cather is a single mother of a young daughter. She

formerly ran a dayeare centre ont of her own home,
There are many important themes in Heather’s piece:
discrimination, secrecy, sexaality and relationships. For years,
Heather told no one that she was HIV pesitive for fear of
losing her job, friends and lovers.

Heather describes her initial overwhelming need to be seem as
a healthy person. She discusses the transition from a HIV
person and healthy to someone living with AIDS.

The truth is having HIV totally screwed up my sex lite. The man
who was my lover when I found out was absolutely supportive
and wonderful. We went on this journey together to find out about
AIDS and he realty supported me into digging about alternative
things, in not buying the doctor's diagnosis. not reading newspa-
pers and staying away from negative stufl. He wasn’t afraid of me
at all, In fact, | think he should have been more afraid than he
was, But it was really good for me to have someone who could
make love 10 e and not be afraid. We started using condoms and
he had no problem with condoms. It was fine. In fact we had a lot
of fun with them. But for other reasons 1 broke up with him,

My next lover is the man 1 am with now. He is really difficalt for
me to tajk abount, because T didn’t tell hin in the beginning. I was
so convinced at the point when 1 met him that T was perfectly
tealthy, that I coutdn’t pas the vitus to him and that the HIV was
nathing. This was when I was really on a roll, very confident, so i
didn't tel him that T was HIV positive. Lam really soiry now. 1
know that it was wrong of me to make that kind of decision for
fiim, that § exposed him to the vitus without him Knowing about
i1, For him 10 expose himsell, knowing ahout it is one thing. Bwt
he didn't even have the chanee 1o say no. T wasn’t on birth
control, so he was very careful because he didn’t want me to get
pregnant, | essentially practiced safe sex with kim 99 percent of
the time. But there two nights when we drank. came home from a

TEL: 0345 697231

party and screwed on the kitchen table ...

When I finafly did have intercourse with him on a regular basis,
condoms were our form of hirth controk. T just told him that this is
what ¥ used for birth control.

1 10id him about four months into the relationship. B was really
hard and | drove myself nuts knowing that | had to tefl him. How
do you tell someone that you have knowingly exposed him to
AIDS, When T did telf him, 1 fully expected him 1o be really
angry and to ron, and 1 was ready for that. He pulled away a bit.
but mostly he was concerned about me because 1 was an absolute
hasketcase. He went to his doctor and was tested. The result came
back negative, He waited four or five months and was tested again
ard he was still negative. So he seems okay.

Since he has known, cur sex life has gone downhill. Since I've
been sick it’s become almost non-existent, because he's afraid of
me, He is very wonderful about it, but he’s honest. He can’t say
he §s not afraid of me when he is. He has three children and a
business and 100 much 1o take care of, He was in a bad marriage
for nine years.

continued on page 2
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COMMENTARY

Those of you who read this bit will
remember that this issue should have
been about Safer Sex for the Hetero-
sexual Couples.

But we had very little response from the
membership, with articles and such, So
we have had to broaden out the topics
covered, Hopefully you will get
something out of this issue. If not, write
and let us know. We are a very small
tearn of volunteers who staff the office
and produce all Birchgrove material, It
we are wasting our time, let us know, as
we are all positive haemophiliacs and
we also live with a virus Of {wO.

We are planning a national conference
which will take place sometime in 1998.
A deposit of £50 will secure your place
in advance of fina] details being
released. Two nights in a hotel with
workshops on: NAM “Treatments and
Viral Load testing” and an Introduction
to Chinese Herbs and Medicine.

So let us know if your interested.

Take Care
Gareth

continued from front page

Sox is slowly phasing out and a good friendship is
taking over. That process fas been very stow. I know
that is what he has wanted for months and [ haven’t
been ahle to deal with it He is just taking care of
himself, 1n his head, he has wanted out since [ got real
sick, He just says, “This is ridiculous, T can't afford to
expose myself 1o (s Bu his heart goes, “God, that
is a real asshole thing 10 do, veject someone for their

needs.”

1 answered his ad in the personals - that's how 1 met
him. 1 was Jooking for a husband. T wanted 10
complete my family. I didn't want to be a single
parent. | wanted to get married, have a couple more
kids, by a house, do what 1 had wasnted to do in the
first place. Since ] have been ill, that Tas fallen by the
wayside. Tt isn't tikely that 1 will have any more kids
now, hecause §m not willing to deal with what 1
would have to deal with if my child was born with
HIV. T know women who ar¢ HIV positive who are
taving kids. They are willing o deal with it and that’s
fine. But 1 know 1 would not survive losing a baby:
would just absolutely tear me up.

We realise that we are nol going to gel married and
lave kids together. We are just in a relatonship, We
see cach other or talk on the plione aknost cveryday.
Our kids spend a tot of time together. I spend a lot of
tinte down at his business and aside from the sex,

we're really good friends. We enjoy being with each
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QUESTIONS TO ASK ABQUT TREAT MENT

You may {ind it usefal Lo ask these questions (or mry
treatment you are considering or being offered. It you don't
wanl to ask your doctor then another member of the heaith
care toam of the pharmacist ¢an often angwer these

questions.

The more you know the better choice you can make.
1) What is the name of the drug?

2y What does it loak like?

3 How und when do T sake it?

4) What side effects might | experience?

5) When are the side cffects Bkely 1o happen?

&) 1t [ do getthese side effects what can 1 do 1o help?
&g
- What can | take for a headache?
« What do 1 do if T feel nauseous?
» In what circumstances should I discontinue?

7) How wili [ know if the Irestment is working and when
might 1 be able to see the benefits?

%) Whatdoldo if T miss a dose, or lake o much? What
are the implications if 1 miss doses?

9) Do I need o take the drugs on an empty of full
stomach?

+ For how long before and after taking the pitls
should I not eat?

10) Are there any foads that T shoutd aveid?

11) Do I need 1o be carcful about drinking and receeational
drags on this treatment?

12} Are there any over the counter drugs that 1 should
avoid when I an taking this yreatment?

133 What do 1 do if T think I amm pregnant or want 10
conceive?

14) How can 1 get further information about this treatment
i 1 want it?

15) Do 1 need to think about taking time off work while my
body gets wed to KNG these drugs?

16) Do these drugs need © be kept in the fridge?
17) Can [ ke thewm on holiday?

1) Could § stop taking them for a while and then start
again if 1 wanied 107

19 How docs this treatme! alfect my future treatment
pptions?

20} What do 1do if somebody else takes them by accident
e.g. my child?

213 Should 1 drive a car of operale machinery witile taking
these drugs?
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FIVE STEPS TO A HEALTHIER & SAFER SEX LIFE

1. Use a condom every time!
Condoms offer the best protection against
sexually transmitted infections (STls) for
people having sexual intercourse.
In a 1987-1991 study of coupies in which
one partner had HIV, all 123 couples who
used condoms every time for four years
prevented transmission of HIV,

In 122 couples who did not use condoms
every time, 12 partners became infected.

A similar 1993 study showed that using
condoms every time prevented HIV transmis
sion for all but two out of 171 women with
male partners with HIV. However, eight out
of 55 women whose partrers didn't use
condoms every time became infected.

354

Talk with your partners before the heat of
passion, and use 4 condon every time!
Partners should care about cach other and be
interested in one another’s pleasure, comfort,
and health. '

Be open.

Let your partner know your health concerns
and sexual health history, and encourage
your partner to be open, too.

Be direct. Talk about your sexual needs and
expectations. :
Be persistent. Don’t let your partaer remain
silent on these issues.

3. Keep medically fit, and usc a condom cvery
time!
Have a checkup for STIs cvery year.
Protect your irsmune system. Bat well, get
enough rest, and limit your use of alechol,
{obacco, and other drugs,

4. I you think you or your partnet has an STI,
see a doctor for testing, diagnosis, and
tregtment.

Find out if your partrrer(s) need to be
examined and treated, too.

Use all the medication that is prescribed —
symptoms often disappear before an infection
is cured.

Do not take anyone else’s medicine, and do
not share yours.

Do not have sex until your infection is under
control ... then use a condom every time!

5. Stay in charge and use a condom every time!
Aleohol and other drugs weaken good

judgment and self-control,

Don't let them jeopardise your seif-control.
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Condoms & Vaginal Pouches

Condoms are sheaths that fit snugly over the
penis, Vaginal pouches — “female condoms”™ - fit
inside the vagina. They protect against STls by
catching semen before, during, and after a man
gjaculates (comes) and by reducing direct genital
contact.

They also protect against pregnancy. Vaginal
pouches enabie women to take responsibility for
preventing $TIs and can be worn whether or not
4 man maingaing an erection.

To use a vaginal pouch:

Fold the ring at the closed cnd of the pouch
between the Angers of one band

Insert the pouch deep into the vagina like a
diaphragm

Let the ring at the open end hang about an inch
out of the vagina

Lubticate generously with your favouarite
Jubricant. Follow the directions on the package
insert for more detailed instructions.

Pregnancy & Sexually Transmitied Infections

Some STIs can be passed from a woman to her
developing foetus during pregnancy or to her
child during birth,

Some can result in the death of the foetus in the
womb, Others can cause serious birth defects,
developmental disabilities, and other health
problems for aewborn infants — problems that
can last a lifetime or even cause death. Prepnant
women and women who want to become
pregnant should consider being tested for $Tls.

Dar’t Let Embarrassment become a Health
Risk

Many people find it very difficult to talk about
their sexual health. Some even find it shameful.
But discomfort and shame can get in the way of
common sense. They can keep peopie from
taking good care of themselves and their
pariners.

Chaose a doctor with whom you can be comfort-
able while discussing these issues,

Keep yourself healthy by speaking frankly and
openly with your doctor about your sex life and
your sexual health concerns.

Some doctors don’t ask ~ so take charge and
speak up.

Remember: Protecting yourself against sexually
transmitted infections can reduce anxiety and
make sex a lot more enjoyable,

1997 by Medical Strategics, Inc.
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" How To Use Comhﬁ; B
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CRYING
OUT FOR A BABY

r Aungusto Semprini al Milan’s 5t Paulo

Hospital was one of the pioneers and as a
resutt the process has been avaiiabie in Italy for
some vears. No ene in Italy has Become positive
fullowing insemination but there have been one or
two cases in the US.
Saral and David are one of the many couphes who
may benefit from sperm-washing, David is MV
positive and Sarah negative and they have already
wied unsuccessfuliy 1o have children through donor
insernination and adoption. David's HIV specialist
raised the possibility of sperm-washing last Naovember
and the couple have now been referred to London's
Chelsea and Wesuninster Hospital,

They are waiting 1© fing out more about the technique
befare they make any decision and “have yet o really
1alk {0 each other about it,” Sarah says. Having
already been down two other routes 10 parenthood,
they are still getting over their Jast disappointment —
being rejected as adoplive pareits.

My feeling is that it does affer us hope,” says Saral.
spug we have been so unlucky fo dale, we don't want
to have unrcalistic expectations. T am a bit worried
about il — my coscern would be the risk of transmis-
sion and whether the washing process itself could
cause any hanm to (e spern that transfers to the
by [ronically, sperm-washing was the first option
they considered in 1992, when they decided to start a
family after Living together for §ix years,

They were told then that they had five chuices: spent-
washing, donor insentination, adoption, unprosecied
sox at the mest fertile time of the month or not having
children. The consultant said that most couples chose
one of the last two aptions. Sarah and David asked
about sperm-washing but were told that the hospital
did pot itself provide it on “ethical grounds” because
there wits still a risk that the virus was present. But it
was available in Haly and the US.

gy qlf seemed so difficuelt at the time,” Sarah says.
“And, as having our own natural children wasn't
paramaosnt and there were other options, we didn't
pursue i

They considered the alternatives and ruled out unpro-
wecied sex. “David wanted o adopt from the start but ]
wanted o have the expesience of giving birth, if
possible,” Sarah says. So they agreed on donox insem-
ination. Their first herdie was soon reached. As there
is little NHS provision, they hud 10 find a private
clinic and they were feft on theit own. “DonRur ingems-
nation is o big issue, particuturly when you arc forced
16 rely on private health care)” says Sarah. “How were
we to know whether a clinic was bone fide or not?”

But they did get infonmaticn from the Landnzark
Centre in south London, inchuding a fist of the donor




Sarah and
David are
prevented from
having children
because David

‘has HIV. In the

first of a two-
part look at the
problems
surrounding
sperm-washing
— removing
HIV from
sperm - they
tell their story
to.Anne Lawton
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Crying out for a baby

insemination clinics approved by
the Human Fertilisation and
Embryology Authority. Through it
they found a “very supportive”
clinic. But it was not cheap ~ £200
for each month Sarah atiended.

The couple also considered the
wider kssues around donor insemi-
nation, particularty how and
whether 1o tell the child. They were
helped by & book, The Gift of a
Child, and by attending a donor
inscmination support group.

The technique itself is quile bagic,
Sarah says: "The sperm is literalty
put on a spatula and insested.” But,
to maximisc the chances of preg-
nancy, it has to be done at the most
fertile time.

“This means Laking your tempera-
ture daiby and testing for ovalation.
Thee, at the right time, you go mnto
the clinic, preferably for two
consecutive days” She found this
guite siressfud, particularly as she
had not tokd anyone at her work-
place and had to find reasons for
suddenly needing time off.

The effort paid off. After four
“eycles”, Swrah was pregnant. But
the joy was short-lived. Her first
scan showed the foetus was dead
and she had to have a termination,
“U was a complete nightmare, |
couldn’t befieve it. It was the last
thing I expected to happen. 1 just
stoad there bawling my eyes out,”
she says, “It took me a long time to
gt over it David wag stunned but
got over it guicker, For me, it was
also a physical thing, my hormones
were all over the place.”

It brought back everything we had
gone through when David was first
diagnosed.” Four months kater, she
went back Lo the clinic and this time
conceived in the first month. But
within weeks, she miscarnied.
DPevastaed, she wenl to a National
Childbirth Trust support greup but
fekt awkward. “Everything was
heightened for me because of the
HIY and donor issues,” she says. 1
didn’t fee! free o 1otally share the
experience.”

Surah did try the clinic again hut
found the steess too much after four
unstccessful months. in the
meantime, the couple had contacted
their Tocal authority about adopting
a child,

“If you want to be accepted, you
have to make o commitment not to
try for your own child)” she says.
“So it meant 1 couldn't carry o,
which was a relief in a way”

David and Sarah reafised that they
were “ground-breaking™ by
applying to be adoptive parents and
were prepared for rejection. But
they were still surprised by the
ignorance (hey encountered about
HIV and the difficultics they experi-
enced.

It ok £5 months before they were
finaly turned down. Throughout
this time, they had 10 chase up or
challenge the councit it every stage.
They batded on, overturning an
initial doctor's report that turned
themn down flat on the grounds of
David's health without examining
him or gpeakirg to his doctor, and
explaining over and over again that
having HIV did not mean David
was “dying”.

When they went on the training
course for would-be adoptive
parents, they found that while it had
taken them 13 months o get that
fur, it had taken most of the others
only five or six,

While HIV was not given ag a
direct cause for theiv eventual
rejection, some of the issues around
it were. notably that David and
Sarsh would only tell the child of
David's HIV stanus if he developed
AIDS and the belief that the couple
had neither seriously considered the
issue of joss nor had a strong
enotigh support network,

David's past drug vse was also cited
as a factor, alihough it was proved
that this was 10 years ago.

The couple aceept that the councii
lead a difficult decision to make,-
complicated by the requireinents of
the Chifdren's Act. But they think

the decision is wrong. They would
have given a loving und stable home
to an older child, who might
otherwise stay in care.

“We wouldn't have unrealistic
expectations, We know that any
child we adopted would already
have had difficultics in their lives,”
says Sarah. "We would accept them,
warts and all, and help them come
(o terms with their lives. And
because of our experience of living
with HIV and coming to terms with
traumatic cvents, we would be able
to give that child something others
couldn’s. If David became ill, we
wonld handle i in g constructive
fashion. And we would have he
support of our extended families.
There are no guarantees for anyone,
that people will stay together and
not die carly.”

The couple are now deciding
whether to appeal against the
decision. Looking back on their
experiences over the past four vears,
Sarah says mefully: “When we
were fivst given all those options,
we didn't expect to be going
through every one of them.” But she
is also philosopbical about it: “Qur
expericnce may seem bleak but we
have been unlucky. And we have
been living full and fulfiling tives
while this has been going on.
David's diagnosis was a catalyst for
us to make the most of our lives and
we are doing that”

Her advice to other couples in the
sdme siuation s o consider ali
options,

“We need to keep pushing back the
boundaries” — but to go infe them
with their eves open and with
realistic expectations, And, she
adds: “It is really important to
keep it in perspective and not make
the pursuit of having a family the
only thing in our lives.”

Qur thanks to ¢
©19497 Empower
Publishing (HIV) 1ad.
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WEIGHT LOSS

Weight loss, or wasting, is one of the
commonest symptoms of HIV infection,

and can occur at any stage of infection. Bt
needs to be faken seriously because uninten-
tional loss of weight is often a sign that you
may have an active HlV-related infection or
disease.

Malnutrition can also reduce the effectiveness of
the immune system. Weight loss occurs when the
bady s using up more nutrients than it is
absorbing from food,

+ HIV itselfl can increase the rate at which the
body uses nutrients (increased metabolism)

« HIV itself can ater the lining of the gut,
making it harder t¢ absorb nutrients

» other gut infections con cause malabsorption
and/or diarrhoca

* you may cat Jess than vou used to (and need
to) because of loss of appetite during ill-health

+ specific conditions may make it havder to eat,
such as mouth and throat infections

* some drugs nmay suppress your appetite or
cause side-effects that put you off food, such
as nausea, vomiting, indigestion or altered
faste

Preventing weight loss

The most important ways to prevent weight loss

. are to treat HIV-related infections promptly, and

to ensure that your nutritional intake is adequate.
it is much easier (o prevent weight loss in the
first place, rather than to try to regain it after-
wards,

It is sensible 10 arrange to see an NHS dietitian
soon after you are diagnosed HIV-positive, rather
than to delay until you have already started to
lose weight. Some large clinics have dietitians
who speeialise in the needs of people with HIV.

A dictician can help you look at your diet to
ensure that you hove an adequate intake of all
the main types of nutrients, and recommend any
changes to {it in with any drags you are taking
and to help you cope with problems such as
nausea,

H necessary you may be prescribed food supple-
ments or drinks o increase your nutrition intake.
This ts particularly important daring or immedi-
ately afier periods of ill-health.

You ¢an help by taking symptoms, such as loss
of appetite, persistent nausea and diarrhoea,
seriously and sceking prompt medical advice.
Your doctor may be abie to help by weating the

cause, or offering medicines to relicve the
symptoms, or if the problems are themselves
caused by treatments, by prescribing alternative
drugs.

Good hygiene when preparing food and
thorough cooking will help to reduce the chance
of getling gut infections such as Salmonelia and
Campylobacter. Other precautions such as
boiling drinking water and avoiding contact with
human or animal facces can cut down the risk of
contricting parasites such as Cryptosporidium.

Treatment with anti-HIV drugs often leads to a
significant increase in weight. Effective anti-HIV
therapy is increasingly seen as a key clement in
a strategy to avoid or reverse weight loss. By
boosting the immune system, it may also be the
best avajlable therapy for gut parasites such as
Cryptosporidium and Microsporidium, which are
hard to treat directly,

Encouraging weight gain

If you have lost weight after an HiV-related
infection, a dictitian may recommend itcreasing
your calorie and profein intake to try {o regain it.
You might be offered appetite stimulants,
although these 1end to encourage weight gain in
the form of fat, rather than muscle, which is
more wnportaat.

Some clinics may prescribe a short course of
anabolic steroids, to be used in conjunction with
gentle weighi-training exescise. or you may be
offered the drug human growth hormone on an
experimental basis. Some studies suggest that
these can lead (o increased muiscle mass and
improved survival.

DISCLAIMER

The views expressed in each of the
articles are those of the individual
authors, and not necessarily those of
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continued on page 1}

ileen Getty is full of metaphors, imagery and lists of
Aprunouncemen!ﬁ about life, death and being a Getty,
and she has paid dearly for her frankness, Her interviews
stand as examples of what can happen te someone fhis
young, heautiful, famous and sick with AIDS: you muster
the will to speak up sbout your iHness and pet rewarded
with shame.
Like I said, it would be nice to write abont Adleen and not
dwell on the peeulinrities of (hie Getty family, It seems far
maore worthwhile, s this point, to dwell instead on what it
means when Aflven says, as a woman who’s taken the
hard, long road fe trath, that AIDS, ia her words, “is a
phenemennl gy

“If it adn 't heen for HIV, § would still be s vierim,” Aileen
says, “Victimised by my parents, by my legacy, by life. I'd
heen in seven institetions, d had 12 shock treatments, I'g
had seven miscarriages. 1 was mozexic, a sel-mutilmor. 'd
been there and back.” In the most simplistic tenms, it sounds
like she was making one desperate bid for sttemtion after
another. "Right,” says Aileen, “and the altimaee attention
comes from death, and now Pve got AIDS. | think i's
probably been a lifetime of trying 0 dic in order w be loved.”

When she welcontes me 10 her house with somewhat - but
not a whole fot reserve, [ wonder not how the girl who had
everything got so messed up, but how the soman whose
father faxed her personal correspondence to an NBC televi-
sion presenter remains 5o unguarded, so dangerausly honest,
in the prosence of a jowrnalist, “1 don't have a choice.” she
explains when [ ask her why she'd ever consent to another
interview, “1 feel o responsibility 10 be public, although it's

1oL WEY nature to be publie.”

"1 not ahways familiar with the things th Pve satd,

hecause befare I speak or do any imerview, | atways pray”

“It’s a heli of an achicvemen to get sober with HIV) says
Aileen, who belicves in Jesus but not necessarily in church.
“T'm terrified of the public and I'm terrificd of interviews and
P terrified of cameras, and | always pray to be a vehicle for
soniething larger than myself. T always pray o not be myself
20 Fdon't really redate to anything oulside of the situation
right here, But when you're public domain you do feel indus-
teindiscd, Fortenately, I don't setfer from it, I don’t take it to
bed with me. [ live actually a very simple iife, a very unglam-
orous bife, a very real. good life. A real pood Tife. 1ove my
life”

It is early Muaech, one of those stunning days in Southers
California when the air is suddendy full of jasmine and the
breeve Is warm but as yet smog-frec; the kind of day that
makes it hard to think about leaving this world. The sun is
beuting down on Aileen’s brutafly sunny patio, but she is
soaking in it, draped in a black dress over black suede Doc
Marten boots, her fong, sitky brown hair brushed hack over
one side of her face. Her 12-week-old German siepherd
puppy, Texas, serambles around our feed and tags at Aiteen’s
sleeves, mugch 1o the dismay of Allcen's manager, Steve
Grrissom, who is doing his best to control a situation that will

forever be out of any one’s control. In his friend and client’s

awn best interest, Steve wauld really prefor that Atleen avaid
tabking 100 much about drugs and out-of-body experienccs,
But Ailcen, ever the rebel, is adamant. “Don’t avoid the drag
Igsue,” she advises in a voice made husky und nasal by eigi-
vettes and tuberculusis, “ICs not something 1 want to avoid. 1
think it's very important to deal with drags and HIV. Ws very
prevatent. They're two separate discases, both lethal, But just
because you've got HIV, it doesn't automaticatly put uleo-
helism inte remission.” In fact, Adleen attests, AIDS 100 often
exacerbates addiction. “Dirugs are about controf over fewr”
she says, “andt when you have AIDS. your lack of control is
alt thit much more evident, 1 tried 10 make up for that lack of

being in contral, with a lot of cocuine.”

“That's definitely not the way 1o do it™ It has been nearly
three months since Aileen nearly died. of toxicity and
weakness, in her doctor's office, and for nearly three months
sifee she made & commutment o get sober. “F was clinically
dead.” she says, T went through the whole out-of-body expe-
rienee and everything: it was probably the clearest memory
Pve ever had. Awd there was o moment where | got 1o choose
whether to come back or not, and { didn't know if | wanted to
five. I have a 11 of shame about that” she confesses, “Lilc is
given 1o one with so much love. Tt brake my heart when 1

reatised I'd turned my back oo it

Aileen chose life; she leamed to “walk its circemfcrence

instead of fucking it down the middle.” And she finally under-
stood she didn’t wans cither disease o kil her. “10s 2 hell of
it achicvement,” she boasts, “to get sober with HIV because
HIV was something that required 2 woman to stand up and
speak the roth Aiteen's fzeth came in increments at first,
She initially claimed 1hat she'd become infected through a
blood transfusion, but within the year, as ber support
mgreased and shame diminished; she admitted that she had
contracted HIV from unprotected sex in an extramarital affair
- a disclosure that, at the time, led to e dissolwtion of her
cight year marriage to Christopher Wilding, Elizabeth
Taylor's son by Michael Wilding.

LI

Aileen is now engaged o be remarried, 10 #40-year-oll docu-

mentaey flmmaker Jay Brown,

Affeen says about both her addiction and her HIV stutas.
“Honesty has been really, really important™ in their
upbringing, and while there are mumy people who wouid 1ake
issge with that strategy. Adleen’s defence of it hints at the
deprivarion she suffered in her own childhood. *1 feel so
strongly that if vou deal with things in the present as they're

heppening, you have a far better chance of being able o cope

with life, of heing able to bulance joy and grief, as opposed 1o
trying 10 rehabilitite memories,” she says. *Memories are not
hased i truth, and therefore they can’t be freated sympto-
nratically, appropristely. Everyone has 4 right w participate in
one’s life aml in one’s death. | think 1 would rob my children
of something they have a right (o, if | were not to tell them
that [ was supposedly going 10 die, or that I'm an aleoholic.
They have that right 10 confront those challenges now, rather

than later. And | think that often what we call grief after death




Love Sennet XVII
... But thy eternal summer shall
not fade,
Nor loose possession of that fair
thou ow’st,
Nor shall Death brag to wander’st
in his shade,
When in eternal lines to time
though growest.
So long as men can breathe
or eyes can see,
So long lives this and this
gives life to thee.
Shakespeare

Your fove was shared by many
people.

1 thank you for this masterpiece
Gareth
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A Summer’s Day

er sacred, naked body was

turned by the nurses. This

beautiful person with whom
I had shared seven precicus years
was skin and bones, Deborah’s thin,
frail being was as lovely as when [
first met her. *Oh! How much 1 love
you,’ were the words streaming
through my mind. Then it trickied
painfully down my cheeks into the
rivers of my emotions and finally,
pouring helplessly, helplessy into the
expanse of ocean, we call life.
Ironically, my first words to her when [
met her was to ask if the drawing was a
round face, with round cyes and ears
and thick neck. “No,” she replied, it
was her body or at least, how she saw
it. Her round eves I realised were her
breasts. Deborah was elegant, tall and
slim built when we met on that
introductory counsclling course; not at
all like the drawing. Just over halfway
through the week, we had done this
first onc-to-ome bit of work on
describing the way we saw our bodies.
{My drawing was full of deep blood
reds, black razor edges cutting through
swirling, bright crimsons of anger and
rage of having haemophilia and at
getiing HIV. “What is this drawing
about?” she asked, I described the
incomplete truth of my rage and pain
connected with hacmophilia. She did
mentioned some time aflerwards, that
she suspected it was also abouwt HIV
but she et it go.)
Now she is not here, 1 wonder if the
sex part of our relationship was so
important? I have not stopped loving
her and my love grew more as we
passedt through one crisis of cancer to
another. I do miss her physical body,
her tender hand stroking my face;
being able to touch her and
rernembering her hair caressing me as |
uscd to give her one of my big bear
hugs. Those physical contacts we take
for granted are so important in love.
After speaking to a few haemophiliacs,
what has become apparent is that our
sex lives are not all that brilliant. This

is a terrible admission for a
haemophiliac, since throughout our
adolescent yeats, we have tried to
assure ourselves of our sexual prowess,
1 cannot speak for others but | knew
that there were days when | could not
get owt of bed, to put any weight on my
fegs was oo painful; and there were
times when 1 could not get out of bed
{or other, more pleasurable reasons.
Nowadays, if is because I am too tired,
due 1o the viruses the Factor VHI
manufacturers forgot 10 remove from
the bottles, that make me {eel like a
wet rag in the moring.

I sometimes wonder if other
haemophiliacs do not feel Jike having
sex beeause they are not well; fear of
infecting their wives or partners; too
painful to 1alk about sex and HIV;
bottling the feelings of loss and leaving
their family without & father: or having
started a relationship which had bigger
problems than they could cope with. |
also wonder if the pain and anger is
stlently bottled up, so there is no room
to talk? I know one thing for sure, there
was a lot of anger at the Women's
Weekend this year. To me, it indicates
that there is a lot of stuff 1o clear up:
and haemophiliacs and their partners
are not being properly sapported.
Returning back to that counselling
course, when Deborab and [ talked into
the long, sunlit evening about the
ancient Greeks, wheo carefully
distinguished between the different
types of love. For example, there is
Philig {friendship), Herairike {mutual
attachment of friends);, Erotike (sexual
desire); Agape (disinterested affection)
and Storge (tendemess). She wrote out
a fuller description of this in her letier
to me and signed it ~ with my agape &
storge — Debby. )
In English, we use the one word and it
hecomes a most inadeqguate and
dangerous, loaded word, Here was a
letter from Deborah saying 10 me that
her love was apen, affectionate and
tender. What [ am feft with is not the
sex but those words of love she wrote
whenr we met.



WHAT ABOUT PREGNANCY?

CD Women can become infected before, during, and
m after pregnuncy by having sex or sharing needles
- and syringes with an infected person. Infected
women who become pregnant have difficult
choices to make because they may infeet their
% babies during pregnancy or birth. About one-
third of the babies, ko 1o infected mothers, are
L) infected themselves,

w This is how most children with HIV have
become infected. There are also a few cases
reported of HIV.infeeted women who infected
their babies through breast feeding.

If you are pregnant or considering pregnancy,
talk 1o your doctor or health care provider.
Consider getting HIV counselling and testing if
you have any concern that you or your partner
could be infected.

If you are considering artificial insemination,
make sure that the donor has tested negative for
HIV.

How Else Do Children Ger HIV?

Some children have become infected with HIV
from infected blood transfusions and certain
bloudt products (used Lo treat diseases like
haemophilia}. This is now very rare.

PREGNANCY, DRU

Like adults, teens can get HIV through sex or by
sharing drug needles or syringes with an infected
person,

Children and teens who are sexually abused may
be at risk of infection if the offender has HIV. 1f
you know of a child or teen who is being abused
by anyoue, call the National Child Line Helpline
0800 1111 or NSPCC Child Protection Helpline
(800 800500

What About Drugs?

Sharing needles or syringes for shooting or skin
popping drugs are not safe. Sharing even one
needle with someone who is infected can infect
vou with HIV. If you have shared needies, or if
you have a sex partner who has shared needles,
even once, you may have been infected.

EVEN IF YOU ARE OFF DRUGS NOW

Because HIY is spread through infected bloed,
do not use any needles that have been used by
other people for tatloos or ear piercing or for

Page 9 injecting drugs like steroids, hormones, or

insulin, or other substances like vitamins, Do not
share ANY object that can break the skin,

Both drugs and alcohol can affect judgiment and
impair thinking. People under the influcnce of
drugs or alcohol are more likely to do things that
put them at risk of becoming infected with HIV.

If you usc drugs, try io stop and get help. To find
out how you can get off drugs, call DAWN or
Positively Women Client Line 0171 713 0222,

What Is The HIV Antibody Blood Test?

This test tells if a person has been infected with
HIV by dctecting antibodies to the virus in the
blood (the body produces antibodies to fight off
viruses that enter the bloodstream). The blood
tests used today are over 99 percent accurate,

For more information about BIV testing and
counselling, contact your local HIV/GUM
centre, AIDS service organisation, or your
doctor’s clinic.

What Can I Do To Help?

+  Know the facts about HIV and AIDS: Use
what you have feamed 1o help protect
yoursell. Share the facts shout HIV and
AlIDS with your family, friends and co-
workers.

* Set an example for others: Show support and
caring for people wha are infected with HIV
and those who have AIDS. Remember, you
can’t get HIV from being a friend.

¢ Become a volunteer: Call you local Red
Cross or AIDS service organisation to find

out how you can help,

«  Sponsor a blood drive or donate blood:
Blood donations from healthy volunteers

saves lives.,

IT IS IMPOSSIBLE FOR A DONOR TO GET
HIV INFECTION FROM GIVING BLOOD.

+  Spongor an AIDS fund-raising event or
donate money,

*  Become a Red Cross HIV/AIDS instructon

Exceepted from the American Red Cross® brochure, “Women, Sex,

and HIV"

s AR 35




REVIEW OF DISABILITY LIVING ALLOWANCE
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WHO WILL BE AFFECTED?

The Department of Social Security (DSS) have
recently announced a massive review of
Disability Living Allowance (DLA) claimants,
The reviews will begin in July 1997, and it is
estimated that up to half a milkion people will be
affected. The review is aimed at all people with
disabilities who receive the highest rates of
DI.A, and it is not targeted specifically at people
with HIV or AIDS. However, it is clear that 2
large number of people with FIV or AIDS will
be either interviewed or will receive question-
natres as parl of this review.

Who will be affected?

The Benefits Agency bave said they will carry
out home Visits for everyone receiving the
highest rates of both the care and mobility
cornponents {approx. 250,000 people). Another
250,000 people who get both the higher rate
mobility component and the middle rate care
component will be sent a questionnaire. We
understand that if you claimed DLA, or had your
DLA reviewed within the last twelve months
then you should not be included in this review,
and should not be sent a questionnaire or be
visited.

Why is this being done?

Last year the DSS carvied out a random survey
of PLA claimants. The results showed that about
12% of people were overstating their needs, or
had failed to notify the DSS of a change in their
mability/care needs. Following on from this, the
DSS have now decided to carry out a large-scale
review. The DSS have said this current review
holds with their philosophy of getting “the right
benefit to the right person every lime”, However,
the survey last year also showed that around
10% of claimants were being underpaid because
they had not reported a deterioration in their
condition, Unfortunately, there are no proposals
from the 1SS to tackle the significant level of
underpayment of DLA,

Home visits

The home visits will be by appointment, so you
should receive a letier notifying you of the date
of the visit. If the date is not convenient then it’s
a good idea to contact the Benefits Agency as
soon as possible to rearrange it. The visits will
be carried out by DLA staff. Although they will
receive some extra training, they are not doctors
and are not medically trained.

+ Try and arrange for a friend or your partnes {o be at
home with you for moral support during the visit. I

at o later date there is any dispuie over what was or
was not said to the visiting officer, then they may
be a uscful witness,

+ Don't let the visiting officer rush you. Take your
time and make sure you give full details of all your
mobilityfcare needs.

+ The visiting officer may know litele, if anything,
about HIV/AIDS, so don't assume s/he will know
what you are talking about, For example, you
should describe any side-effects of medication you
take; if you suffer from nightsweats or diarthoea,
then don’t simply mention this but describe how i
makes you (eel and what care neads arise.

« 1If the visit takes place on & “good” day, you should
teH the visiting officer, Explain how your health
varies and what your care nceds are on 2 “bad’ day.

» Tt may help to muke notes beforehand of the points
you want o make. You may be asked 1o sign a
statement, It should be an aceurate reflection of
everything you have discussed with the visiting
officer. It is important that you ask her/him to add
in anything which you feel has been missed out
before you sign it. If you need to ke your case to
appeal later, it can be very difficult to argue against
a statemem which you have signed,

The questionnaire

The questionnaire which is being sent oul is
called form DLA250. The questions it contains
are very similar to those on the initial claim
pack. It ks important that you complete the form
as fully as possible.

+ If you need more time to fill in the form, do
contact the Benefits Agency as soon as
possible and let thent know.

« It's a good idea to get help with completing
the form. You may be able to get help from a
wellare rights worker, social worker, Citizens
Advice Bureau or from the person who helped
you with your original claim form.

+ 1t may be helpful if you can send ina
supporting letter from your own doctor

What happens next?

The Benefits Agency will look at the evidence in
the visiting officer’s report, or in the question-
naire and decide whether your claim shonid he
reviewed. The Jaw covering DLA says that an
award of DLA can only be reviewed in certain
circumstances if there are specific grounds for
the review, The most common ground for a
review is that there has been ‘“a relevant change
of circumstances’. If the evidence from the
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Continued from page 10

visiting officer’s report or the guestionnaire
shows there has been no change in your cireum-
stances then the Benefits Agency should not be
able to review your award of DLA and your
benefit should continue, If there has been 2
change in your circtimstances, then a review may
be carried out. However, if you still have
mobility problems and/or care needs then despite
a change in your circumstances you may still be
entitled to DLA.

What if I lose my DILA?

if as a result of the review your DLA is cither
stopped completely or reduced to a lower rate,
then you can challenge this. You can request a
{urther review, but you must do this within three
months of the decision. If this further review is
unsuccessful, then you can appeal (again within
three mouths) to an independent Disability
Appeal Tribunal, You should get advice from a
welfare rights worker {o help you with a review
or appeal.

Will my income support be affected?

Your income support may include two premiums
which are related to your award of DLA:

severe disabitity premium
if your DLA is reduced 1o the lowest rae
care comyponent, or if you lose the care
component completely, then the severe
disability premium will no longer be paid
as part of your income support,

disability premium
If your DLA is stopped completely then
you may lose this premium. However, you
should still qualify for this presmiom if’ you
get any component of DLA, even at the
lowest rates. You may also continue to
qualify for the premium if you have been
100 ill to work for at least a vear. You
should contact an advice worker 10 check
whether your incomme support is being paid
at the correct rate.

For further information contact :
The Macfarlane Trust,
The National Birchgrove Group.

The Haemophilia Society.

AILEEN GETYFY Continued from page 7

is not grief bat guilt, regret that we have not fully participated
in the life of o joved one. There's more guill to grief than
sadness” Guilt is not an enurtion Aileen Getty hus much
interest in these days, wnless she's working on eradicating it
from: her life and, 10 hear her wlk, from evervone else's, Her
contention that “Often what we call ‘grief after death’ is not

grief but guilt”

‘AIDS has improved her life' is loaded and controversiad,
implying, as it does, thit everyone who suffers a tragedy does
sa for o pre-ordained or at least meaningfu) - reason. § admit
10 her that when 1 secently broke my finger — u trivial
accident 1o be sure - there was a part of me thal wanted i 1o

happen. “Well, not waed ...

[ start o modify that statement, bud Ajleen stops me, “Nol
Say it! Really. it"s QK. P proud of you For admiing that!
That's s cool”

“Bui it's radical,” | semind her.

“People get angry when you talk about i, they think you're
suying they cansed their own troubles. 16s onby radical,” she
corrects, "becase we're dishonest, There are no mistakes and
no one's gailty of anyihing, 1 don’t lave bad parents, 1
Baven't been a bad child. Everything that's been given to me
and F've given has been exactly what's been necded, and
what’s heen given to me has sustolned my 1ifle 1o this day.
And this duy is perfect, therefore what's been given 10 moe is

a»

perfect,

The view from Atleen's patio tday is perfect indeed.
Hollywood lies at her feet in a sprawi of low-lying buildings.
aned when the san is o the right place — neither o low on the
horizon nor too bright and high ~ you can see the Pacific
Ocean sparkling from miles away. Although she has just had
her thivd encounter with a stalker, the gate at ¢he bottom of
the driveway remains open 1o the world, a defiant gesture to
the ‘obese fear ghosts'. Aileen has been beating down for
most of ier life. Looking out on this vista, I wonder if she
believes in her heart everything she's saving, and how long
she'H believe it. How long she’ll be able to sustain her
strained soul on the fove she says AIDS has lelt her with,
after it stripped everything else away: the one thing sic never

had handed to her on that proverbial sibver spoon.

Shie suys AIDS is a pheaomenal episode in history, “I's the
greatest war we've ever fought, and the most cunning of all
beesuse all we've got are weapons. We're about artitlery as
apposed 1o tove. And iCs love that will heal this ailment.”
Ailcen says now that she's dedicating her life, to eliminating
the public's fear of AIDS and the peopic who have it. So that
peaple can learn $0 share this virus with v She is working
on u book and s public service announcersent for NBC. She’d
like to do an HiN-related comedy show, something MT'Vish.
“My whole purpose.” slie conciudes, “is lo weleome people
inside the baming house.”

“And how, 1 wonder, do you do this?"

“By loving them. And knowing 1 can put out the fire”

This is an edited version of ao articke which first nppeared in
POZmagazine, with whose kind peemission it is reproduced here.




VIRAL LOAD UPDATE
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VIRAL LOAD

REPRINT FROM NAM PUBLICATIONS

Viral foad tests, also known as HIV RNA
assays, count the number of HIV particles
in a sample such as blood plasma. RNA is the
form in which HIV particles carry their
genetic material. The result of a viral load test
is described as the number of ‘copies’ of HIV
RNA per millilitre {copies/mi). 10,000
copies/ml or lower is generally considered
“Jow’ and 50,800 copies/ml or greater is ‘high’.
Each test has a limit below which it cannot
reliably detect HIV RNA. For the widely used
kit made by Roche, this limit is currently 400
copies/ml.

Any sample with HIV RNA levels below this
threshold is said 1o have a viral load that is
‘heiow the Jimit of detection’, or simply ‘unde-
tectable’. This does not necessarity mean that
there are no HIV RNA copies/ml in that sample;
just that the number is somewhere between zero
and 399.

If you currently have an active opportunistic
infection or recently received a vaceination, you
may have a temporary increase in your viral
joad, In these cases it is best o leave a couple of
months before having your viral load measured.

The Roche test used to be inaccurate when used
to test people infected with HIV sub-types that
are most commen in Africa and Asia, but has
now been improved. All (he tests are now about
equally accurate at measuring these sub-types.

Assessing progaosis

If you are not taking snti-HIV drugs, your viral
foad may provide clues to the likely course of
the HIV infection if left untreated.

Among a group of people who have the same
CD4 count, those with higher viral load tend to
have more rapid disease progression than those
with lower viral load.

If you are thinking about starting anti-HIV
therapy, you may {ind it useful to have a visal
load test. The result, along with other indicators
such as your CD4 count and symptoms, may
help you decide whether or not to start
freatment.

Some doctors advise pcople who have very high
viral load to take more powerful treatments, such

as combinations that include a protease inhibitor.

Monitoring treatnient

Treatment with an effective anti-HIV regimen
results in a fall in viral load. If you are starting
treatment, or switching from one regimen to
another, you may tind it useful 1o have a
‘baseline’ viral load test before you start or
change treatment, followed by a second test a
few months later. The difference between the
two may indicate the short-term anti-viral effects
of the drugs.

There is growing evidence that this short-term
effect can also predict longer-term effects on
disease progression and survival. Drug combina-
Lions that produce the greatest initial fall in viral
load, and the most prolonged suppression, also
tend to have the best longer-term effects in
delaying the onset of AIDS or death,

In some cases, combinations can reduce plasma
viral load to below the limits of detection, even
among people with low CD4 counts or who have
taken anti-HIV drugs before, 3§ your viral load is
‘undeteciable’, HIV may be less likely to
develap resistance to the drugs.

However, the drugs may not have such a
powerful effect throughout the body. and the
effect may not Jast. There is no evidence that
people with ‘undetectable’ viral load arc no
Jonger infectious 10 others.

If you are taking anti-HIV drugs correctly but
your viral load starts to risc again or returns to
itg baseline level, this probably indicates that the
drugs’ antiviral cffects are waning, perhaps due
to resistance.

However, doctors differ in the extent to which
they recommend basing treatment decisions onty
on viral foad results.

Some argue that the aim of treatment should be
to achieve and maintain undetectable viral foad.
Others are concerned that with today’s drugs this
is unachievable for many people and will
encourage them to change drugs too rapidly,
until eventually they run out of options.

NAM can be contacted on: 0171 627 3200 or write to: NAM Publications,

Freepost LON277,
LONDON
SW47YY.
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NATURAL SCIENCE

Doctor Robert GaHo, one of the worlds most controver-
stal IV scientists, believes he has the key to the next
important stage in anti-HIV treatmet — o natiral, hiolog-
icel method of controlling the virus,

Robert Gallo is undoubtedly one of the most comrover-
sial mainstream figures in the Aids world. Lauded in
1985 for his discovery of HIV with the French sciemise
Luc Montagnier, he was outcast just two years Jater amid
accusations of scientific misconduct. Now ten years on,
he is back.

Heading the Institute of Human Virology at the
University of Maryland, Dr Gallo presides over one of
the world's largest Aids research centres. Although ondy
open & few months, the bigh tech mstitute has already
developed an international reputation for its research into
natural weapoens against HIV,

At the heart of this work lies regearch into chemokines -
proteins which occur naturally in the body. Already,
hailed os a significant scientific breakthrough, some
experts predict these will open wp a second major avenue
for anti-HIV treatment.

Dr Gallo talks exclugively by telephone from his
Baltimore office, about this rescarch and about the
prospects whick it offers for positive people.

Q: Over the past year you have become closely associ-
ated with HIV research inte chemokines, How did this
come about?

Gallo: Well, up ta a couple of years ago, I knew very
fistle about ehemokines. Olviousty, as a researcher 'd
heard of them but T was cerlainly no student of these
things.

Then we discovered that some T celis in the immtne
system, calied CD8 cells, were making substances which
appeared 10 suppress other, HIV infected, T celis, We
wondered why, So we ran lots of ests to find out whether
these CD8 cells had anything in them which fought and
knocked down HIV. We discovered that they did, and
eventually isolated some natural proteins, which became
known as beta chemokines. We discovered that these
were already known 10 scientists; however, what wasn't
known until then was that these appeared o have an
effect agatast HIV.

@: How do chemokines work?

Gullo: Chemokines cssentiaily are proteins which are
naturalty produced by the body. They are part of a larger
group of proteins called cytokines, Chemokines move
bewween cells in the immune system, enabling the cells to
talk 1o each other. They arc highly specialised, and when
they are produced they can make cells do a whole range
of things, for example activating them to fight infection.

However, in order to work, they need to find something
on the immune system cell which wiil Jisten to them,
They need something called a receptor. Put simply, if a

cell docsn't have a receplor, it will not be able o under-
stand the chemokine's language, and therefore won’t do
what it is being told.

When we put our reseatch 1ogether with work done by
other doctors, it was discovered that our chemokines use
the same receptor for talking 10 a cell, as the HIV vitus
does for infecting one, This receptor is known as CORS,

Q: I5 this the same CCRS that in press reports has been
linked with people whe have a total immanity againsi
Hiv?

Gallo: Yes it is. Shortly after we published our findings, a
large team of researchers discovered that people who
have two defective CCRS geueé have a natural imimunity
to HIV. This only occurs in aboul one percent of the
zeneral population. Other people have one defective gene
which appears to result in people with HIV becoming ill

niore slowly.

However, 1 think that we may find that the defective
CCRS genes in themselves aren’t that imperiant. Rather,
by being defective, they may somehow stimulate the
body to produce higher Jevels of chemokines, which in
turn play the key role in fighting off HIV,

In research in Europe which I am invelved in we have
discovered that of 14 peopie who remained immune 1o
HIV despite being exposed to it, onty three had defective
CCRS genes. However, all 14 had high levels of
chemokines, and therefore we believe that it is fhe
chemokine level which s much more important than the

defective gencs.

We believe that the defective genes may be sending out a
signal saying “We're defective ~ produce more
chemokines,” and that as & result it is the higher levels of
chemokine in e blood which confer the protection
against BV,

@ How widely have you studied the effects of

chemokines in humans?

Gallo: Within months of us publishing our findings, the
research field exploded. The first breakthrough came
from New York, when it was discovered that two gay
men who'd had » lot of unsafe sex were still HIV
negative. When their blood was tested, it was discovered
that they were uninfeclable — they couldn’t get HIV no
matter how hiard we tried 10 infect their cells in the Jab.
The doctors there then discovered that these two men
were producing large amounis of the beta chemokines
which we had discovered were so potent against HIV.

As ! mentioned earlier, at the moment T am heavily
involved with other doctors in research in Earope. In
Milan, Italy, we have discovered that 14 out of (23
hacmophiliacs were still HIV negative, even though all
123 in the past had mistakenly, and repeatedly heen given
HIV infected blood products. When we looked into this
we discovered that all 14 were naturally praducing high
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levels of beta chemokines. This strongly supports cur
earlier work suggesting thal these Tave a strong effect in
fighting HIV,

: How will your research benefit people living with
HiV?

Gallo: Our research could have imporsant benefits for
HIV infected people. [t could be very useful as the basis
for a prognoslic test, to help us 1o predict survival,

We would expect people who are producing higher Jevels
of chemokines to do better, and to live longer than people
wha are producing low levels. We haven't proved this
beyond doubt yet, but we now have data which is
compatible with this view. Such information might be
useful in helping individuals make decisions abowt

treatment,

A test is already available for use in some university Tabs
to assess the Jevel of chemokine produstion. and this
could be available in Britain in no thne. However, the test
15 a bit complicated because it involves studying the
person’s individual blood cells over a period of time.

Q: Could chemokines become the basis of anti-FHIV
treatment for people who already have HIV?

Gallo: Yes. Chemokines are powerful blockers of HIV,
antl are naturalty produced by the body. 1 think HIV will
find it harder to escape from them than from some of the
existing anti-HEV drugs. So it is possible that chemokines
could be given as treatments on their own, However, as
with any drugs, there is a need for a Jou of wxicology and
pharmucology stadics (o be done before we know how

best 10 use them.

AN our work se far is tremendousty encouraging,
however research is sti?l af an early stage. The only
research which I know of where chemokines are heing
tested on HIV positive people at the moment is being
done by doctors in the UK at London’s Mortimer Market
Centre, There they are looking at the potential impact
which one of the chemokines may have as a treatment
against HIV. The research which we are deing in the
States involves genetically medifying chemokines to try
and make them even more powerful ngainst HIV.
Obviousiy we atl wam the most powerful product with
thie least side effects.

Q: Have you had mueh interest in this from drag
compaties?

Gallo: Some of the big phanmaceutical companics have
jumped imo this ficld very heavily, They arc now
beginning 1o develop products which imitate the effect of
chemokines, interfere with HIV infection, snd which can
be given orally.

‘There is a lot of interest in this. | was at a dinner recently
where a very scnior figure from one of the world’s Jargest
drugs companies came over W me, and confessed that he
hadn’t paid nch attention o chemokines to start with,

But now, he said, “they’re one of the most exciting things
we've seen)” The way he was talking, T was left with the
impression that clinical trials would be stanting in the

near future.
O How else could chemaokines be used?

Gallo: Well, let’s go further, On the basis of our work so
far, we are tenratively concluding that chemokines may
be critical 1 the development of vaccines which prevent
people from getting HIV, We believe that potential
vaceines will be likely 1o be most effective if they trigger
the production of chemokines when the body is exposcd
to HIV. All potential vaceines should, as they are
developed, be tested to see whether in fact they do this.

The implications of this research for preventing the
spread of HIV in the developed, as well as developing

worlds, could be encrmouvs.

@ Where does this leave the exisiing anti-HIV drugs

which are rapidiy becoming available at the moment?

Gallo: Well, without being trite, when you're in a war
you need all the weapons you can lay your hands on.
Over the past two years we have lefl behind an cra when
Aids was an wntreatable disease. However, we certainly
are not all the way there yet in the search for effective
unti-H1V treuments. The hype in the media over the past
yeuwr has been extraordinary. Yet we know that not only
do some people develop resistanee 1o existing drugs, but
also thar they are expensive - meaning that they can't be
used in many countrics.

A well-known American doctor said to me a fow weeks
ago, “Who ever said that Aids research was going 10
solve the world's eeonomic problems?” 1 rejeet that
approach, and il to see how we can tatk abowt a cure if
95 percent of the world’s HIV positive populations can't
take what you're proposing to give them.

I the tong term T just don’t know what effect chemokines
will have on existing snti-HIV treatments. We may find
people taking both sets of drugs — we just don't know at
the moment.

0 Finally, how significant are chemokines?

Gallo: They could be very significant, Last year, out of
the entire field of scientific medical vesearch, Science
magazine declared owr chemakine work 1o be one of the
two most significant areas of scientific development in
1996, The other, interestingly, was protease inhibitor
research — 1o e exclusion of research into all other (non-
HIV related) illnesses.

I think chemokines are going {o be the first of a numbor
of natural, biotogical ways of controlling H1V, As such |
think they arc going o be the pext important chapler in
the development of therapy for HIV infected people.
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Available from the Birchgrove Group, free of charge
1o those directly affected by Haemophilia /HEY or

rogistrants, are the following information leaflets and
back issues of the Birchgrove Newsletter,

Birchgrove Newsletter Back Issues

BIRCHGROVE newsletter fssue 3 qom of print}
BIRCHGROVE newsletier fssue 4 (ot of print}

BIRCHGROVE newsletter Isswe 6

BIRCHGROVE newsletter [sswe 7
() BIRCHGROVE newsletier fssue 8
L) BIRCHGROVE newsletter fssue 9
{21 BIRCHGROVE newsletter Issue 10
[ BIRCHGROVE newsletter fssue 11

o
.
[J BIRCHGROVE newsletter Jssue 5
o
W}

Birchgrove Information Leaflets

a Hepatitis C — Special Bdition

() RV and ltchy skin

(1 An ABC of Hepatitis

[ Liver Discase and HIV

L3 #1v and Vitamins & Minerals

Q Glossary of terms

We can also supply the following items.
o *Living with Haemophilia and HIV”
[J Red Ribbons {Cloth)

[} Red Ribbon Badges (inamef)

[:.l Birchgrove Red Ribbons (Ename])

Name:

Address:

Send to:

The Birchgrove Group,
PO Box 9, Abertilery, NP3 1YD,

or Phone Lo-Call 0345 697231 Helpline
01222 387960 Admin.

£2.50
£06.50
£2.50
£2.50

In the poen, The Flame of Hope which follows, written during
1989-1992, Inger writes about her family and her love and her

mourning for her hushand. He was a hacmophilise who died of
AIDS in 1987. The poem were transhated from Danish,

The Fiame of Hope

It trampled imo the security of

our family life transforming
everything in &2 moment,

A chaos of emotions surprise,
tension, Tear and not least,
hope.

Medical examinations. A stay
al the hospital. Tt lasted a long
lime, 1 thought back then.

Three weeks of need, fear and
hope. Then a couple of years
where it almost seemed as if
nothing happened.

Then suddenly it retums. The
hospitals and examinations.

Fear could it be that?
Hope no, no, it probably isn't

Barely « couple of months
later.

The result.

The shock i was that,
Surprise it can't be true.
Fear, but still hope.

The weeks pass.

A weekend visit at home.
Possible discharge next week.
Relief it worked.

But ro in a flash, everything's
changed again.

Crisis, We waili - for what?
Life or death. ’

Still ~ Fear and hape.

Then one day It worked we
made it

Home again. Oh only for a
short time.

Then again the hospital
home again

the hospital again and finally,

fome again.

Now we will have a sweet
time, Everything is just jike
before 1 thought. Bus it is stilf
here and it is hard to face up ©
I

About a month passes.
Fear and hope.

He grows more and more
weak and then the hiospital
again,

The final sty we were later 0
lean.

it lasts a month. I visit him
every day,

The children eome along a
couple of times a week. He
sleeps a bot.

But in between he's awake.

We ik a fitde then -
he sleeps again,

And [ wait. For deash, 1
thought.

No, hope was growing smalier
but 1 sl hope for life. Then
one day — that day.

I kept holding his hand letting
go of it reluctanily.

He was unconscious but |
called his name once in awhile
and told him [ was with him.

Early in the evening

His breathing grows slower
and then - wasn't it about
fifteen minutes later ~

it stops completely.

I still held his hand and broke
into tears.

The small flame of hope was
cxtinguished,



