people choose to do a
group because they wish to learn
from other people's experiences and
don't have anyone they can talk to
who understands what it's like liv
ing with HIV.

ics on any given night. The benefit
with this type of group is that you
aren't committed to attending every
week, you can drop in when you
please.
There are confidential groups
that provide support for HIV posi
tive women, heterosexuals,
injecting drug users, gay men, and
people of non English speaking
backgrounds. ACON has recently
started a series of confidential
groups for people who have be
come HIV positive in the last two
years.
There are also two telephone
support lines, one for positive
women and one for positive
heterosexuals who are isolated and
cannot get to a support group.
There are many different types
from which to choose. The Talka
bout 'Contacts pullout' lists all
these groups.

[!3 eneral Information

hospitals.
Stress is another often mentioned
concern (God! Who isn't stressed
about being HIV positive). Many
people use exercise, meditation,
yoga etc. to reduce stress in their
lives. Check the contacts section for
information about these classes and
venues.
~ edical matters
-. finding the right doctor
Finding a doctor you like and trust
who is HIV knowledgeable is a tall
order - but they do exist.
PLWH/A and AIDS councils have
lists of doctors with HIV caseloads
and experience who are gay
friendly, drug user friendly etc.
AFAO has published a booklet ti
tled "Your Doctor and You," which
is available from PLWH/A, ACON
and some clinics. There is an arti
cle in the May '94 edition of
Talkabout called "Shopping for a
doctor," (back copies of Talkabout
are available from the PLWH/A
office).

Questions regarding legal rights
and obligations, work issues, inter
national travel, insurance policies
- the list is endless - can be an
swered by contacting your local
~ regnancy
AIDS Council or PLWHA organi
Unfortunately some women only
sation.
Information sessions run by the discover their HIV status when
IV Peer Support
AIDS councils, some clinics and they are pregnant. Some HIV posi
Groups
PLWHA organisations are also a tive women plan to have a baby and
Peer support groups, as the name good source of information, and would like to find out more about
suggests, are groups where all the cover a range of topics from treat available choices. Information and
participants including the facilitator ments, recreational drug use, support around HIV and preg
are HIVpositive. These groups are nutrition, international travel and nancy can be obtained from the
women's unit at ACON, or the
usually 'closed' groups, which complementary therapies. ·
HIV worker at the Prince of Wales
means that they run for a few weeks
Children's Hospital.
and once the group has begun, no
ifestyle and HIV
body new joins the group. Many
people prefer this type of closed There are many questions on life
eading Material
group as a sense of trust develops style issues and the progression of
Three libraries with HIV/AIDS
over a few weeks enabling people HIV disease. Nutrition, smoking,
collections in Sydney are open to
alcohol
and
recreational
drugs
are
to speak-freely.
subjects that many people would the public by appointment: at
like to know more about. Informa ACON, the Albion Street Centre
~upport Groups
tion on these topics is available and the Family Planning Associa
These groups are run by health care from ACON and the NSW Users tion in Ashfield.
Other major sources of informa
professionals (social workers or and AIDS Association (NUAA).
psychologists). They can be ongo Specialist HIV dietitians are avail tion (besides Talkabout of course)
ing drop-in groups or groups able at HIV/ AIDS clinics or are publications like the HIV Her
structured to discuss various top- outpatient departments of some ald and HIV Briefs, both published

rn
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What benefit is there for me by tell
ing them? Who will still support
·
ments
published
by
the me, is my friend?
When you want to tell the im
Complementary Therapies Collec
tive and AIDS-X, a bi-monthly portant people in your life, there
treatments update. With notable are people you can talk to before
exceptions, the quality of treatment hand. There are support services for
information in the mainstream families and friends of positive peo
press is appalling and .often incor ple. There is a booklet called
rect. Unfortunately it isn't much "Access" which answers some of
better in the gay press, so your best the questions that family and
sources of written inforrnation are friends may wish to ask. It is avail
the specific HIV publications.
able from PLWH/A or ACON and
some clinics and doctors' surgeries.

NEWLY
DIAGNOSED
HIV+?

(ij efe~ral Services

WE CAN OFFER YOU

lished by the National Treatm ents
Project at AfA,0); With Comple

There are various referral services
available from your local AIDS
Council or PLWHA organisation.
In rural NSW you can call the
ACON Rural Project or get in
touch with your region's HIV/
AIDS support worker. These infer
,ma tion services can put you in
touch with an HIV experienced GP,
complementary therapist, counsel
lor, support group etc.

II

reatments Information
Many .people with HIV/AIDS
want an active role in their treat
ment decisions. Learning more
about the immune system, HIV and
available treatments may seem like
adaunting task. You can speak to a
treatments officer or health promo
tion officer at your AIDS Council
or PLWHA. The advantage of ob
taining information this way is that
these organisations have a philoso
phy of advising you of your
options without promoting (?r en
dorsing any particular treatments.
~ ho to tell?
Telling people that you are HIV
positive (disclosing) is never easy
and there is no formula for the
'right' way. The important thing to
remember about revealing your
HIV status, is that you do not have
to tell anyone you do not want to.
To decide who to tell you could ask
yourself the following questions.
Who do I feel ought to know?
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i.lj ork issues, retirement,
superannuation

•

•

n

~

COUNSELLING

Information about retirement eli
gibility, pensions and housing is
obtainable through your social
worker. Legal advice about super
annuation, wills etc. is available
through the HIV/AIDS Legal Cen
tre at ACON. Information about
eligibility and assistance in apply
ing for Department of Social
Security pensions and NSW De
partment of Housing applications
can be.obtained through ACON's
HIV Support Project.

Our team of professional
counsellors are available for
anyone affected by HIV/AIDS.
Free and confidential service
including one to one, couples and
telephone counselling. Call 206
2000 to make an appointment. A
Spanish speaking counsellor is
available on 206 2016.

This will hopefully cover some

Including weekend workshops for
the newly diagnosed, peer
support groups and HIV
Information Forums. Call Stephen
on 206 2011 for information on
upcoming events.

issues that you would like ad
dressed. All these services and
contacts are listed in the Talkabout
contact section. Your first step in
reaching these services may be the
hardest - · but remember there is
someone to help you. Many of
these services are provided by HIV
positive people or people who have
chosen to work in service provision
specifically for positive people. All
these services are completely con
fidential.
ACON· AIDS Council of NSW
AFAO: Australian Federation of
AIDS Organisations

PLWHA: People Living With
HIV/AIDS. This term can refer to
people but is also the name for
organisations of HIV positive
people - such as PLWH/A Inc
(NSW), the publisher of this
magazine.

WORKSHOPS AND SUPPORT
GROUPS

TREATMENTS INFORMATION
The. ACON Treatments Officer
can be contacted for free and
confidential information and
discussion on treatment options.
Call Jaimie on 206 2015
HIV/AIDS LEGAL CENTRE
Legal. advice and advocacy on
HIV/AIDS related issues. Call our
solicitors on 206 2060.
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Contacts
AIDS Councll of
NSW(ACON)

, eo..... "ltli

11, ..,,, HUit

(near Museum Train Station).

Switchboard: 206 2000.
COtNN.NTYSlffoRJ"~(CSN)
Trained volunteers · providing
practical home/personal core for
people with AIDS. 206 2031.
COUNSELLING Professional counsellors
available for anyone living with or affected
by HIV/AIDS. Free and confidential serv
ice, including: One-to-one counselling;
home or hospital visits; telephone counsel·
ling.. Call 206 2000 for appointment
CSN WESTERN SYDNEY Pat Kennedy
204 2404.
F~ AND EmEM WORKSHOPS For gay
and bisexual men under the age of 26.
Groups in Parramatta, Campbelltown
and city. 206 2077. .
~GAY & lfSIIAN INJECTING DRUG
,..,. US! PRo.lECT (GUO UP). Outreach,
information & referral. We are sensitive to
the issues faced by lesbians & gay men·
who inject drugs. 206 2096.
HIV/ AIDS LEGAL CENTRE Legal advice/
advocacy on HIV/AIDS related problems.
206 2060.
~

SUPPORT GROUPS give you the chance to
meet others with HIV, exchange ideas
and rnoke friends. If you'd like to join a

group, become a facilitator, or just find
out more about them, give us a call on
206 2014.
.

I

POSITM ~· MEN'S PR0JECT Looks at
the needs of all HIV+ Asian men. Michael
Camit. 206 2036 or 206 2090. ,
POSITIVE WOMEN Individual or
group support for and by HIV/AIDS
positive woman. Non-judgemental and corn·
pletely confidential. Women and AIDS Project
Officer or Women's HIV Support Officer,
206 2000, TTY for the Deaf 283 2088.
ACON WESTERN SYDNEY 9 Charles St,
Panunatta. 204 2400.
ACON ILLAWARRA 129 Kembla St,
Wollongong. (042) 26 1163.
ACON Mio-NORTH COAST 93 High St,
Coffs Harbour. (066) 51 4056.
ACON N0RTHERN RMRS 147 Laurel Ave,
Lismore. (066) 22 1555.
ACON HUNTER 13-15 Watt St,
Newcastle. (049) 29 3464.

C5 • ..... --~

L

AIDS Tausr OF AuSTIAUA 221 2955.
ALBION STREET CENTRE INFORMATION
LINE 332 4000.

AslANs &FRIENDs SYDNEY A social, rultural
and support group for gay Asians and their
friends, meets every Friday from 7.301 Opm. Gus or Jim (02) 558 0061 a/h.
AUSTRALIAN FEDERATION OF AIDS
ORGANISATIONS {AFAO) 231 2111.
AUSTRALIAN NURSES IN AIDS Special

interest group for nurses. John Miller 339
1111 or Maggie Tomkins 332 1090.
CIVIL REHAIIUTAJlON COMMITTEE Family
Support Centre. HIV education and
support to families of ex-prisoners and
ex -offenders. Joanne Wing 289 2670.
KIDS WITH AIDS (KWAIDS) and parents
of KWAIDS. Inquiries c/• Paediatric AIDS
Unit, Prince of Wales Hospital, 39 2772.
HANDS ON PRoJECT Community based

ACON Hou s IN G P loJEcT

We offer help & advice about
public housing, In particular: accessing priority housing; transfer;
and the special rental subsidy as well as housing discrimination,
harassment and homelessness
The Housing Project also has a number of houses and units avail
tE'J":FP!l able to clients who are waiting for public housing. You must be
eligible for priority housing and In the process of applying
Call Arne/ or Fred on 206 2043 for an appointment
·

Rltil

HIV/AIDS training program for youth
workers. 267 6387.
INNfRSKILl Needle & syringe exchange,
infonnation & referral, also a range of free

services for unemployed people. 81 0 11 22.
Mm0PouTANC0MMLNTYCtulOt (MCC)
638 3298. MCC Sydney 32 2457.

MUl.11CUlJURAI. HIV/AIDS EDUC'AION AN>
SUPPORT

PROJECT Workers

in 15

languages who provide HIV/AIDS informa
tion. Also provides cultural information,
training & consultancy. Peter
6395.

Todaro 516

NATIONAL AIDS/HIV COUNSELLORS
ASSOCIATION Mark Cashman 206 2000.
NATIONAL AUDIO VISUAL ARCHIVE OF
P L WA Royce 319 1887 (after 1 pm).
NArloNAL CENmf IN HIV EPl>EMIOLoGY

& CUNICAI. RESEARCH 332 4648.
NAIONAI. CENnlE FOR HIVSOCW RESEAROi
(Macquarie Unit). 805 8046.

NAnoNAI. AsSOCIA110N OF PEOPLE LJVING
WITH AIDS (NAPWA). Russell Westacott,
231 2111.

NSW ANn·DtscRIMNATION BoARD bkes
complaints of AIDS related discrimination.
318 5400.
NSW USERS AND AIDS ASSOCIATION

(NUAA) Community/peer based ~nisa
fion providing support , referral and advocacy
for injecting drug users· and their
friends.Needle exchange services. 369

3'55.
Quill PR0JECT Memorial project for those

who have died of AIDS. 360 9422.
SEX WORKERS' OUTREACH PROJECT

(SWOP) 212 2600.
SILK ROAD Social and support group for
Asian gay and bisexual men. Meets e,,ery
Friday. Workshops, discussions, social
activities. Amel 206 2000.
SoaAL WORKERS IN AIDS (SWAIDS) A
special interest group for social workers
working with people with HIV/AIDS. Also
acts as a lobby group for people affected
by HIV/AIDS. Anthony Shambri or Pino
Commarano on 661 0111.

Tlffy's Transport 206 2040
Tiffy's provides transport for PLWHA to hospital or clinic appointments. The service, .
operates early morning to early evening, Monday to Friday. For more info, or to
make a booking, please call 206 20.40. Ask for Monica. {Office open 8am - 3pm)
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SUPPORTING
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POSITIVE

ASIANS

Volunteer group for Asians (men and
women) who are positive. Do you need
support, infoi 206 2036.
SYDf\a' PLWHADAY CENnlE The Day
Centre offers a $0fe space to PlWHA
where they con relax amongst their
peers in an informal, supportive
atmosphere. We offer a ranee of services
including: delicious lunches Tue-Fri;
massage; acupuncture; reiki; feldenkrais;
international healing; shiatsu; yoga &
meditation; child care facilities; library;
sewing facilities; pool table. We also have
access to a retreat throughout the year.
Advice and information also available. All
our services are offered free of charge.
Donations welcome. 20 William Lane
Woolloomooloo. 357 3011.
SYDt-F< SOUTH WEST NEEDLE ExOiANGE
For access and locations 827 2222, 828
4844 or Mobile 018 25 1920.
TREE PLANnNG PROJECT AIDS Memorial
Groves. Sydney park, St Peters, in
conjunction with South Sydney City
Council. Mannie De Saxe 718 1452.

VC>la-{TARY EUTHANASIA Soam OF NSW
INC. 212 4782.
WORlD AIDS DAY NSW 350 2611

CLINICS &
HOSPITALS
AlBloN STREET AIDS CENTRE Main Sydney
clinic providing ambulatory care, HIV
testing and counselling. Also conducts
experimental AIDS treatment trials. No
Medicare card required. 332 1090.
CAJ.VAK< HosPrrAL Rocky Point Rd, Kogarah.
Inpatient, respite and pain/symptom con
trol (care by Vidoria Furner). Full commu
nily support tean . Stuart Pullen 587 8333.
EVERSLEIGH HOSPITAL A palliative care
inpatient facilily and communily service.
560 3866.
GREENWICH HOSPITAL Palliative care
inpatient unit, day hospital and communily
outreach. 439 7588.
HAEMOPHILIA UNIT Royal Prince Alfred
Hospital. 516 7013.
KIRKEr ON ROAD CENTRE Communily based
primary health care facility of Sydney
Hospital. Nursing, medical services,
counselling, 9am-8pm, Mon-Fri. Social
welfare service, needle & syringe exchange
2-6pm, Sat-Sun. Outreach bus 8pm
midnight, 7 days. Darlinghurst Fire Slotion,
Vidorio Rd, Kings Cross. 360 2766.

lMRPOOL SExUAL HEALTli CLINIC/HIV
OUTPATIENT CLINIC Elizabeth/Bigge Sts.,

Liverpool. Frtie, confidential HIV/STD
services, counselling, HIV support groups,
practical support. 827 8022.
lMNGSTONE ROAD 5£xUAL HEALTli CLINIC

182 Livingstone Rd Marrickville. Open
Mon, Wed, Thur 1-5pm. For appointment,

560 3057. No medicare card required.
NERINGAH HOSPITAL A palliative care inpa
tient facilily, domiciliary and communily
service. 4-12 Neringah Ave. South,
Wohroo!19ah. 487 1000.
PRINCE HENRY (Special Care Unit) Anzac
Parade, Little Bay. 694 5237 or 661
0111.
Pua OF WAJJ.S Children's Hospital (Pae
diatric AIDS Unit) High St Randwidc. 399
2772/4. Dental Clinic, Acoca St, 399
2369.
ROYAL NORTH 5HoRE HIV outpatient, day
treatment, medical consultofions, inpatient
services, counselling, support groups, sexual
heolth dinic, testing. 438 7414/7415. Nee
dle & syringe exchange 906 7083. Pacific
Highway, St Leonards (by railway station).
ROYAL PRINCE ALFRED (AIDS Ward)
Missenden Rd, Camperdown. 516 6437.
SACRED HEART HOSPICE A palliative care
facility.
170 Darlinghurst Rd,
Darlinghurst. 361 9444.
ST GEORGE HoSPITAL HIV/AIDS Services
Inpatient, Outpatient and Day Treatment
Centre: South St, Kogarah. 350 2960
Sexual Health Clinic: Belgrave St,
Kogarah. 350 2742.
ST VINCENTs HOSPITAL HIV Mmla ~ UNIT
Victoria St, Darlinghurst. Multidisciplinary
HIV specialist care including medical,
nursing, counselling, physiotherapy, oc
cupational therapy, nutritional advice and
communily liaison. Switch 339 1 1-11. In
pati ent care: Ward Cahill 17, 361 2337/
2285. Outpatient core: Immunology B
clinics, Tu, Thur and Fri AM by referral,
361 7111. Ambulatory care/Urgent
triage nurse ractitioner on call, 339
1111 . Clinica Trials, 361 2435. Dental
Department, 361 7129.
SYDNEY SEXUAL HEALTH CENTRE Sydney
Hospital, Macquarie St. 223 7066.

f

TRANSFUSION RELATED AIDS (TRAIDS)
UNIT. Crisis/long term coortselling, wel

fare support. Pam 843 3143. Red Cross
BTS: Jenny 262 1764
UNITED DENTAL HOSPITAL Chalmers St,

Surry Hills. HIV/AIDS service, Sue
Mathieson 282 0246.
WESTMEAD CENTRE (Westmead and
Parramatta Hospitals). Westmead 633
6333. Parranatta 843 3111.

EMO'nONAL SUPPORT
ACON COUNSEWNG SERVICE (see under
ACON, previous page ). Cal~206 2000 for
appointment
~ ANKALI Emotional support to
.J\.. PLWAs, their partners, family
and friends. Trained volunteers provide
one-to-one n_on-judgemental and
confidential support. 332 1090.
CARERS SUPPORT GROUP South West Syd
ney. Runs Wednesday Evening in Liverpool,
6pm. Janelle or Julie on 827 8022
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CLASH Confidential group of HIV+

down support for PI..WHA and their car

heterosexuals who support each other bx
taking owqy some of the hardship of
being alone. (Free call)l-800 812 404.
FAMILY SUPPORT City: A support group for
family members of people with AlDS.
Regular short term groups. Helen Golding
on 361 221 3. Outer Western suburbs:
Meets evenings on a regular basis. Claire
Block or Kevin Goode at Wentworth Sexual
Health and HIV Services on (047) 24 2598.
FRIDAY DROP-IN for PLWHA at ACON
Western Sydney. Scott 011 204 2402 for
confidential information.
HIV+ SUPPORT GROUP South Western
Sydney. Meets in Liverpool Wed 6.30pm.
Julie 827 8022. Transport con be
arranged.
PARENT'S FLAG Parents and friends of
lesbians and gays . Meets 2nd Mon of the
month. Heather, 899 1101, or Mollie 630
5681.
PoR LA Vl)A Un servicio de informacion y
opoyo para personas afectodes por el VIH
y El Sida. 206 2016.
QuEST FOR LIFE FOUNDATION Emotional
support and education for people with life
threatening illnesses, their families, loved
ones and health professionals. Support
groups, meditation/ relaxation classes,
one-to-one counselling. 906 3112.
SlffoRT GROUP FOR PARENTS OF HIV+
ADll.TS Every 3rd Fri in the month 7-9pm
at Ankoli House 335 Crown St.
Confidentiality assured. Grahame Colditz/
Bern McPhee 332 1090.
SlffoRT OF PosmvE YOUTH 360 2945
SYDNEY WEST GRolJp A Porromotto based
support group. Pip Bowden 635 4595.

ers. Small day centre. Located on the
Northern Beaches. Paul, 982 2310.

YOUTH

HIV

SUPPORT

WORKER

Counselling, advice, information to
positive youth and their peers in the
ntral Sydney area. 690 1222.
YOUNG & POSITIVE A confiden
tial service for yo~n9 HIV+ .gay
• guys. Support, inlorrnotion,
groups, workshops, social events. Coll
Aldo or Jaimie 206 2076.

PRACTICAL HELP

8ADlAN>s Residential harm reduction service
providing safe, non-coercive space for
people who are at high risk of HlV
traismission or acquiring HIY. Residents ore
mainly i.niecting drug users and/or sex
workers. 211 0544.
BARNADos FAMI.Y SERVICES Support for
fanilies affected by HIV/AIDS. Respite care,
short/long term foster care and assistance
with permanency planning for children
whose parents have HIV/AIDS. 387 3311.

FUNERAL CELEBRANT

General funerals, free

dients. 360 9755.
l.ooGE Respite and Step-

DES KII.KEARY
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008
451
600
Rural Project, ACON

distributing cheap boxes of fruit &
vegetables. 9am - 4pm M-F, 699 1614.
HANDS ON MASSAGE AND REIKI for
PLWHAs. Training of volunteer masseurs.
Richard 660 6392.
Pm The Inner West Vetinary Hospital will
never refuse urgent treatment for o pet be
cause of lock of money. Please coll 516 1466
for more information.
THE SANCRJARY Centre for complementary
Theories focussing on relation therapies. Tu·
Fri 1.30-5.30pm. Gebe Neighbourhood
Centre. Transport can be arranged. Book·
ings essential. Phone Lindy on 516 7830,
SERVICE

FOR

Mon-Fri 10am-6pm

General advice and referrals on
HIV/ AIDS in country areas
008

802

61.2

Take Control Line
Mon-Pd 10am-6pm
Confidential and frank information
on treaonents for HIV/AIDS
0·05
81. 6
s 1. 8
C
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A
S
H
Confidential group of HIV Positive
heterosexuals
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PLWHAS

Fortnightly on Fridays, inner-city only.
Bookings/ & further information 360
2043.
YOGA Posture, breathing, meditation with
Miren. Sydney PLWHA Day Centre
Tuesdays 2-4pm. 357 3011 for more info.

People L.M,g Mh HN/lt/DS (/'fSVI) he.
A/Coordlnator Cl!lude Fabian .361 6023
A/ Admln Nil. Paul Roberts 361 6011
Posllve Speakers Bureau Coordhator
David Wallace .361 6864
Tdcabout Edlorllll Coordinator

OUTSIDE SYDNEY

.......... . . .....
NAWlllS ■URT

line

Mon-Fri 9am-8pm, Sat 10am-6pm
Advice and referral information for
HlV/AIDS

Fooo DIS111BUT10N NElwoRKCooperative

SHOPPING

HIV/AIDS

Information

in cases of financial hardship. Patrick Foley
on(018)611255.

·a ■LUI

BLUE MOUNTAINS HIV/ AIDS CLINIC
Services include testing, treatment,
monitoring and counselling/support.
(047) 82 0360. 9am-Noon, M/W/F.
/\f\A. BLUE MOUNTAINS PLWA
/ ""\."\SUPPORT CENTRE Wed 11 am·
3pm (lunch). Fri 6.30-10.30pm (dinner).
(047) 82 2119 or Dennis (047) 88 1110.
CSN BLUE MouNTAIN S Hands on practical
help for people with HIV/ AIDS. Pot
Kennedy, (02)204 2404.
KARUNA BLUE MOUNTAINS Emotional
support for PLWHA, their partners, family
and friends. Ann (047)82 2120.
SOUTHERN HIGHLANDS HIV/ AIDS
VOLUNTEER SUPPORl"ER GRouP Emotional

and practical support for PLWHAs, their
family and friends, living in the Bowrol
district. Marion Flood (048) 61 2744 or
David WiUis (018)48 3345.
WENTWORTH SEXUAL HEALTH & HIV
CLINICS Nepean Hospital Mon 3-8, Thurs
9-4. Ross St Clinic, Windsor, Tues -4-8pm.
(047) 24 2507 for all appointments.
C NTRAL Coa•T

■

a..HUNT••

~ Bouy Gou>slNTH fcXH>AnoN CENTRAL CoAST SEXUAL HEALTH SERVICE
~ A community based, registered Offering HIV dinic for testing, monitoring,
charity providing some financial assistance treatments, support. Patrick (043) 20 2114.
to~

NSW

CSN NEWCASnE Rosemary Bristow,
ACON Hunter, 13-15 Watt St, N~stle.

J II Sergeant 361 6750
Advertlslng/Deslgn

Paul Cannng .3616750
Fax3603504
Post: PO Box 831, Dllrllnghurst NSW 2010
Office: Sule 5, Level 1, 94 Oxford St,
Drilghurst

-
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I 2SER FM 107.3 Tuesday 9.30pm I
I PO Box 473 Broadway NSW 2007 I
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ph: 5I6 4T12fx: 330 3099
2SER FM 330 3000
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(049) 29 3464.

COASTAL COtNCTIONS Goy & lesbian

social group. (043) 65 3461. PO Box
259, loukley 2263.
HUNTER AREA HIV SUPPORT/ACTION

GROUP 6.30pm, 4th Wed fYolery month at
ACON. Inquiries (049)29 3464.
JOHN HUNTER HOSPITA~ (Clinical
Immunology Word). Lookout Rd, New
Lombton, Newcastle. (049) 21 4766.
KARuMAH DAY CENTRE. Fir5t floor, 101
Scott St, opposite Newcastle Railway
Station. Open Tues 6-9pm (games night),
Wed 6·9pm (9omes niglit & masseur
when available), Thur 11 am -3pm (lunch
& activities). (049) 29 6367.
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KOlffXIONS DAY CENlRE 11 am-3 .30pm
Mon b- lunc:h & social. Lesley. (043) 23 2095.
NS\\f ANTI-DISCRIMINATION BOARD
Newcastle. (049) 26 4300.

~ GAY fRENDsHI' NE1woRKPeer

Bernie (067) 85 2147.
TROPICAL FRUITS Gay & lesbian social
g_~p. Regular events. (066) 22 4353.
WOLLUMBIN CARES (North Coast)
Community AIDS Resources, Education and
Support. Gerry or Keven (066) 79 5191.

support, workshops and activities for gay
men under 26. ACON (049) 29 3464.
LLA.WA.-•A.
PosmvE SUPPORT NETWORK Emotional/
hands on support for PLWHAs on the CSN WOUONGONG (042) 26 1163.
Central Coast. Lesley Digram (043) 23 · NSW ANTI-DISCRIMINATION BOARD
2905. Suite 3, No6 Bums Cres, Gosford Wollongong. (042) 26 8190.
PORT KEMBLA SEXUAL HEALTH CLINIC
2250, PO Box 2429 Gosford.
THE LAKE S CLINIC (Tuncurry, ) A sexual Confidential and free support for PLWHAs .
Health Servi ce. Bridgepo int Building 2nd Fairfax Rd, Warrawong . (042) 76 2399.
PosmvE 5PACE k.LJwuRA A confidential
fir. Manning St. Thu 10 -2pm. Free and
meeting place to chat, listen and.share with
confidential.(065) 55 6822.
WOMEN' S HIV/ AIDS & SEXUAL HEALTii other positive peop le. Don't hesitate to call
5uPPoRT NETWORK For positive women, (042) 26 1238 to chat with or meet others.
their partners and friends. Awareness Wednesdays and Fridays 12pm-5pm.
raising. Helen (049) 524362.
SOUTH
8T/ A8T

■

N ■w

■

NeLAND •
NORTH
COAST

ARMIDALE HIV EoucA:rOR Melinda Spinks
(067) 73 4 712.
BLIGH STREET SEXUAL HEALTH CLINIC.
(Tamworth) Free & confidential STD/HIV
testing & management. (067) 66 3095.
CHAPS OUT BACK (Coffs Harbour)
Assistance & advice for PLWHAs. Drop
in centre/ coffee shop each Thur 1 0am4pm, support group first Sat each month
2pm-4pm at ACON. Steven (066) 51
5703 or ACON.
0.ARENCE VAJJEf PLWHA Support Group.
Peter (066) 46 2395.
CLUB 2430 (Taree) Manning Area Gay and
Lesbian Support Group. Social functions,
newsletter, monthly meetings. Lloyd (065)
52 7154 or Liz (065) 51 1409.
COASTAL LYNX Mid north coast gay &
lesbian support group. (065) 62 7091.
GAY/MSM WORKER Bernie Green. Bligh
St Clinic lamworth. (067) 66 2226.
GRAFTON HIV /NESB WORKER Sharyn
Dillossa. (066) 42 3333x229
HAsTE (Hastings AIDS Support Team &
Network). Craig Gallon (065) 62 6155.
KEMPSEY AIDS NETWORK Madelaine
Mainey (065) 62 6155, HIV Prowam
officer Craig Gallon 018 66 4186.
lJsMoRE SExuAL HEALTii/AIDS SERVICE A
free, confidential service for all STD and
HIV testing and treatm ent. (066) 20 2980.
NEW ENGLAND NEEDLE EXCHANGE
PROGRAM (067) 662 626 (message). 018
66 8382.
NORTH COAST POSITIVE TIME GRouP A
support and social group for PLWHAs in
the North Coast region. (066) 22 1555.
TAGLS (The Armidale Lesbian & Gay
Society) Norman (067) 71 1890.
TAR.EE SExUAL HEALTii SERVJa 93 High St
Taree, i.Je 2-6pm, Thurs by appoinhnent.
(065) 51 1315.
TBAGS (Tamworth Boys & Girls Society)
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Al.Bun' AIDS SERvlc:Es Community Health
Centre 665 Dean St (060) 23 0206.
Needle & Syringe Exchan~, Judy Davis.
AlBuRY/WOOONGA HIV/AIDS 8oRDER
SUPPORT GROUP (060) 23 0340.
BEGA VALLEY HIV/AIDS VOLUNTEER
5uPPoRTBtGRouP Emotional and practi cal
support to PLWHA, their family & friends
living in this area. Jenni Somers or Ann
Young (064) 92 9120.
BEGAY Bega area gay & lesbian social
group 018 60 4180.
COOMA/SNawY MOUNTAINS HIV/AI.DS
VOLUNTEER 5uPPORTER GRouP Emotional
suppo rt for PLWHA, their family and friends
living in this area. Lorraine on (018) 48
4834 or (064) 52 1324.
EUROBODALLA HIV/ AIDS VOLUNTEER
5uPPoRTER GRou P Emotional and practi cal
support to PLWHA , their family and friends
in the Naroomo lo Batemans Bay area.
Jenni Somers or Liz Follan on (044) 76

2344.

GRFRtH HIV EDUCAJOR/SUPPORTWORKER
Laurene Pierce. (069) 62 3900.
NOWRA SEXUAL HEALTH CLINIC
Confidential and free support for PLWHAs .
Nowra Hospital, (044) 23 9353.
QUEANBEYAN HIV/AIDS/STD WORKER
Yantene Heyligers (06) 29 89236.
SOUTH ERN HIGHLAND S HIV/AIDS/STD
WORKER David Williams 018 48 3345.

5ouneN TAlllfWl)S tlV/AJDS WORKER
Paul Davies, Goulburn Community Health
Centre (048) 27 3113/018 48 2671.
WAGGA WAGGA HIV & SEXUAL t-EALTii
SERVJaS Paula Denham (069) 38 6411 .
AIDS Task Force (069) 25 3055 or (069)
38 6411.
YCM,iG HIV/AIDS VOUM&R SUPPoRIER
GROUP Val'erie, (063) 82 1522.

w
...
BROKEN HILL HIV /STD WORKER Darriea
Turley. Community Health Centre. (080)
88 5800.
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CENTRAL COAST

Ph: (043) 20 3399

Karen Naim
(018) 43 6044

CENTRAL SYDNEY

Lesley Painter
Ph: 55-0 5366
CENTRAL WEST

Dr. Dan Russell
Ph: (063) 32 8576/853B/857 I
EASTERN SYDNEY
Marlene Velecky
Ph: 399 4832
HUNTER

Tony Butler
Ph: (049) 29 1292
ILLAWARRA
Vivienne Cunningham Smith
Ph: (042) 75 5823/76 2399
NEW ENGLAND
Christine Robertson
Ph: (067) 66 2288
NORTH COAST
Wendi Evans
Ph: (066) 20 2145
NORTHERN SYDNEY

Graham Stone
Ph: 438 8237
SOUTH

EAST

Greg Ussher
Ph: (048) 27 3 148
SOUTHERN SYDNEY

Colin Clews
Ph: 350 2959
SOUTH WEST REGION

Dalton Dupuy
Ph: (060) 23 0350
·SOUTH WEST SYDNEY

Mark McPherson
Ph: 827 8033
WENTWORTH
Elizabeth O'Neil
Ph: (047) 22 2255
WESTERN SYDNEY

Chris O'Reilly
Ph: 843 3118
WESTERN NSW
Dr Michael Douglas
Ph: (068) 81 2222/2242

DUBBO/MUDGEE SEXUAL HEALTii/HIV
SERVICE Robert Baldwin. HIV/STD Worker.
Community Health Centres Dubbo (068)
85 8937 & Mudgee (063) 72 6555.
OUT Wm A social & support group for
gays & lesbians in western NSW. Grant
(068) 82 503.3 or Paul (063) 72 4477.
ORANGE COMMlJIIITY AIDS TASK foRcE
Shirley-Ann Bailey. Cent_ral West H!Y
Support worker, Luke Austin. Community
Health Centre. (063) 62 6422.
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Belinda
Darlington
Tell me about when you were first
diagnosed.
About five years ago I was hav
ing regular checkups and it was
completely out of the blue. When
I found out I went running through
the office like a mad person. At first
it was shock. I cried, I was upset, I
was totally not thinking, I didn't
know what was going on.
I gave up my job, the stress was
too much. I got angry at everybody.
I wouldn't speak to my mother,
everybody who rang I wouldn't
talk to. It was the "Why me?" stage,
and I went through that for
months. I was angry at myself and
I was angry at everybody else who·
wasn't HIY. I locked myself away
totally. .
What came after that?
I saw a therapist and it started
sinking in, like "this is it, it's hap
pened, you can't reverse it" and I
started thinking "well, why not
me?"
The main thing that hit me then
and really has stayed with me to
day is that I've got no future. I was
single, running around doing the
nightclub scene and dance parties,
and I always wanted to settle down,
get married and have a regular nine
to-five job. So it was like my
future's gone. It didn't turn out that
way, I found a wonderful guy, got
married, and have a promising ca
reer.
I got really sick straight away. I
had my glands swell up, diarrhoea.
I went down to about nine stone
(that's really skinny for me). I knew
absolutely nothing about HIV and
AIDS. I thought I was dying. I tried
to commit suicide by taking an
overdose of pills, but I woke up in
hospital. I didn't know I could go
on to live a good fifteen years.
Where did you go for support?
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I went to the Albion Street Cen
tre looking for a group. I haven't
any transsexual friends, I have three
or four gay friends. All of our
friends are heterosexual, so I'm re
ally quite isolated. Transsexuals
don't seem to talk about it, because
a lot of them are show girls and
working girls. Of course working
girls can't, and for show girls HIV
isn't good for the image.
My family know, they're so ac
cepting, they're just brilliant. But
the one thing that really bugs me is
there's still a shame to being HN. I
think the more people talk about
it, the more blase people will be
come and the shame will be taken
away.
Whf:n did you start telling people
about it?
It took a couple of years for me
to feel comfortable enough to talk
,about it. Over the last couple of
years 1 just tell everybody. I think
talking about it takes the stigma
away.
Do you think that there are particu-

Zar issuesfor transsexuals with HIV?
I think there should be a trans
sexual support ,group. H I could I
would start it myself. Years ago I
had a transsexual girl friend who
confided in me that she was HIV,
so I told her. It was such a huge
weight off our shoulders.
There's a lot of transsexuals out
there like me, who have got nobody
to talk to. We're isolated because
we're not gay, we're not straight.
We're in the middle somewhere. It's
hard enough being transgender, not
quite this, not quite that, but HIV
puts you in no ~tegory at all.
Interview by Jill Sergeant
Since doing this interview,.
Belinda has decided to go ahead
and start a support group for

HIV positive transsexuals, call
Camille at the Gender Centre
on 5 6 9 2 3 6 6 for more details.
The Gender Centre provides a
range of services and information
to people with gender issues.

23

Marie
Cochrane
Who says you can't cry over spilt
milk?
It is only now 'that some of the
dust from the bomb has settled
since I heard from my doctor. "I'm
afraid the news is not good". In
some ways Mark died that day.
How was it possible to get HIV,
now, after ten years of safe sex. I
immediately informed those nec
essary. It was humiliating and
without dignity. I felt removed
from my own body like I was
speaking at my own funeral.
How can I get relaxed with the
idea that I have a virus that the
whole world is terrified of? That I
am fucking terrified of.
I feel so afraid that I can't get
into sex or intimacy. That I am pre
occupied with gloom. That my
career is shot to pieces. That my
dick is a death stick. That I have
Grim Reaper on my bank. That I
don't know what future means.
That every day I have to live with
loss. That I've seen people dying
along with the hopes of a cure.
That I have to suffer. That I can't
believe it is possible to continue
with these thoughts every day.
· That nobody has the answers to
my questions. That I have to ac
cept rejection from those I love.
That I have to accept other peo
ples fears. That I have to accept my
own. That I have to accept, accept,
accept. That life seems hopeless
and without any reason. That i am
lost.
I've been thrown into a mine
field and somewhere there is a path
for me to walk. I don't know what
I should be doing. There are so
many different things to think
about and analyse. I'm scared.
I wait for a letter from my ex
boy friend, some sort of response-.
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He has turned his back. He doesn't
want to know me. He is the type
living at home, in denial, living in
a closet, insecure. Is it possible to
forget me, to not care? I feel so
abandoned, cheap, nothing. Do I
have to accept his fears? And that
our relationship can be so easily
disclaimed? Does his desertion
mean that I could suffer prejudice
and discrimination from the very
community that I belong to, be
cause I am living with HIV? Do I
have to deal with HIV phobia
from the gay community? I find
this devastating.
Some gays are not proud. I think
they fear the word HIV because it
could expose them as being gay. I
feel no shame about being HIV
positive except for the way that
other people think or have dealt
with me. That it is not the virus
that discriminates but that people
do. That we are dealing with
homophobia and that a lot of peo
ple, especially gays have
internalised this homophobia.
Fortunately I have some incred
ible friends. People who will never
be ashamed of me. People who are
proud of me, proud of Mark. This
drama has reassured me that what
you put into real quality friend
ships, you inevitably get back.
I'm getting involved in politics,
it is inevitable for me. It is stimu
lating and a great way to "keep
ahead of the treatments debate.
Doctors do not know every
thing. I've looked into alternative
treatments, I already know more
about new alternatives than some
of the so called alternate treatment
officers. I've made contact interna
tionally by computer and I am
empowering myself with informa
tion. I can and have made my own

educated choices. There is hope.
One of the hardest things I re
alise is to deal with the fears,
prejudices and ignorance of oth
ers. The whole idea that HIV =
AIDS = DEATH. It's like we are
programmed to see it like this. I
have learnt this is not the case. I'm
here for living and I will not toler
ate weak and shallow people in my
life. I do not have the energy to
waste. I have too much energy for
enjoying life. And there is so much
to live for.
In this society we rarely talk
about death. It even seemed to me
that life was kind of infinite. For
me this is probably the hardest
thing of all to come to terms with,
that death is a reality. But there is
so much life to be lived until that
point. I feel that I have almost been
given an insight into life. To enjoy
it even more, not less. To love it
more and resent things less.
I must say that I have become
wiser. I can now see how trivial
some things really are. I can also
see how important things are.
That people can waste away a life
doing nothing, seeing nothing, liv
ing nothing. Living nothing but a
life built around what other peo
ple think. Built around others'
ideals, fears, limitations and expec
tations.
I will most definitely buy a big
American car and drive across the
United States. Big time fun. That's
my next big plan. Driving through
Texas, Las Vegas, San Fransisco,
Miami, Dolly Parton land, etc. It
will be one big adventure. Like a
huge roller coaster ride of experi
ences. Do you remember "Thelma
and Louise"? That's what I want
to do, maybe without the same
· ending. Maybe.
Talkabout August 1995

Carlos
Roberto
What happened the day you found
out you had HIV?
I remember it was just near
Christmas and it hit me right there
in the middle of Grace Brothers. I
just sat down on the floor and cried
for awhile, and then slowly began
to accept that it was part of me. I
don't accept it as part of me all the
time. It does get me down but I try
not to let it. For sure I feel afraid,
because it is a journey into the un
known. But if you try to be at peace
and live with it, you don't feel it;
knowing that tomorrow will come
with new hope, and in fact it does
arrive and with even more desire to
live.
Of course I would love to have
the luxury of knowing that it is
going to go away, but in reality it
doesn't go away. It is there. It is
stuck solid. And it doesn't move.
We all know that in the end, in
one way or another, we are all go
ing to arrive at the same end. What
can I say, this is but another one of
life's accidents. It needs to be taken
with a bit of humour. I am laugh
ing to myself, because what is the
use of crying, I have cried enough.
But what I try to do now is live, to
enjoy life as much as I can for as
long as I can.
How has your life changed since
finding out you have HIV?
I found out that I had the virus
alinost four years ago, although I
have probably had it longer than
that. Since then I. have changed. I
used to like going out and visiting
places, enjoy having sex and doing
all those things, but all of this is
now in the past as if it was too much
pleasure. Not that it is still not hap
pening, but it is not as before,
everything is more cautious.
People with all their knowledge
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and good intentions say that they
understand, but in the end when
they do find out they keep their
distance. People fear the virus just
like I do. I am afraid of it because it
is going to kill me, if I don't look
after myself. There is a struggle with

the virus all the time. I try to
live in harmony to keep my
spirits up and always with
the hope that tomorrow they
will find something. I think
not just about myself nor just
about the gay community
but for everyone. How mar
vellous it would be be for
everyone if something was
discovered!
Have you learnt anything
new about life and friend
ship?
I no longer have many
friends, real friends with
whom I can talk about my
situation. I can count on the
fingers of one hand the
friends that know I have the
virus. Amongst them, two
are sick but we never talk
about it, as if forgetting about
it means it doesn't exist. But
there isn't a single conversa
tion in which it isn't there in
our thoughts.
Any advice for people re
cently diagnosed with HIV?
That they take it with a lit
tle bit of humour, That they
see it as yet another friend
who has come into their
lives, and that they are care
ful how they look after this
new friend, and that they
don't do anything that is in
appropriate or that will cause
regret the following day. And
when they feel sad or de
pressed, hopefullythere will
be a friend to contact and talk to or
something to distract them. Maybe
they can knit like I do; I really like
to knit when I have problems or
feel depressed because it is like a
therapy for me.
Interview by Grant Farquharson
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Is HIV infection different for women?
Dr Kate Clezy looks {lt some of the health issues HIV positive
women need to consider.

ALMOST ALL WOMEN, AT SOME STAGE

in their lives, experience symptoms
related to their genitals (vagina,
vulva), their urinary tract, breasts,
menstrual cycle and their fertility.
These are ~.11 specifically female is
sues and it is often difficult for
women to initiate discussions with
their doctor about related symp
toms as they are often perceived to
be unimportant, especially in the
setting of a recent HIV diagnosis.
Women with HIV infection are
known to have a number of com
p lica tio ns
involving
the
reproductive system. Of particular
importance is the known associa
tion of HIV infection and cervical
cancer. Cervical cancer is much
more common in HIV positive
women and is recognised as an
AIDS defining condition. Cervical
cancer is preventable by having
regular pap smears.
Other conditions known to be
more common are vaginal thrush,
recurrent herpes and menstrual ir
regularities. These conditions are
treatable and if they occur, help
should be sought from a doctor.
For all women, a knowledge of
their anatomy, and what is normal
for them, is essential in order to
look after their health.
For any newly diagnosed
women, it is important as a part of
a general medical examination that
the following issues are addressed.
Medical history

G Menstrual history - are there
any problems, heavy bleeding,
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cramps, irregular periods. Many
women when they are 'under a lot
of stress stop having periods for a
while.
RAny history of sexually transmit
ted diseases (for example
chlamydia, NSU, thrush, herpes,
warts, gonorrhoea, vaginitis and
syphilis) and what treatment if any
r_ou have had.
H A discussion about contracep
tion, safer sexual practices· and
whether or not you have any chil
dren, are. considering becoming
pregnant or whether you are preg. nant.
II When was your last pap smear,
have you had any abnormal pap
smears in the past, and have you
had any treatment for an abnormal
~p smear?
H Is there any history of cancer in
the family especially breast or ovarian cancer?
·
·
R Do you have frequent urinary
tract infections?
H Do you have any symptoms you
are concerned about at the moment
(for example abnormal bleeding,
discharge and pain on urination)?
III£ you are post-menopausal, then
what symptoms, if any, do you
have and are you having any treat
ment?

cers, these should be swabbed to
determine what is causing the dis
charge.

Pregnancy
If you are pregnant, and wish to
have a child, or are considering be
coming pregnant there are several
important areas to cover. The first
is your health. All the large studies
· have shown that if an HIV positive
woman is well, pregnancy does not
adversely affect her HIV infection.
This is not the case if the woman
has significant HIV symptoms,
when pregnancy usually makes
HIV infection much worse.
The second is the health of the
baby. A baby has about a one in
four (25%) chance of being HIV
positive as a result of the mother's
infection. If AZT (zidovudine) is
given to the mother and the baby,
this is reduced to about 8%. Breast
feeding also is known to. transmit
HIV and therefore is not suggested.
The risk of a baby becoming HIV
infected is also linked to the health
of the mother. If the mother is un
well with HIV, the baby is more
likely to be infected also.
If you are concerned about any
symptoms, and particularly ones
that you may find embarrassing, it
is important to discuss them with
Examination
your doctor. It is very important
H Breast examination for lumps.
to look after your body and other
II Vaginal examination and pap HIV related health issues are dis
smear (unless there has been a pap cussed elsewhere in this issue of
smear in the past six months and Talkabout.
the results are available).
Dr. Kate Clezy is HIV Physician at
II If there is any discharge or ulPrince Henry Hospital.
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For most of us, sex is something we can't give up. It's a basic need. It's fun. For people with
HIV/AIDS, sex is often redefined as a health issue and although sexual health is important,
other issues about' sex can be more difficult. Ross D,'-ffin guides a brief tour through some of
the common questions about HIV positive sexuality.
Should I have safe sex if my
The buzz word among gay men How do I find another p~
partner is HIVpositive?
these days is 'shared responsibility' son with HIV?
Of course, it's easier if you're a
Many people with HIV choose - it just happens that we often get
to thiow away the condoms with more of the share. Despite this, it
each other. Often this is an in is our collective responsibility not
formed decision that the to transmit this virus and there are
psychological benefits and enjoy still some common misconceptions
ment, for them, outweigh any about HIV transmission. Such as:
health risk. Two health questions you can't transmit HIV if you get
about unprotected sex with another fucked. You can. Or: it's OK if you
person with HIV are getting pull out before cumming, or they
'reinfected' with another strain of pull out before cumming, The
HIV; and the possibility of getting virus likes it both ways
other sexually transmitted infec
tions. For heterosexuals, the risk of Do I have to tell my sex
pregnancy is also a consideration. partners?
The law may say so, but the law
What about reinfection?
has little to do with real life in this
After thirteen years of HIV re
search there is not strong evidence
to support reinfection as a signifi
cant health risk for HIV positive
people. That doesn't mean it can't
happen - and it may become im
portant if in the future there are
effective treatments which HIV
can become resistant to.
case. If you practise safe sex then
you may decide it's not necessary
What about other STDs?
These infections may have or compulsory. If you want to find
greater consequences because another person with HIV to have
you're Positive. To reduce the risk sex with, or if you want an on go
of other infections have safe sex and ing relationship, you may decide to
use Gladwrap for rimming (bum tell. Telling is not easy and can take
licking).
·
courage and practice. If you get
hassled - it's their problem. They
don't realise that people would be
What about transmitting
more able to be honest and open if
HIV?
Although it's often the case that they changed their attitudes. Hav
people make it entirely our respon ing support and talking over how
sibility not to spread HIV - it's to disclose with other people with
everyone's responsibility.
HIV is a good place to start.

<.<.
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gay man in Sydney because there's
lots of us. Some people join a sup
port group or a positive
organisation or social group where
they don't have to make assump
tions or guesses or deal with
'negative' attitudes. You can't tell a
person's HIV status by looking, by
assuming things, from gossip or
because they offer you unsafe sex.
There are many reasons why we
may be confronted with difficult
questions about our sexuality. Of
ten we get HIV through sex. People
with HIV are often stigmatised,
and some people strongly believe
that we shouldn't have sex. For
these reasons, we can have com
plex psychological issues about
our sex lives. Some of us have
found counselling or therapy
helpful - just make sure you get
a counsellor or therapist who believes in your right to a satisfactory
sex life.
·
I remember running from my
diagnosis thinking: there goes my
sex life. Sex isn't the same and dif
ficult issues do arise, but many of
us have found solutions that work.
We have managed to co,nstruct a
healthy and satisfactory sex life and
regard sexuality as a basic need and
right.
For more information on sex, see

Talkabout, May 1992 - tt special
• edition on Positive Sex.
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Joy

Bremond
Could you tell me about your diag- tive Women they were very helpful
1
nosis?
and that made me feel at ease for the
I 'was diagnosed three weeks ago. first few days, knowing that I wasn't
I normally go for blood tests every the only one and they were there to
three months. In the past they were support me.
all right. It never entered my mind You've acted pretty fast.
it might be positive. I was going
At this stage I need to, because
more for Hep C. I don't know much I'm an extremist. I either grab on to
about my case at the moment be something that helps me or I do the
cause I haven't been back to the opposite. One-thing I don't want is
doctor to find out where I'm at. I to fall back into my old drug habit.
find it really scary. It's something That's why I've got to grasp every
that I don't want to face up to yet, good thing that comes my way, like
but I'm doing the best I
supportive groups, and hold on to
I'm still shocked and still very it.
confused at the moment. I'm still You said before the interview that
angry. I'm just going through this you know that a lot of your friends
self-blame stage I think. I've gone are positive. Did you know that be
past the self-pity stage. But there's a fore?
lot of anger at myself and whoever I
No, it was only when I told my
caught it from.
close· friends. They didn't appear
What did you do after you saw the shocked at all, and I've shared nee
doctor?
dles with a few of them also.
I told a close friend of my mother, Have you told your family?
and she was the one who rang
I had to tell my mum. I don't
around and got me numbers to ring, think she's coping very well at the
like ACON Positive Women, and moment. She did at first, but now
Albion St. When I first got to Posi- I've actually got two weeks to get

•

out of home. My mother's blaming
me for my stupidity for getting this,
and doesn't want to have anything
to do -with me.
Why did you decide to do this inter
view so soon after finding out?
I think it's not fair me getting it,
and the way I look at it, people who
are HIV positive are all put in a box.
There's not that much awareness
about it. Most of my friends are HIV
positive and are still hiding away,
running away from it. Maybe if I
take· this step, they'll follow, and
make people around them more
aware.
How do you see the future?
Well this is one negative person. I
don't.Not at all, just yet. Hopefully
I will soon, but I'm all cramped up
on the inside and I don't see much
of the future at all. The way I look
at it, it's not fair, just not fair. Just
when I'm getting my life together I
find out this. So I feel as if I've gone
back to square one, in a confused
daze again. That's my future.
Interview by Jill Sergeant

HIV POSITIVEWOMEN andthelaw-Wheredowestand?
Has anyone ever disclosed about your status without your consent?
Do you have any legal complaints about service providers?
Do you have queries about your superannuation?

Get your legal questions answered!!!
At a free discussion forum for HIV Positive Women only
Monday August 14
5pm at ACON, 9 Commonwealth St, Surry Hills

.3pm-

RSVP by August 10 to Kath on

(02) 206 2085
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By coincidence, this issue marks ·Paul Maudlin 's second anniversary of living with
the virus. Paul, who was diagnosed in August 1993, shares his experience of a
Positive diagnosis.
SEVERAL MONTHS AFTER MY DIAG

nos is, I finally set in motion
something that I'd been putting off
since D-Day, and that was writing
an account of my life as'· a positive
person in what I call my HIV Jour
nal. Initially I had to back track
back to my first test and recall eve
rything up to and including the
present day. It took seven weeks
before I was writing in the present
tense. What follows is an extract
from my journal.
12/8/93
Today my blood results came back
and I'd seroconverted to anti-body
positive. My doctor, Chris, was his
usual cheerful self (lovely man) and
after asking how I was he
said,"Your syphilis result was nega
tive, but the HIV result was
positive." My reaction to that
was,"Oh shit". We both laughed.
Once again he asked, "How do
you feel?" I said that I was fine and
somehow I wasn't surprised. I told
him that I had a lot left to do in life
and I was determined that now
more than ever, I was going to do
it. HIV wasn't going to stop me! I
then got a complete physical and
Chris said that I was very healthy.
Then I had a full set of blood
tests. The clinic nurse, (Allan), took
seven vials of blood which almost
made me faint (It was 7:30 pm and
I hadn't eaten since lunch). Allan
made me lay down for a few min
utes to relax. He asked all the right
questions' and seemed very con
cerned and understanding.
My main concern was how to tell
Talkabout August 1995

my partner, Steve, that I'd
seroconverted, or should I tell him
at all, as he was dying. I didn't
know if it was fair to tell him. I was
more concerned for Steve than
myself.
,
I ended up discussing this with
Rob, my newly assigned counsel
lor. He was amazed at my positive
(there's that word again) attitude
and how well I was handling my
new status. He told me that many
a time he'd had to pull people off

the window of his of
fice.
Rob explained that I
didn't have to rush out
and tell the world, but
could disclose when I
was comfortable and
ready. This I guess also
includes Steve. I later
decided to discuss it
with Steve's counsel
lor. Rob talked about
some of the good/
positive things about
being anti-body posi
tive. He told me that
there was a lot happen
ing with HIV/AIDS
and that a lot of things
would change in my
life (and a lot
wouldn't), but any
thing that did change
would do so for the
better. He went on to
tell me that I could
have possibly ten good
years ahead of me, but
nobody knew for sure
(ironically, I was almost wiped out
in a near fatal car accident an hour
later). He further explained that it
was important to set goals for the
future and basically live as normally
as possible.
July •95
Of course things did change, but
they did so for the better. I can't
undo what has happened, there is
a lot of living to do before I dis
charge out of this life and see what
lays ahead in the next.
29

Make your

1:ee!l:111119:s

11rork1°,you
It's important to get emotional support after your diagnosis.
Youruibole being is attempting to come to terms with
momentous news. Philip Oldfield gives the whys and hows of
emotional support.
THE INITIAL RESPONSE CAN RANGE

from feeling vague and over
whelmed through to crystal clarity,
but it can also seem like watching a
movie: "This is not really to do
with me". These reactions are quite
normal - shock is a protective
mechanism at a time of great stress.
You might experience trembling
and hot and cold sensations. It is
important to allow these responses
to occur and make sure you are in
an environment where it's okay to
have them. Being with someone
who will support your emotional
responses can help this process.
Your body is responding naturally
and this is part of your attempt to
find some solid ground to stand on.
What you are confronted with is
the prospect of your future being
very different from what you ever
imagined - even just ten minutes
before. This is too much to adjust
to in a short space of time. Your
feelings are avital response mecha
nism that can work for you.
You may need to get some infor
mation about what your options
are in terms of treatments etc., but
information is not the same as emo
tional
support.
Although
information is important it may not
be what you need most urgently.
Your counsellor's or therapist's job
is to support you fully as you deal
with the initial shock. Your doctor
may not be appropriately trained
or willing to be with you through
this stage so you need to go to a
counsellor as quickly as possible.
You-have rights as an emotional
human being. I'll briefly outline the
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kind of reactions which are not
emotionally supportive. Remember
you have the right to leave any situ
ation where people say or do the
following things: it is not appro
priate to be told to pull yourself
together, to be discouraged from
crying or to be told how you have
to respond. Any judgement or im
plied put down from a doctor or
counsellor will most likely just help
bury your feelings and leave you
numb arid confused. This is a worst
case scenario, but it doesn't take
much to get the message that you
have to stay well controlled.
It is of course appropriate for
your therapist or counsellor, if you
have had a strong emotional re
sponse, to help you get together
enough to leave the room when it
is time for you to go back into the
outside world at the end of your
time together. It is important at this
stage that you have some sense of
where you can go from here. It is
not a good idea to get your results,
have a session with a counsellor arid
then go out into the world with no
sense of what to do next.
What is good emotional sup
port?
It is being with someone, a
trained counsellor or therapist or
good friend, who is available to re
ally listen to you. You need
someone to be there to hear you
out, not interrupt or try to direct
you or cut you short. Through the
process of talking through what is
going on for you, it's likely you will
have sensations, movements of en
ergy, physical responses or

emotions that match up with what
you are saying. Allowing these re
sponses to come out is emotionally
supporting yourself.
There are some decisions you
may need to make fairly quickly as
part of an ongoing strategy to pro
vide yourself with emotional
support. Possibly the most impor
tant is what you do with the
information about your HIV sta
tus. This information belongs to
you. You have the right to have
your status treated as confidential
information by medical staff and
not spread around as gossip. This
is important as you get to choose
who you inform and under what
circumstances you choose to tell
them.
It has been my experience work
ing with HIV positive clients that
generally there has been real ben
efit for them in choosing who to
tell and when. Telling a partner or
friend is a difficult step for most
people and you can discuss this
with your counsellor or therapist.
It may be that you need some time
to come to terms with the informa
tion yourself and to arrange
ongoing support, before you take
this step. You may want to arrange
some private space and ideally not
be interrupted when you tell some
one who is important to you.
Even a close person may have a
different series of responses to what
you might expect or different to
what you yourself are experiencing.
One parent I remember continually
asked "Who gave this to you?" and
"What did ,you do to get this?".
Talkabout August 1995

This blaming or wanting to know being very self critical as this is dis anger.
is essentially an angry response and guised anger turned back against Resolut::ion
should be dealt with by that indi yourself.
Partial resolution or a sense of
vidual themselves in therapy or Sadness
something having passed on and
counselling. It is not your job to
feeling less blocked is the usual ex
be looking after the needs and re This can occur at any stage but in
perience after a strong feeling is
its
deeper
healing
form
it's
more
of
sponses of those around you. You
allowed its full expression. You
have enough to deal with already. a gut response to the experience of
may go back into the previous
Encourage them to get the support loss and hurt. A heaving sad re
stages
to express more sadness or
and caring they need for themselves sponse from our belly with sounds
anger
or
both as you get in touch
and tears is part of the healing proc
and not expect it from' you.
with
more
areas of loss and hurt.
You are dealing with a loss, a ess. This is very different from
change and are engaged in a griev feeling teary and miserable.
A grieving process is our natural
ing process. This involves going Anger
response to loss and involves our
through different stages. It can be Anger can emerge here and there
whole being. Rather than fighting
useful to look at a grieving model in the overall process but it comes
feelings down it involves a full ac
and what. you might expect if you out more fully when you have ex
knowledgement of them as they
look after yourself emotionally.
hausted much of the energy of arrive in a safe environment. The
denial and bargaining. This is a clear overall experience is one of honour
Sh.c}ck
This occurs initially. It's really buy strong emotional response where it ing oneself and responding
ing a bit of time before responding can often be useful to have a thera authentically.
The effect is a greater experience
and can 'recur' when later you ex pist so you don't stop yourself or
perience another related loss or let any one else stop or interrupt of inner peace, of feelings resolved,
hurtful experience. It usually you. Anger needs to be directed and of joy and relief. There is also
doesn't last too long and you may outwards and involves your body a sense of being more grounded and
need time out and rest to let your and often your voice (sounds are in control. Your head can catch up
often as good or better than words). with the emotional experiences and
body 'catch up'.
The danger here is that you can di make sense of them later and as you
Oen1al
rect anger back in towards yourself go along. What is true is that you
This can often be useful. It stops and experience this as depression or cannot think your way through a
you having to deal with over feeling suicidal. Griping or com process that requires the participa
whelming feelings or information. plaining can be a good lead in to tion of your feelings for you to live
It gives you time to adjust by slip expressing anger and part of emo more fully and joyfully.
ping back into the 'before' reality tional self support. This has none
while you work out a response to of the intensity or healing capacity
the 'after' reality. It's also useful if of clearly expressed and directed Philip Oldfield is a Gestalt therapist.
you are aware you are operating in
this mode and choose to put eve
rything else aside and have a good
time. It's dangerous to get stuck
here as you overload yourself with
avoidance and don't get what you ·
really need, emotionally and physi
Cb giup de, hay hllltng din
cally.

8argaining
This is also an important stage as
you attempt to sort out what you
want from your future. If you get
stuck by going back into old events,
regrets, depression and helplessness
you may need a therapist, counsel
lor, or support group to help you
move on. This is a dangerous time
emotionally if you start giving
yourself a hard time or if you are
Talkabout August 1995
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Earlier this year, Paul de Koning went to a Positive Retreat at Kyabra in the
Southern Highlands. What's a Positive Retreat, you ask? It's a few days away with
other people who are HIV positive to relax, get support and share your experiences.
And, according to Pnul, it's great!
I LEFT SYDNEY, I FELT NERV welcome. The land is beautiful, the switched off from a lot of my feel
about going into the accommodation inviting, and the ings, because they all seemed so
countryside with a group of peo hosts were incredibly supportive of · bad. Over the five days, I allowed
ple that I didn't know, especially a our space. I had the opportunity to myself to feel those emotions, and
group of Positive people, some of take long and rambling walks, and began to see that it wasn't so bad
whom were bound to "have I went swimming in a natural after all. As I relaxed, I found my
AIDS". I wasn't sure how, or if, I spring on the property. I also be self experiencing a warmth from·
would handle being around lots of gan to relax.
within, that I hadn't felt for such a
guys who were sick. I hadn't had
I have only lived in Sydney for a long time. It felt calming and reas
much to do with people with couple of months, having fled a city suring, and I think it's made me feel
AIDS, and I was frightened.
where HIV and AIDS are not men stronger too. More together than I
Being so uptight about the peo tioned .in polite conversation, and was before.
ple I would be with, I hadn't really where it seems that when people get
I found a very gentle camarade
given much thought to what the sick and when they die, they do it rie develop between a lot of the men
retreat could offer me, for myself. in private, without causing much on the retreat. Being around other
I was diagnosed in '92, and have fuss. I felt isolated and frustrated positive men was so enlightening
been asymptomatic up until now. that so few of my negative friends for me. I realised that a lot of my
I'm an AZT virgin, and hadn't con could handle my status enough to experiences were shared by other
sidered complementary therapies. really be able to hear me talk about people, and I learned about their
All I did know was that I was it. I had felt very alone, and the re experiences as 'well. We also had
stressed, and that I needed to start treat provided space for me to feel some great fun together with lots
giving some time to how I felt heard. More importantly, I got to of laughs, and I got to know a few
about this virus inside of me. I know myself a bit better too. For of the guys really well. I made some
hoped the retreat would give me the first time since my diagnosis, I friends. I also learned that whether
that time.
was able to come to grips with my someone is positive or negative, cat
Kyabra is ·a very special place. own response to being HIV I real egory one or four, the person is still
From the moment I arrived I felt ised that in my panic, I had the same. Everything else is just a
BEFORE
OUS

..--------------------------• description of the body. There were
guys in all stages of HIV disease on
the retreat, and I found that my dis
comfort eased away and I could see
the people for who they were.
~LA.:- ~, .JA
When I arrived back in Sydney I
didn't feel so alone, and I didn't feel
AIDS
HIV~~~ ~
so frightened, any more.
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Positive Retreats are
several
times a year by PLWHIA Inc (NSW)
and the ACON HIV Support
Project. The next Retreat will be in
September or October, the dates have
yet to be confirmed. Call 019 98 2525
for more details.
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Jamie
Richards
I WAS DIAGNOSED IN 1991, AFTER
being si~k for a while. Prior to that
I was told I was probably HIV
positive and sere-converting, but
the tests weren't definite. In a way
it was a relief, but in a way it
wasn't. Under the circumstances,
I was expecting it. I'd had a year
and a half to prepare for it.
How did you feel while waitingfor
a definite result?
I went crazy, that was the most
destructive period of my life. I got
severely into drugs, I couldn't hold
down a job. Waking up every day
thinking, is today the day I find
out? I couldn't sleep, didn't eat. I
attempted suicide. I had all these
guilt trips, like I'd never slept with
anyone, I'd never slutted around
- at the time I put the blame on
the person who I think infected me
(through needle sharing).
I didn't know anything about
HIV or AIDS, except the attitude
that they've got out in the suburbs,
"oh my god, its a terrible thing,
better off dying now".
Did you look for support?
Oh yeah, mainly towards my
family but of course that wasn't
there at all. Then I got involved in
the groups at ACON and that
helped. And having a gay friend
who was also Positive was a great
help.
I'd being doing the Fun & Es
teem groups at ACON before I
had the definite diagnosis, so I had
become more aware about HIV
and AIDS. Once I knew I was
positive I started going to HIV
support groups. After I met my
lover, he and a close friend were my
Talkabout August 1995
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main support. Unfortunately we've What advice would you give to
been separated a year now.
someone who's just been diagnosed?
How do you feel about being HIV
Oh, services, support, go straight
away. Don't leave it, thinking you'll
positive now?
I hate it, I really do. I hate what cope. Don't take drugs, because
it's done to me, how it made me so you're not dealing with your prob
weak and so scared. How destruc lems. They're locked away in a
tive it was to my relationship. cupboard but when you come off
Lately I've been coming up with your drugs and open the cupboard
little infections here and there, and door, you're going to get squashed
it's scaring me.
to death by all those problems.
I'm trying to think what can I That's what's happened to me.
I've found the best thing is to talk
do, should I continue my studies,
should I get a job, should I just with other people who are Positive,
pack it in and go walkabout? It's especially older people' who've
like there's three years of my life lived with it a long time. I didn't
that I've got to catch up on, I was have that opportunity, to talk to
so messy and so confused and so someone else who had HIV, was
hurt during those years. I've got to doing drugs and was young. I'd like
straighten things out. I've also got to offer that to other people. If
there's anyone in a similar situation,
to live and I don't know how to.
I'm happy to talk to them.
Interview by Jill Sergeant
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Fair Treatment

i\i.
Protease inlailJitors
In human trials, protease inhibi
tors from the drug companies
Merck, Roche and Abbott have
Wrrn ALL THE CONCE~TION IN shown a stronger antiviral activity
r~cen~ months on the antiviral corn- , than any previous anti-HfV drug.
bination of 3TC ~nd AZT, a new Other companies developing pro
class of drugs which could repre- tease compounds are Agouron
sent a more spectacular advance in Vertex/Glaxo-Wellcome).
'
HIV medicine has been relatively
Merck
ignored.
These new drugs are called pro In earlier studies in humans the
tease inhibitors and general research Merck protease inhibitor, MK.639
opinion is it that they will become (formerly known as L-735, 524)
a key element in antivital combina showed that the drug was safe,
tion treatment in the future; So well-tolerated, and adequately ab
what are protease inhibitors and sorbed. However it is the least
promising of the protease com
how are they different?
Put simply, the protease enzyme pounds curently being trialled,
is involved in the assembly of virus with minimal beneficial effect, and
particles, and protease inhibitors resistance developing after six
are drugs which interfere with the months. The researchers also found
process of breaking down the pro resistance, in the test tube, to other
teins HIV needs to grow. In this protease inhibitor drugs from
way they differ from nucleoside Abbott, Searle, Wellcome, and
analogues (AZT, ddl, ddC, etc.) Roche. This is what is known as
which inhibit the process by which cross-resistance. The drug may
the virus integrates with the nucleus prove useful in combination with
of healthy cells and reprogrammes nucleoside analogues.
The Mei-ck protease inhibitor
them to produce more virus.
will
be studied here as a part of a
Unlike these older drugs, pro
large
international trial. Merck have
tease inhibitors have been
recently
announced there will be a
developed to only block HIY, by
binding with its protease enzyme, limited program of compassionate
and so it is hoped that they will be access for people not on the trial.
AIDS buyer club networks in
more potent and less toxic. The
combination of nucleoside ana the United States expected that an
logues and protease inhibitors underground version of MK-639
would probably form the basis of would be on sale there in July, but
a very potent two pronged attack supplies would be limited and
against HIV because the target en prices high - as much as
zymes for both classes of drugs are US$10,000 a year.
different, attacking the virus at two Abbott
separate and important points in its Abbott Laboratories presented re
life cycle.
sults from a placebo controlled

.By Colin Batrouney
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study of its protease inhibitor,
ritonavir (ABT-538) at the Second
International Conference on Drug
Therapy in HIV Infection in Glas
gow late last year. After using the
drug there was an average drop in
viral load of 99. 1 percent. CD4
counts rose on average 300% from
a baseline average of 182.
People on the highest dose lev
els had higher CD4 rises (300 to
400) and a larger reduction in viral
load (99.8 percent) than those on
the lower doses. The most fre
quently reported side effects were
nausea and lightheadedness.
Professor David Cooper of the
National Centre in HIV Epidemi
ology and Clinical Research has
reported on a study he has con
ducted using the drug on 24 people.
Along with increases in CD4
counts and a reduction in viral load,
two people on ritonavir had their
KS lesions clear up and in another
two people oral hairy leukoplakia
went away.
People on ritonavir at lower
doses (600mg per day) show signs
of HIV resistance to the drug after
six months. Ritonavir appears to be
cross resistant to the Merck pro
tease but not to saquinavir making
it suitable for combination with this
drug.
A controversial new study of
ritonavir is nciw recruiting SO par
ticipants in NSW at St Vincent's
Hospital and Albion Street. (See p.
9 and back page)

Roche
The Roche protease inhibitor,
saquinavir, is the only protease
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compound in development which
is planned for accelerated approval
in the US before the end of 1995.
Currently there are two large on
going phase III studies of
saquinavir, one in the US and one
being conducted internationally, in
which Australia is taking part.
There are four arms of the trial,
which includes AZT and ddC. The
daily dose of saquinavir,on this trial
is 1800 mg daily and is reportedly
well tolerated with relatively few
side-effects, the most serious being
nausea and diarrhoea. People who
enter the trial and have to discon
tinue due to a bad reaction to other
drugs on the trial will be offered
free saquinavir until the drug is
marketed.
Questions remain about the po
tency of saquinavir. Early data from
a Stanford University study in the
US of 'high dose' saquinavir (3600
and 7200 mg daily) suggest that
these higher doses reduce viral load
more significantly than the 1800 mg
dose. The current formulation of
saquinavir is poorly bioavailable,
meaning that only 2-5% of the ac
tive drug reaches the bloodstream.
Roche have recently announced the
development of an improved for
mulation of saquinavir which
addresses this problem.
Resistance to Saquinavir, even at
the lower dose of 1800 mg daily,
does not develop as quickly as in
other protease compounds. After
one year of treatment, about 50%
of people using the drug show some
signs of low level resistance, and
that resistance does not lead to a
large reduction in sensitivity to the
drug. Virus that has grown resist
ant to saquinavir is not
automatically resistant to other

protease inhibitors.
Roche is committed to sponsor
ing an expanded access program to
provide saquinavir to people with
AIDS. This expanded access will be
using the new formulation of
saquinavir and will involve 4,000
people worldwide (2,000 in the US
alone) and will increase in size as
greater quanitities of the drug are
manufactured. It is unclear what
percentage of the remaining 2,000
places on this expanded access pro
gram will be allocated to Australia.
The protocol for compassionate use
has yet to be drawn up but it is cer
tain that the drug will be available
for at least 50 people with CD4
counts below 50 and will combine
saquinavir with d4T.
Clearly one of the major priori
ties of the international research
community is the development and
clinical application of this new class
of anti-HIV drugs. The implica
tions for the HIV/AIDS infected
and affected communities are po
tentially enormously beneficial.
But firs~y w~ need to address some
very senous issues.
Community response
Without an effective activist voice
in this country we will not have any
meaningful contribution to make to
the ongoing treatments debate and
subsequently no access to prornis
ing treatments for HIV/AIDS
outside clinical trials or restrictive
compassionate access programs.
These will be determined by the
drug companies and the research
community at their discretion and
based on their priorities. it's not up
to the researchers or the drug com
panies to guarantee us access, it is
up to us as a community.

The primary advocacy group for
PLWHAs in each state are the
AIDS Councils and their silence
with regard to treatment issues,
with a very
exceptions, has
been deafening. They simply need
to do more on every level of the
treatments debate. This includes
treatments education and a more
dynamic role in what was once
known as activism, hand in hand
with advocacy.
The need for activism is as urgent
as it's ever been because we can see
what could happen if the voice of
the community is diminished.
Our views will not be taken into
account and, quite simply, our
agenda will be determined for us.
In the absence of a clear activist
voice in the HIV/AIDS debate in
this country, the balance has slipped
in favour of the priorities of the
academic medical research commu
nity and the drug companies and
you don't have to look too hard to
see who the losers are in all this.
There is an urgent need for the
HIV/AIDS infected and affected
communities to reposition them
selves central to the treatments
debate in this country.

few

Trial Access (NSW)
The Merck, Abbott and Roche Pro
tease inhibitor trials are being
conducted from various centres,
but all are under the auspices of
Andrew Carr and Prof. David
Cooper at St Vincent's •Hospital,
ph: 339 1111.
Colin Batrouney is the HIV
Treatment Info Counsellor at the
Positive Living Centre in Melboume.
This article is condensed from an
article which originally appeared in
AIDS X,Jurie 1995.

Bobby Goldsmith FoL1ndation
BGF
provides assistance to people with advanced HIV/AIDS to enable them to maintain a reasonable
standard of living by helping to alleviate some of the financial stresses during an extremely ~
difficult time in their lives.
'
For more information about BGF guidelines for assistance, or to make an application for~
assistance, please contact the BGF Office.
- • ·
BGF, L4, 376 Victoria St PO Box 97 Darllnghurst NSW 2010
Fax 360 9334 Tel 360 9755
Talkabout August 1995
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consultation arises when Com
jects? In any event, in a multina monwealth money is used to
tional trial of this size, such support the infrastructure of trials.
community input would have been This trial of Ritonavir is funded in
swamped by the competing objec its entirety by the pharmaceutical
tives of the pharmaceutical company and the funds are trans
companies, the investigators, the mitted directly to the hospital and
licensing bodies and the patient clinic in question.
groups of other countries which Paragraph fifteen
represent much larger numbers of
Far from behaving like a rogue
trial participants.
pharmaceutical company, Abbott
has conducted each phase of this
Paragraph ten
There are a number of significant trial in a responsible and ethical
factors which propelled Australian fashion. It would be callous to
clinical researchers into interna hound them into withdrawing al
tional trial participation. Our track together from the field of HIV drug
record of consultation and co development ~ callous and inhu
operation with the affected mane toward those PLWHA who
community figured somewhat be could in the future benefit from
hind our ability to produce results such drugs. Inappropriate attacks
of the highest quality, many of on drug manufacturers can only
which required placebo-controlled lead to fewer effective therapies.
trials.
Surely the objective of all of us is
to achieve more effective therapies
Paragraph eleven
In my view, an obligation for for our clients and friends.
(Continued from page 9)

For my Daughter
Ebony:
Your smile lights up my
morning,
and fills my heart with Jove
I swear you arc an angel
Sent from heaven above.
I live to see your future
to watch you learn and grow
I want to hold you in my
arms
and never let you go.
So if ever I'm not there for
you
remember just one thing
I'm with you heart and mind
and soul
whatever life may bring.

Melissa

ACON & CSN ILLAWARRA
=
=
The National AIDS Bulletin.
Australia's Jeadl ng

=
=
=
=
=

national AIDS magazi ne

gives you the latest In
natl onal and world

news, anatysls and
comment , trea tments
and legal issues,

features,

infonnation

and reviews - all with a
fresh and contemporary
approach.

For a free copy and subscription detalls, write
to the National AIDS Bulletln, PO Box H274,
Australia Squa~, Sydney , NSW 2000.

._
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can offer you:
education & information on HIV/AIJS & related issues
care & support for people living with ~/AIDS (e.g. CSN,
mamge , welfare advice & advocacyJ
peer support for gay & bisexual men under 20 !OUT NOW)
outreach edycation services·
community dMlopment for the gay communi1y !building on
existing stmigths)
community devetopment for the HIV positive community
volunteer Speakers Bureau
condoms & lube at low price
a vitamin service
counselring & referral

ACON & CSN ILLAWARRA

Ml

B
rihe11"'ivi;-,,~~;~.-;.,p.;~d,
129 Kembla Street Wollongong
042 26 11 63 open from 10 till 6 Mon to Fri

I provides support & advocacy to people living with I
I HIV/AIDS in the lllawarra & Shoalhaven areas. If I
I
I
_. I

you are HIV positive, or someone close to you is I
positive, contact FRANK at the ACON office on I .
Mondays, Wednesdays or Fridays.
I

L-----------------~
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HIV/AIDS

:

Education &
Support Sarvlc•

1

Y0 6A

·

Tuesday 2pm - 4pm
Posture5, ~ oxera5e5, relaxation ar\'.l
Meditation v,ith Mirren
PWA Day Co,tr,;
s,,

20 ,.. ••II~••
357~71

Make a
difference
ARABIC, CHINESE, CROATIAN,
QREEK, INDONESIAN, ITALIAN,
KHMER, KOREAN, LAOTIAN,
MACEDONIAN, POLISH,
PORTUGESE, SERBIAN, THAI,
TURKISH AND VIETNAMESE

THE CO-WORKERS

I

The service employs people from the
target language groups to co-work
with other health care professionals
in a support and/or educative role.
The co-workers, who come from a
wide variety of backgrounds, have
been selected for their language and
cultural skills as well as their HIV/
AIDS sensitivity.
The Co-workers are trained by the
service and clinically supervised on
a regular basis.
I

SUPPORT.SERVICES
In a clinical setting, the Co-workers
work In conjunction with the existing
case manager. Anyone can refer a
client to the Service. The client may
be any NESB person living with HIV/
AIDS, their family, carers and/or
friends. Usually the particular co
worker remains with the client even
when the case manager changes,
offertng continuity of service. The co
worker can provide support during
pre and post test counselling and
long term emotional support.
Level 5 Queen Mary Building Grose
St Camperdown NSW 2050

(02) 515
3098

Guys on safe sex Is an
HIV/AIDS lnfollne for all
the young men who
have sex with men In
NSW. We are looking for
guys In their 20s to take
part In our volunteer
training In September. If
you're broadmlnded, re
laxed, and like to talk on
your phone, then we
could use your help.
Give Paul a call on 331
4125 and find out more.

ACON MID NORTH COAST
•••••••••••••••••••

We offer support for PLWH~

✓· alternative therapy
· ✓, subsidies

' ·
_"'/ vitamin co-op
~/ home based care & support
Short-term accomodation
links to other PLWHAs
~ various health informction
The branch also runs HIV
prevention and safer sex
education

93 High St, Coffs Harbour
PH: (066) 514 056

WD:l®J

Are you.a

e-I-v
-- :P<>si-t;i~e
Wc:>ma.~?
Scream line

1800
630 075
This new and important service will
be launched at the end of August

1995.
enquiries are welcome before
then, call. Kath on

(02J 206
Sa1lfflllne ~

1

zoes [A] CC l Sl1

prajoct lWj>iud by ACON

L - !,A_:J~>,!5_!! ~~- .J
!
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Co:rvtMUNITY SUPPORT NETWORK

ACON/CSN

WESTERN SYDNEY AND

Hunter Branch Services
Provision of services to those living with and/
or affected by HIV/AIDS. Our services. extend
to all people regardless of race, gender or
sexual orientation..
We offer:
PEER SUPPORT GROUPS for gay/bisexual men.
Disclosure of HN status
, is not necessary.
EMOTIONAUPHYSICAL SUPPORT at your
home by CSN carers.
COUNSELLING/GRIEF SUPPORT for PLWH/
As, partners and significant others ..
ADVOCACY in accessing other services and for
those experiencing discrimination.
REFERRAL to medical services, Palliative Care,
Dentists, Complementary therapists.
Also available: Free condoms, lube, dams,
Information, NSEP, HIV antibody blood testing,
Volunteer/Carer training.

Privacy and confidentiality assured. Initial
contact by phone to maintain your anonymity
is welcomed. All enquiries phone 049 29 3464
or· drop in to 13 - 15 Watt Street Newcastle

CSN trains volunteers to give support to people living , .
with HIV and AIDS, their significant others, family anii,
friends. The support is usually in the form of practical
home-based care and transport (and occasionally
emotional support). They also provide respite care for
family and friends who need a break.
The support is provided to help the client maintain their
independence and their quality of life. All services
provided free of charge.
For further information contact:
Pat Kennedy (02) 204 2404or 016 020 page 278 671.

Btgge Park Centre
(Liverpool Sexual Health)

We provide ~/STD
testing, treatment and
counselling.
Confidentiality assured,
no cost.
Access to clinical trials.
Off street parking or short
walk from Liverpool

Station.
Phone for appointment.

8278022
13 Elizabeth St. (Cnr
Bigge St.)
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(l (1 Gi~es users a

f-tt-t voice

The NSW Users and AIDS

Association (Inc.) was set up
and run by users, ex-users and
those active with users' issues.
Advice about safe using, drug
effects, social and legal ospects.
Needle exchange with free fits,
butterflies, waters & sofe sex
eciuipment.
PHONE: (02) 369 3455, free
call 1-800 64 4413 Fax 369
3282.
Write to: NUAA, Po Box 822
Bondi Junction 2022.
.
Visit: 16 Leswell Street, Bondi
Junction.

IF YOU LIKE A NIGHT ON THE WILD SIDE
YOU MIGHT NEED A SERVICE ON THE NORTH SIDE
CALL US, WE'LL CONNECT YOU WITH THE SERVICE YOU NEED

• testing
• counselling
• treatment
• in/out patient
• homecare
~ ·, • hospice ·
• respite
~

❖

NORTHSIDE
NETWORK

(02) 926 7788
EALTH CARE - INCWDING HIV/AIDS

IJM#.IN
~!".~fri 9-5: ~ ho~rs op1:o;a1menrs nrnil:6!c IAA.h&li
totally confidential
& free

•

.~

•
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WHERE WE SPEAK FOR OURSELVES

•

: Join PLWH/A in the ~
,,
'~
~
: fight against AIDS!
--:) ~ ,'~ ~
Subscribe now!

CoMwmmSUPPORT
'

NETWORK
--NSWINC--

., PLWH/A Inc. (NSW) is part of a worldwide movement to empower people
"' with HIV infection, their friends, supporters, family and lovers to live full,
• creative and meaningful lives free from fear, ignorance and prejudice. Help
yourself and others affected by HIV to create a positive, friendly and supportive
: environment in which we can all live with HIV &AIDS - join PLWH/A

: PLWH/A membership
: 0 Yes! I want to apply for membership of PLWH/A

(NSW) Inc. $2 per

•

· Talkabout annual subscription rates

•

•

Caring for our
community
Community Support Network
is a community based
organisation which has been
providing home care and
support to people with
advanced HIV disease for
over 10 years. We provide a
range of services, including
personal care, meal
preparation, cleaning and
shopping. All our carers are
volunteers and undergo an
extensive training course. If
you are in need of some
extra help around the house
or would like further
information about our·
services please call us on:

year (Membership is only ava,1ab/e co NSW residents)

-;,
•

Please note that Ta/kabout subscribers also receive the quarterly
With Compiements Newsletter for no extra charge!

• Individuals
• 0 I am a member of PLWH/A Inc. (NSW) $13 per year
,., 0 I am not a member of PLWH/A Inc. (NSW) and/or I live outside
.,
NSW $30 per year
• 0 I am receiving benefits and living in New South Wales FREE
. 0 I am an individual living overseas A$70 per year
: Organisations
'" 0 Full (business, government, universities, hospitals, schools etc.) $80 per year
II'

0 (Extra copies $30 each per year)
0 Concession (PLWHA organisations, non-funded

"

: 0 (Extra copies $ I 5 each per year)
"" 0 Overseas A$ I 20 per year
"' 0 (Extra Copies A$40 each per year)
(Please specify number of extra copies -----

Donations
Yes! I want to make a donation to To/kobout
$/00 0 $50 0 $20 0 $/0 0 Other amount

;Total amount forwarded:$

0

f.-ddeme,rbenlipi,,,,,p;,iatje,m~fa-=cq,ie!l

"' Method of payment: Cash O Cheque O Credit card 0
"'
'l'

Mastercard O Visa O Bankcard O Card # -----Expiry date
Signature
Date
_
Make all cheques payable to PLWHA Inc. (NSvV), we'll send )'OU a receipt (donations $2 and over
are

"'

.

deductilxe). Please note that the Tal<.about database ls totally confidential ~ Choose which
rate applies to you @,AJI rates are negotiable - t.ak to us + Special note for overseas
S1Jbscribers; taD( to LIS about exchanges with )'Our publications.

tax

Sydney (02) 206 2031

: First name

Or
Or
Or

(02) 206 2032

"'

(02) 206 2033

• Postal Address

(02) 206 2035

community based groups etc.)

$40 per year

---------------------Last name
----------------------

--------------------

.,. ------------------ Postcode ---; Phone (w)
(h)
_
"'

Please forward this completed form to: Subscriptions, Talkobout,
PO Box 831, Darlinghurst NSW 20 I 0.
Thank you/
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•

••

•

PlWH/A INSWJ Inc view
ABT-538 is one of an exciting new group of antiviral drugs
called protease inhibitors.
There are a substantial number of people with HIV with
very depressed immune systems. Most of these people
will have already tried other treatments and failed. They
need something new. For those in this desperate situation,
access to ABT-538 would arrest decline in their health
and increase their chances of survival.
Compassionate access must be resolved urgently.
PLWH/A (NSW) notes that in the USA over sixty major
AIDS groups have recently signed a consensus statement
demanding that Abbott and other manufacturers of
protease Inhibitors make their drug available on a
compassionate basis.
PLWH/A (NSW) will be askingACON andAFAO to lead a
community campaign to force Abbott to make ABT-538
available to all those who need compassionate access
to it.
Abbott is behaving like a rogue pharmaceutical company.
They cannot be allowed to get away with their callous,
inhumane attitude towards people with HIV/AIDS.

What vou can do
Protest to:
Mark Haywood
(Managing Director)

Susan Alder (Medical
Director)

Phone: (02) 668 9111
Fax: (02) 668 8459
Write: Abbott Australasia Pty
Ltd. (Health Care) Captain
Cook Drive, Kurnell, NSW 2231
N.B. Send copies to PLWHIA

