Issues of discrimination remain central to the life of many people living with hiv and aids. 1 in 3 people have experienced
discrimination in relation to medical treatment; 1 in 5 people have experienced harassment and live with fear of violence: 1in 5
have experienced discrimination at work and more than 1in 10 have been discriminated against in relation to accommodation.

“Coming out of the 'AIDS daze' of 1991 we formed a swim team that promoted inclusiveness and an active lifestyle. Qur
team now includes gay, lesbian, heterosexual, hiv positive and hiv negative members. Discrimination of hiv/aids is one of
the key issues inhibiting changes in perception, attitudes and behaviour”. Wett Ones, Swim Team, September 2002
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This years campaign “HIV / AIDS doesn’t discriminate. People do”
is aimed at the general public and encourages people to accept HIV
positive people as no different to anyone else. For more information or
campaign posters, visit the website or AIDS Council in your area.

For information on Events and activites in your area visit:

www.worldAIDSday.org.au
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At least winter's over. The other good
news includes the Department of Hous-
ing’s assurance, announced by ACON, that
current SASS clients will not be forced to
move, and an extension of the commu-
nity pharmacy trial. This pilot program,
which allows participants to get their hiv
treatments from one of a number of par-
ticipating pharmacies, is still only open
to those already registered. An evaluation
report is underway. And if you’re still con-
cerned about your rental subsidy in spite
of the Department’s assurances, go to the
forum being organised by the Department
of Housing, to be held at the YWCA on 21
October. More details, page 9.

The Gay Games Cultural Festival includes a
number of events plwha might want to take a
look at. The back page of this issue previews
a few of these events. The Health in Differ-
ence 4 conference also includes workshops
on hiv/aids, as does the Workers Out confer-
ence. Both these conferences are being held in
conjunction with the Games and will address
issues of stigma and discrimination against
plwha. Stigma and discrimination are the
themes of a visibility campaign being launched
during the Gay Games. This issue’s cover fea-
tures an image that you’ll spot on a billboard
in Sydney, with other postcard images inside.

This important campaign acknowledges that
plwha are part of a wider community.

The Activate speaker series is underway
and this issue includes an interview with
Sonja Ristov, of Positive Women Victoria.
Sonja speaks out about the difficulties positive
women face. Whether you’re a women living
with hiv, a family member, or a service pro-
vider, the Activate speakers series, being run
by ACON, is worth checking out.

A big thank you to Victor Shepherd for
another update from Northern Rivers. What
about the other regions? Surely someone in
the West, the Mountains, or the South Coast
owns a pen! The same thing applies to Sydney-
siders. If you think something’s missing from
Talkabout, put pen to paper and send it in.
We’re still screaming health, lifestyle, train-
ing and financial management in here but you
might have other ideas.

TALKABOUT

ispublishedbyPeople LivingWithHIV/AIDS(NSW) Inc.
Al views expressed are the opinions of the
authors and not necessarity those of PLWH/A,
its management or members. Copyright for all
material in Talkabout resides with the contributor.
Talkabout is made possible by subscriptions,
advertising revenue, donations and a grant
under the State/Commonweaith AIDS Program.
Talkabout thanks the many volunteers without
whom its publication would not be possible.

email editorial material to editor@piwha.org.au
Printed at Agency Printing

ISSN 1034 0866
DISCLAIMER

images of people included in Talkabout do not
indicate hiv status either positive or negative.

Our regular columns continue:
agony aunt answers the cries

of the phoneless, and talkshop
gives readers an update on

what'’s happening in NSW (both

on page 4). Our semi-regular
column from the Positve Speakers
Bureau appears this issue, with a
contribution from a Sydney high
school teacher (page 5). Treatment
update looks at the superinfection
panic and says ‘relax’ (on page 12).

The diary includes some regular
NSW events (on page 27).

The hiv visibility campaign,
featured on the cover of this issue,
is described by Kathy Triffitt on
page 18.

Positive Lives is here for the Games
and Kathy Triffitt interviewed Kevin
Ryan about the project. Her article
begins on page 10.
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DS action

with Antony Nicholas, Executive Officer PLWH/A (NSW)

As many of our members will already be
aware, PLWH/A (NSW) will be holding its
Annual General Meeting in mid-October.
In the first full year of the newly restruc-
tured Board, instead of a Management
Committee, PLWH/A {NSW) has faced
a series of changes and the Board has
been instrumental in strategically look-
ing forward and planning what PLWH/A
{NSW) will look like in the future. Already
the Board has made changes to its gov-
ernance, its membership structure and
a tightening of the constitution that the
Board and all members operate under.

Under the guardianship of the new Board
and after the Annual General Mceeting,
PLWH/A (NSW) will begin its long antici-
pated strategic planning process. This will
look at what positive people want from
PLWH/A (NSW) and what realistically
is achievable for a small non-government
organisation. PLWH/A (NSW), now in its
teens, needs to reflect on the past and plan
for its future.

As part of the reflection on the past [ want
to specifically chank all the 2001/02 Board
members, some current and some resigned,
for their energy and commitment over the
past year. Thanks to John Robinson, David
Wallace, Michael Willis, Scott Berry, Ken

Irvine, Mark Tietjen, Lance Feeney, Amelia
McLoughlin, Kevin Pyle, Douglas Barry and
the nominated staff representatives over the
last year Will Klaasen, Glenn Flanagan and
Kathy Triffict.

PLWH/A (NSW) is always interested in
hiv positive people who may want to con-
tribute to the Board or our working groups.
Please feel free to contact us for more infor-
mation, if you want to become involved.

The announcement by NSW Health and
South Eastern Sydney Area Health Serv-
ice that the Community Pharmacy Trial
has been extended is welcome news. Qur
thanks go to those pilot participants who
took the trouble to express their concerns
about the proposed September end of the
pilot, to NSW Health and to Dr Julian
Gold, Director of Albion St Clinic without
whom the extension of the pilot would not
have been possible.

LWH/A (NSW) is
always interested
in hiv positive
people who may
want to contribute
to the Board

or our working
groups. Please
feel free to contact
us for more
information, if you
want to become
involved.

The side effects and body shape
change project is being conducted
by the National Centre in HIV
Social Research. The project is
currently recruiting in the Northern
Rivers. For more about the project,
turn to page 13.

Activate drew Sonja Ristov, of
Positive Women Victoria, to

Sydney in August. Just one of
the panel speakers at Glebe’s

e lounge, she spoke to Susan
Hawkwood (page 14).

Brendon Christian visited PLWHA
(NSW) this year. The Networking
and Advocacy Coordinator with
the AIDS Legal Network, Brendon
contributes an update on the
network's activities in this issue
(page 16).

BGF's Rob Hardy gives plwha a
summary of some of the training

opportunities available on page 24.

The Asia Pacific Network of
positive people is currently
proposing a three year training
program to greater involve positive
people in the Asian Pacific region.
John Rule provides an update on
page 17.

An irreplaceable campaigner is
remembered on page 21.

Talkabout 3




gony

aunt

Q| can’t get a phone put on at home because
| owe Telstra money from ages ago. | really
need a phone so people can ring me. | also
need to make appointments and keep in
touch with my friends. Do you think | should
get a mobile? | don't know what else to do if
| can’t have a phone at home. Phoneless from
Surry Hills.

A You have a few options.

You can phone Telstra and make arrange-
ments to have an ‘In Contact’ Service. This
means that people can phone you and you have
access to 000 emergency calls and a limited
number of Telstra services. This is a free service.
You will need to make arrangements with Tel-
stra for repayment of your old telephone bill at
an amount you can afford, for example $10 or
$20 a fortnight.

Another option is to have the communic8 pre-
paid Home Telephone Service. You will need
your own telephone hand-set and a telephone
connection to the house. The start-up kit costs
$45 and can be purchased from the post office
or Telstra shops. You get $12 worth of account
credits from the start-up kit.

You will be charged a monthly basic fee of
$11.90 or $16.90 if you want Message Bank.
You can then purchase the on-going prepaid
services as you need them, and you receive all
the usual services that Telstra provides.

If you share a house, cvery person in the
house can have their own communic8 service
on the same telephone handset and your service
won’t be cancelled if someone else doesn’t pay
their bill. Also, you only pay for your own calls.
You can use someone else’s phone and have it
charged to your communic8 service.

The third option, although it is the most
expensive way to have a phone, would be to
have a prepaid mobile phone. You will need to
buy your own phone. Most of the mobile phone
providers have prepaid services and if you can’t
afford to buy a new card, you still get incom-
ing calls for a period of time, so people can be
in contact with you unril you can afford to buy
another card.

If you are having problems coming to arrange-
ments to repay old phone bills with any service
provider, please contact one of the Financial
Counsellors at BGF on 9283 8666 or 1800 651011
if you are outside Sydney.

Tatkabout’s Agony Aunt is BGF Financial Counsellor, Jen-

nifer Gracie, If you have any questions for Agony Aunt,
email jennifer.gracie@bgforg.au
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PLWH/A (NSW) Community Development Officer

Will Klaasen profiles what's happening in NSW

Spring is in the air and that means
gardening. The Friends of the Bridge
are now moving forward with plans
for the first stage of a 3 year house
garden project. The housemates
have contributed their ideas and
are now planning to begin work. Hiv
mental health/aids dementia issues
are increasingly becoming a taboo
subject that few wish to talk about in
our community, even with increases
in pressure to services who actively
engaged in care and support for
plwha who are having treatment in
these areas.

What The Friends of the Bridge are
trying to do is one of the most exciting
programs around. The Garden Project
will be part of the residents’ daily life.
What is needed now is support, and
lots of it. If you are a gardener and
have time to volunteer, or you wish to
donate money, assist with supplies that
are part of the design, or get involved,
call Diana Jefferies on 02 9552 6428 or
email glebenum@iprimus.com.au to
find out more about how to help The
Friends of the Bridge.

Friday the 13th Septembet was far
from unlucky for Planet Positive and
the many that turned up to celebrate
the night of witches. PLWH/A (NSW)
were proud to introduce Ms Sally Spec-
tra as MISS PLWH/A, Planet Positive’s
divine and outlandish hostess. Sally
will be assisting at future Planet Posi-
tive events so if you have never been
before, Sally will show you around
the Positive Living Centre, give you
the latest gossip, and introduce you to
people. Now there is no reason to not
come on down and have a great night.
Look for future dates in the Sydney Star
Observer and Talkabout.

Positive+Decisions Program  —
Working Group and the participants

involved extend a huge thank you to
Sydney 2002 Gay Games VI for their
generous support and commitment to
this project over the last 12 months.
The program has placed participants
with the organisation with rave reviews
about the experience. We wish every-
one involved with this upcoming mega
event all the best.

Annual General Meetings have or
are about to happen within our com-
munity organisations which represent
our needs, so it’s that time to consider
whether you will sit on the fence and
complain when you don’t have the
services you are entitled to or sign up
and become members to be involved
and attend these AGMs, vote or stand
for committees or boards. These com-
munity organisations actually do need
your support and talents, or they face
extinction. It’s your choice!

Goodbye time

This is my last Talkshop for the
Community Development Unit. The
Unit is happy to welcome back Glenn
Flanagan from 12 months leave, all
refreshed and raring to go. I would like
to say thank you to Antony Nicolas and
the Board for having faith in me and
allowing me this amazing opportunity
to work in Community Development &
Advocacy with no previous experience.

I extend a big thank you to all of my
colleagues who I have worked with and .
the valuable knowledge and advice they
have given me. Especially the amaz-
ing people who attended this year’s
HIV Rural Forum. Your input to our
organisation is important to our work.
Keep continuing to let us know what is
happening.

Most importantly, a huge thank you to
our volunteers, who have helped me with
their combined knowledge and experi-
ences which has been my saving grace.
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positive speakers

A Sydney high school teacher on what

PSB contributes

At East Hills Boys Technology High
School we have developed a close and
regular association with PLWH/A (NSW)
over the past five years. As part of the
mandatory Crossroads program, senior
students are required to participate in a
four day course that exposes students to
a variety of issues both social and health
that they will face and come in contact
with. These include sexuality, safe sex,
drugs and safe driving.

The PLWH/A presentation is an impot-
tant part of the program that we run at East
Hills Boys, giving students an insight into the
life of a person who is living with hiv.

Students are given a 30 minute talk on
what it is like to be hiv positive. The talk also
draws attention to ongoing issues including
recovering from illness and the attempts at
leading as normal a life as possible. At the
end of the talk students are then given the
opportunity to ask questions to the present-
ers. The end of the talk opens the floor for
discussion and question time. One of the
most rewarding aspects of this presentation
from my point of view as a teacher has been
the consistent reaction that the students at
East Hills Boys Technology have displayed.
They have always asked well-considered and
interesting questions. The maturity of their
questions makes us aware that a successful
course can tap into this nature of students
that they work hard to keep hidden. This
interaction and involvement of the students
is derived from the relevance of the presen-
tation, knowing that these dangers exist and
face them in the wider community.

It is interesting to sit back and watch the
interest that students display during the talk.
A typical presentation will quickly show the
presenters how well behaved and well man-
nered our students are. There is no talking
by students, rather an audience that is cap-
tivated by the enormous importance of the
whole hiv issue in our society and knowing
that they have the power to nor only avoid

unsafe practices but also educate others.

One of the most rewarding aspects of the
whole presentation is the talk’s overwhelm-
ing impact on the student audience. Students
do not leave the room and forget about what
has been presented to them but rather talk
and discuss among their peers for weeks
after.

The two presenters who have been yearly
visitors to the school are Luke Chipperfield
and Tony Creighton. They are both unique
in their own way as they do a completely
different type of talk and presentation to
students and this gives more variety to the
session. Luke is not too much older than
our students and therefore relates well to the
audience. While older, Tony adds humour to
his talk and involves the students in his dis-
cussion.

In the five years that we have been involved
with PLWH/A, I have been able to help pro-
mote what we do at East Hills Boys within a
series of networks that have been established
with schools in our district. By sharing our
positive teaching and learning experiences
we feel proud knowing that implementation
of the course is being adopted to achieve pos-
itive teaching and learning outcomes in our
school and others.

SANCTUARY
CENTRE

offers a variety of
complementary therapies,
information, referrals,
social activities

M-F by appointment only
19519 6142 9519 6964

6 Mary Street
Newtown NSW 2042

FREE

Volunteer therapists wanted

FREE LEGAL ADVICE

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

To make an appointment please call us on

02 9206 2060

All infarmation is kept strictly confidential,

HALC HIV:AIDS Ledal Centre Incorporated

9 Commonwoaith Street. Suny Hills NSW 2010
Freecall 1800 063 060

Fax (02} 9206 2053

Email halc@halc.org.au

t0am to 6pm Mon to Fri

TAYLOR SQUARE CLINIC
MEDICAL PRACTICE

Drs Robert Finlayson e Ross Price
Cathy Pell e John Byrne » Linda Dayan
Neil Bodsworth ¢ Emanuel Viahakis
John White o John Ewan e Rachel Burdon

Comprehensive HIV & STD health care
for men and women by general prac-
titioners and sexual health physicians.
Busy research program
access to latest antiretroviral drugs and
seroconversion studies and treatments.

302 Bourke Street Darlinghurst
9331 6151

10am —12 noon Sat
Cali for appointments * Medicare bulk bilting

providing

8am —8pm Mon to Fri -

Yotkabout .



Doctors
must justify
fee rises

The Minister for Health and Ageing, Sena-
tor Kay Patterson, called on doctors to
exercise moderation and caution in recoup-
ing increased costs for medical indemnirty
through rises in patient fees. She said reports
that some doctors were charging an extra fee
of up to $6 for a patient visit appeared to be
excessive and difficult to justify for non-pro-
cedural general practitioners - thase doctors
who did not undertake high-risk specialties.

Senator Patterson said, ‘The problems
with medical indemnity have put pressure on
everyone: doctors, patients, medical defence
organisations, governments, and the whole
community.

‘It is neither fair nor reasonable for some
non-procedural GPs to be charging an extra
$6 to cover increased medical indemnity pre-
miums.’ -

Senator Patterson said it had been esti-
mated thar the average non-procedural GP
was paying up to an extra $1500 a year for
medical indemnity insurance.

‘When they take into account that this is
tax deductable as a business expense, most
doctors will be actually paying less than
$1000 a year in increased medical indem-
nity premium. When this is averaged over
the doctor’s entire patient load, charging
patients an extra $5 or $6 clearly is not justi-
fied to cover their costs,’ she said.

Senator Patterson also reminded doctors
who bulkbilled their patients — more than
seven out of every 10 visits to the doctor
- that it was illegal to charge patients an
additional fee.

She said the Prime Minister had said that the
Government was developing arrangements,
including consideration of direct financial
support, to ensure premium affordability for
doctors undertaking higher-risk specialties.

31107102, www.health.gov.au

Grapefruit
juice alert

People taking some medications, includ-
ing indinavir and saquinavir, should avoid
drinking grapefruit jutce. NSW Health Chief
Health Officer, Dr Greg Stewart, said some
medications can be dangerous if taken with

grapefruit or grapefruit juice drink.
Drugs commonly associated with the

problem include:

¢ hiv/aids drugs, including indinavir and
saquinavir

* high blood pressure drugs, such as
felodipine

+ drugs used to prevent rejection of trans-
planted organs, such as cyclosporin and
tacrolimus. Cyclosporin A is also used to
treat a range of immunological disorders
including psoriasis and arthritis

* Drugs prescribed to treat high blood cho-
lesterol, such as simvastatin (Zocor; Lipex)
and atorvastatin (Lipitor)

» Some drugs used to prevent epileptic sei-
zures such as carbamazepine (Tegretol)

‘Every year more than half a million Aus-
tralians are treated for health problems
related to their medication,” Dr Stewart said.
‘Many of these are caused by interactions
with a variety of foods, including grapefruit
and grapefruit juice.

‘The grapefruit and its juice increases
the availability of the drug within the body
which can lead to increased side effects,
Dr Stewart said. ‘Some of the side effects
reported have been very serious including
heart rhythm disturbances, kidney function
impairment, blood pressure changes and
anaemia.’

‘People should carefully read their Con-
sumer Medicine Information sheet, which
accompanies most prescription-only prod-
ucts obtainable from the pharmacist, or see
their doctor,” Dr Stewart said.

14/08/02, www.health.nsw.gov.au

Self defence
workshops

ACON West and the Lesbian and Gay
Anti-Violence Project {AVP) are about to
host the first gay specific self-defence work-
shop in Western Sydney specifically for gay
men. Scheduled for October 12 & 13, a
similar workshop for lesbians was held in
September.

“We have reports of an increase in homo-
phobic violence in this area in recent weeks
and the self-defence workshops are designed
to help our community feel safer, said
ACON West Manager Sonny Williams.
‘The workshops will cover strect safety tips,
verbal assertiveness skills and a range of easy
and effective self-defence techniques. The
weekend groups have proven to be enor-
mously popular in inner Sydney and we are
hoping to encourage a big attendance out
west,” Williams said.

According to AVP Coordinator Brad
Gray, Western Sydney accounts for the high-
est rate of reports of homophobic violence
to the AVP Report line in NSW outside
of inner Sydney suburbs. ‘Police research
shows that lesbians are six times more likely
to be assaulted than other Sydney women
and gay men are four times more likely to
be assaulted than other Sydney men,” Gray
said. “The AVP works to reduce violence
against gay men and lesbians through educa-
rion with a number of school resources and
in making the gay and lesbian community
more aware of personal safety issues.

‘I would encourage gay men and lesbians
in Western Sydney to enrol in the free work-
shops and to report any incidents of homo-
phobic violence that they witness to the AVP
Report Line,” Gray said.
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Community
alliance win
for SASS
clients

Current SASS clients will not be forced to
move into public housing stock under writ-
ten assurances given by the NSW Depart-
ment of Housing to an alliance of commu-
nity groups — BGF, ACON and PLWHA
(NSW). The ailiance met with the Depart-
ment on Friday, July 27 and secured a
number of commitments around concerns
over proposed changes to the Special Assist-
ance Subsidy Special (SASS).

‘No one currently on SASS will be forced to
move from SASS into public housing stock,’
said ACON President, Adrian Lovney.

‘Letters will be sent to all current SASS ten-
ants inviting them to apply to be transferred
to housing stock if that is what they wish,
but no-one is being forced to move. Our pro-
ductive negotiations with the Department
over the definition of ‘appropriate’ housing
and the new transfer will make public hous-
ing a more viable option,’ Lovney said.

Then BGF Executive Director, Georgina
Harman, welcomed a commitment from the
Department to continue to work with the
community alliance on key issues that were
of concern to people living with hiv/aids.

‘The assurances from the Department
should mean that no people living with hiv/
aids will be disadvantaged by the changes.
We are working with the Department to
ensure that benchmarks are set at a realistic
level,” Harman said.

PLWH/A (NSW) Officer
Antony Nicholas was also pleased with news
that the Department has agreed to take part
in a forum to explain the SASS changes and
public housing options to the community.

‘We urge people to come along to find out
more information from the Department and to
have their voices heard. The community alli-
ance has succeeded in negotiating for changes
in the new policy and we welcome additional

Executive

community support,’” Nicholas said.

30/07/02, ACON

Northern
Rivers plwha
consultative
committee

As a result of local plwha lobbying in the
Northern Rivers late last year, a consulrative
committee has been formed to provide advice
and information regarding the development
and ongoing service delivery of hiv services and
management facilities in the Northern Rivers.
The mission statement of the committee is ‘a
partnership of plwha, NRAHS and ACON
committed to communicating with our commu-
nity and working towards improving hiv serv-
ices based on identihed community needs.” The
committee has six self nominated plwha con-
sumer representatives, an identified position for
an hiv positive woman, an identified position
for a hiv positive youth consumer (under 26
vears of age), an ACON representative and the
Manager, HIV/AIDS, Sexual Health and Hepa-
titis C, Northern Rivers. The positive women’s
position is currently vacant. If you are inter-
ested in finding out more about the committee,
please contact Barry Harrison, HIV Peer Sup-
port Worker, ACON on 02 6622 1555

Cannabis
can trigger
PSyCchosis

A senior lecturer from the National Drug
and Alcohol Research Centre, Maree Tees-
son, has told the Sydney Morning Herald
that there was increasing evidence that can-
nabis is often the key to ‘unlocking’ psychosis
in vulnerable people. In a psychosis a person
experiences some loss of contact with reality.
Symptoms may include auditory or visual hal-
lucinations, and delusions. Dr Teesson said
that new data shows you are twice as likely to
develop psychosis if you have used cannabis,
and that the symptoms are exacerbated and
the onset of serious symptoms is hastened if
the person already has schizophrenia.

Dr Teesson presented her findings to
the Mental Health Services Conference in
Sydney, held in August.

21108102, www.smh.com.au

Volunteer
carers needed
for plwha

The AIDS Council of NSW is calling for
volunteers to overcome a shortage of carers
for plwha in Sydney’s inner west and east-
ern suburbs.

‘Our Community Support Network (CSN)
provides valuable care and support for hiv
positive people and we are currently looking
for new volunteers to help our clients main-
tain their independence,” said ACON Presi-
dent Adrian Lovney ‘We provide compre-
hensive training for volunteers so they have
the confidence to assist people living with
hiv/aids and make a real difference in their
lives. Caring with CSN is an enormously
rewarding activity for people who are able
to volunteer up to four hours a week and
can help provide a range of practical support
from housework and cooking to shopping,
gardening, personal care and even simple
things like walking the dog,” Lovney said.

Glebe resident Ashley Steinkuehler has
been caring with CSN for the past six
months and says she finds the cleaning and
conversation she provides for her client to be
an enjoyable experience each week. ‘My life
is pretry busy but I always have a few hours
a week that I can share with someone who
really needs my support. I think everyone
should be volunteering in the community in
some form and CSN is a great organisation
to work for,” said Steinkuehler, a 25-year-old
student from the USA.

Thirty-year-old Kingsford resident Mat-
thew Whitbread has been with CSN for
more than four years and has cared for a
number of clients over that time.

‘T get a lot of satisfaction in being able
to do something for someone else and the
people I have cared for have been really nice.
You get to meer a lot of different people and
I really feel like I've made a difference in
their lives,” Whitbread said.

Anyone interested in becoming a volunteer
carer can call 9206 2038.

19/08/02, ACON

Talkabout




MP calls
community

Clover Moore MP, Member for Bligh, called
for the community to make its voice heard
on the remaining areas where inequality and
discrimination remain.

‘Key areas of inequality and discrimina-
tion remain since the recent amendments
and draft legislation to equalise the age of
consent for gay males has been relegated to a
parliamentary inquiry — in the lead-up to the
2003 election,” Ms Moore said. ‘I had hoped
that previous assurances of support from
Bob Carr and John Brogden would see them
show leadership and pass this Bill, but their
words have not matched their action.’

‘It is unacceptable for the law to discrimi-
nate against gay males by making the age of
sexual consent 18 for gay males, but only 16
for everyone else. This discrimination pre-
vents young gay men from accessing vital
health information on hiv/aids and safe sex
because their conduct is illegal. How many
reports and inquiries does the Government
need to bfing us into line with other states?

‘Even though this new inquiry is yet
another delaying tactic, the opportunity must
be taken to show the high level of commu-
nity support for equality and I strongly urge
everyone to write to the inquiry before the 1
November closing date,” Ms Moore said.

‘T will make a submission in support for
the Crimes Amendment (Sexual Offences)
Bill to equalise the age of consent for gay
males, and continue to support the lesbian
and gay community’s fight for legal rights. I
am meeting with the Gay and Lesbian Rights
Lobby to work with them on these remain-
ing areas of reform.

“The Anti-Discrimination Act, the Liquor
Act and the Adoption Act all need to be
changed. I have called upon both the Gov-
ernment and the Opposition to show lead-
ership on reforming these remaining areas
of inequality; and the community needs to
keep up the pressure on these areas too,” Ms
Moore concluded.
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On track
for accessible
public
transport

In August, the Federal Attorney General, the
Hon Daryl Williams, tabled the Disability
Standards for Accessible Public Transport
and accompanying Guidelines, under the
Disability Discrimination Act 1992. The
Transport Standards will come into effect
on 15 October 2002 - ten years after the Dis-
ability Discrimination Act passed through
Parliament. For the first time, these stand-
ards set out formal requirements for acces-
sibility to public transport in Australia. They
will help to promote greater independence
and a correspondingly better quality of life
for people with a disability, the elderly and
parents with young children.

The standards take into account the range
of disabilities covered by the Act and apply
to a range of public transport conveyances,
premises and infrastructure, with some lim-
ited exceptions. They provide greater cer-
tainty about rights and obligations under the
Disability Discrimination Act.

The standards set out specific require-
ments for the accessibility of public trans-
port and provide transport operators with
detailed information about disability access
issues, including such things as access paths,
manoeuvring areas, ramps and boarding
devices. This information will help transport
operators to eliminate, as far as possible,
discrimination on the grounds of a person’s
disability.

All new items will have to comply with
the standards from the time they come into
effect so that non-conforming items are
gradually retired or upgraded in accordance
with an incremental compliance timetable.

In appropriate cases, the Human Rights
and Equal Opportunity Commission is also
able to grant temporary exemptions from the
requirements of the standards, taking into

account advice from the National Transport

Secretariat, to ensurc that the system oper-
ates in a fair and balanced way.

The Transport Standards are an excel-
lent example of disability, government and
industry groups working together to find
practical ways to eliminate discrimination.
The disability sector, transport industry and
all levels of Government are to be congratu-
lated for their sustained commitment to the
goal of public transport accessibility.

A copy of the Transport Standards and
accompanying Guidelines is available at http:
/Iwww.law.gov.au/DSFAPT/Welcome.heml.

CP trial
extended

The NSW Department of Health and South
Eastern Sydney Area Health Service have
announced a 6 month extension for existing
clients of the pilot project for dispensing hiv
treatments through five selected community
pharmacies. The pharmacies have agreed to
continue the current arrangements.

The pilot has been extended to allow time
to complete an evaluation report and discus-
sion with the Commonwealth Department
of Health and Ageing of opportunities for
the model to be implemented more widely
for people with hiv and patients with other
conditions who are treated with highly spe-
cialised drugs.

Director of Albion St Centre, Dr Julian
Gold, stated in a letter dated 1 October 2002
that ‘patients currently enrolled on the pilot
project [are] able to continue to collect their
HIV treatments from their nominated com-
munity pharmacies until March 2003’

The extension is for people already
enrolled in the pilot and no new registrations
will be accepted. Parricipants can collect and
complete an evaluation survey at their nomi-
nated community pharmacy.

If you have any questions about the exten-
sion of the pilot project, please contact the
Albion Street Centre Project Coordinator on
0438 202 743.




stop press
Housing Forum

YWCA, Cnr Wensworth and Oxford Sts, Sydney, Monday 21
October, 4 - 5.30pm. To inform existing and perspective ten-
ants of the Department’s proposed changes to SASS.

AIDS Trust
Sydney Food

and Wine
Fair 2002

The AIDS Trust of Australia presents the
12th Sydney Food & Wine Fair 2002 on
Saturday 26 October 2002 from Midday
through 6pm at Sydney’s Hyde Park during
the 2002 Sydney Gay Games V1. Sponsored
by the City of Sydney, Sydney Morning
Herald Good Food Month and 32 Hundred
Lighting, the fair is the flagship charity event
for the AIDS Trust of Australia, designed
to raise funds to support hiv/aids research,
education and care. All proceeds from the
Sydney Food & Wine Fair are donated to the
AIDS Trust of Australia. Whether you’re into
sausage or smoked salmon, beer or Cabernet
Sauvignon, you won't find a greater selection
of amazing foods in one location under the
beautiful canopy.

Go on...spoil yourself! This is a great way
to kick off your first week of the Gay Games
Cultural Festival.

26 October, 12-6pm, Hyde Park

The Ratten Fund

What is the Ratten Fund?

The Bobby Goldsmith Foundation’s Ratten Fund makes small one off
grants to individuals living with HIV/AIDS for projects that develop
skills and improve well being. These may include;

« Education or training courses that develop or update skills

« Back to work related expenses such as clothes or equipment

* Any other reasonable request to help someone get on with their life

Health
in
Eiﬁerence

A Conference Exploring Queer Health,
October 31-November 2, University of
Sydney.

The Global Rights Conference program of
Gay Games VI will provide the intellectual
base for the celebrations and stimulate debate
and discussion on a wide-range of topics
including health and sexuality, lesbian and
gay trade unionists, social issues, hate vio-
lence, first cultures, human rights and queer
studies. Health in Difference has held three
national gay, lesbian, bisexual and transgen-
der health conferences in Sydney in 1996, Mel-
bourne in 1998 and Adelaide in 1999. Health
in Difference 4 (HID4) aims to create a forum
to advance research and practice relevant to
gay, lesbian, bisexual and transgender health.
This will be done through a range of inno-
vative workshops, stalls, discussion forums,
plenaries and presentations. HID4 will adopt
the World Health Organisation definition of
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health and encourage participation from a
wide range of disciplines, enabling participa-
tion by professionals, academics, researchers
and practitioners as well as interested mem-
bers of our communities. In the tradition of
the three previous conferences, HID4 will
continue to build Australia’s national agenda
in relation to our communities’ healch. It is
hoped that the conference will also develop
our communities’ understandings of health
imternationally, encouraging local responses
overseas, especially in the Asia Pacific region,
Hiv/aids will be incorporated as a strong ele-
ment, primarily as it relates to our communi-
ties, especially in the Asia Pacific region.

We expect the conference to run over 3
days in the week preceding the sporting
events of Gay Games VI. Between 300 and
400 participants are anticipated. For more
information email and/or visit our website
www.healthindifference.org
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Making small grants to people @.«j@ﬁ»,;;:,,%

disadvantaged by HIV/AIDS

Who is eligible?

Qas =

a»

To be considered for a Ratten Fund grant, you must be directly
disadvantaged by HIV/AIDS and not working full time.

Closing date for the next round of applications is 1 November 2002.

For mare information and an application pack, please contact the
Bobby Goldsmith Foundation

Providing direct financial assistance, financial counselling, employment support and supported hausing to men, women and children directly disadvantaged by HIV/AIDS in NSW
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How do you

exhibition
in trees?
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Photo: Fritz Hoffmann. China. Four-year old Wang Kai Jia got hiv from her mother, who contracted it
in hospital, Her father, Wang Wei Jun, cares for her.

An interview with Kevin Ryan - Positive Lives
Project Director — by Kathy Triffitt

Documentary photography shows the
camera at its most potent and radical.
The very subject-matter of the docu-
mentary photographer is an index of the
contentious and problematic as well as
of emotional and difficult experiences:
illness, poverty, social and political injus-
tice, war, disaster, and suffering are
all difficult areas to photograph and all
potentially problematic in the way a pho-
tographer will approach their meanings
in terms of his or her own assumptions.
The documentary photograph is equally
one of the most intimate forms of pho-
tographic practice and, in turn, one that
explicitly associates itself with public
space. It assumes a bond between reader
and subject, not just to record, but to
expose the ‘camera with a conscience’.

Positive Lives began 10 years ago as a col-
laboration led by volunteers between the
Terrence Higgins Trust, Network Photog-
raphers and the Levi Strauss Foundation.
Through the use of photographs of plwha
and their personal testimonials the exhibi-
tion Positive Lives responded to negative
and stercotyped images of plwha circulated
in mainstream media at the time. The lived
experience of plwha had been confined to
the image of the isolated gay man dyingin a
hospital ward, to signs and symptoms of the
disease and to unidentifiable silhouettes.

Positive Lives provided an alternative
to this type of representation with ‘posi-
tive’ imagery designed to give aids a face,
to humanise an epidemic, which had been
universally represented as a mask of death.
Such alternative counter-images represented
plwha as people with lives outside of hiv, as
people who were not guilty for their own
diagnosis, as people who were to be identi-
fied with, not shunned, pitied, abused, or
judged, and as people living with, not dying
from, aids. This represented a collective
resistance to discrimination and the widely
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prevailing fatalism of the times.

Today, audiences, whether they be found
in rural villages in the Philippines, the
subway stations in South Korea, an eld-
etly citizen’s centre in Hong Kong or the
National Gallery in Kuala Lumpur are pro-
vided with exhibitions and programs which
identify the diverse and different needs of
plwha. The overall aim is to challenge the
stigma and prejudice of hiv in communities
and to persuade politicians, religious leaders
and community leaders to challenge the mis-
conceptions concerning the realities of living
with hiv and aids.

The stories and photographs highlight var-
ious themes, which address locally defined
needs and objectives, and which ensure local
participation. The emphasis on lived experi-
ences along with the celebration of differ-
ence and the acknowledgment of similari-
ties is pivotal to Positive Lives’ philosophy.
It recognises the social imbalances in power,
and a need o address such an issue, through
positive actions for change. One of the ways
this has been achieved is by insisting that
marginalised voices be heard alongside gov-
ernment officials in press conferences, at
public forums and exhibition openings. The
range of stories presented are complex, and
are based on an understanding of multiple,
sometimes competing interpretations and
the politics of hiv and aids in participating
countries and communities.

‘The vision of the Positive Lives Project is
that the stories should be accessible to the
widest possible audience and be utilised for
heaith and education purposes.’l The ques-
tion asked by a woman from a rural village
in Malaysia on ‘how do you hang the exhibi-
tion in trees?” demonstrates the diversity of
its audiences and shows some insight into
how the stories are produced and received.

Kevin Ryan, Positive Lives Project Direc-
tor who is hiv positive himself, provides fur-
ther insight into this project.

Q What are the aims of Positive Lives?

The aims of the Positive Lives Project are
challenging stigma and prejudice by chang-
ing the attitudes of those who lead and of
the general public, and providing support
and inspiration to those who are living with
the virus. A lot of people have adopted some
very positive attitudes for themselves or as
communities which actually inspire others. If
you are feeling alone and isolated and can’t
or don’t feel comfortable to put your hand
up to say I'm hiv positive because of the prej-
udice and stigma, to see someone’s image, to
read someone’s story, I think 1s very inspis-
ing. It is not only abour taking someone’s
story and transplanting it. It is also abour
working back in those communities where
the stories come from.

Q Can you talk more about working
back in those communities where the
stories come from?

If we are going to work in a community in
a particular country, for instance Cambodia,
if we are going to document aspects of hiv
in that country, it’s also important to work
with those communities. We are an organi-
sation run by volunteers. We don’t have
giant cash resources. We don’t have lots of
people running around. We have to be very
careful about how we progress, so we work
with local organisations wherever they exist.
Sometimes we will work with international
agencies that are working in that arena and
sometimes we will work with individuals.
[...] The idea is that we document certain
stories, that those stories can then be utilised
in a broader exhibition, in various projects,
in smaller exhibitions, in smaller health and
education programs perhaps in Cambodia,
perhaps in other countries. The aim is to give
marerial to communities, to organisations to
work with, to start changing people’s atti-
tudes and to provide inspiration.

To give some examples [...] one of the
stories that we did was of the Pengasih




Photo: Harriet Logan. Noora, a single mother living with hiv/aids. A Muslim, she supports herself
and her daughter by making baskets, which she selis for 30 US cents each.

Rehabilitation Centre in Kuala Lumpur.
That’s a centre run for and by recovering
drug addicts. It is a very strict program.
Many of those people are now hiv posi-
tive or have progressed to aids. This is in a
predominantly Muslim country where drug
taking can result in the death penalty. It is a
very brave thing that these peaple do: one,
to run the rehabilitation centre and two, to
be prepared to assist in a program such as
Positive Lives. They are now working with
the Malaysia AIDS Council on a drugs and
youth program. They are going out into the
streets where drugs are rife, popular young
people’s centres, putting up the exhibition,
geeting people out there to talk about drugs,
to talk about hiv.

Another story is of a Muslim woman in
the Philippines, Noora, who was infected by
her husband and has a child. Her story is all
about her will to live and her determination
to look after her daughter.

There is 2 wonderful story of a women’s
group in a slum in Cambodia where the
women have come together 1o look after
each other and their kids when some of
them fall ill. They have basically done that
themselves. They're proud of what they've
done, as they should be. It’s an inspiration
to others. It’s also an inspiration for others
to speak out. To try and get others to come
together to say this is everyone’s problem. It
affects all of us. [...] This is meant in a way
to be a mirror. It’s about saying that could
be me, that could be my family and maybe
I should rethink about hiv because it’s not
the way the papers are portraying it, or the
government is portraying it, or my religion
Is portraying it.

I read those stories, I look at those photo-
graphs and I just think that they are incred-
ibly powerful. In these countries where this
project goes, they don’t have any support.
Anything at all chat is supportive of a per-
son’s position is incredibly powerful to

recovering drug addicts.

them. The stories and photographs scrve as
a catalyst for training programs, communi-
cation activities [...] they’re a starting point
for the sharing of personal experiences [and
inviting change].

Positive Lives was just in Kuala Lumpur.
[...] It was held at the National Art Gallery.
The Deputy Prime Minister, the Minister for
Health and the Minister for Tourism opened
it. One of the conditions of it going there
was that Positive Lives required that there
be representation of minority groups on the
stage in the press conferences, everywhere.
One of the stories was of a transsexual sex
worker; another was of a drug rehabilita-
tion centre. Those people were there; they
were acknowledged and the issues were
talked about in the speeches and at the press
conference. That’s a great sca change for a
staunchly Muslim country. [...] At the same
time the Malaysia AIDS Council, which is
the local hiv organisation, was showing a
mini exhibition in a market stall in Kuala
Lumpur, in a fruit and vegie marker. They
had volunteers and employees handing out
information about hiv. Another group were
taking it to rural villages. What made me
smile was a woman who was organising the
village tours asked me ‘how do you hang the
exhibition in trees? You must have had that
problem before. Can you give me the manual
about hanging pictures in trees?’

Q What s Positive Lives currently
working on?

At the moment I am reviewing proposals
for a number of countries for next year for
tunding from Levis Strauss. One proposal
is from Cambodia, which is doing a lot of
work in relatrion to hiv education. They want
to run a schools program. Another one is run
by a women’s group and its targeted audi-
ence is garment factory workers. In Cambo-
dia there are huge numbers of textile facto-
ries where you get a lot of country women
coming in, country girls coming in with no

Photo: Shahidul Alam. Malaysia. Residents at the Pengasih Rehabilitation Centre, run for and by

support, with no family living very hard
existences, being paid very badly and with
no education.

There are other projects planned for East-
ern Europe, China, India and Africa. Action
Aid who is a major sponsor of the project
globally and the United Nations Develop-
ment Program are working with us in Tan-
zania to set up a training program with an
educational manual for the refugee camps
using Positive Lives. There is a lot on and it’s
not about big exhibitions. It’s about working
with local communities; it’s about providing
support and resources to local hiv organisa-
tions. Ultimately the education has to come
from the participating individuals, groups
and organisations.

Positive Lives will be exhibited from 24th
October to 8th November 2002 in the foyer
of NSW Parliament (Macquarie St Sydney)
as part of the Cultural Program of the Gay
Games. Admission is free. The exhibition
focuses on stories that address the prejudice,
silences and discrimination experienced by
those living in Asian countries and also the
resilience of individuals and communities
in the face of adversity. It will then cravel
to Dhaka Bangladesh where it opens on
December 1 (World AIDS Day).

Positive Lives has been sponsored by
NSW Ministry of Health, Gay Games and
Levi Strauss Foundation. The exhibition
organisers would like to acknowledge the
assistance of the AIDS Trust of Australia.
It should also be emphasised that the Levi
Strauss Foundation has funded Positive
Lives since its inception.

PLWH/A (NSW) would like to thank Kevin Ryan and
Network Photographers for providing the photographs

published in this article. Information on Positive Lives
is available at wivw.positivelives.com

1 Positive Lives. Positive Responses to HIV. A Terrence Higgins
Trust-Network Photographers Collaboration, Exhibition Catalogue.,
2003, p.26.
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Treatment Information Officer, John Cumming*, looks at the
superinfection panic and says, ‘relax’

Several cases of hiv superinfection pre-
sented at international conferences this
year have generated more confusion than
answers. Many people remain unclear
on the meaning of the term ‘superinfec-
tion'. Is that the same thing as re-infec-
tion? How often does it happen? To begin
to address these questions, it's useful to
look at the genealogy of hiv, or to put it
another way, its evolutionary tree.

Worldwide, there are two types of hiv:
HIV-1 and HIV-2, HIV-2 is similar to HIV-
1, but is mostly restricted to the countries of
West Africa. Worldwide, the predominant
virus is HIV-1. Two major groups of HIV-
1 exist, ‘M’ and ‘O’. The M group contains
the virus that causes the great majority of
HIV-1 infections. Contained in the M group
are genetic variations of HIV-1 called sub-
types, also known as clades. Each subtype
is subject to mutations, which can cause dif-
ferent strasms of subtypes. There are at least
nine of these subtypes, most of which can
be found in Africa. Elsewhere in the world,
single M subtypes predominate in particu-
lar regions. In Australia, Europe and the US,
the predominant subtype is B. The standard
viral load tests used in Australia and other
developed countries are geared specifically to
detect and measure the B subtype.

Superinfection confirmed

The possibility of superinfection (what
used to be called re-infection) has long been
debated. One school of thought suggested
that the immune response produced after hiv
infection would prevent repeated hiv infec-
tion. However it now seems that the inioal
immune response to hiv infection is specific
only to the subtype of the original infection,
and not necessarily to infection from a dif-
ferent subtype. The first confirmed case of
superinfection was reported in February
2002. A 38 year old Swiss man diagnosed in
1998 with hiv subtype A started treatment
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soon after infection and quickly achieved an
undetectable viral load. In January 2001 he
stopped treatment and three months later
developed mild fatigue, fever and a viral
load of more than 400,000. [nvestigation
revealed he had unprotected sex in March
2001 on a holiday to Brazil, and as a result
had been infected with a different type of
hiv, subtype B.!

A similar case was reported in July 2002
at the International AIDS Conference in
Barcelona. A man infected with subtype B
had participated in a treatment interruption
study and, after stopping his third cycle of
treatment, was maintaining an undetectable
viral load. When his viral load reappeared,
researchers investigated and found that an
unprotected sexual encounter had exposed
him to a different strain of the B subtype.
Although this subtype was only 12% geneti-
cally different from the original subtype, the
existing immune response that was control-
ling his initial hiv infection was less able to
recognise the new virus, leading to uncon-
trolled viral replication.?

No hiv transmission = no
superinfection

In the cases reported so far, none were
on hiv medication when they were superin-
fected. Does this mean that hiv medication
can prevent superinfection in the same way
that it can prevent mother-to-child trans-
mission? We don’t know. We do know that
a low or undetectable viral load lowers the
likelihood of hiv transmission. A recent study
of 415 heterosexual hiv discordant couples in
Uganda demonstrated that when the viral
load in the hiv positive partner fell below
1,500 copies, no transmission occurred.’
However it would be wrong to assume from
this study that someone with a low or unde-
tectable viral load is never infectious.’

For instance, a sexually transmitted infec-
tion can cause a dramatic increase in hiv

The possibility of
superinfection (what
used to be called re-
infection) has long been
debated. One school of
thought suggested that
the immune response
produced after hiv
infection would prevent
repeated hiv infection.

levels in the genital tract, leaving blood viral
load unchanged.* More information on
supetinfection will emerge as research con-
tinues. Although superinfection is rare, it
may be another issue for hiv positive people
to consider when thinking about sexual
practices and healch.

My thanks to Andrew Grulich and Anthony Kelleher
from the National Centre in HIV Epidemiology And
Clinical Research for their assistance with this article.

*Jobn Cumming is now the Research and Policy
Officer at PLWH/A (NSW). He wrote this article when
Treatment Information Officer at ACON

! Jost S et al. HIV superinfection: rapid replacement of AE subtype
by B subtype. Ninth Retraviruses Conferencs, abstract 757-W,
Seattle, 24-28 February, 2002.

2 Walker B. Hamessing the immune system to fight HIV infection.
Fourteenth Intemational AIDS Conference, Barcelona, abstract
WeOrA197, 2002

3 Guinn TC. Wawer M.J, Sewankambo N, et al. Viral load and risk
of heterosexual transmission of HIV-1 among sexual partners.
Program and abstracts of the 7th Conterence on Retroviruses
and Opportunistic Infections; January 30-February 2, 200C; San
Francisco, Calif. Abstract 193.

4 Cohen MS, Hoffman IF, Royce RA, at al. Reduction of
concentration of HIV-1 in semen after treatment of urethritis:
implications for prevention of sexual transmission of HIV-1.
AIDSCAP Malawi Research Group. Lancet 1997,349:1868-1873.




Asha Persson* describes the side effects and body shape
change project, currently recruiting in the Northern Rivers

Although hiv combination therapy has
had an enormously beneficial effect on
the lives and heaith of many people with
hiv/aids, for a significant proportion of
people side effects are an unwelcome
and difficult aspect of treatments, be it
peripheral neuropathy, chronic diarrhea,
insomnia, or body shape changes.

We know from studies such as Futures
(ARCSHS) and Positive Health (NCHSR)
that side effects are common and one of the
major concerns associated with hiv treat-
ments, but there is little information on how
people actually experience, negotiate and
manage side effects on a daily basis and in
the long term.

The Side Effects Project (NCHSR) is a
qualitative study that aims to provide much
needed understanding of the everyday reali-
ties of living and coping with side effects,
particularly body shape changes such as
lipodystrog_hy {fat redistribution) and lipoat-
rophy (fat loss).

Through in-depth interviews with hiv
positive men and women, the study docu-
ments and explores the impact of body shape
changes on personal and social wellbeing, on
body image and self-esteem, and the difficul-
ties body shape changes pose in relation to
health priorities, treatment decisions, and
communications in the clinic. The study also
looks at various management strategies, and
how people deal with body shape changes in
physical, emotional and practical ways.

To date, the study has focused on Sydney.
By introducing a regional arm, the study will
be able to compare how different geographi-
cal and cultural contexts might impact on
the experience of body shape changes. This
information will provide better understand-

ing of divergent needs and issues among hiv
positive people in relation to health, service
provision, and treatment decisions.

We are currently recruiting in the North-
ern Rivers area (NSW). If you are an hiv

The Side Effects Project
(NCHSR) is a qualitative
study that aims to
provide much needed
understanding of the
everyday realities of
living and coping with
side effects, particularty
body shape changes
such as lipodystrophy
(fat redistribution) and
lipoatrophy (fat loss).

positive man or woman experiencing body
shape changes (and/or other side effects),
we would like to invite you to participate
in a 2 hour confidential in-depth interview
in November. To organise an interview,
please contact ACON Northern Rivers on
02 6622 1555.

*Asha Persson is Senior Research Officer at the
Natsonal Centre in HIV Social Research.

For mate information about the study, please contact
Kevin Orrell or Barrie Harrison at ACON North-
ern Rivers, or Asha Persson at the National Centre

in HIV Social Research on (02} 9385 6414 or email;
a.persson@unswv.edu.au,

Adam: | mean, it's not so
much of a situation with

the hiv virus anymore. It's a
matter of coping with your
medication, coping with the
side effects,

Jim: Exercise really helps,
because of the endorphins if
nothing else.

Jim: It’s like being the face
of hiv, you know.

Ann: I'm not allowing
space in my life to be a
sexual being at the moment
because of how | feel about
my body shape.

Alex: It makes me feel old
before my time.

Martin: Thank God for the
three gquarter length shorts,

Jose: If anything | would
like to have that NewFill
treatment to try and bring
the smile back that | used to
have.

Philip: it doesn't really
worry me, because 'min a
relationship.

aNabout |




Positive Women Victoria member Sonja Ristov visited
Sydney in August to speak at Activate, a forum for positive
women. She spoke to Susan Hawkwood.

Ristov thinks the main differences
between the issues faced by positive
women and positive men stem from the
history of gay liberation, which provided a
‘community of gay men’ that existed ‘not
long before the hiv hit the scene’.

“The positive community is a really good,
strong community in Melbourne but the
politics of AIDS Councils stops things get-
ting done.’

‘We’re not part of the AIDS Council.
We’'re an autonomous organisation. We
saw no real strategic alliance with the AIDS
Council.’

‘We would be silenced by men. Our
agenda would be left off, so we became our
own organisation and we’re completely sep-
arate. We work together with PLWHA (Vic-
toria}, who are separate from VAC [Victo-
rian AIDS Council]. We work together with
PLC — the Positive Living Centre. There’s
resources we share.”

The difficulty for positive women is the
lack of community. ‘The only thing that
women have in common is that they are
women and they are hiv positive.’

“You can’t go to a bar and meet up with
other women who are the same, whereas gay
men can go to bars and meet up. ! think the
isolation for women is very difficult.’

The stigma women face as a result of the
different meanings attached to the ‘bad girl’
and the ‘party boy’ is also a major difficuley.
‘I think that makes for a very difficult situ-
ation for women to have to deal with and
that’s why a lot of women stay very closeted
about their hiv status.’

Although Ristov believes there is more
information for women than there was a
decade ago, there is still not enough. ‘If you
look at treatments issues, treatments are
based on the studies done on white men.
They're not done on women. Women’s
bodies are different. They’re only just begin-
ning to look at hormones and treatments
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and that’s partially because we’re an aging
population; we're living longer. Menopause
is now becoming an issue for hiv positive
women. They never thought it would be.
So, how does hormone replacement therapy
interact with our other HAART and antiret-
rovirals, as well as contraceptive pills and
our basic physiology.’

‘I think women tend to stave off going
on treatments a lot longer than men do. |
think there are a lot less women on treat-
ments, conventional treatments, than there
are men.’

This lack of information specific to wom-
en’s needs puts a lot of women off start-
ing antiretroviral treatment, according to
Ristov. ‘A lot of the women in our organi-
sation, in our group, are wanting to make
informed choices.’

‘Your partner weighs 80kg and he gets
100mg. You weigh 50kg and you take 100mg
and your little brain goes ‘overdose’ ... tox-
icity is one of the greatest fears.’

‘Women tend to embrace the alternative
therapies a great deal and have a lot more
faith in the alternative therapies than they do
in Western medicines.’

For women with dependent children, the
side effects associated with antiretroviral
treatments are more difficult to deal with.
‘Having dependent children is a lot harder
than having dependent dogs.’

‘If you can’t manage getting out of bed
because your side effects are so bad, the very
thought of getting up after your five year old
has made their own breakfast is more debili-
tating.’

‘It’s really hard on the kids because the
kids know Mummy’s sick, Mummy’s getting
sicker and they get really scared. It creates a
whole sense of fragility of life. A lot of that’s
changed because of medication and we’re
living longer but kids are still seeing death
and dying from hiv.’

‘A woman will always put her kids first,

he difficulty for
positive women
is the lack of
community. ‘The
only thing that
women have in
common is that
they are women
and they are hiv
positive.’

t's really hard on
the kids because
the kids know
Mummy's Sick,
Mummy's getting
sicker and they
get really scared.
lt creates a whole
sense of fragility
of life,




community.

By Jodie Partridge, Manager

What is Positive Central?
Positive Central is part of the HIV Commu-
nity Health Service, which comes under the
Central Sydney Area Health Service.

It is a mulcidisciplinary allied health team
that includes Social Work, Occupational
Therapy, Physiotherapy, Dietetics and Com-
plementary Therapy.

Positive Central is very unique as it is a
community-based service. This means that
services are provided in community healch
centres, and the home. Basically, we come to
you, rather than you going to the hospital.

Positive Central aims to enable people
living with, and affected by, HIV/AIDS and
Hep C in the community to improve and
maintain their wellbeing,.

Who can access Positive
Central?
HIV+ or Hep C+ people living in the Cen-
tral Sydney Area Health Service region, their
partners, families and carers.

You don’t need a referral from a health
professional to access Positive Central.

We mind the gap.
Your first stop for health
and wellbeing in the

How do I contact Positive
Central?
The easiest way is by phoning 02 9395 0444,

We guarantee someone will be available
to take your call from 9-11am, Mon-Fri,
You may need to leave a message if you call
outside these times, but we will call you back
as soon as possible.

Offices are located at the Redfern Com-
munity Health Centre, but we can visit cli-
ents anywhere in the region of the Central
Sydney Area Health Service.

How do | know if | need the
services of Positive Central?
Take a look at the articles and the service
map on the following pages.

If in doubt, give us a call.

Where did Positive Central
come from?

Back in 1990, Central Sydney Area Health
Service developed a strategic plan for HIV
services, which aimed to provide a mix of
home-based care services that were accessi-
ble and appropriate.

No 1 Locomotive, Powerhouse Museum, Sydney. Photo: David Barton

As the face of HIV changed it was rec-
ognised that there were a growing number
of clients whose health had improved and
where health maintenance was focused in
the home, rather than in a hospirtal.

Eatlier this year, the team decided it was
We needed
something easily identifiable, reflective of the

time to rename the service.

broad nature of the team’s work, and most
importantly, something that didn’t disclose
the HIV or Hep C status of our clients.
After much brainstorming and debate,
Positive Central came out the winner. We

hope you like it!

Positive Central will be holding a Posi-
tive Art exhibition at the Pine St Art
Centre for World AIDS Day - watch
this space for further details.

Jodie Partridge is the manager of Central Sydney Area
Health Service HIV Community Health Services, incor-
porating Positive Central, The Sanctuary and HIV+
Heterosexuals.

Talkabout




COMPLEMENTARY THERAPY AND HIV

By Robert Ball, Project Officer

ALTERNATIVE,
HOLISTIC...
Just what are these three words all about?
Many people understand these approaches
to health care to be at the opposite end of
the scale to Allopathic (Western) Medicine.

COMPLEMENTARY,

In most cases they are not. Alternative is
perhaps the furthest in that it is often used
to describe a replacement form of treatment.
Complementary is used to support other
forms of treatment (allopathic or alternative)
and holistic is used to describe an approach
to health care which takes into account the
role of the mind, body, spirit and emotions.

What form of treatment is best for me?
Like food, clothes and accommodation it
is important to shop around, be informed
and understand what you are being offered.
When seeking out a therapy service, ensure
the therapist holds a qualification resulting
from training, recognised by the relevant
therapy associarion, at a therapy college/
institution. Be also aware that many of the
therapies can be costly. It is wise to be wary
of miracle cures and promises.

At a number of HIV Support Centres there
are qualified therapists who give their rime
and skills as volunteers. These volunteers
usually receive no remuneration for their
time and work, other than the satisfaction of

knowing they are contributing to the support
of their community. If you do access one of
these volunteer services, acknowledge this
generosity, be on time for your appointment
and if you can’t make it contact the centre as
early as possible to let them know.

When you try a particular therapy and
you don’t feel it helped, remember, not all
therapies are holistic to everyone and maybe
another will suit you.

Massage is of particular help with stress
and perhaps the easiest holistic therapy to
access. HIV is an ongoing stress not only
in the lives of positive people but also their
partners and primary carers. Keep this in
mind for the person who cares most for you;
they may need a little care as well. Research
has shown that massage improves the func-
tioning of the nerves and of the circulatory,
lymphatic and musculoskeletal systems as
well as enhancing immune function (SMH
19.10.96). A survey published in the Medi-
cal Journal of Australia February 2000,
showed that 30% of GPs had trained in
meditation and some 23% in acupuncture or
vitamin and mineral therapy (SMH 7.2.00).
There is support for a holistic approach to
your health care, so feel comfortable telling
your HIV doctor that you are trying a com-
plementary therapy.

Robert Ball is the Project Officer at The Sanctuary,
Positive Central, Central Sydney Area Health Service.

By Sidney Leung, Dietitian

Dietitians provide a wide range of services to
support good nutrition. There are individu-
alised (one to one) sessions as well as group
programs. Nutrition problems associated
with HIV are weight loss, wasting, symp-
toms with infection and medication, and
lipodystrophy. Other areas of great concern
are food safety, and healthy eating. Dietitians
can give you suggestions on how to reach or
maintain a healthy weight, and what to do
when there are difficulties with eating on
sick days, such as nausea, vomiting and diar-
rhoea. There is also practical advice on how
to eat around your medication and for dif-
ferent health conditions. Dietitians can give
you a professional point of view on the use of
complementary therapies and arrange access
to nutritional supplements as needed.

In the field of HIV, there is a condition
known as lipodystrophy, which is associ-
ated with the use of antiretrovirals. Although
there is not yet a worldwide definition for
lipodystrophy, it represents certain physical
and metabolic changes. There may be loss of
fat in arms, legs, face or buttocks; and gain
of fat in abdomen, neck and breast with or
without a rise in cholesterol, triglycerides
and insulin resistance. When high blood
lipids start to appear, you may want to see a
dietitian for some advice on lifestyle changes
to help control the problem. If the change of
body shape is a concern, it may be of benefit
to access body composition monitoring. To
do this, the dietitian uses machines and meas-
uring techniques to give you an idea of your
lean body mass and body fat distribution.

Dietitians also run various cooking and
nutrition programs each year. Often, these
are practical hands on programs to improve
your cooking skill, develop interest in cook-
ing and learn about making healthy balanced
meals. Ideally, recipes should be easy to pre-
pare, tasty and nutritious. Programs may
also include talks and information on budget
eating, cooking for the freezer, food hygiene
and safety, and healthy eating. These pro-
grams can be great fun and a good chance to
meet new friends.

You can find a HIV dietitian by calling
the NSW HIV Dietitian Interest Group on
02 9332 1090.

Sidney Leung is the Dietitian at Positive Central, Cen-
tral Sydney Area Health Service.
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PHYSIOTHERAPY

By Andrew Klusman, Physiotherapist

The physiotherapist is an integral part of the
multidisciplinary team working with PLWHA’s.
The physiotherapist works in a variety of areas
including respiratory, pain management, mobil-
ity, exercise & fitness, and palliative care.

The aims of Physiotherapy in HIV include:
Easing of pain and discomfort;

* Maximising function, mobility and inde-

pendence;
Preventing & reducing side-effects of medi-
cations;

Improving self-image and self-esteem; and
Educaring clients and carers in self-manage-
ment and health maintenance.

There are many ways in which a physiothera-
pist can help you to achieve these aims including;
* Exercise programs - cither home or gym

based, to improve/maintain muscle mass, fit-

ness and flexibility;

* Hydrotherapy — gentle exercises in water to
help with pain relief (especially in peripheral
neuropathy), and to help maintain / increase
fitness;

* Hands-on techniques — such as joint mobi-
lisation, stabilisation and movement retrain-
ing to help with pain relief, improve function
and promote independence;

« Sputum removal techniques — to assist in

acute lung infections and in chronic lung con-

ditions;

Provision of walking aids — such as walk-

ing stick, crutches or walking frame;

» Massage - for pain relief and recovery from

muscle injuries;

* Modalities - such as heat, ice, TENS and
ultrasound to help with pain relief, muscle
and joint injuries; and

* Referrals — to other health professionals for
further assistance.

If you want to know more, talk to your physi-
otherapist or ask your doctor for a referral.

You can access a physiotherapist through
Medicare by contacting your local public hos-
pital’s physiotherapy department, or your local
community health centre — usually you will
need a doctor’s referral to access these serv-
ices, and there may be a wairing list. You don’t
need a referral to see a private physiotherapist,
although there will be a fee, and many private
practitioners offer discounts to pension card
holders.

Andrew Klusman is the physiotherapist at Positive Central,
Central Sydney Area Health Service.

Talkabout

SOCIAL WORK AND HIV

By Kate Colette, Helen Young
& Carlos Webster, Social
Workers

The International Federation of Social
Workers (IFSW) states that social work
grew out of humanitarian and democratic
ideals, and that its values are based on
respect for the equality, worth, and dig-
nity of all people. Since its beginnings
over a century ago, social work practice
has focused on meeting human needs
and developing human potential. Human
rights and social justice serve as the moti-
vation and justification for social work
action. In solidarity with those who are
disadvantaged, the profession strives to
alleviate poverty and to liberate vulnerable
and oppressed people in order to promote
social inclusion. Social work values are
embodied in the profession’s national and
international code of ethics. Within this
context the settings where social workers
are found are varied, such as in the com-
munity, hospitals, government organisa-
tions and non-government organisations.

Social work promotes social change,
problem solving in human relationships
and the empowerment and liberation of
people to enhance wellbeing. Utlising
theories of human behaviour and social
systems, social work intervenes at the
points where people interact with their
environments. Principles of human rights
and social justice are fundamental to social
work (IFSW, 01).

Areas that social work addresses are:
¢ barriers, inequities and injustices that

exist in society;
+ respond to crises and emergencies; and
+ everyday personal and social concerns.

Social work utilises a variety of skills,
techniques, and activities consistent with
its holistic focus on people and their
environments. Social workers are person

focused and culturally sensitive. Social
workers work with individuals, groups
and communities in the following ways:

¢+ community development;

+ social policy, planning and develop-
ment;

counselling, which can include grief and

bereavement counselling;
+ life changes;

goal setting;

* emotional support for individuals, fami-
lies and partners;

« life choices;

* advocacy;

* links to other services;

referrals;

service coordination;

+ agency administration; and
social and political action.

For social workers working in HIV in
NSW, this means that their role might be
to advocate for clients, and to link clients
into services that they may not have had
to deal with in the past, eg Centrelink,
Department of Housing. They may also
provide information and referrals to other
health care professionals including com-
plementary therapists, specific HIV serv-
ices, financial services and legal services.
Social workers in HIV inform clients of
their rights and support clients to fulfill
these rights, as they choose.

Clinical social workers who focus on
individual support may provide counsel-
ling, goal setting and support the devel-
opment and implementation of other per-
sonal change strategies.

Social workers working in HIV can be
found in Hospitals, Community Health
Centres and Sexual Health Centres. Con-
tact SWAIDS Chairperson (Social Workers
in AIDS) on 02 9926 7414.

Kate Colette, Helen Young & Carlos Webster are

Social Workers at Positive Central, Central Sydney
Area Health Service.




S30INY3S ¥3HI1O0

AdVH3H10ISAHd OL SYNIT

spie Bunjjepa g uonexe|al
ales Bun e Aynoygip Buiyieasg BuisannN Anunwiwo) r 4 awabeuew ssang e
Jona1 uted aay) Brug e ,g._.%. yoddns ainsia e
AdesayloipAy B WABD - ;hu% palog SUONBOIIPOW SWOH o
swiesboid asiotoxy e = Bunjiem ajgnos g Y S|ENXas0ialoH +AIH P 4 syse) Buikdwig o

Lﬂ\ paJi} Buiesy

« I LUED

yieaH |ejuay

sBuiy) bumebio4

A joljel Uied

satouabe 1aylo

) ’
&@\Q ...,:L
yyesy fenxas ;e % A5 asnoy ay) punose saninoYIa
obessepy e &,
lo)d G
Suiuopies) e Y, %
sdupsng e %, S
U} sng 0«« %,
5 ADNYLINSNOD
iphal sy ISUNN OL TvHNI43N _
%, yoddns aJeo
4 @ %, %, annelled g |eoisAud o
%000 B Jed 0} jleUM  of eoo % e, slojoop g sjeydsoy
4 LY N S ‘Burssnu AYunwwod
siasen "% Y 9
%. ¥ ynm uonenobaN e
adeys Apoq Buibueyd solIwe-
samynowyp Buneg e
aidoad + o doH € yoddns buipesN W
=0 ubrom Buiso
[ aidoad + AIH €

uoipsodwod Apog e |
6uiddoys 1ebpng |
sassefo bupjood e
S90IM9S JuswWa|ddng e
321ApE UOHUINN

sabueyo ayi Bunyey &

KaupAs jenua) u Buiain

AOBDOADY o
awuepe
[eob o) ss0| 9 Joub -
Buijlesuno) e

S9OIAJSS YIIM SWIBIqoId

vv¥0-G6€6 -Ud

suonoauuoo Buryepw

davOogv JNOIT1IM HHOM 1VI00S

Y]
o
(=]
eV}
=
@
L
=
3]
>
[e]
P
~
&
@
0
[e]
P
3



Effie Katsaros,
Muiticultural HIV/AIDS

I think. If you're looking at a woman
who's positive, her
and they’ve got kids, well, there’s noth-
ing worse than a sick man because a sick
man’s a dying man. ... On a scale of 10, the
woman comes last. Her needs are met last.
Her wants are often not considered at all.

partner’s positive

There’s no room for want.’

“Women present a lot later than men do.
We’re seeing, among populations in Victo-
ria, that women are presenting 9, 10 years
post-infection.’

For many of these women, their hiv posi-
tive diagnosis occurs when they access ante-
natal care. ‘“They’re married forS years and
now they’re having babies and it’s part of
screening and it just blows their minds.
They’ve got a husband to tell, disclosure
about whatever their past was, the ethnic-
ity of it.’

‘If you’ve got no reason to suspect you've
been at risk of hiv, you just come down with
a nasty littte flu. You get over that. There’s
no need to go to the doctor. And then, 7 or 8
years later, you come down with pneumonia.
By that time, your partner’s long gone and
hasn’t kept in touch for contact tracing.’

‘Then you see, within the injecting drug
user community where there’s low levels of
seropositivity of hiv but there’s high hep C,
again ... there’s low testing rates and that's
why it’s not showing up. No known answer
to that one.’

“There’s a lot of reasons why you wouldn’t
want to be tested. Some people just don’t
want to know.’

‘If your housing’s jeopardized, your kid’s
schooling is jeopardized, you don’t need
to know about the uncertainty of life any
more than your life already is, just making
it to pension day. What do I need to know
about 135 years time, 'm worried about next
Thursday.

‘A lot of younger women don’t go and
get tested becausc they're nice girls and nice

Maria Petrohilos,
Multicultura! HIV/AIDS

Krista Watts,
Clinic 16

girls don’t get infected, nice people don’t get
infected.’

‘In Victoria, the average age of new diag-
noses for women is 29 years. For men, the
average age of new diagnoses for women is
39. A lot of these women are women who
have travelled overseas. “They’re away from
home, they’re lonely, they meet nice men,
nice African men. They have a nice time and
come home and don’t think anything more
about it. They practice safe sex at home but
when they’re away they don’t and one of the
biggest, two of the biggest risks, are to have
sex overseas or to have sex with an overseas
visitor. That puts you right in the gamble
for hiv.’

The other group of women represented
among new hiv diagnoses are in the over-
65 age group, what Sonja calls ‘the Florida
effect’, where women who move to retire-
ment villages after death of their first partner
begin to have sex with a range of partners.
We’re seeing that here, too.”

“There’s no education or information tar-
geted at these people and they’re crashing
down with hiv and being diagnosed at 70.”

‘1 think one of the most powerful edu-
carional tools is other people’s stories. A
thousand or so positive women in Australia,
that’s a thousand stories to be told. And
I think the education coming from that is
another woman reading it and she goes, well
that’s like me. I'm not a monster. [ don’t
have two heads. That reduces the isolation
tremendously’

Oavid Barton,
Positive Hetercsexuals

Positive Women’s Health
Speakers Series

This is a free bi-monthly speaker series for
all those interested in keeping up to date
with current hiv issues for women. If you are
a woman living with hiv, a service provider,
or an intérested person, you are welcome to
attend and hear a panel of fabulous guest
speakers to inform, discuss, explore and
stimulate debare. ’

Wed 16 Oct 6-9pm
The role of peer support in hiviaids organi-
sations

Keg & Crown — 486 Church St, Parramatta

Wed 4 Dec 6-9pm
Hivlaids and families
the e lounge — 92 Glebe Point Rd, Glebe

Wed 19 Feb 6-9pm
Positive women and late diagnoses
Keg & Crown —~ 486 Church St, Parramarta

Wed 19 April 6-9pm
Exploring the subgroups working together
the e lounge — 92 Glebe Point Rd, Glebe
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Brendon Christian, Networking and Advocacy Coordinator
with the AIDS Legal Network, visited Australia this year.

As a nongovernmental organisation com-
mitted to addressing the human rights
and legal issues heightened by a retro-
virus that knows no boundaries in terms
of race, sexual orientation, birthright,
gender, class, education and many other
dynamics that we are still to comprehend,
the AIDS LEGAL NETWORK endeavours
to address the human rights and legal
issues that hiv raises to us as a society,
as a community, in South Africa in par-
ticular, and in sub-Saharan Africa more
broadly.

The first edition of the AIDS LEGAL
QUARTERLY ({the organisation’s publica-
tion} for 2002 rings in some changes within
the organisation and increased network and
database of organisations and individuals.
Please let us know of any other organisations
or individuals who wish to participate.

We thank the active participation and ded-
ication of the many committed organisations
and individlials to the aims of the ALN. In
particular, we thank the Board of Directors
for their selfless dedication.

Qur sincerest thanks to the small team
of dedicated staff for their hard work and
team spirit: Ncumisa Nongogo, Brendon
Christian, Bulelwa Msomi, and Zethu
Ndlovu. We wish Mary Caesar, the outgo-
ing National Co-ordinator, all the best with
her future endeavours and thank her for her
leadership of the ALN over the years. We
also welcome Brendon Christian, the Net-
working and Advocacy Co-ordinator, from
February 2002, as our newest member of
staff. We also report that after a process of
restructuring overseen by the Board of Direc-
tors, Thomas Smit, the previous Treatment
and Vaccines Co-ordinator, has now been
appointed as the National Co-ordinator and
Vaccines Project Co-ordinator.

Lastly, we must thank our funders for
their continued support. They are the Swed-
ish International Development Co-operation
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Agency (SIDA), the Joint Oxfam HIV/AIDS
Programme (Johap), the National Develop-
ment Agency (NDA), the European Union
(EU) and the South African AIDS Vaccine
Initiative (SAAVI).

Project Update

Provincial networking and
advocacy

Brendon concentrated on a drive to broaden
our network into new provinces. Provincial
networking meetings were held in the Lim-
popo and the North West provinces, and one
is planned for the Northern Cape. He held
a networking meeting of the Eastern Cape
provincial network and attended a meeting
of the AIDS Consortium in Gauteng.

International networking
Ncumisa attended a SIDA meeting in Tan-
zania, Brendon held a speaking tour of Aus-
tralia, and Thomas attended a meeting of
the Canadian HIV AIDS Legal Network in
Canada and an International Policymakers’
Conference in India, where he also met with
the Lawyers® Collective, and a meeting on
community involvement in vaccine develop-
ment in Kenya. .

General training and
education

Ncumisa facilitated a series of training work-
shops for the Solidarity Centre on workplace
issues in a number of provinces, conducted
a gender training workshop in the Eastern
Cape, and has been training paralegals in the
Northern Cape and Limpopo provinces.

Gender

We are at the end of the present funding
cycle for the Gender Project, which has
recently still included the above gender
training workshop. We are presently work-
ing on a proposal for renewed funding for
this project.

Vaccines

Thomas has participated in events of SAAVI
and the African AIDS Vaccine Initiative
(AAV]), made several media and commu-
nity presenrations for SA HIVAC and ALN
networks, attended the vaccine forum (in
KZN), provided a preliminary research
input on a legal and constitutional analysis
of the Subtype issue in vaccine development

o e Moo et e e

and done work on a legal audit of laws and i
policies affecting vaccine development, par- :
ticipated in the development of the Canadian
HIV AIDS Legal Network paper on access ¢
issues, and done preparatory work for par-
ticipation in the HIV/AIDS Clinical Trials
Working Group of the Medicines Control
Council.
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ik

Legal advice '
We all continuc to provide legal advice serv-
ices at all our offices. In this regard, and for
any other queries or advice kindly visit our
website at www.redribbon.co.za or conract
us at:

Cape Town office:

Tel.: +27 21 419 8882 or +27 21 419 8866
Fax: +27 21 419 8884

Email: aln@kingsley.co.za or
alncpt@mweb.co.za

East London office:

Tel.: +27 437221711

Fax: +27 43722 1712

Email: alnpmb@mweb.co.za or
zethura@hotmail.com

Durban office:

Tel.: +27 31 301 0477

Fax: +27 31 301 0688

Cell: +27 84 7455 730

Email: Brendon_Christian@hotmail.com

-




HIV Living Policy Analyst, John Rule, brings readers up-to-date on the
action of positive people’s networks in the Asia Pacific region

These networks of positive people have
begun to talk about Capacity Develop-
ment for GIPA. Those initials stand for
the Greater Involvement of People Living
with HIV/AIDS. It is a principle expressed
in the Paris AIDS summit declaration and
the international guidelines on HIV/AIDS
and human rights. Australia’s take on this
is referred to as ‘the centrality of posi-
tive people’ and is found in the current
National Strategy documents and many
hiv sector organisational statements.

There is a low level of involvement of
plwha in hiv/aids responses throughout,
for example, South Asia. The reasons are
not difficult to understand. Fear, stigma,
discrimination, and lack of care and sup-
port mean that plwha do not disclose their
status. In turn, this means there are weak or
non-existent plwha organisations. This has
implications for the development of national
responses. It is a vicious circle. Those who
are able to ‘come out’ in these countries are
exceptional people. However, despite these
exceptions, the consequence is that the epi-
demic continues to be invisible and responses
are formulated with little input from those
infected and affected by the epidemic.

The GIPA capacity model that has been
developed includes three elements:

1. organisational development

2.learning, awareness building and
sensitisation

3. provision for basic care and support.

The Asian Pacific Network of positive
people is one area of focus for implement-
ing this model and there is currently a pro-
posal for a three-year training program
comprised of a series of regional training
workshops and follow-up training in each
country. Implementing the program depends
on establishing a coalition involving UNDP
country offices, UNAIDS Country Teams,
NGOs working with plwha and govern-

hose who'aresable to ‘come out’
in‘these countries are exceptional
people. However, despite these
exceptions, the consequence is that
the epidemic continues to be invisible
and responses are formulated with
little input from those infected and
affected by the epidemic.

ment. Judging from the meeting (or rather
non-meeting) of APN+, getting the program
up and running will be hard work. There
is some hard work ahead for a number of
plwha from Australia who are presently
committed to seeing this happen in the Asian
Pacific region.

The conclusion reached at the GNP+
Sartellite meeting at Barcelona in July was
that GNP+ continue to support the Global
Access Alliance; that the regional organi-

sational development initiative should be

pursued as a key goal; and that a series of
indicators around stigma and discrimination
be developed for application on a national
basis.

As for how Australia contributes to all of
this, everyone is aware of the effort it takes
to maintain organisations on a national
basis. For Australian plwha who have the
energy, it is important to be part of these
networks — at least at the level of being able
to give some respectful witness to the experi-
ences of plwha from other countries.
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Health Promotion, Kathy Triffitt, describes PLWH/A (NSW)'s hiv visibility campaign

Stigma and discrimination are two of the
most critical issues inhibiting changes in
perception, attitudes and behaviour. Hiv
remains a highly stigmatised condition
and hiv related discrimination is wide-
spread.

Issues of discrimination remain central to
the lives of many plwha. Futures 31 identi-
fied that 1 in 3 people have experienced dis-
crimination in relation to medical treatment;
1 in 5 people have experienced harassment
and lived with fear of violence; 1 in § have
experienced discrimination at work and
more than 1 in 10 have been discriminated
against in relation to accommodation.

In their manifesto of 1989, and in more
recent times, PLWH/A (NSW) call for the
promotion of ‘a positive image of people
living with and affected by hiv/aids, with the
aim of eliminating prejudice, isolation, stig-
matisation and discrimination arising from
hiv/aids’.

Many in the community sector would
stress the fragility of human rights and the
extent to which hiv remains stigmatised. It
has been argued that the current lived expe-
rience, knowledge and ‘visibility of people
diagnosed in the last six years’ is often
described as very limited. This invisibility
has resulted in a number of misconceptions
concerning the realities of living with hiv
within the broader community and of the
place of hiv in the lives of different plwha
— that 1s, the personal, social, political and
everyday details. Discrimination affects the
quality of life of people living with hiv/aids
and is a major obstacle to effective hiv/
aids care, prevention and education. Uniil
recently there has been an absence of any
acknowledgment of stigma and discrimina-
tion in education campaigns.

Both at a local and international level
there have been calls for increased visibility
of plwha. I would like to acknowledge that
there may be many good reasons for being
open and public about a hiv diagnosis, but
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~ kay, why the need for
- “increased visibility of plwha?

PLWH/A (NSW)'s hiv visibility
campaign ams to challenge
prejudice, isolation and
discriminatory attitudes by
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there are also equally good reasons against.
Not everyone has a safe and supportive envi-
ronment. Not everyone wants to be reduced
to a diagnostic identity.2 As many people
have commented in workshops 1 have facil-
itated since 1990, ‘I am much more than
my diagnosis’. In other words, it remains
as important as it ever was to respect the
decision of individuals to do what they feel
is best for them, in their circumstances, rec-
ognizing that these are likely to change over
time in unpredictable ways. It is for these
and other reasons that T would like to thank
those people who have become involved in
the first phase of PLWH/A (NSW)’s hiv vis-
ibility campaign.

Okay, why the need for increased visibil-
ity of plwha? PLWH/A (NSW)’s hiv visibil-
ity campaign aims to challenge prejudice,
isolation and discriminatory attitudes by
presenting a public face of the realities and
diversities of living with hiv. The campaign
also aims to raise awareness of the changing
issues of hiv within gay and lesbian com-
munities, positive communities and broader

communities. Challenging stigma and dis-
criminatory attitudes is also recognised as
a vital part of hiv prevention efforts and as
education strategies for people with hiv with
objectives relating to health maintenance
and coping.

The first phase of this campaign will run
from November 1 until December 14 during
the Gay Games and World AIDS Day. A bill-
board will be installed at Town Hall Station
on Platform 6 and the production of a series
of postcards. Themes include Wert Ones
(Swim Team) with a focus on their philos-
ophy of inclusiveness, and positive women
and their everyday lives.

Seemingly ‘ordinary and everyday’ images
in the campaign place the viewer in a posi-
tion where she or he, finding none of the
determining signs of hiv and aids, is asked
to regard the individual in an ethical sense.
It asks us to take responsibility and care, to
regard each person represented as we would
regard ourselves. The images of plwha
invite the viewer to recognise themselves as
a member of the community and, as such,




Elaine and her son. Photo: Jamie Dunbar

acknowledge their part in the social condi-
tions that constitute the experience of living
with hiv and aids.

Because stigma and discrimination affect
the quality of life of plwha and are major
obstacles to effective hiv/aids care, pre-
vention and education, this campaign will
provide the platform on which to develop
PLWH/A (NSW)’s Health Promotion Pro-
gram and its projects.

Briefly, through the Health Promotion
Program, we aim to develop resoutces and
facilitate workshops and forums to provide
information on the realities of living with hiv
and of the place of hiv in different plwha’s
lives. Value is placed on community own-
ership of heaith and on lived experiences:
experiences that make sense of local activi-
ties, personal situations, social understand-
ings and cultural meanings.

We recognise that educational approaches
that have worked in the past will not con-
tinue to do so. During the next eighteen
months we will also facilitate activities that
will support debate and discussion on the
realignment of health promotion and educa-

Tony. Photo: Jamie Dunbar

tion programs and the development of new
strategies to respond to the ever changing
experiences of hiv.3

What has changed for you? What are
the inventive means that you have used to
respond to and manage a positive diagnosis?

If you are interested in participating in
forums, workshops, focus groups please
contact healthpromotion@plwha.org.au
or phone 02 9361 6011 for more informa-
tion. Themes include negotiated safety/peer
processes; ‘desire’ in health, sexuality and
hiv/aids; reimag (in) ing the body - chang-
ing treatments and body image; and, sex and
relationships, to name a few.

References:

1 Grierson, J., et al., HIV Futures 3: Positive Australians on
Services, Health and well-being. Monograph series Number 37.
The Australian Research Centre in Sex, Health and Society, La
Trobe University, Melbourne, Australia.

2 See Simon Watney, Imagine Hope. AIDS and gay identity,
London and New York, 2000.

3 See Rosengarten M, Race K, Kippax S, Touch wood, everything
will be OK: gay men's understandings of clinical markers in sexual
practice. Monograph 7/2000, NCHSR, Sydney 2000; Smith G,
Van de Ven P, Reflecting On Practice: Current challenges in gay
and other homosexually active men’s HIV education. Monograph
9/2001, NCHSR, Sydney, 2002 and Duffin R, A discussion
document on Positive Education, ANET team of the Australian
Federation of AIDS Organisations National Association of People
Living With AIDS, March 2002.

Seemingly
‘ordinary and
everyday' images
in the campaign
place the viewer
IN a position
where she or he,
finding none of the
determining signs
of hiv and aids, is
asked to regard
the individual in an
ethical sense




Irreplaceable campaigner
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‘It's not the label - it's how you wear it.' In 1995, when Suzana Murni
was told at the age of 23 that she had aids, the label represented
shame. Like most in that situation, she knew little about the disease
and didn’t know where to look for more information. ‘OK, I'll just wait
to die,” was her initial response.

But after six months, she didn’t get sick.
She just became angry: angry at the way
her partner had been treated after he
died of aids; angry at the way the label
was worn; angry that she knew so little
about the disease. So she started to look
for information.

Suzana found she was not alone. She met
with others with hiv, and found that these
meetings broke their feelings of isolation. So
she formed the first peer support group for
hiv positive people, which she called Spiritia.
As she pueit, ‘in the absence of treatment,
spirit is what you need to go on.’

Early on, Suzana recognized the role of
advocacy to counter the shame. And because
of her excellent English — she was educated
in the USA — it was natural that she should
go international with her advocacy.

In October 1995, she artended the Third
International Congress on AIDS in Asia and
the Pacific in Chiang Mai, Thailand. There
she met Susan Paxton, a founder of the Asia
Pacific Network of People living with HIV
(APN+), and a leading aids activist in the
region.

Paxton persuaded Suzana to join the board
of APN+ as Indonesia’s representative and
shortly following this she became a regional
representative for GNP+, the Global Net-
work of People Living with HIV, She also
attended a regional aids meeting in Pakistan,
and came back extremely concerned abour
the way people with hiv were stigmatized
throughout the region.
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In 1996, she attended the International
AIDS Conference in Vancouver, Canada,
where she gave a moving speech at the clos-
ing ceremony. Part of this was broadcast on
TV in Indonesia, although few here made the
connection.

But her greatest concern was for people
living with the virus at home.

‘Suzana worked tirelessly to advocate for
and build a strong network of hiv positive
people in Indonesia,’” recalls Paxton. ‘She
wanted to ensure that they had the skills to
respond appropriately to the epidemic and
that they be given a voice at all levels of gov-
ernment.’

Suzana used Spiritia as a means to press
for the greater involvement of people with
aids, a principle first outlined at the Paris
AIDS Summit in 1994, and one that she
wholcheartedly supported.

Spiritia organised the first national meet-
ing of people with aids in 1998. This meeting
provided the first opportunity for most of the

participants to meet others with aids, and to
share feelings and experiences.

From the start, Suzana emphasized the
need for advocacy to increase access to
treatment. But unlike many other activists,
she recognised that treatment was not just
a matter of pills. Because at the time of her
diagnosis she had felt so unempowered by her
lack of knowledge of the disease, she scrongly
encouraged me to start WarraAIDS, a news-
letter to provide information on all aspects of
treatment for people living with the virus. She
also put great value upon other complemen-
tary therapies, not just herbal remedies, but
including music and spiritual therapy.

Underlying all was her total belief in the
value of peer support, Those who have not
witnessed it can perhaps not imagine the
effect of one first meeting with her by people
recently diagnosed. You could almost see the
burden being lifted from their shoulders; the
first smile perhaps in weeks; the understand-
ing that they are still people of worth, with







