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EROM VICTIOG 10 SURHVORS
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by Cady Khudabux

n an article published in the Guardian on
l 29 July 1994, the page one article read -
“HIV victims may live 20 years”, We seem
to be portrayed as “victims” by the press.
Atothertimes, we have been called the
“mnocent victims”, The factis somewhere
there are persecutors, | wonder who they
are? Couldtheybethe peisecu!ing press?

The actual article was constructive and
based on a paper in the British Medical
Journal Use of CD4 lymphocyte count to
predict long term survival free of AIDS after
HIV infection, Andrew Phillips of af, 309,
309-13. But why do they have to go te
such damaging lengths to get people’s
altention to read the article and at our
expense? Could they not say “Hope for

haemophitiacs, focled by ignorance”.

In the Guardian arficle, John Meldrum
of the National Aids Trust said the study
highlighted the needs of long term
resources for people with HIV. So far, the
government and doctors thought we would
be dead three years ofter the “sefilement”,
which was why the sums were so low in
comparison to other government ex grotic

payments.

Nick Partridge of the Terrence Higgins

Trust made wo interesting comments about

the paper. First, an employer dismissing a
person with HIV may lose possibly 20
years of good work. Secondly, the study
does not indicate any criteria of those long
term survivors other than the age at when

they were infected.

WIDER IMPLICATIONS

The conclusions of the paper suggested
even with the current available trectments,
up to a quarter of patients infected with HIV
will survive for 25 years from the time of

infection, this is without developing AIDS.

One important aspect left out in the paper
was the implications of the extended
survival time. What sort of plonning needs
to be made? | wonder if the care of
haemophilia and HIV has been neglected
due 1o the so-called prediction of short life
expeciancy. Qur lives are always based on
statistics and probability, in this case, CD4
markers. In 1985, the life expectancy was
two years and we should not make any
long term plans. Then it was three years,
then five years and now ten years. This
short-sighted view has been to detrimental
fo us. We need to see behind the persen
and beyond even ocur own expectancy,

becouse in the last analysis, who knowsgs

by lan Richardson, T. Melester
and David Gold

he liver, a lurge organ located in the
¥ upper right portion of the abdomen, is
the body’s chemical factory. Disorders of
the liver and the associated bile ducts and
goll bladder can have serious complica-
tions. They involve many organs in the
body, all of which depend on the liver's
products ta support their activity,

Liver problems are frequent causes of
illness and death in people with HEV infec-
tion, even in those previously considered
healthy. Both physicians and patients
should be aware of the symploms,
methods of dicgnosis, drug toxicities and
available treaiments for HIV-related liver
conditions. Symptoms such as pain on the
right side of the stomach, enfarged liver
(hepatomegaly), joundice (yellowing of
eyes or skin}, fever of unknown origin,
fatigue, malaise, itching and abnormal
liver function tests (LFTs} deserve early and

complete evaluation.  feontinved on page 6]

(I CHALLENGE O THE FUTORE

It is our pleasure to inform you that the national conference of the Birchgrove Group will be
held in Manchester on the weekend of the 26th & 27th of MNovember 1994, The theme of
the weckend is the Challenge of the Future, we believe that this will be an opportunity for
people 1o meet and Jook at the impartant issues that we all share and are concerned about,

During the weekend there will be will be several opportunities for people to meet and talk.

There will be a range of discussion groups and a steuctured discussion involving everyone

and focusing on the repercussions of HIV on the haemophilia community. We hope that

people will participate in and help to decide the direction of the weekend, and that people

will actively take the opportunity to make this conference their own.
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In The Lancet commentary {25.6.94) Duncan Thomas (Bio Prod.

Labs.) said that we should “acknowledge that absolute safety is
a miroge”. 1t is @ real neglect by society that we could accept this
dilatory statement. More so, if we take safety to be @ “mirage”,
in the face of thousands of people, who have died or been
infected because of this complacency. It was a relief, to know |

was not the only person to think this.

Through a joint letter in The Lancet (6.8.94), four doctors trom
USA and France found this “an incredible statement from a person
in his position. To blandly accept anything else is to repeat the
accepting attitudes of the past, which resulted not only in the
tragedies of AIDS, but also in the infection of most haemophiliacs
with HCY, @ virus that is thought to persist in those infected, and for
which physicians treating haemophiliacs are now faced with issues
as when to intervena with fiver biopsy ond therapeutic agents that
are not curative.” | thought, ot last, we are not bunch of raving
tooneys. There are some paople in the world who found that

comment unacceptable.

The previous letter in the same journal was even more
enraging. It was from the chairman of UX Huemophilia Centre
Direclors Organisation, Brian Colvin. He wrole “Perhaps Thomas is
right when he says that absolute safety is a mirage, but we cannol
allow ourselves 1o be deflected from our duty to provide safe treat-
ment for our patients.” Thomas is wrong and there is no “perhops”
in this. The whole idea of medicine is based on the illness and the
cure (Latin = care of the person) but not simultaneously, No lite-
saving drug should be given and then alse pul o person af risk with
an illness, which will kill them or make them suffer for & long time.
if physicians cannot understand this, who can? The weak stotement
from the chairman of UK Haemophilia Centre Directors
Orgonisation is the typical attitude by the medical fraternity in UK
and some, but not all, Centre Directors. In Britain we ore ready to

accept the passive norms and that to ask for quality is an illusion.

One slep forward is a way the German federal hedlth services
are moving. 1t is the only counlry in the European Union that allows
blood donation by paid donors. Their own recommendations are
that the use of blood products by doctors should be reduced by a
fifth, that a peal of regular donors is used and that products are
kept in quarantine for six months before use. This direction may not
be suitable for people with increcsed bleeding due to liver
dumage. This practice could be adopted in alf the countries that cre

blood product suppliers. «

The Birchgrove Group has installed o contact telephone number.
Anyone wishing fo contact the Birchgrove Group regarding any of
our aclivifies or publications please ring 03450697231 and this
call wiill be charged ot a local rate. This phone will be answered on
Mendoy, Wednesday and Friday mornings by members of the
Birchgrove Group, at all other times an answer-phone will take

your message and we will contact you as soon as possible.

NI DS,

BAXTER/RHONE-PLUOLENC RORER HIV SETTLE-
MENT REJECTED

A proposed setflement of $160 million has been rejected by the

plaintiffs, in this case, 12 US haemophiliac families. The suit was
originally filed by these 12 US families, who estimate that 5,000-
8,000 people may be entitled to compensation under the class
action.

The lawsuit alleges that the above clefendants along with Miles
{incorporating Cutter), Alpha and the Netional Haemophilia
Foundation {NFH} for:~

* failing to act and reduce the risk of viral contamination,

» failing to screen high risk denors properly

« failing to adequately warn users of the risks involved.

The fast three defendants have not joined the proposed sefile-
ment. The NFH is involved as they play a part in the purchase of
dotting factors in USA. The families involved have said the plain-
fiffs will have 1o offer sufficiently more money fo setife the claim.

Serip, 1950, p. 13
COMBINATION THERAPY

Triple drug therapies which comgletely suppress virus replication in
selected conditions, have been identified. In @ report given at the
101h International AIDS meeting in Yokahama, Japan, a number of
presentations reflected the beneficicl use of combination therapy in
reducing the development of resistance fo drugs used in treaiment.

Scrip, 1950, p. 22
feonfinued on page 7)

LIERRATIVE THERAPIE

he Macfarlane Trust will consider o grant of up to £200, which

is to be used as an introduction fo alternative therapy.

The only conditions being are these therapies are not available
from your Haemophilia Centre and it must be from a registered

practitioner.
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by Paul Hooper

must tell you about my weekend at

Glenfall House in Cheltenham. It is a
weekend run by the Long Term Survivors
Group ~ to say | am gled | went is an
understatement,

A haemophiliae, who should have
attended the weekend with me, dropped
out at the last minute. On Friday, | was
taken to Cheltenham by o Friend of mine
from Birmingham Body Positive {BBP)
called David. The weather was bloody
awhyl and the motorway was just one
entire sheet of rain from start to finish.
When we arrived at Glenfall House the
rain stopped and us | opened the door to
walk in, all 1 could feel was on all
embracing warmth, It was as though the
house itself was welcoming me back home
from a long absence. This, | am sure you
can imagine, made me feel and act very
positively indeed. Glentall House is a very
furge Georgian house, with some of the
most beautiful views of the surrounding
hills.

Allter a brief and friendly introduction
to the weekend {Brummies out-numbering
everyone for a changel] we all went into
dinner, Later on in the eveniag, | went oul
fo partake in the local ale in the first ever
visit fo a gay pub. The only problem that |
encountered on this visit was a strange
fook from a couple of women as | left the
gents.

One of the several friends that I've
made from the weekend was Steven from
Luton ~ he asked me lots of things related
to haemophilia and how it affect my
everyday lile, which | answered to the best
of my ability. This 1o Steven seemed weird
because he'd met two other haemophiliacs
in the past and he thought that | was weird
because | didn’t moan and gripe about the
haemophilio,

t's still Friday night, and after coming
hack from the pub | joined in a very long
talk with David from BBP who drove me
down to the weekend and all three of vs
{Steven from the pub) tatked and went over
lots of topies during the wee small hours.
To cut a long story short, 1 cried like  new
born baby and managed 1o get lots of
problems ond some fears off my chest.

David and Steven found out that a lot
of sy fears and other problems are the
same as theirs, and this really broke the
ice and made a very close bond between

the three of us. t did talk 1o Steven about a
person, who was on the weekend that |
knew but wasn't able to talk te because
her husband was my old schoel mate. He
broke the ice for both of us, and said that
we should toke a walk around the grounds
ond talk.

We both took up this opportunity and
walked about for a while taking in the
landscape and the view. Sitting down on a
bench to talk we both opened up and for
the first time | was able o explain by
reasons for nof coming fo visit my old
schoot mate and she undersiood exactly. |
maonaged to rid myself of so much guilt
that had eaten into me for almost two
years. Plenty of ¢rying took place and in
the end we both felt so much better about
lots of issues, fears were shared and hepes
about the future too.

Having entered Glenfall House on
Friday alternoon, by Saturday, Paul
Hooper was not the same man, person or
even human being that he was, for he had
gone through such changes, shared so
much, he's gone from here now. Problems
aired, fears way(cid, doubis dismissed
with plenty of laughter mixed in, had made
me change and ! left so much excess
baggage behind me | feel tofally renewed.

Let's start on Saturday. The day itself
was so beautiful, clear and fresh it waos like
being in heaven. Sitting and taking part in
a group discussion and the morning was
akin to being with old friends. So much
was talked about during this morning
session that | couldn’t take part in the after-
noon, simply because it was too much for
me of that fime fo handle. Don't get me
wreng, the morning session wasn'l infense,
it was all 1 could manage for that time.
Scturday evening medl linished, of which |
had seconds, but no sweet bacause | didn't
have any room left to eat .

| had a good chat to Mike who had
met a couple of the Birchgrove Group at
the AGM of the National Network of Body
Positive Groups in Glasgow leditor - Paul
Jenkins and Cady Khudabusx). Shorily after
this, Steven and | got together again for
more jokes and chat about this, that and
the other. Something we both managed to
faugh about was the fact that Steven was
making comments ahout blokes that were
coming in and out of the pub ~ instantly
realising that was not my preference and

{continued on nex? poge)

L BIREIGROVE

offers a forum for discussion on:

& ‘The treauments of haemophilia
and HIV, through information and

debate

& ‘Faking best care of ourselves, the
HIV infection and AFDS

o Staying healthy

s Ways that HIV affects love and

sexuality

e [irancial, scientilic and psycho-
logical aspects of HIV and

hacmophilia

[ BIRCAOROVE

beleves that HIY positive persons:

& Can improve their health and
extend their Hves by confronting
and cxpressing their feelings and
by starting to deal directly with

the situation that they are in

o Cun be empowered and cnabled to
deal with their circumstances
through relevant information and

mutual support

& Have complex needs that are
often best understood by drawing
oit the experiences of those in the

same situalion

e Need (o be heard: although their
numbesrs are smatl, their needs arc

Hnportant

¢ Should not suffer from the pres-
sures ol fear and isolation which
can haym them in their work orin

their communitics

e [lavearole in the work of the HIV
and AIDS community to help
inform people and challenge the

ignorance that stil} exists

This newsletier has been made
possible by the kind and continuing
support of The National AIDS Trust.




A LONG TERM SURVIVORS WEEKEND
fcontinued from page 3]

the blokes he was wowing over didn’t
mean anything fo me af all. The doft thing
was we both laughed our socks off about
this. Towards the end of the night | had to
go off to the gents again before the cob
came, as 1 was the last but one to leave the
pub, Steve was saying goodbye to the
landlord and being the bloke theat 1 am, |
shook the landlord’s hand toe. But what o
bloedy shock 1 had when he not only
shook by hand but gave me ¢ kiss on the
cheek. This did surprise me somewhat ~
but Steve being Steve made a quick joke
about how he thought that the landlord
fancied me. Thank God for A To B Cabs
being prompt.

Somehow, | woke up Sunday marning
at 8.15 1o the sound of birds singing in the
trees. Down fo breakfast, wucking info toast
and coffee, in front of most of the group,
was o change for me and quite o surprise
for them — to see me up with a few others.
We were lell fo do what we wanted 1o do
on Sunday ond | had o wolk around the
grounds, sat and talked in the library and
at 2.30 pm went and had my feel
massaged as they were killing me.

Back af the library was a large sheet of
paper that everyone was putiing their
names and addresses {me included) so that
a contact sheet could be sent out later.
After this we all teok photos and started o
say our farewells to one ancther, which |
think is the worst part of a weekend ~ just
s you start o make new friends if is time
to leave. | said that if there was a spoce
free [because these weskends are very
poputar now) I'd attend even if | had to use
a wheelchair to move around the house.

My total outtock has changed for the
better, { hove made lots of new friends and
I think thet most of us will keep in touch
with each other.*

00 00 DU COMLE....

Extracted from
New Scientist, 23 July 1994

For further details about The Long
Term Survivers Group including
future fates please contact:

Beatty on 0782 263482
16-17-18 December 1994

man locks at the plastic rose in his

doctor’'s hand, and collapses
wheezing and gasping in the throes of an
allergy atiack. Think of that elderly man
who “lost the will to live” when his pet
dog died; of the terrified villager who
wasted away when cursed by the tribal
witch doctor, of the plucky mum of four
who refused to give in to cancer. Fhis is
the mind at work, ond you've been
hearing about it all your life.

These stories are fascinating and
uplifiing. But in the past scientists have had
precious litile to say about them. Indeed,
the whole subject of “mind over body”
once languished on the for fringes of scien-
tific respectability.

Now it has come in from the cold.
Owver the past decode, neurobiologists and
immunologists have amassed @ hefiy wad
of research papers pointing to links
betwaen the brain and the immone system.
What is clear from all this research is that
different moods turn the activity of immune
cells up and down, sometimes for long
periods of fime. By these simple measures
sleep and expressing your feelings are
good for your immune system; depression,
chronic stress from work and insomnia are
often bad. The brain and the immune
system "talk” to one another. Thot much is
certain.

Psychologist Janice Kiecolt-Gloser and
immunologist Ronald Glaser, o hysband
and wife team a1 Ohio State University
College of Medicine, have been looking at
this subject for the past decade. When first
persuaded by his wife to join her in @
mind-body study, Glaser was convinced
that the experiment's premise - that the
mind could effect the immune system - wos
poppycock. “Today, there’s no doubt in
rmy mind that this is real,” he says.

By taking blood samples from medical
students ot several points during the year,
the two showed that the students had
sluggish immune responses during excm
time, their natural killer cells and T-cells
were operating below par, and gamma-
interferon, a protein that stimulates
immune responses, was also depleted. By
contrast, the students’ immune systems
were feistier after the long, relaxing
summer vacation. “Everybody now
believes that the immune system is modu-

lated by the central nervous system,” says
Glaser. “The big question is: what does it
all mean in terms of health?”

David Spiegel, a psychiatrist ot
Stanford University in Palo Allo, California
was fed up with New Age theropists
blaming patients for “cousing” their
cancers through negative thinking - or
even “wanting” or “needing” them af some
level. So he set out to show that psychobg-
ical well-being, though clearly valuable,
couldn’t cure anyone of terminal breasi
cancer. To do that, he went back fo a study
he had conducted years ago, aimed ot
improving the mental well-being of women
with breast cancer. What had become of
those 86 patients? No, they were not
cured. But one glance at o groph was
enough to spot the trend. Those receiving
group therapy and hypnosis as well as
standard cancer therapy survived twice as
long on average as those who had
standard therapy alone. Stunned, Spiegel
asked more than twenty sceplical scientists
to study the data before he published.
None found a fatal flaw in the work.

Spiegel doesn't know whot ingredient of
the therapy was crucial. Was it social
support? The freedom to express bottled up
emotions? Sell-hypnosis to controf the pain
of cancer? Pain is certainly bad for the
immune system. It suppresses natural killer
cellactivity. Self-expression on the other
hond seems 1o promote a heolthy immune
system, when actors play out roles in which
they are angry or joykul, their bodies release
natural killer cells from the spleen into the
generc:| circulation, where %hey can do their
work.

Bul, Spiegel doesn’t yet know if the
immune system is even responsible for the
different survival rates he chronicled in the
breast cancer patients. It is possible that
the hormone, which is prolactin released
during stress, stimulates tumours directly.
Or maybe sleep or diet were improved
along with mental well-being. Then again,
poor sleep could be the cause of poor
imraunity: Michael lrwin, of the University
of California in San Diego, has measured
brain waves in sleep labs and shown that
people with the most disturbed sleep have
the most stuggish naturat killer cells.
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The immune system is a complicated mix of cells which don’t
all behave the same way under siress. “We fend to think of the
immune syslem being up and daing its job, or being down and net
doing its job,” says Lysle. “But it's far more sophisticated than
that.” This complexity, however, seldom surfaces on the pages of
popular books such as You Can Heal Your Life, by Louise Hay, or
Love, Medicine and Miracles, by Bernie Siegel. Discipline your
mind, suggest the authors, and your disease will melt away.

“It bothers me greatly when someone mokes a blanket state-
ment like *You can cure yourself of cancer’,” says Felten. “Because
you cannof curs yourself of o grade IV malignant glioma.”” In fact,
i's possible that some therapies might even make people worse.
Spiegel Richardson and Fawzi use therupy to help a patient
handle the illness, not vanguish it. In @ common fringe therapy tool
called visualisation, a patient is instructed to visualise his immune
cells attacking and killing cancer cells. If a palient's cancer
worsens, he may well feel that he is to blame for not visualising
well encugh, and will feel more stressed not less.

“We don’t know how much difference mental well-being
could make to the ovtcome of o disease,” says Spiegel. “But
we've got to get off this hook of saying either i hos nothing to do
with it, or thai you can cure your body it you just tix it your
mind.” Today, few scientists need convincing that the brain
communicales with the immune system. The evidence mounts
every day. Tomorrow's agenda will be fo explore what this talk
might mean for our health.*

DIFICOLIY IO FODING A DLRTTST

by Robbin Rippon, District Dental Officer
As District Dental Officer for two Health Authorities in Surrey |

have been dismayed this week to come across someone who

is HIV positive who has taken four days to find a dentist 1o treat
his foothache.

What concerns me is the organisations he contacted for advice
were unchle 1o help. He contacted the District Council, the Family
Health Services Authority, the Regional Health Authority and also
local dentists. Eventually he contacted someone at the District
Health Authority who suggested he contact the local Community
Dental Clinic. He waos treated in less than one hour after his phone

call fo the Dental Clinic at the local Health Cenire.

fs is imporiant that people who are HIV4+ know how to obtain a
dentist. i there is difficulty finding a local family dentist to treat
soraeone who is HIV+, throughout the UK every Diskrict Health
Authority has @ District Dental Officer {sometimes called o Dental
Services Manager} wha will know o way of getting dental care.
This care may be from a local family dentist of or it may be a Clinic
health Centre Community Dentist that can help, but the District
Dental Officer should know.

by Paul Kimberley

season of mists and mellow fruitfulness, well | know about

he mist, once a week usually, and the other one sounds like
a yuppie drink. No seriously, | have realised what an important
part the weather has to play in our lives, “such a lovely day”,
“hasn’t the rain been bad recently”.

We hear expressions like these so frequently now, they do tend
fo just wash over us, but when if's a clear sunny day | feel so much
better inside, Opus 3 even had a charf success with It's A Fine
Day, two years ago.

Perhaps it's our ignored animal instincts that dictate we should
be more aclive in summer, and less so in winter. Yet 1 find it quite
hard 1o sleep once it has gol light in the morning. The birds sing
like they were connected up to the stereo. Something deep inside
says “go on, off you go then - get on with things”, and | think “oh
yes”, and get down in the kitchen and the clock says i¥'s 5,30 a.m.
Siill it's a good excuse to pui the kettle on. Fll just mention 1o you
chout a related event,

Cur water supply here in Canterbury has become very poor in
quality recently. In the end [ thought - I'm not putting up with this
any longer, so | went out and brought a filter jug. Now at this
point | should just telf you how sceptical | hove always been about
this type of product. The flashy salesman at evr local department
store old me to descale the kettle first, and 1 would never have to
do it again. Well, | won't tell you exactly what | thought at that
point, as | usually descale it every fortnight, but | did as he
sugges!ed.

We started using Filtered water for hot drinks and cooking, and
you know he was right. There is just no sign of anything on the
ketile element. So [ then starfed to think about what deposits were
building up in the kettle, were also going in mel So there you have
it, if you are not a convert clready try it. No one could have been
more doubtful about it than me, but drinks do taste different, and
so do vegetobles cooked in filtered water.

i don't wish fo put the wind up you all, but 1 recently received
two catalogues one from the P.D.S.A. and the other R.5.P.B. They
were almost to the same format, only with different goods, but en
the first few pages were the Christmas cards. Yikes thinks me, it's
months until then, but as we all know time slips by so quickly,
some days | sit trying to work out what day it is, thinking yesterday
was Wednesday, and then | reafise i's Friday, and Thursday just
never happened!

Well it only remains for me fo wish you @ happy holiday if you
have not had one yet. If you have then | hope you enjoyed it, and
perhaps gei the opportunity to manage another one. Oh yes, the
grass cutter went after an electric wheelchair, it was love at first
sight, so if's back to me cutting the grass again - yukl You alf out
there take care now, and the new motto is - be dazzling, be

dynamic, be daring.®



LIVER DISEASE AND HIV

{continued from page 1)

THE FUNCTIONS OF THE LIVER

The liver has many critical functions including
fillering biood, eliminating toxins, secrefing bile {a
fluid that helps absorb and digest fat}, and making
clolting factors. it also converts sugor into frighye-
erides {lipids) and glycogen (a carbolydrate} to be
stored for energy and, between meals, converts
iriglycerides, glycogen and amino acids into blood
sugor fo meet the body’s immediate energy needs.

The work of the liver is parficularly critical to the
brain and central nervous system. These tissues
receive their energy supply only from sugar, and so

are exiremely vulnerable to liver failure.

DIAGNOSING LIVER DISORDERS

Various tests are available for persons with liver
disorders. These include tests for liver Function and
viral hepatitis. Computerised tomography {the
familiar “cat” or CT scan} and vlirasound may also
frequently be useful.

Liver chemisiry tests are an initial means for
measuring the fiver's condition. For example, high
bload levels of bilirubin, formed by the breakdown
of hoemoglobin, indicate that the liver is not
adequately transferring excess iron from the blood-
stream 1o the bile, and this is o specific indicator of
fiver disease. High blood levels of two common liver
enzymes involved in amino acid breakdown {AST
and ALT, also designated as “SGOT” and “SGPT” in
lub reporls) are a sign of acule liver cell injury. Such
domage 1o cell integrity aliows these chemicals 1o
escape from the cells and is associated with viral
hepatitis and the toxic effects of drugs and poisons.

LIVER INFECTIONS

The majority of liver diseases in patients with HIY
are caused by viruses (especially hepatitis B and
hepatitis C) or opportunistic infections (IMAC, cryp-
tosporidiosis, CMV). Recent studies suggest that the
fiver is an important site of HIV replication, too.
There have been well-documented cases of liver
inflammation during primary HiV infection, the
initicl Hlu-like syndrome that ofien precedes serocon-
version, and this is @ strong indication that HIY

attacks liver cells directly.»

editor — There will be on information sheet on this
topic of Liver Disease and HIV available in the forth-

coming morniths.

JIELL SO0 HIVE ARD LENRE

by Gerry Healy

Part Two

When the first session was over, we broke for tec & coffee. After len minutes we
were asked to come back 1o the group, One of the organisers introduced cur
special guest. The man spoke with an English accent, he told us he had Aids ond
was from the Terrence Higgins Trust (THT) in London, the first charity to be set up
for HIV & Aids. Then he went an to talk about his own fife and how he became
infacted.

I coutd relate to everything that John said and | broke down and cried, | was
the only other person in the group fiving with the virus. The next thing [ knew
there were many people around me and giving me support and o shoulder fo cry
on. When the tears stopped, o special worker held my hand.

There was o question and answer session, followed by more information on
the THT. After listening fo this man speak, | forgot about his sexuality and how he
became positive. This was a man with the some virus Fhad, but | had not sufered
any infections so far, John came over fo me and gave me o hug. Then he gave
me o crystal and said “keep on fighting”.

Two social workers came fo me; one was seeing some HIV haemophiliacs at
St. James' Hospital and asked me if | would come up from Cork 1o meet some of
her clients. | had already been supporting @ number of HIV haemophiliacs with
CARA. The other social worker was counselling positive people from ofl the high
risk groups. He asked me if | would set up a support group like Body Positive. |
told him | would give him my answer before the end of the month as | had io talk
it through with my wife and dad.

My video business was not going well and | was under a lot of siress in Cork.
| did not have many people to tafk to. As 1 did not want te put any stress on my
wife and dad, { held it all in and we had to give up the business soon. | had to
make the right decision for myself and as | was still o director of the Irish
Haemophilia Society, | knew | had to give up some of my commitments.

All this starled to develop and change my life. [ did a course in community
development and counselling. In Dublin we set up a Body Positive Group. During
this time | was active in setling up a Positive Haemophilia Group and
approaching the solicitors to gef our case started for compensation.

While this was going on, | met a priest, who was working in the HIV field in
New York. He gave me great support and advice and made me look at myself. |
discovered | had been running away from the family that loved me. Someday, |
will write o bit more about the wonderful support | have received and my fight to
give support to others.»

BRILERS 10 T EDIOR.

Dear Editor,

We are lucky to have a good Regional Haemophilia Centre «t the Royal Free
Hospiial in Belfasi, but of course it is left up to the individual to maintain a lifestyle
conducive o continued well-being. Some of us have been in touch with similar
groups with regard to aliernalive treatments, There is such an array of philoso-
phies one finds it difficult fo assess the pros and cons of all of them. To be truthful,
of all the problems we have encountered, the curtailment of our alcohol intake
due to HCV is the most golling. As we are sure you will be aware from the
London Weekend we are rather fond of the odd pint.

To conclude we intend fo pursue as normal an existence as possible allied with a
positive approach fo our condition and life in general.

Hopelully by the time we get togeiher again we shall no longer be ‘the three
muskeleers”. D'arlagnan come on your time is up!

Neil Kerr, Colin Fitzsimmons, Birchgrove, NI



I DEFEACE OF THL 0L ORDLR...

B om0 pr—

by Corey §. Dubin

Wm! is the role of social workers in
the haemophilia community? What
are the boundaries that delineate between

good support and advocacy work and
paternclism and interference?

Why are so many social workers
connected 1o the haemophilia community
going such great length in defence of the
“old order”? Using anger as the new
method of keeping us down. With
increasing regularity we hear things like,
“you know he just doesn’t handle his anger
very well” or “isn’t he suffering from aids
dementia”. Anger and dementia are the
new currency for deligitimising those in the
community demanding to know the truth
about how and why so many were
infected. In years past it was “That patient
is foo independent for his/her own good”,
"you know the type, they do not toke direc-
tion from the “skaff” very well”. Always
questioning ond  challenging  and
demanding dliernative opinions.

One of the primary responsibilities of
social workers is to validate the feclings of
the client, not te find ways of invalidating
the individual’s feelings. Repeatedly we
find social workers in our treatement centres
projecting their own inability fo cope with
the devastation of aids onto the client,
invalidating feelings of anger and aban-
donment regarding our infection with HIV.

The haemophilia treaiment cenire
comprehensive care model raises serious
questions about the role of social work. As
part of the trectment cantre comprehensive
team, the social workers first responsibility
is to the medical staif and not the client.
This has set up a difficuli situation for the
social worker, and even worse conditions
for the client. Over the years, | have seen o
few very good professionals resign from
treatment centres, because what they
believed was in the hest interests of the
client ran counter to the opinions and
needs of the medical staff. Ultimately, the
socicl workers at freatment centres answer
to the medical staff and not the clients.

Reing a social worker in the
haemophitia community should not be
ubout power and privilege over those you
are employed to assist, When providing
support and advocaey becomes contral
over clients, bad things tend to occur.
Individuals become invested with sustaining
and protecting the medical system of power
and control. For many in this community
this exacily what is occurring off too often.

The old order is in the process of
decay, the power relationships are
changing and we have no injentions of
returning to the shadows and going
quietly. This | know from the botiom of my
heart. Those working with this community
must embrace and support the new vision,
or step aside.

One model leads to disempowerment,
ond disoffection, vliimately reinforcing our
dependence and a sense of powerlessness
in this communily. Our situation is that of a
developing country experiencing the
process of decolonisation. Not only must
the colonial power be replaced. In this
case the medical establishment ond the
drug companies, we must also decolonise
our souls by reconstituting ourselves as
empowered both as individuals and s @

. community in controt of our own destiny.

This is the external and internal dynamic
we face and this is the challenge.

In stark contrast to the colonised model
is & community based ond controlled struc-
ture which fosters a sense of power, inde-
pendence, and the ability of this commu-
nity to sell-identify both individually and
collectively. For too many years we have
only been defined as individuals and as o
community by the social workers and the
medicat establishment.

For many in this community the first
model was an important contributing
factor 1o the redlity we are currently expe-
riencing. It hos token o decade for the
community to begin the task of self-aware-
ness and self-identification. We are now
undertaking the development of an dlter-
native model of social work that is concep-
tualised, implemented and controlled by
persons with haemophilio and their
families.

This new vision must he based on
cooperation and partnership, We seek a
cooperalive partnership with medical/
social professionals that are working in this
community. One where we honour each
others respective contributions to the well
being of the whole community. Together
we caon begin to heal ourselves while
developing and implementing structures
and programs that directly speak to the
needs ond aspirations of our brothers,
sisters, mothers and fathers.

With the kind permission of Corey Dubin
Sci Med Aids,coyoteradio@ige apc.org,IntedNet

MEDICAL NEWS feent. from poge two)
AMSTERDAM STUDY

(Journal  of Infecticus Diseuses
1994;169:1236-43} In a study of long-
term asymptomatics, the researchers in
Amsterdam followed 61 HIV-positive men
who remained asymptomatic for at least
seven years and compared them with 142
men whao progressed to AiDS. Long-term
asymptomatic HIV infection was associated
with high levels of antibodies to HIV core
proteins ond the absence of hepatitis B
antibodies. No association with unsafe sex
practices and recreational drug use was
found. Additienally, a test given to
measure levels of psychologicol coping
found no association between such skills
and stower disease progression.

Note: Life styles have recenfly been shown
to have an offect upon the symptoms of
these connedied with HIY. {see Coniroversy
over poppers and Kaposi's sarcoma, AIDS
Treatmentupdate, 20.)

THE USE OF CD4 COUNTS
British Medical Journal Use of CD4
lymphocyfe count to predict fong lerm
survival free of AIDS after HIV infection,
Andrew Phillips ef of, 309, 309-13.

This paper by Andrew Phillips et al
looks at a statistical model of predicting
AIDS by extending the levels of CD4 counts
from the date of infection to 23 years after
seroconversion. |1 was done at the Royal
Free Hospital with 111 people with
haemophilia infected with HIV. From 1989,
prophylaxis was given to 93 patients when
their CD4 count fell below 200 x104/1 {13
had already been on the Concorde Trial}. 1
comprised 57 treated with zidovudine
{AZT), 40 with prophylaxis, ogainst
Pneumocystis carinii and 36 with flucona-
zole. As this was a statistical survey, AlDS
was delined in the people as any CD4
count below 50 x106/1. These CD4 markers
were used 1o determine the start of AIDS.

“It is supposed to be a professional
secrel, but 'l tell you anyway. We
dactors do nothing — we only help and
enceunrage the doctor within”

Albert Schweifzer




I CILLENGE OF THE PO

THE CONFERENCE OF THE BIRCHGROVE GROUP TO BE HELD AT THE
P!CCADIL.L.Y HOTEL MANCHESTER ON THE 26THE27TH NOV 94

——

he theme of the weekend is the Challenge of the Future, we “I is hard to impart my feefings, but no cae would have believed that a weekend
could change someone’s lile so dramatically and oy much os the one you have

believe that this will be an epportunity for people to meet and
just held did. It was an experience thot | shall remember for the rest of my life.”

fook ot the important issues that we all share and are concerned - N
A positive haemophifiac

about. We are also keen that the event should be informal and . )
#As o founder member, the benefits | hove gained over the yeers are too meny

requed’ with chances for people to enjoy themselves socially as lo mention. | really think the group has helped me to stay so healthy so long.*

well as 1o be involved in more serious issues and discussions. A positive haemophiliac

During the weekend there will be will be several opporunifies for  “The contagious infaction of well-being that the group generates hos given my

people to meet and talk. There will be o range of discussion groups husbond o new-found energy and the will to fight this virus and win.”

. . . Wife of a positive haemophilicc
and people will be able to choose two tepics which they are partic- ’ positive heemop

ularly interested in, and there will be a structured discussion DISCUSSION GROUPS

involving everyone and focusing on the repercussions of HiV on the Further deloils on these discussion groups will be
available at the conference.

TREATMENT AS A CONCERN
ensure Ihe ongoing direction DF the Bifchgrove Gl‘OUp. A discussion reviewing the current medical approach
1o treating HIV, Hepotitis C and Hoemophilia,

COMPLIMENTARY THERAPY
group”, which will offer a space for peop‘e to express their xplering the partnesship that complimentory therapies

haemophitia community. There will also be a briet meeting to

Throughout the weekend people will be linked with a *home

can have with troditional medical methods of freatment.
DISABLED, WHO ME?
Laoking ot the relationship that we ol

pate in ond help to decide the direction of the weekend, and that have with the image of disability.
CLOSED GROUPS

Sharing experiences to explore the

opinions and provide feedback about the subjects that are under

discussion during the weekend. We hope that people will parfici-

people will very much take the opportunity to make this conference

their own. sityationt thal we all are fucing.

. . . . . SPEAKING QUT
Founded in Spring 1987, the Birchgrove Group is now widely Forced 1o kesp silent on issves that ora centrol
experienced in initialing, organising, and participating in mutua to our lives. How de we make our voice heacd?

TELLING OUR STORY

support for people with haemophilis and HIV. As a group we are
A chaence to contribute 1o a project that will

rich, in the experiences of living, of loving, and of losing. Our record the recent history of our community
determination to survive has carried us through extraordinary fimes SHOULD LIFE BE FAIR?
Looking ot our rights to an equal position in society.
- both good and bad. 1o

mmn——u—unm——u—-n—m—-m——u———m—-m—a‘——-ﬂ——u—-ﬂm——m-mmmq_%

| am interested in attending the Birchgrove Conference, ot the Piccadilly Hotel, Manchester on the 26th & 27ih of November 1994.
1 Ploase send me further information about the Birchgrove Group. 71| wish fo attend the conference “The Challenge of the Fulure”.
PMEHTIE!  avaeroeeeeeoeeeseaessssteseaeseraseaees s aes s eabees has oo e ia e e e s S em oA AR e S B S E A R e T

AGAIEES.  oeoees et ee e emen b es s r R a gL eh AR ST R b e

Iwill require: [ Single Room/s [1 Twin Room/s [} Double Room/s (1) Family Room/s {all rooms are en-suite with bath/shower}
{1 Special requirements fvegetarian/wheelchairfother) i

I enclose a cheque for £ ..o e Finalised details will be sent as soon as they are available.

FOR FURTHER INFORMATION WRITE TO: THE BIRCHGROVE GROUP « PO BOX 313 ¢ CANTERBURY ¢ KENT (T1 161
OR TELEPHONE: (0345) 697231 LQ+COST

T




