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yverybody's
Business

S Heve
By Aless

Sooant

FROM THE PUBLICATIONS WORKING GROUP

In this month's Talkabout you will read about issues that are very close to my heart. | had a child
after my positive diagnosis so | am pleased to see the review of the Your Child ond Hiv booklet,
published by the Sydney Children’s Hospital. The father of a positive child reviews the booklet and
I think it is important to acknowledge that there are different dynamics within positive families.
Angela Stewart reports on the effects of a positive diagnosis on families and children. The story
on Camp Goodtime is also an opportunity to read about why families enjoy the chance to spend a
few days together. In the last futures survey 50% of positive women had a dependent child living
with them. It will be interesting to see if that figure has increased when the next survey results
are released in the next few months.
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Cooling down

As Talkabout hits the
PLWHA (NSW) is just cooling

streets

down from Mardi Gras fever.
February is always a frenetic and
worthwhile  time  for  the
organisation. Lots of volunteers
join us for our fundraising and
outreach work. This year the
addition of a Summer Raffle has
been a great success. Antony
Nichols, Charlotte Long, Norman
Last and the band of volunteers are
all to be congratulated for their
hard work over the party month.
Fundraising to extend our tight
budget has become a vital part
of our work, both raising the
organisation’s profile and
facilitating our advocacy work.

Santa Claude

Mardi Gras 2000 will be our
eleventh parade. Our entry this
year will ‘Remember the Past and
Forge the Future’. Join us or look
out for us on the TV as we
celebrate positive life and its
diversity in a changing epidemic.
Thanks to Claude Fabian for
steering the construction of the
float with his inimitable passion
and thanks also to Sam ... who
unfortunately had to pull out of the
project. Oh, and rumour has it that

a well known positive identity will
be joining our float, so watch out.

Introducing ...

PLWHA (NSW) has two new
members to the team. James Urban
who has had a professional and
volunteer involvement with the
HIV/AIDS sector takes on the
temporary position of Publications
Assistant. James has already made
a great contribution to the
Publications team and will be a
great asset as they continue to
develop the scope and quality of
the Publications Unit. Also making
an impact is Jonathan Mercer.
Jonathan brings his international
event skills to the task of producing
our 2000 Celebrity Auction.

Enriching our lives

The successful- Reconstruction
Project reviewed in last month’s
Talkabout (page 18) will coordinate
a second series of workshops from
our offices over the next four
months. The Project has clearly filled
a gap in service delivery for positive
people. Project Coordinator, Pene
Manolas and the steering committee
are to be congratulated. This
innovative project now has the
potential to evolve and further
enrich the lives of positive people.

‘Forging the future’ ... with
a lot of help from our friends

Positively speaking

As school returns the Positive
Speakers’ Bureau (PSB) has
completed a major promotion drive
into government and catholic
schools. The aim of the drive is to
broaden the projects reach into the -
education system and coincides with
the launch of the new information
kit. The rural PSB video is in the final
stages of editing and will be
distributed to isolated country areas.

Publications update

The ‘green light’ has been given to
integrate the Complementary
Therapies Directory (CTD) into
Contacts, a service directory for
people living with HV/AIDS in New
South Wales., PLWHA - first
produced a CTD in 1998 and by
integrating it with Contacts we will
be able to consolidate and develop
a vital information resource for
positive people.

ACON's vision

The Board of the AIDS Council of
New South Wales (ACON) has
released its vision statement. This
is to become much of meaningful
conversation over the next few
months as they consult key
stakeholders and communities.
PLWHA (NSW) will be advocating
for the interests of positive people
in this process. W

PLWHA (NSW) raised over $7,000 selling stick-on dots at the
launch of the 2000 Sydney Gay and Lesbian Mardi Gras. The
launch, beld on the Opera House forecourt last month, was a huge

C ity Develu,

t Officer Antonry ‘Superman’ Nicholas

;. success — as was the fundraising effort by the organisation’s
h%
¢

and his dedicated team. Pictrured left are two hard-working
< volunteers on-the-job.

Anyone interested in volunteering for PLWHA (NSW) should
i contact Antony Nicholas on (02) 9361 6011.
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New Abacavir Warning I

I Bollowing several overseas deaths
among people taking abacavir, a
reverse transcriptase inhibior. the |
manufacturers have notifiea doctors
of new symptoms that may iead 1o a
potentially fatal hypersensirivity
reaction. When the drug became
available doctors were instructed to
monitor their patients for fever. rash,
nausea, diarrhoea and vomiting. all of
which could indicate a potentially
fatal reaction. The reaction occurs in
3% of patients taking abacavir,
usually within the first six weeks of
stacting it but it is not fatal if the drug
is discontinued. The recent deaths
have been reported among a small
number of patients on abacavir who
were initially diagnosed with acute
respiratory diseases (pneumonia,
bronchitis or “flu-like illnessi. The
symptoms were later recognised to be
a hypersensitivity reaction to abacavir.
The manufacturers have now urged
doctors to seriously consider the
possibility of a hypersensitivity
reaction in their patients who present
with these symptoms.

CATIE and Glaxo Wellcome

Flu Vaccine

The recent epidemic of the A/Svdney
strain of flu in the UK has been partly
attributed to the low rate of flu
vaccination there. The World Health
Organisation has urged Australians at
risk 1o seek medical advice about flu
vaccination for winter. A studyv in
1999 confirmed the effectiveness of
flu vaccinations in people who are
infected with Hiv.

AAP. Reuters Health Information Services

Lipodystrophy teleconference
On February 10, ACON Svdney
hosted a live teleconference link 10 a
panet discussion in San Francisco on
lipodystrophy. The panel of experts -
including Professor David Cooper
from Australia’s National Centre in
HIV Epidemiology and Clinical
Résearch — summarised the findings
on lipodystrophy that were presented
at a recent conference in San
Francisco. The panel also responded
to phone calls from people with Hiv
across the US and beyond. Edited
transcripts of the teleconference, are
available from ACON.

St John’s Wort and Antivirals
A new clintcal study indicates that
St Johns Wort, the herbal anti-
depressant,  significantly  lowers
indinavir concentrations in the blood,
potentially increasing the risk of
the virus developing resistance
to indinavir. People on antiviral
-] reatments  should tell their HIv
prescriber of any herbal or other
products they are taking with their
prescription medications.

The Lancet 2000: 3359203}

Treatment Briefs are supplied by
the ACON Treatment Officers.
For more information about any of
the items please contact John
or Barmie on 02 9206 2036/2013 or
Freecall 1800 816 518.
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Tell it like it is is your opportunity to get a straight answer to questions about health, freatments and side effects.
Send your questions to Tell it like it is, Talkabout, PO Box 831 Darlinghurst 1300 or fax 02 9340 3504 or email

feonas@plwha.org.au

Q I have been on my current
antiviral combination for two
years now. | tolerate the
medication well. Although my
viral load is undetectable and
my CD4 T cell count is high I
am worried that I should change
before the drugs stop working.

A If you bhave found a
combination of antiviral agents
that you can tolerate and that
keeps your virus under control
then stick to it. The drugs do not

A You're probably thinking of
interleukin-2 (IL-2). This is a
protein that CD4 T cells usually
secrete to stimulate the action of
other immune cells. Unfortunately
most patients with HIV do wnot
make enough IL-2. Farlier studses
have demonstrated that replacing
IL-2 in Hiv positive people by
injection leads to wmprovements
in both CD4 counts and viral
loads. New trials are about to
commence in Australia to

... IL-2 is administered by subcutaneous (under the skin, like
diabetics and insulin) injection twice daily for five days every
eight weeks. The major draw back of this treatment is that

most people experience ‘flu-like symptoms when they

take IL-2. The symptoms can be severe enough to prevent

people from working. However they usually subside within

ome day or two of ceasing IL-2. This promising new

therapry is the first of many to come which attempts to

mptrove your immune system rather than the virus per se.

have a ‘shelf life’. They will
continue to work for as long as
you manage to take them
regularly. The drugs will only
stop working if your virus
develops resistance to the drugs.
The most likely reason for this is
fatlure to take the drugs
regularly. On the other band, it is
always important to review your
treatment at least every six
months to see if there are any
new developments which may
make taking the drugs easier.

Q I have heard of a new
treatment for HIv that is given as
an injection. It causes your T
cells to increase and gives you
the “flu. What is it?

establish if 1L-2 therapy results in
slower progression rates to AIDS.,
In these trials, IL-2 is administered
by subcutaneous (under the skin,
like diabetics and insulin) infection

 twice daily for five days every

eight weeks. The major draw
back of this treatment is that
most people experience flu-like
symptoms when they take IL-2.
The symptoms can be severe
enough to prevent people from
working. However, they usually
subside within one day or two of
ceasing IL-2. This promising new
therapy is the first of many to
come which attempts to improve
your inmmune system rather than
the virus per se.

Q I caught up with a long lost
friend over the New Year.
Luckily we are both well and
have undetectable viral loads.
We are both on indinavir. 1 take
two capsules three times a day
on an empty stomach and drink
two extra litres of water daily.
I am happy with my results but
life can be fairly complicated at
times. My friend takes two
capsules of indinavir only twice
a day and even om a full
stomach. He seems to have no
hassles with timing his drugs
and is taking less indinavir.
Is there anything I can do?

A Your friend is probably taking
indinavir with a small dose of
ritonavir. Taking ritonavir with
indinavir raises the blood levels
of indinavir. In this way you can
take indinavir (and ritonavir)
twice a day and still achieve drug
levels more than adequate to
stop the virus from multiplying.
Furthermore, taking indinavir in
this way remouves the necessity to
take the drug on an empty
stomach. This of course is far
more convenient than the
regimen you use. While on face
value this new regimen seems
easy, it is critical not to miss a
dose because if you miss one
dose then you won't have drug
for 24 hours! There is still some
debate about the correct dose of
indinavir and ritonavir to use
and whether extra fluid is
required. No long-term large
trials have been conducted
comparing the two regimens.
You need to discuss the pros and
cons with your doctor.

Answers provided by Dr Virginia
Furner and Dy Mark Kelly of
the Albion Street Clinic. Decisions
about treatments should be made in
conjunction with your GP.




Carers to be included in
Anti-Discrimination Act
Proposed changes to the Anti-
Discrimination  Act will extend
protection to employees forced to take
leave in order to care for a partner, child
or loved one. Legislation will be
introduced into NSW Parliament this
April. A spokesperson for the Attorney-
General Jeff Shaw said that under the
proposed legislation the definition of
partner would extend to gay or lesbian
de facto relationships. Shaw said that
the changes honoured a commitment
made by the Carr government prior to
the 1999 election. “Itis also in line with
one of the major recommendations of
the NSW Law Reform Commission in
its recent review of the Anfi-
Discrimination Act,” he said.

Sydney Star Observer

ACON announce new direction
The board of ACON has announced a
new direction. “ACON will be a
progressive health organisation, based
in the NSW gay and lesbian
commumtics ... A continuing
commitment to HV will be
complemented by an increased focus
on the wider health needs of the gay
and lesbian communities,” the
statement said. PLWHA (NSW) have
expressed ‘grave concern’ that the
mooted changes would dilute PLWHA
services. PLWHA President Phitlip
Medcalf raised particular concerns for
the futere of services available to
positive wornen, many of who had
contracted the virus  through
heterosexual contact. ACON’s Vice
President Adrian Lovney has disputed
the concerns. “Comments made about
cuts to HIV services are completely
inaccorate and ACON has a
commitment to improving its
services,” he said. Both ACON and
PLWHA have agreed to work through
the issues raised. ACON  has
committed to “consult in 2 meaningful
and extensive way with ACON’s key
stakeholders and communities™. The
feedback and consultation is expected
to inform the development of ACON’s
next strategic plan,

Sydney Star Observer

HIV tests are GST free

HIV tests will not attract the Goods
and Services Tax (GST) so long as
they are classified as “medical
services” according to AFAQ -
Australia’s peak AIDS organisation.
“According to the initial legislation
HIV tests would attract GST, but in
the amendments to the legislation
passed in late December, HIV tests
were exempted,” said AFAQ’s
executive director Robin Gorna.
“Any medical service that is
generally accepted as  being
necessary for appropriate trearment
will be GST-free. There is however
an exception to the GST-free status
of the HIV test: when it is performed
for non-health related reasons such
as insurance, immigration or other
licensing purposes.”

A N A A ATl S

PIWHA {NSW) staff and committee members are active in many projects, consultations and meetings that
affect the inferests of piwta. Antony Nicholas — cur Community Development Project Worker — profiles
what's happening in NSW this month.

Thank you

THANK YOU to all the
fabulous volunteers who have
assisted PLWHA (NSW) during
February for various Mardi Gras
and fundraising activities. With
your help the Festival Launch at
the Opera House, the raffle at
Fair Day in Victoria Park were a
great success. Both Charlotte
and I thank you for your efforts.
To those participants and float
builders here’s wishing you a
fabulous night.

Decision out West delayed

The Western Suburbs Haven is
waiting for a decision regarding
the proposal for a jointly funded
facility with ACON Western
Sydney. A decision had been
expected in  December but
Western Sydney Area Health
is yet to respond: Anyone
interested in volunteering at The
Haven can contact 9672 3655.

Positive Advocacy Project
PIWHA (NSW) is setting up a
new project to assist positive
people to get through the
complicated  processes  of
lodging complaints or seeking
justice against discrimination.

The project aims to empower
positive people to be their own
advocates by matching them
with an experienced peer. We
hope to have the project running
by mid year. Watch this space
for further details.

Police in training

The NSW Police Service has just
completed its Disability Action
Plan. PLWHA (NSW) and
ACON represented the needs of
positive  people in  the
consultation process. This will
ensure that new recruits and
experienced officers are given
training that will assist them to
comply with standards of
care when dealing with people
with disabilities.

Work experience project
launched

PLWHA (NSW), with funding
from the HIV/AIDS and Related
Diseases Unit of South Eastern
Sydney Area Health Service is set
to embark on a training and on-
the-job work program. It is
hoped the program will allow
positive people a chance to see if
they are ready to return to work
and update their skills. For

further information contact
Antony between 10am and Spm
on 3361 6011.

Northside garden project

Myrtle Place is looking for
gardeners to assist the drop-in
centre to set up a NorthSide
Garden project. This is a
wonderful  opportunity  for
getting in touch with Mother
Nature and getting your hands
dirty. The project aims to provide
fresh vegetables for Myrtle Place
and Des Kilkeary Lodge. For
further information please call
Myrtle Place on 9929 4288.

Travel information

Our Legal Working Group has -
been busy researching the entry
requirements for  positive
people travelling overseas. A
meeting with the American
Consulate Office revealed the
finer details on a Waiver
process that HIvV positive people
can apply for to gain legal entry
into the USA. The travel
brochure will be launched in
May. For further information
about the Waiver Entry into the
USA please call Antony on
9361 6011.

" The Sanctuary is now in operation at its new premises (pictured far left) and offers a range
of activities over various days. All therapies and other services are provided free of charge
— thanks to the generosity of volunteers. Some of the activities currenily available are:

dial and shiat

(-}

Although The Sanctuary does not operate as a drop-in service, PLWHA and friends are
welcome to call any Tuesday afternoon to bave a look around at what is, essentially,
their health maintenance centre. The Sanctuary is always on the look out for more
volunteer therapists. For further information, bookings and other referrals call Robert
on 9690 1222.

Seeking a Sanctuary

Until August 1999, Central Sydney Area Health
Service was operating The Sanctuary Holistic
Centre out of rented rooms in Glebe. Although
the service met marry of the needs of PLWHA and
their partners, space and time availability
restricted the service. In August a more suitable
. location was found at 6 Mary Street, Neutown,
b and with the assistance of the Hiv Area
i Coordinatos, renovations proceeded.

cooking classes, art activities, baircuts — while plans for the
future include acupucture, thai chi, yoga and meditation,
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Cheers for Chrissy

Chrissy, the documentary about the final year of Chrissy
Napier’s life has been selected for the prestigious Berlin
International Film Festival.

Chrissy, made by local filmmaker Jacqui Notth, will screen
iry the Panorama section of new and innovative works. The Berlin
Festival is considered to be the most prestigious international
festival for screening new documentaries.

Jacqui, who was also a close of friend of Chrissy, told
Talkabout that the success felt like the end of an intense period
of her life.

" “The last two years have been about staying in Australia, se
it feels like Chrissy is sending me off to the big world now.”

Chrissy’s first screening in Australia on SBS TV for World
AIDS Day 1999 was a surprise ratings winner for the station.
Mike Park, SBS Marketing Manager told Talkabout that the
400,000 viewers who watched the documentary is considered a
good result for documentaries.

“We received many, many calls commending Chrissy and in a
couple of states the documentary rated second to South Park our
highest rating program at 1 million viewers a week,” Park said.

giveaways

Something to smg about "

oy

Sydney Gay and Leshian Choir ik 7eC abewﬁﬁe(#@@m
in Amsterdam) will launch “You can’t sfop the music’ on-Aptil 1 at
the Angel Place Recitat Hall in the heart of Syduey. The show
features a kaleidoscope of tunes ﬁ-omtheSﬁstothemsttbe
Choir will be spectal guest Wendy Saplﬂanﬁ,m&émlfwm
tributes to Dusty Springfield and Doris Day.

Mac McMahon (inset) has been a membet-of tibe award
winning choir for nine years and HIV positive for Rfteen years:

He has shared in the choir’s triumph at the Australian Natiof:

Choral Championships in 1992, a televised performance; and
accompanicd the choir on its 1998 European™Tour. He told
Talkabout that finding a project that was fulfilling when you lived
with HIv/AIDs and could no longer work could-be d&fﬁcult but that
he found satisfaction with the choir.

“Musical excellence “in gay and les'blan pe:iormnee is
something to strive for and being a part of that experience has
contributed to my self-esteem and enjoyment of life. - -

The SGLC will next play with the Sydney Danc& Company
in Mythologia, a piece commissioned by SOCQG and due to
premier in August. B >

Talikcabout has double passes to give away to ten Tdkabo&dreadersforﬂwSy(heyGay
and Leshian Choir's performance of You Can't Stop The Music on April 1 at the Sydney
City Recital Hall. Call Mac on (02) 9568 5331 at 10am on Tuesday March 7,

Why for people living with HIV /AIDS.

NorthAIDS

S | Housing Coords

We are currently seeking a Coordinator for Des Kilkeary Lodge: our supported accommodation service in Dee

Essential requirements include: strong leadership skills; proficiency in administering o community organisation; experience in
formulating and implementing strategies to ensure financial security of the organisation; understanding of the challenges facing HIV
positive people; knowledge of current HIV/AIDS issues and major NSW HIV/AIDS organisations; experience in managing staff; high
standard of communication and computer skills; and a current NSW driver’s licence.

Full time 40 hours weekly, mtlul contract to June 30 2000 Sulury SA(S (State) Award, (ntegory 2

NorthAlDS is an equal opportunity employer. Funded by the NSW Henith Depariment.
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Dear Editor

Heterosexual men and women
living “with HIV/AIDS support
PLWHA (NSW) call on ACON
to guarantee positive services
under its proposed change to a
gay and lesbian health service
organisation.

We support the efforts of
any group in the community
to establish health care
services that meet its needs.
That’s what those of us who've
been working in HIV/AIDS have
been doing for many years.
However ACON’s decision to
reinvent itself as a gay and
lesbian health organisation is
very disappointing. HIv/aIDS,
an' illness suffered by diverse
groups of people, is being used
by one group to secure their
own ends. This proposal is at
the expense of those who don’t
fit within the gay and lesbian
frame.

It’s a risky exercise for -

everybody and will result in a
drop in HIV/AIDS services. How
can the Board’s ‘commitment to
HIV/AIDS’ be maintained in the
face of demands of a broader
health agenda? This is exactly
the fear PLWHA have always had
about mainstream  health
services swallowing up HIV/AIDS.
What guarantees are there that
this won’t happen to PLWHA,
whatever their background, in a
gay and lesbian health service?

A gay and lesbian health
service 1s a great idea for gays

and lesbians. However it’s a
retrograde step for HIV/AIDS as a
whole. It harks back to the days
when HIV was stereotyped as the
disease of one sexuality. If you
were gay of course you were HIV
positive, and if you were HIV
positive you must be gay. Over a
long time a lot of effort has been
put into dispelling the myth that
only gay men get HIv. In one
move ACON’s ‘talking heads’
will undo all that hard work.

ACON will become a house
divided. All those people living
with HIV/AIDS who don't identify
as gay, whose primary concern is
another sexuality, or other
ethnicity, gender, living in the
bush and so on will be asked to
mobilise under the catch all
banner of gay and lesbian health.
At the same time the genuine
concerns of HIV positive gay men
and women will lose out in this
general health scenario.

Positive heterosexual men
and women can only support
this proposal if pro rata funding
is removed from ACON’s budget
and reallocated to services
dedicated to heterosexual people
living with HIv/aDs. Only then
can an equitable response be
made to ACON’s proposal to
abandon some of the groups it is
paid to support.

David Barton
Coordinator
Positive Heterosexuals

Letters to the editor are welcomed and encouraged. Please include your full
name and address (name and suburb will be published, unless a request
to withhold this information is included). Letters should be addressed to
The Editor, Talkabout PO Box 831 Darlinghurst 1300, fax: 02 9360 3504 or
entail: feonas@plwha.org.au. Letters should generally be up to 300 words and
may be edited.

Are you getting it

S.'rl

PLWH/A(NSW)
People Living bhth HIV/AIDS

m(mth]y"

Subscribe to Talkabout and support your monthly magazine. | you aré a PIWHA on a pension and
living in NSW, you can get your copy of Talkabout delivered FREE OF CHARGE.
To subscribe, please fill out the form on page 29. Subscription renewals are due by 30 june, 2000.

What is community gardening all about?

The first thing that comes to mind when | think of community
gardening is growing our own food. This is a fante vay of taking
responsibility for what wereat and how it is produ . A community
garden can reduce the amount of money v on food. and
reduce — f only in a smail way the environmental impact of
transporting, marketing and packaging food.

Commiunity gardening is also about peopic coming tog

our skills and

i urban land: it's a
y sustainable sociely.

Community gardening is not only a valid

necessary vart of any sociaily asd ecologic

What’s happening at Street Jungle?

e launch last No
Jungle is flat out. The Waterloo garden 1s up and run
been offered additional space. s¢ If you

get down and dirty give Robert a call on

it's just four months smce
g and we have

nd want to
We arc establishing a new garden in Woolloomooioo. The great
about this garden is that the gardeners are going t
ideal design. and South Sydncy Council 1s gomg (o do all the
construction work. This really is effortless gardening. To he invclved
N the design process and ensure your piace in varden contact
Michael on 9206 2122.

come up with an

Working in Partnership

The recent announcement of a partnership bet Street Jungle
and PLWHA (NSW) demonstrates the important ro

playing to assist pLwHa with quality of e issues. Watch this

for updates on gardens in your area.
gardening from Street Jungle.

untii next month happy

Niclael Rerd 1s the HIN Health Promotion Ofticer at ACON. Stieet Jiungle s
a Jaint partnership betreeenr SESAHS. CSALS, Sowth Sydiey Council.
The Sanctiory ACON and PINWTLA INSW

Thank you for your support
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The AFAO/NAPWA Education team
will be working in partnership across
Australia in 2000 to develop
treatments and lifestyle information
for people with Hiv/aips.

The team wil put a ot of effort into
oudr National Compiiance Education projcct
that iooks at a range of strategies to help
peopie  comply Hh thelr  treautmoent
regimes. A joint achion-research project
’ ¢ University of Western Sydney and
ACON Westermn Sydney wiil 1004 af how a
techniaue cailed memory-work™ can help

e take ther treatments regularly and
on time. We've also deveioped a cooking
with South Eastern
Arca Health and HIV Living at ACON. We'il
he expanding o0 this {6 develop a scries of

SLy areund a range of
oo wieh compliance. These will be

and nutntion works

er organisations through a
o've also funded five
ource projects around
and a nauonal resource

A new and expanded vession of Treaf
Yourself Right. a heaith and treatments
resodrce tor women with - will shortly be
avallapic. The booklet 1s a Joint product:on
with Positive Women Victonia, launched
fast month in Melbourne. Later tivs vear
therc will be an updated version of New
Tests and Treatments and a hooklel on
nutrition and 4.

Other prgiects on the drawing board
include a treatments and heaith information
resource for  Indigenous  people  with

Cand a resource on selfmanaging
osaciat iss

Positiveliving appears every eight
weeks and is distnbuted via the gay media
and direct mail. HIV Herald. our more in-

depth treatments and health mamtenance
oublication appears on alternate months.
Sabseription to both publications is frece.
ard the publications are posted on our

iste. Go to www.alao.org.ad. Also on

aebsite, this year will sce the redesign
=d launch of a compichensive health
~formation sub site. which will replace the
1 G0 1elephone service.,
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a successful transition

The AIDS Treatment Project Australia (ATPA) has made a successful fransition to a national
project. Jo Watson gives the lowdown on plans for 2000.

1999 was an exciting year for the AIDS
Treatment Project Austrakia (ATPA) with
a relocation to premises shared with
National Association of People Living
With AIDS (NAPWA), and a forma
transition from a state based project to
one with national reach around the
country. We completed the first National
Treatments Roadshow, a national
fraining course in HIv medicine for
treatment officers and other community
workers, and a series of workshops and
forums focused on health maintenance
and Hiv treatment issues. The ATPA
formally finished their pilot program of
activities in January this year, and have
set out another program to run to
November 2000.

The success of the Short Course in HIV
Medicine, in collaboration with the NSW
Prescribers Course, means we will run a
second course for those on the waiting list,
and other community based HIV workers.
The first group, who completed the 1999
course, will be invited back to proceed to a
next level of seminars and workshops, with a
particular focus on mental health issues, and
long term health management for PLWHA.

The Roadshow continues its trek
around the country. New locations are
being negotiated, and once again we are

being asked to come into regional and
isolated parts to hold prwra forums, and
liaise with local health care providers.-The
speakers include HIV specialist medical
prescribers, as well as NAPWA treatment
advocates. An exciting development this
year will be the coliaboration with the
National Indigenous project, exploring
ways we can assist their own health
promotion projects.

The social educator workshops,
targeting entertainers, venue workers, and
drag performers, are evolving into some
serious health promotion for live audiences.
This year we will host at least one public
show with workshop participants
performing to a crowd. Stay tuned to see
action research become live entertainment.

Other ongoing activities for 2000
include our national treatments advocacy
that runs as a foundation through our public
outreach work, and our collaborations with
HIV medical practitioners, and other
community organisations. We will also
launch two fact sheets, one on lipodystrophy
and another. covering breaks from Hiv
treatment, or ‘drug holidays’.

Also in 2000 we’ll continue to respond
to the many requests for presentations,
community meetings, and workshops that
come to us from various groups and
services around the country. Last year we
were able to participate in more than 15 of
these community activities. The ATPA will
also continue coordinating the national
Treatment Officers Nerwork {TON} in
collaboration with AFAOQ., Year 2000 is off
and we are looking forward to another
successful collaboration with all our
contacts and partners again, as well as
meeting many new ones. ll
Jo Watson is the National Coordinator of NAPWA

and ATPA and a member of the Talkabout Editorial
Working Group




HIV/AIDS Legal Centre

The HIV/AIDS Legal Centre is a community legal centre.
We provide free legal advice and referral to people living
with and affected by HIV/AIDS in NSW. A staff solicitor
is available Monday to Friday from 10.00am to 6.00pm.
Alternatively HALC holds an information night on
alternate Monday evenings where volunteer solicitors
give free advice sessions. We deal with topics such as
superannuation, discrimination, social security issues
and more.

To make an appointment please call us on

02 9206 2060.

Allmformabomskeptsmwyoonﬁdenhal.

HALC
HIV/AIDS Legal Centre Incorporatect
9 Commonwealth Street, Surry Hills NSW 2010

PO Box 350 Dartinghurst NSW 1300

Telephone (02) 9206 2060 Fax (02) 9206 2053
email halc@hale.net

Freecall 1800 063 060

ACON/CSN HUNTER BRANCH

129 Maitland Road
ISLINGTON NSW 2296
Ph: 02 4927 6808
email: hunter@acon.org.au

Our services include:

@® Community Support Network (CSN) providing physical,
emotional and practical support to PLWHAs — including
advocacy and referrals, support groups and laundry co-op.
Positive Speakers’ Association

Counselling

Vitamin service

Provision of condoms, lube, dams and fit packs

Sexual Health testing (Hunter Area Qutreach Service)
Groups and activities for gay and bisexual men
Hunter-wide magazine Out Now for the gay and ,

lesbian communities

Sex Worker Outreach Project (SWOP} providing advocacy,
education/information, condoms and lube, referral and
support services

® \Volunteer Program

Enquiries are very weolcome Monday to Friday
between Sam and S5pm

/ g"wj“" 533""5'
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Quilt
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cbz/dren who attended camp and are no longer with us. It is always an emotional occasion

with some peaple reciting, singing or just sharing a story. It ends with everyone writing a
message on a balloon and sending it to the sky. 1o see the sky filled with colourful balloons
always reminds me of hundreds and thousands.

camp goodtime

Five year old Maisie is already asking her mum about the next Comp Goodtime.

Talkabout March 2000 ¢ Page 10

Amelia McLkoughlin reports back from a weekend of relaxation, comfort and glitter.

“When is camp Goodtime Mum?” The
Camp for positive kids and families is
one of the highlights of my daughter’s
year. When the Camp information and
program arrive | have to read it to her
over and over until it’s time to go to

camp. When she arrives and meets

the other children for the first time
you can see the excitement is the
same for them all.

This year the Olympics made it
difficult to find a suitable site for all the
families so families with regular camps in
their own State were asked to wait until
next year. There were also a lot of families
attending camp for the first time,
including a few from Queensland and one
from Darwin. '

Eventually the organisers found a
property on the outskirts of Sydney called
Gilbulla. It’s a lovely old homestead with
long cool verandahs that were the
favoured place for tea, coffee and a chat.
The day we arrived was a hot summer’s
day and it was a relief to see at the end of
the sweeping lawns, just beyond the rose
gardens, a cool, inviting swimming pool.
Next to the pool is a tennis court, and
what 1 first took to be a log cabin turned
out to be a rustic chapel that people used
as a peaceful retreat.

Once the kids were settied with their
volunteers the parents met to introduce
themselves and hear about the activities
taking place over the next few days.

The kids were kept busy riding horses,
water sliding, visiting the beach, treasure
hunting and making fantastic costumes
while the parents relaxed and got to know
each other in workshops on aromatherapy,
creative memory work, medical updates,
participating in yoga and meditation and a
Body Shop manicure.

Many of the adults spoke of their
family’s sense of isolation at not feeling able
to disclose their status; the family from
Darwin spoke of being the only known
positive family in that city. Coming to camp
is a great relief as you can mix with people -
who understand the issues you face. I'm
sure the HIV positive kids feel less obvious
when they see other kids taking medication.
For the children with positive parents I
hope mixing with other positive families
means when they do know their parents’
status they have already established
networks of friends who will understand. |}

Every year at Camp Goodtime a
remembrance ceremony is held to remember
parents and children who attended camp and
are no longer with us. It -is always an
emotional occasion with some people
reciting, singing or just sharing a story. It ends
with everyone writing a message on a
balloon and sending it to the sky. To see the
sky filled with colourful balloons always
reminds me of hundreds and thousands.
This year my daughter asked a lot about
death during the ceremony. I hope my
answers prepare her for the remote
possibility that I might not always be around.

A section of quilt is also decorated at
each Camp Goodtime and becomes a
fantastic opportunity to spend time as a
family painting, sewing, gluing and
glittering together talking about why we
attend camp and anything else that may
come up for our children over the weekend.

Leaving is always the hardest part of
camp as you and your children have made
good friends and spent some special moments
with other families. At the end of the camp
people talked about the great venue and the
friendly atmosphere, and my daughter is
already asking: “when is the next camp?” B
Amelia McLoughlin is a member of the PLWHA

(NSW) Committee and the Talkabout Editorial
Working Group




the forgotten children

Children are often forgotten in the equation of a positive community. Angela Stewart

reports on the current issues facing positive children and children affected by Hiv/ADS.

There are approximately 140 children
living with Hiv/aips in Australia - a
relatively small number considering
the global picture. However, the
statistic fails to take into account the
large number of children living in a
family where someone significant, be
it parent or sibling, is Hiv positive.
We call these children - for want
of a better term - ‘affected children’
and the book Forgotten Children
of the AIDS Epidemic thoroughly
acknowledges their plight.

The dilemma for families living with
and affected by HIV/AIDS stasts before
conception with much deliberation about
geming pregnant and what it may mean.
For those who didn’t choose to become
pregnant the pink line on the pregnancy
indicator can be a shock sending women
reeling with fear and anxiety.

Thanks to the advances made in
reducing the rate of vertical (mother to
baby) transmission to as low as 2 percent
it is heartening to see that many more
women now choose to become pregnant
or continue with their unplanned
pregnancy. Many more families are now
contemplating a second child.

It is well known that after the child is
born their sero status is indeterminate for
a number of months. This is significantly
less time than the eighteen months it used
to be. I can’t underestimate the emotional
roller coaster ride that concerned parents
experience during this vulnerable time,

Negative children grow up in a family
where one or both of their parents and
maybe a sibling are positive. They too live
with a family secret that threatens to take
away their primary carer(s) and maybe a
brother or sister. They too fear the impact
of disclosure on them and their family.

Positive children live with the
constant threat of potential disclosure
and discrimination. Eva Van Grafhurst’s
story still haunts many families. It is
heartening to know that since Eva, there
has been a great deal of support for
families who have chosen to disclose to
their child{ren)’s school.

Blood tests, hospital visits, treatment
regimes and their side effects have become
a part of every day life. Two wonderful
side effects of treatments have been the
growth in height and energy experienced
by positive children. Being 8 but looking §
and not able to keep up with your peers
did little to enhance self-esteem.

New treatments are also keeping
children alive long enough to experience
adolescence. Adolescence is difficule
enough but having to negotiate your
burgeoning sexuality and be positive must
be a nightmare. As this is a relatively new
issue little is known about what these
young people experience and the strategies
they have used to cope.

New treatments are also keeping
children alive long enough to
experience adolescence.

Families living with and affected by
HIV/AIDS are not fortunate enough to have
the sense of community that many gay
positive men appear to have established.
Geographic isolation and poverty enhance
feelings of loneliness. Opportunities for
families to get together — such as Camp
Goodtime - are integral to supporting
families who must deal with the issues that
HIV brings to family life. B

Angela Stewart is the Family Support Officer at the
AIDS Council of NSW.

Let's talk .. gm
Compliance

people to share the

experiences of tz
treatments ...
what works and
you don't like abouf e

taking the pills.

Give us a call
Joseph 9204 2403 or
Niamh 9685 9007

This group is a pilot project
50 you will be reimbursed $25
Jor travel and your time

Jor each group meeting.

An AFAO funded project
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knowledge is a comfort

M, the father of a positive child reviews Your Child and HIV, a booklet produced by the Sydney Children’s Hospital.

Talkabout March 2000 @ Page 12

It is often said that knowledge is

power. As the father of a beautiful
seven year old girl who is living with
Hiv, | have come to be concerned
with things that are a little less
frivolous than having power. I'm as
concerned with the future of my
child as most parents. Unlike the
parents of Hiv negative children, for
me the effect of the virus on my
child is an added concern. Your
Child and HIV, aims to help families
cope with the virus by providing
knowledge and understanding. In
my case this aim has been achieved
because for me it is a case of
‘knowledge is comforting’.

The circumstances for each child with
HIV are of course unique. It should go
without saying that my comments reflect
our experiences. We know most of the
people involved with the production of the
booklet. In fact some of them are directly
involved with my daughter’s medical care
at the Sydney Children’s Hospital so for us
Your Child and HIV is simply an
extension of this care. We have already
been given this information first hand
during visits to Randwick so the booklet
tends to fill the gaps and reaffirm what we
had already learnt or forgotten. In that
sense it is sometimes a ready reckoner. It
was several months after discovering my
daughter’s Hiv status that we began
rreatment at the Children’s Hospital and
when I think back to that time I realise
that the booklet would bave been of great
value then.

A major success of Your Child and
HIV is the professional and confident style
and language. Considerate care and loving
friendliness is in abundant supply in

Randwick but it is reassuring and
beneficial to receive this care and
information in a professional and
confident mannet. The manner is not over
the top and stern but just well balanced.
This style encourages me to relate to the
statement “Be positive about being
positive”. Although shock and melancholy
are often unavoidable they are mostly
detrimental and the booklet assists my
family to push these feelings away.

The booklet includes an impressive
range of questions and answers - [ guess the
writers having been asked every imaginable
question during many appointments. Also
included are references to other books and
websites for further information.

A major success of Your Child
and HIV is the professional and
confident style and language.

I believe the booklet will also benefit
HIV positive kids and their families if all
tamilies were to read it. Issues such as
‘How is HIV transmitted’, “Worried about
biting’, ‘Fear of infecting others’ or just the
sections about symptoms, or treatment of
the disease are issues that I wish all people
were aware of. 1 fear for my daughter
because I'm not sure if everyone does
know. There are other books that address
these issues but the difference of Your
Child and HIV is that it is written in such
a way that puts the reader in our shoes.

Your Child and HIV extends the
excellent care provided by the Sydney
Children’s Hospital for kids with Hiv
between appointments or is a good
substitute for those families who are
unable to attend the hospital. B




specialcommunit/feature

Finding an appropriate and secure home is a basic need that can have all sorts of positive spinoffs

when you’'re living with niv/aips. But in Sydney this year the rental market and supported housing
options for PLwHA are increasingly difficult. This month, Talkabout asked several pLwha to share their
stories. We also asked two service providers to give their view of current housing issues.

give me shelter

Secure housing is the ground stone in rebuilding a lifestyle that promotes health and wellbeing. But as Julie Callaghan reports, 2000

may be a difficult year for pwHA in Sydney and some regions of NSW who are attempting to secure adequate, long term, safe housing.

Secure social housing - meaning, a
roof over one’s head, a fridge to put
medications in, a stove to cook a
meal on, and a place to invite
friends and family back to - has
been in short supply for a number of
years in inner city areas due to high
demand. This demand will increase
over the next twelve months as
people opt for long-term secure,
affordable housing, and as the
difficulty of securing rental in the
private sector increases.

The Department of Housing (DOH)
has recently instigated changes that target
those in greatest need - specifically those
rLwHA eligible for priority housing
assistance. The aim is to reduce the waiting
time, give clients better information about
the waiting time, services available, and
the support services they will need. Over
the last few years all housing providers
including the DOH have recognised that
many PLWHA who request housing
assistance are dealing with an array of
complex 1ssues.

Accessing the private rental market -
even for those who receive the DOH’s
rental subsidy — can be a nightmare.
Recent reports from real estate groups

indicate that the residential vacancy rate
has dropped to 2.1% — well under the 3%
level considered a tight market. Finding a
property within the Special Assistance
Subsidy (SAS) allocated benchmark for
your preferred area can be extremely
difficult. Competing against other eager
renters only exacerbates the competition
faced by pLwHA. Although the DOH has
the flexibility to approve above the
benchmark the necessary process can add
extra time for PLWHA, particularly when
PLWHA continue to experience difficulties
with some real estate agents who are
unwilling to accept applications from
potential tenants who receive the subsidy.

The availability of rental stock is also
likely to be affected by the introduction of
GST. Although rents themselves are not
subject to GST it is anticipated that they will
rise in response to capital improvements,
repairs and maintenance etc.

issue. Many inner city budget hotels are
occupied by medium to long term residents
because they are more affordable in
comparison to the private rental market.
This in turn places extreme pressure on the
supported accommodation services such as
Stanford House, Des Kilkeary Lodge and
MacKillop House. In short, there are no
longer guarantees that there will be housing
for those in a crisis situation. This
particularly affects those clients with more
complex issues who have difficulty in
maintaining a tenancy, and who, for various
reasons will often be in a crisis situation.
The long term future of funding for
supported housing is uncertain. The
funding agreement that provides NSW
with the framework for short term funding
is the Commonwealth State Housing
Agreement (CSHA). The most recent
agreement was finalised in late 1999 and
provides NSW funding certainty, although

This year the Olympics has added even greater pressure to the private

rental market. Tenants in the inner city and Olympic corridor are

experiencing a high level of uncertainty leading up to the Olympics as

properties are upgraded and the rent increased.

This year the Olympics has added
even greater pressure to the private rental
market. Tenants in the inner city and
Olympic corridor are experiencing a high
level of uncertainty leading up to the
Olympics as properties are upgraded and
the rent increased. If you are looking to
secure a new tenancy, you should try to
negotiate a new lease agreement that goes
beyond the Olympic period.

The lack of short term, crisis
accommodation in the inner city is a major

reduced, until 2003. Negotiations for the
next round of funding are expected to
begin by mid 2001. A background paper
titled Directions for Housing Beyond
2000 has been produced by the NSW
DOH. The paper aims to generate
discussion and debate and look at the best
ways to use available resources in meeting
housing need. M

Julie Callaghan is the Housing Project Officer
at ACON
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The Bobby Goldsmith Foundation
will officially launch the Floating
Care Initiative this month.

The Project provides up 1o twenty units
of community-based rental accommodation
for clients with complex needs. A primary
aim 18 1o miprove client access to
necessary support services. Currently. the
FCI provides tenancy for clients in Mosman,
Manly. Redfern.  Liverpool. Blacktown.
Marrickwville. Newtown. Surry Hills, Potts
Point, Randwick and Neutral Bay

The FCI is the second housing service
to be established by BGF m partnership
with other agencies.
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coming to kilkeary

Short term accommodation like Des Kilkerry Lodge in Sydney's northern suburbs can offer

PIWHA an important break from the stress of their lives. Glen, his carer Peter and

Heather told Tolkabout that the service has helped them re-evaluate their lives.

Glen came to Des Kilkeary Lodge
(DKL) for his overall health. His
housing situation had been
inadequate and there were stresses
in his life including dealing with

‘drugs and other service providers. It

all added up to a bad effect on Glen's
general sense of well being.

Glen stayed at DKL for three weeks
and is enthusiastic about the experience.

“It’s been excellent — I have a sense of
independence but by the same token, the
volunteers are there to help with preparing
meals and working out a food budget if I
need it. 1 want to review my spending
habits so that I’ll be able to start again. It’s
also been great that my carer can stay at
the house and go with us on our trips out.

“Staying here has given me a sense of .

security from the outside world. I get sick
of warching TV all the time and feeling
useless to society. | want to play a part in
society and meeting people, the volunteers,
staff and other guests has been fantastic.
feel secure and safe,

“] have medically prescribed and
social drug related issues and timeout from
these negative influences in my life has had
a positive influence on my wellbeing. The
people at DKL are not judgmental and this

~was very important for me."

Peter 1s Glen’s carer, he has been able
to stay at the house with Glen. He told
Talkabout that he saw Glens wellbeing
improve after just a couple of days at DKL

“Glen has become more relaxed and
calm as a direct result of staying at DKL.
Now that he’s away from the stress caused
by his homophobic neighbours he is eating
better. He has a beautiful view from the
balcony and is beginning to appreciate the
local area.”

Glen is convinced that his stay at
DKL has changed his perspective on his
previous stress.

“I hope to deal differently with the
problems facing me when I go back home. [
used to feel that I had one foot in the grave,
but now I feel as if I've got a new lease on
life and that there is a life after AIDS.

“I also think that the time apart has
made Peter and [ appreciate -each other
more — you can get into a rut — the change-
of routine has been good.”

Heather is another resident at DKL.
Similarly to Glen, Heather’s health and the
stress in her life were the major factors that
led to her stay at the Lodge. She told
Talkabout that the time out from stress
and general support has been excellent.

“The first week, I got to know people
— then I started to come out of my shell.
The people here listen to you and are ready
to help. You have time for yourself — if you
want to lie down in your room, you can.
Then when you want to talk to the
volunteers or guests, you can.”

During the four weeks of her stay
Heather has had time to make some
decisions about her future.

“Staying here has opened my mind.
I probably would not have been able to
make the decisions that I have without the |
support of a place like DKL. The experience
has been good for me. 1 hope I can go into
my future now and realise my dreams.”

Des Kilkeary Lodge offers support
and short term respite for PLWHA. It is
located in the Northern Beaches area and
offers a maximum stay of four weeks.
There are four rooms, a full time
coordinator, part time administrative
assistant and a team of volunteers. Des
Kilkerry Lodge is operated by the
community organisation, NorthAIDS. I




sex, drugs ... and food

More and more organisations that provide financial and housing assistance fo PWHA are

seeing a growing problem with significant rent arrears. David is a client of BGF Floating

Care Initiative. Coming to grips with his housing situation has meant facing complex issues.

I was getting Special Rent Assistance
from the Department of Housing -
that covers about 75% of my rent -
and went to the real estate. But |
hadn’t paid any of my own money for
four years and so the arrears built up
and up and up. After a while | wanted
to move out of my house because
there was a drug atmosphere and
I was bored and stale there. But |
couldn’t afford to because | was
behind in my rent and I'd damaged the
house when | got angry.

I was spending all my money on drugs,
so finding and keeping secure housing was
a problem. I knew that if T went

somewhere else and didn’t pay the rent |
wouldn’t last four years.

I was a nurse for five or six years but I

don’t think I'd ever go back. The job was
starting to drive me crazy — all these
whingeing patients and their relatives and
whingeing bosses — | ripped up my uniform
and registration papers and swore I'd never
do it again.

I was diagnosed when I was 17 and
expected to be dead at 20 so I didn’t make
any plans. 'm still not dead and I still

haven’t made plans. A lot of people say *

you should find an interest but there is
nothing that interests me except sex and
drugs and if I'm not doing that I'm not
doing anything

I’'ve never been on any medication and
[ tend to ignore my Hiv. I eat mainly at the
Positive Living Centre (PLC). T used to be a
nurse and went on the Disability Support
Pension after I retired in 1994, I retired
without thinking about it and I have
regrets now. [ used to take drugs on special
occasions but now | binge every two or
three days. I've gone through a lot of

money. My superannuation didn’t last
tweleve months; I bought a car and lots of
furniture, Then I sold the furniture and
sold the car and shot that money up —
everything except the bed the coffee table
and the lounge.

My anger has to do with being bored,
but I think it’s become a cycle of drugs,
coming down off the drugs, not having any
food, a whole lot of things.’

... but when payday comes it’s still
the drug dealer between me and
the supermarket.

BGF got me a one bedroom flat. I've
got the furniture I didn’t sell and I collected
a bit here and there. I don't feel that settled
but that'’s because I'm still doing drugs. I
know once I get the food situation sorted
out and get to know people I'll feel settled.
I had a few problems with the rent to start
with because 1 still spent my pension on
drugs. Now D've started a direct debit for
the rent. I enjoy cooking and 1 want to buy
a fridge full of food and eat at home - I can
say now, “next week when I get paid T'll
manage to buy food”, but when payday
comes it’s still the drug dealer between me
and the supermarket.

I’d like to be able to manage my drug
taking. I don’t want to give up but I don't
want to rely on PLC for food every day
either. 1 keep saying this word, but I
actually want to be more like a ‘normal’
person; have something to do during the
day, have a routine. B

David - not bis real name - is a positive person.
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independent living

Two innovative housing support projects managed by the Bobby Goldsmith Foundation

are a direct response to the changing needs of PwHA. Bill Patterson reports.

The Bobby Goldsmith Foundation
(BGF) first began to look at the
housing needs of PiwHA in the early
1990s. This was the time - after the
introduction of antiviral therapy - when

. people were beginning to talk about

Hiv as a chronic, manageable iliness.

The question then was, what are the
housing options for positive people living
with a long term, debilitating illness and
what impact was the condition known as
AIDS Dementia Complex going to have in
terms of the housing needs of PLWHA?

When BGF received-a large bequest,
during this time, it was seen as an
opportunity to develop some kind of
accommodation service for those PLWHA who
were unable to live on their own in the
community but wished to maintain their
independence. BGF and the Department of
Housing entered into a partnership to
develop ten purpose built flats in a
congregate setting that had 24 hour support
available on site. This project is known as the
Bobby Goldsmith House and has been
operating since June 1997,

Without adequate shelter, it is not
possible to address the many issues
that face people living with HIV/AIDS.

The experience gained through the
operation of Bobby Goldsmith House gave
staff at BGF an insight into the key issues
around housing for PIWHA. Issues as simple
as access to housing. Income, disability
and cultural needs are just some of the
factors that influence access to housing.
The issue of access to housing highlights
the need for the availability of appropriate

housing to address the access issues for
PLWHA with specific needs. Often PLWHA
with quite special needs in terms of
housing are denied access due to lack of
suitable housing or housing providers lack
the flexibility to provide the most
appropriate housing for the client,

.Housing providers in the HIv sector
have identified this lack of appropriate,
affordable housing, particularly for those
PLWHA who also struggle with the challenge
of AIDS Dementia Complex, mental
illness, personality disorder, intellectual
disability or addictions.

In response the Bobby Goldsmith
Foundation in partnership with NSW
Health, the Office of Community Housing
and the Community Options Program have
developed a model to assist PLWHA who are
unable to sustain a tenancy as a result of
problems like those mentioned above. The
project is called the Floating Care Initiative
and can assist twenty people in the Sydney
region. The aim is to assist people to locate
and establish a tenancy and then to develop
links with the local community services to
assist with the maintenance of the tenancy-
and then when the time is right Floating
Care will withdraw and this will create
capacity for another client.

Shelter is a basic need. Without
adequate shelter, it is not possible to address
the many issues that face people living with
HIV/aIDS. When a person has somewhere to
live, to feel safe, to be secure, they arc in a
much better position to deal with all of the
other problems that they face in life,
including HIv. Without fail, all of the tenants
in both of our housing programs have
benefited from the provision of appropriate,
affordable housing linked with a level of
support that aims to sustain independent
living in the community. B
Bill Patterson is the Housing Project Officer at the
Bobby Goldsmith Foundation.



fending for ourselves

Bobby Goldsmith House is the first secure housing Kevin has had for ten

years. He shares his experiences.

I moved into Bobby Goldsmith House
just before November (1999). | was
sleeping out on the streets and eating
at Mathew Talbot Hostel. | just got
sick of it. | was getting a bit paranoid
about what people at the hostel might
think, so someone at the hostel got in
contact with the Hiv people. I've got
the Hiv status. Living here at Bobby
Goldsmith House has helped me a lot,
and 1 got myself stabilised.

All the people here are nice and I get
along well with the staff. The rooms are
very comfortable and quite spacious. I
volunteer at the food co-op. I love it and |
do that Tuesdays and Thursdays. I prefer
to go out on the trucks rather than stay in
the office.

[ was in a bit of turmoil because I was
sleeping out with a group of friends. We all

kids that were just living out on the street
and didn’t give a bugger about anything or
anyone. It’s tough, you know, and it can be
very dangerous. I’ve seen a lot of things in
the past ten years since I’ve been out and it
really opened up my eyes.

I still see my friends from the street
but once you get out of the hostel
environment it’s better not to hang around
with them all the time. I was drinking and
gambling, you know letting myself go. But
I've stopped that now.

[ mean to stay healthy, I don’t give up
on anything you know — ’m not the sort
for giving up. :

Pve been in contact with my family.
I's a bit of a shock because I've got
nephews and nieces that are 20 and 30
years old. I was apprehensive to start off
with but I said to my Goddaughter, “you
can either accepe it or be scared of it.” In
the end she was cool. There are ten of us in

1 moved into Bobby Goldsmith House just before November (1999).
[ was sleeping out on the streets and eating at Mathew Talbot Hostel.

I just got sick of it.  was getting a bit paranoid about what people at the

hostel might think, so someone at the hostel got in contact with the HIV
people. I've got the HIV status. Living here at Bobby Goldsmith House

has helped me a lot, and I got myself stabilised,

looked after each other but I just kept on
thinking to myself “I've got to get out of
this — it’s not safe”.

I didn’t think people would stoop to
be so low just to fend for themselves. How
they were fending for themselves is what
amazed me, especially the, street kids, the

the family and eight know. I'm learning
about being positive myself; this is my
education. I'm the youngest of ten so I've
learnt a lot, and I've been on both sides,
you know, the greener side and the darker
side. I understand the street people and 1
can live on the rich side. B
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there is no place like home

For Irwin Diefenthaler, turning 60 was a milestone that coincided with an important decision to be made about his housing.

In 1998 | was very happy living in my
two-bedroom house at Millers Point,
provided by the Department of
Housing (DOH), Until then | enjoyed
good health and was house-proud. |
owned my own furniture and
household effects. | was self-sufficient
and worked as a volunteer for the
Metropolitan Community Church,
running their welfare shop, Out of
Closet Emporium. in November
1998, | tumed 60 years of age and
reached another milestone in my life;
it seemed | could live forever.

In July of 1998, I came down with a
chest infection that turned into
Pseudomonos  Pneumonia. I  was
hospitalised for three weeks followed by
three weeks convalescence at the Hospice.
Originally weighing around 63 kilos, I lost
over 13 kilos and was just under 50 kilos. 1
was weak and lethargic. 1 realised while in
the Hospice that 1 probably could not look
after myself and stay healthy if I continued
with my lifestyle. so 1 started exploring
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what  future  arrangements  and
accommodation would best suit my needs.
After six weeks I went home and relied on
Meals on Wheels, Community Support
Network (CSN} and the Community Bus
service to take me shopping. The problem
was that I couldn’t cope with all these
strangers. Although the services were good,
I felt it was a loss of my independence to
have to rely on other people.

My application to Bobby Goldmsith
House was accepted. I had to give this
move a lot of thought, as in my case this
would be a permanent move; there would
be no turning back. I was assured that if |
didn’t like the accommodation or
preferred my own place again, they would
assist me. The staff at Bobby Goldsmith
House are helpful and honest about their
house and the living arrangements.
I would be moving from a large

etc — things I didn’t need anyway. I was
able to keep all my valuable personal
possessions and made my new apartment
comfortable. Even though I had been
assured that the staff would allow me my
independence, I was truly surprised when
this proved to be the case. It’s no different
than living in a home unit or apartment
house. When I first arrived, I found out it
was easy for me to maintain this new
apartment, it was centrally located and
I can honestly say the staff are fantastic. I
realised that I didn’t need much assistance
at all. I took advantage of some extra
services provided, ie scooter, meal service,
cleaning and laundry. 1 was able to rest
and recuperate and eventually nine
months later I regained my weight loss and
was healthy enough to return to volunteer
work in the MCC Office for four to five
hours a day.

Today, I am happy, active and leading a good lifestyle; my health

has improved tremendously. I give a lot of credit for this to living in
Bobby Goldsmith House.

two-bedroom townhouse to a small one-
bedroom apartment. They also assured me
that I could have as much independence
and privacy as I wanted. Physically, I was
still weak and frail. I made my decision
to move and closed the book on my
previous lifestyle.

I moved into Bobby Goldsmith House
in October 1998. One truckload of
household goods and furniture were
donated to Qut of the Closet Emporium
and only half a truckload went with me. I
no longer had forty pairs of shoes, forty
pairs of jeans, and over one hundred shirts

Today, I am happy, active and leading
a good lifestyle; my health has improved
tremendously. 1 give a lot of credit for this
to living in Bobby Goldsmith House. Only
six months ago I was hospitalised again
for just on two weeks, with a minor chest
infection. The hospital wanted me to
spend a week at the Hospice to recuperate
before going home. 1 replied, “What for, [
live at Bobby Goldsmith House”. Why
should I sleep in the Hospice bed, when [
have my own comfortable bed? It may be
called Bobby Goldsmith House, but to me
it is home. B




being alive

For Douglas Barry being positive and over fifty has everything to do with the sheer wonder and joy of being alive.

It's over fourteen years since |
started living with Hiv. | was in the
legal profession, and very much in
denial. | gave it all away in 1993,
not because of iliness, but because
my life was getting out of control.
My world became distorted and |
think | was just waiting for the
inevitable. Slowly, value and
meaning had seeped from my
existence. My T cell count had
dropped to single figures.

Then combination therapies came
along, my viral load hid from detection
and, yes, suddenly I could hope, I was told,
for the life expectancy of any other fifty
year old (give or take a few vyears!). It
seemed that, somehow, I was being given a
second chance. I'd have been a mug to
mess things up a second time around.

So I spent months with a counsellor,
sorting out a few emotional perspectives;
I was rejuvenated by a Positive Retreat; [
learned about the lives of my positive
brothers in an ACON support group; 1
recovered motivational skills with Coldo.
I may be something of a self-starter, but the
support services offered to me by the
community were without price.

But, above all else, I volunteered — first
with Ankali, then with PLWHA (NSW) Inc.
By contributing, I was, at last, doing
something of value again. In return, this
involvement has heaped on me reward upon
reward. From my Ankali client, I understood
in the last months of his life, the true meaning
of empathy. From committee meetings and
working groups, I came to know the value of
community advocacy, so different from the
narrow scope of a lawyer’s work.

My self-confidence and self-esteem
has soared as I perform tasks which use
the skills and abilities developed in my
professional life. Moreover, 1 have
acquired knowledge about myself and
about the world of suffering and hope.

In late 1997, 1 wrote a piece for
Talkabout, in which I reflected on how my
experiences with the virus could be a
source of spiritual strength. I spoke of
needing to find the courage to dream of
the future and how much of a challenge
that was for one who is in middle life. I
talked of my attraction to the world of
Ideas. Now, I am doing post-graduate
study in Applied Ethics. On the Disability
Support Pension, it’s a ‘no-frills’ existence,
but with the love and encouragement of
family and friends, anything is possible.

So what’s age got to do with ir? It
would be too easy to talk glibly about
maturity and experience and nothing
more. There is content to be found in those
words, burt it doesn’t fall into your lap. In

this society, particularly in a gay
community, the focus is on youth and
appearance. Too bad if your hair is greying
and the pecs are drooping. At my age, you
tend to be invisible in bars.

[ discovered that it takes a conscious
effort to adjust to living in such a
community. I have had to question myself
about just how I see myself — what is the
authentic ME? When 1 have answered
those questions, honestly, I have been able
to attempt the necessary adjustments. For
instance, at committee meetings, I get in
first with the ‘old jokes’ and volunteer to
do the submission on ageing.

Seriously, by  reaching  this
understanding of myself, of how and
where I now fit in, I can comfortably let go
of my old values. I feel at ease with the idea
of myself having my head in the books,
exploring the world of learning for its own
sake — for me, a whole new set of
pleasures. And when I want the physical
pleasures, they are not too hard to find.

Above all, on the death of friends,
amidst the grief and loss, I manage to reflect
on their lives with this scourge. From that
instruction, I have taken the virus fully into
my life and being. It’s there, where I want it.

My life has been a good one. I enjoy
every day of it and I have high
expectations of the future. But my heart
aches for the twenty-somethings just
starting their journey with the virus.

Perhaps my survival is just a matter of
luck and a good set of genes. Who knows?
I have a lot to be grateful for — there are
minimal side-effects with my medication;
I rarely get to have a good gossip with my
excellent doctor; I have lots of energy and
the sun is shining.

Being alive at 53? Bloody grear! B

Douglas Barry is a member of PLWHA (NSW,
Committee .
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A HAND

...or two!

If you've completed a
basic massage course
and can spare a couple of hours
helping your community,
give us a call.

The Sanctuary Holistic Centre
is looking for volunteer masseurs
to work from our new home -
6 Mary Street, Newtown.

For appointments
phone Robert 9690 1222

TAYLOR SQUARE CLINIC

MEDICAL PRACTICE

Drs ¢ Robert Finlayson < Ross Price
Neil Bodsworth 4 Cathy Pell ¢ John Byrne
John Ewan< Linda Dayan < John White

Comprehensive HIV & STD health care
for men and women by general practi-
tioners and sexual health physicians.
Busy research program providing access
to latest antiretroviral drugs and sero-
conversion studies and treatments.

302 Bourke Street
Darlinghurst

9331 6151

8am - 8pm Mon to Fri < 10am - 12 noon Sat
Call for appointments ¢ Medicare bulk billing
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starting again

Pat shares her experiences of what it takes to live — and love - with Hv.

How can | express how | feel?

How do you tell your children aged 38, 40
and 42 that their mother’s partner has ADS and
she is being tested for HIv, gonorrhea and
hepatitis. Their 64 year old mother; the
librarian, A-Grade tennis player, golfer,
Secretary of the P&C, President of the local
VIEW Club, a Volunteer Director of the
Women’s Refuge for seventeen years, and
Secretary of the YWCA, the Emergency
Housing, Support Accommodation Committee,
and Meals on Wheels.

Results all OK except Positive for HIv.

How can you express how you feel when
you witness your son with tears streaming
down his face and your grown-up grandson
sobbing. One daughter had her family tested
because 1 had used my grandchildren’s
toothbrush a couple of times. I was terrified
that I had infected them; I was ignorant of the
disease myself then.

When my partner was so ill and in
hospital friends found out quickly. I was in
shock and unable to hide my grief. If only his
doctor had listened to me. Country doctors
are often ignorant of HIv, They have to be
made aware how serious this can be, The
many people living like us, in- retirement
villages, are vuinerable to infection from
other lonely people who are not even aware
that they are infected. When you are older
chest infections, skin rashes, lumps under the
skin, excessive tiredness, heat exhaustion
seem commonplace. '

I stayed with my partner but my children
will not speak to him and do not visit or allow
my grandchildren to come to my house. I visit
them, but it is very stressful, particularly when
I’m told to keep my cup and not let anyone
else use it. )

How do I stop feeling dirty when I'm
with people. I look around and wonder to
myself, “what would they do if they knew”.
I swing between depression, anger and
feeling sorry for myself.

There are no support groups where we
live, and we don’t know anyone here who is
positive. At the local hospital pharmacy,
where my partner gets his medication, the
window is in the main foyer; they argue with
you within earshot of patients in the foyer and
the staff at the hospital reception desk. Our
immunologist comes once a fortnight from
Sydney. We are lucky that our local STD
Nurse is very helpful because it’s so hard to
differentiate between normal illnesses -and
Hiv-related problems.

Our friends have been great, but from
loyalty to me they are angry at my parter. It
would be so easy to just retreat; in fact if it
wasn't for David at POZHET, Positive Women,
Jenny McDonnald, and Margaret at Tree of
Hope, I am sure I wouldn’t be here today.

How do you tell your children aged
38, 40 and 42 that their mother’s
partner has AIDS and she is being

tested for HIV?

Recently as we were arriving at a music
festival everyone welcomed us with hugs and
kisses, but one person pushed me away saying
“he didn’t want to catch anything”.
1 immediately retreated into myself thinking,
“have 1 been forcing myself on to others,
maybe they don’t want to hug or kiss me”.
It took a lot of courage to come into the open
and ask them about it but I know I will have
to deal with this attitude in the future. )

In retrospect, you might think it’s better
not to tell anyone; but then you are
completely alone. Could you handle it alone
with only doctors and nurses to talk to?
I know I can’t. @



working positively

The success of Australia’s first specialist employment agency for PuiwHa, innovative support services and a report that finds return to work is

-seriously overrated. Heads are spinning over the return to work issue. feona studdert reports.

PuwHa have been through the
revolving door with the return-to-
work issue. Prior to 1996 people
were often advised to retire -

however, with the advent of
combination therapy PLWHA were
asked to consider returning to work.
Now those same treatments are
causing side effects that, for many,
affect their sense of ease in the
workplace or, at worst, their ability
to do their job.

In the last two years particularly we’ve
seen innovative support programs like
Reconstruction and the Positive Working
Project aiming to get back to the basics of
why people might want to work and what
work means to them. We’ve also watched
the opening and recent expansion of the
first specialist PLWHA employment service
in Australia — Options.

But late in 1999, the Positively
Working Report could still find that the
“blanket use of the term ‘return to work’
and frequently associated references to the
success of combination therapies is ... a
misrepresentation of the concerns and
needs of PLWHA communities in Sydney.”
The report concluded that “PLWHA have
been, and continue to be, in a state of
transition and continue to be presented

with a range of uncertainties about
HIV/AIDS, their futures and lives.” The
report makes nineteen recommendations
and singles out Centrelink as a site for
much needed reform.

Options is the only member of the Job
Network to offer an Intensive Assistance,
Job Search Training and, since February,
Jobmatching services for pPLwHA. In
Janvary, Options announced the
expansion of their Intensive Assistance
services to Chatswood and Parramatta in
NSW, and Prahran in Victoria. In a press
release, Peter Garven, General Manager
Employment and Support Services,
reported that Options “had assisted in
excess of 300 PLWHA to return to casual,
part time and full time employment across
a range of industries including both white
and blue collar occupations” in the 21
months since opening in May 1998.

Discrimination

Legislation supporting people with
disabilities in Australia is not as extensive
as that in the United States where they
have the comprehensive Americans with
Disability Act. Australian PLWHA are
protected by the federal Disability
Discrimination Act (1993) and the Privacy
Act (1988) as well as Equal Employment
Opportunity guidelines, Occupational
Health and Safety guidelines and universal
protection procedures.

Peter Garven told Talkabout that over
the last four years the Australian
workplace has changed in its attitude
towards disability employment issues.

“Many companies and organisations
have policies that are proactive in
employment and practise positive
affirmation in respect to employees with a
disability. Options, for example, has such
a policy - as do Telstra and IBM.”

The Positively Working Report draws
a pessimistic conclusion, however, saying
that despite this protection “this research
shows that, in general, the labour market
and workplace are yet to deal with fear
and discrimination related to HIV/AIDS.”

Recently the American magazine
POZ published a list of the top twenty-five
Hiv-friendly companies in the States. In
Australia, according to Nadine Binstead —
Team Coordinator at Options — it appears
we are struggling to get five.

“There aren’t any employers that we
go back to time and time again because
each client has a picture in their mind of
what work they want and who they want
to work for. The employers that are
particularly good come from America
because they were the first to have
affirmative action: Macdonalds, IBM, and
Sizzler had a very good reputation at one
stage. Of the Australian companies,
Telstra is a good employer,” Binstead said.

An improved Job Network?

There is much disagreement on whether
the new system of privatised employment
assistance by Job Network — that includes
church, business and community groups —
is better for PLWHA than the state-based
system it replaced.

According to Nadine Binsetad, “A
specialist agency means that people know
that if HIV becomes an issue for them it’s
not going to be an issue for the service.
One of the comments that I had from a
client was that he was sick of teaching
people about HIV when it was him who
needed assistance.”

“The fact that the government
acknowledges that positive people require
HIV friendly service is an improvement.
There is a difficulty because Centrelink

continued on page 22
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