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L.ast will and Testament

Of Gareth Lewis ( never to be a Trustee )

In a personal Capacity

In aceordance with the wishes of my Reverend Mentor, 1,
Registrant 1701 G Lewis, this day dated l4th November
1999, teave all my holdings within the Macfarlane Trust: to
sit in some bank or bust fund accumulaing interest,
comforted by the thought that my flock of feliow registrants
are dying in isolation and poverty. Still. the sheep are being
watered, fed and kept warm at winter.

As lnstructed, [ have made arrangements for this to
continue for the next thirty yeats, by annual interest and
careful management of the fund. The shepherds he Teaves in
charge have been taught in the Reverend way of Bullshit
and finance and 1 will depart due to Aids, knowing my
flock will be weli looked after.

What more can | do? They bave their monthly keep for
food and water, They have imoney for drugs, they can have
complementary therapy if they ask.

Their children are taken care of, by my congregation of
workers and trustees. They can have new shoes onee every
four years and their clathes for school wilk still fit after five.
Their bus fares and travel will be taken care of, but then ,in
my day we had to walk 1o school (Never mind that kids get
killed and abducted walking to school-ed.)

Money for nutritional diets and a dignificd, drug-sustained
lile is given with open hands, but enly if you apply in tripli-
cite to my single payment fund. OK. it will take a couple
of months and it its not supported by someone on my list
af disciples, we may have (o tumn it down. Ob and if you're
reaily ili, we can send you to & hospice. But hey, you have
easy, you huven’t died yet,!

Recompense was only given for thice years - don’t blame
me that you were uniueky enough (o live! You alt should be
dead. No one said at the beginning that we had to spend i
all. T thought il was for investment, to place an icon at
Lent, to bring together my faithfel trustees to worship.

My Reverend mentor always told me, “son don’t pay the
rent. let them light to scrape a life, Jet them struggle to
survive, lct them die in ignorance, ( oh, happy memories )
you have done your bit in life. Who cares about reality who
cares if you're aot right, your egacy is written, your flock
wil be all right™. Buf let me tell you Reverend, your ways
of thinking are deeply flawed, your ways of understanding
are shite. You hang on to a fortune thinking that it’s yours,
You go to government and aceept 2 million pounds and sell
our dignity and lives down the drain.

Your flock of trusiees have been brainwashed in your holy
crap and outimoded thoughts. You cannot see the picture of
life with HIV/AIDS and you will never understand what its
ke o be one of us. As we approach the Millennium with
dreadt and fear .in our hearts, the time hag come 10 make a
direct challenge 1o government, Setf-help means taking
responsibility for our own futures,

Where is your insight, or your understanding? 1 question
that you even know the meaning of the terms. Compassion
is nol a four letter word - if you had been dealt the cards we
are holding, then you might understand.

You have guided your trustees, and your staff, Jet them
think for themselves, empower them to understand, you
have given so mueh of yowr Ume and energy to the things
we will never understand. The ones who need support are
dying behind your back. We can only hope our children will
not have to face a virus in the future. HIV/AIDS and BCV
are killing us now.

Turn around and face your flock, fisten (o what they say,
take time 10 understand them they will not go away. Our
needs are getting greater, the longer that we live !

Your may not understand this. the pressures are (oo big. but
have you ever struggled? How many hands bave you held
belonging to someone dying from a virus? They ask your
permission o die. U've boen there many times. These are the
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?) situntions your Trustees need to see. Without the Dmmg th‘ed )%?!20()0, Mcn‘ib(_/;k,of
g contact and the pam.. they will fail 1.0 accept O‘F : Birchgyg\fe will visit a centre near you, ‘
e understand. Same will and some might have felt ‘We are undertaking a study too try and
g this pain on a personal level but for me this is and highlight which and where services for ;
v has been, much mt?t’(l. I'v.c been to more funeral those Haemophiliacs, Co-lnfected with
- than yc:jars I have ifch If you do take onbourd ’ HIV/HCY, are goo d or if the case
o4 something from this piece, then meet us. wlk tous, ¢ maybe not :
try and explain. The people who are dying do not '
] need this crap - they need financial security, they . N :
s need # life oii”' dignil}y, they need to feel a part of T}.le t‘our will stat in bc‘fl?mary at the \
punl life, they need to feel sceure they require a will to } Bn‘mmghan? Hacmo'phlha centre. ?
fight, a will (o Tive. This trust fund that you protect Represcniative of Birchgrove commitice :
s0 well, was given to sectre some of the things fare available to visit your centre and
Ive mentioned. When will you open the door? - discuss services and treatment with
i Your kingdom is not sacred, your trustecs can be - centre directors or nursing staff, If you
/5] brought down. Don't make us fight the way they would like Birchgrove to advocate on
CG did in Erance. We have not got the time, we are your behalf then ring the Cardiff office
getting ill. The drugs to save us are killing us. For (02920 520029
A some people, it's already too late. T this must be 5

Just thing you do 1o us, why can’t it be something “We hope to visit at least 20 centres
nd? Jyat s neede . " 3
kind? You know tx.hat s needed, you know what aeross the UK. And once data as been
5].‘1"1“]‘; be (10“" Fhe g‘;“f' l“_mc:t‘- who are ;C“P;“' " coilated we will publish a league table
sible for uecting us w th tiis disease, nee 1o he ‘ B .
sible 1¢ g us with this diseasc, necd 16 b2 which hopefully we will update twice a
told about the crap were having to take. { really : . o e e

. . o *vear there after. We will be looking for ¢
hope you sleep at night. For me, f never can. The N . . . :
_ . _ o _volunieer to take part In this ongoing
drugs. the shit that | take, the pressures Just to ; . X i

project on & regional level. We would

survive, the thoughts of my children the day that L
prefer that people do not visit and
"access their own centies but travel to

daddy dies. My wife, my friends 1 leave behind.
The memories of what we ve had to put up with

will remain with me tijl then, 1 urge all registrants _ the nearest centre, this would ¢nable a
10 get up off your asses and do something before . safe and honest accessment to be made
it's oo late. and also protect the researcher trom any

. . feedback hassle that may arise if your
Gareth Lewis .
“centie ends up bettom of the league.
Proud 1o sign this letter. | have nothing (o hide.
We ask Haemophilia consultants, _
Hacmophilia nurses, don't be frightencd |
we will not bite all were trying to dois
highlight some of the differcnces of '
haemophilia care for those Co-Infected |
- from centre 1o centre. ;

| As pointed out by Mr Melson we are

“angry, but all were trying to do is help

haemophiliacs get the care and services
that they have the right to expect, they
did not ask for co-infection, they had no

_choice.  So please help us to help

- everyone, future generations will benefit

 from what we put in place now. :

> Birchgrove Tour Commitice
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MIKE O'DRISCOLL

The Qbserver’s Coverage of the Hepatitis C
Campaign

t seems the Hepatitis C compensation

campaign is back in the public eye. The
(Observer newspaper devoted an article
and an cditorial to the campaign in its
issue of 7th November 1999, The article,
headlined  “Poisoned  Blood  Left
Thousands to Suoffer Unaided”, and
written by reporters Anthony Barnett and
Tracy McVeigh, highlighted the story of
Len Holmes, a mild haemophiliacs infected
with Hepatitis C following treatment with
contaminated Factor 8 during surgery.
Len died last year, aged 66, from liver
cancer directly attributable to Hepatitis C.

The article pointed out that in [995, as the
Opposition, the Labour party supported a
campaign for compensation for hacmophil-
iacs who had been infected by Hepatitis C
through the use of contaminated factor 8. In
1995, 233 MPs, including 16 current Labour
MPs who are now Ministers, signed an
early-tay motion calling for compensation
for hepatitis C vietims. Among the signato-
ries were Frank Dobson’s successor as
Health Secrctary. Alan Milburn, Health
Minister John Denham., and other Ministers
including Kate Hoey, Helen Liddell, Kim
Howells, Peter Hain and John Battle.

How different was the pathetic response of
Frank Daobson when Labour came to power.
Last year, he rejected the calls for compensa-
tion, stating that the circumstances were
different for HIV+ haemophihiacs and
Hepatitis C infected hacmophiliacs, seeming
1o think that there was no proof that the NHS
had acted negligently. But evidence
ancovered by The Qbserver directly contra-
dicts Dobson’s ill-informed interpretation of
the sifuation.

The newspaper cited a number of scientific
papers in leading medical journals dating
back to the early 70s, that warned of the
dangers of transmitting "Non A, Non B
Hepatitis” - better known 1o all of us as
Hepatitis C - through the use of Factor §. An
article in the Lancet in 1975 warned that 9
out of I8 hacmophiliacs treated with factor 8
in a three month period in 1974, became
infected with Nonr A Non B, According 10
the distinguished American professor Dr
Frank Putnam, it was known 30 ycars ago
that heating blood products would kill
hepatitis.

The German novernment for one, ook note

and began heat treating all its blood
products. But here in the UK, it seems that
our health ministers and NHS officials had
their heads buried up their own asses. Had
they bothered to read the relevant papers,
then we would surely not be faced with the
current situation where more than 5000
haemophiliacs have been infected with
Hepatitis C.

The sokicitor, Graham Ross, who represented
HIV+ haemophiliacs in the recompense
campaign and who is now working with
Hepatitis victims, has won a decision from
the court of appeal to gain access to confi-
dential government documents that indicate
“severe neglect.” However, surprise surprise,
Ross has been prevented from making the
contents of these documents public.

Why? Surely if, as Dobson claimed, there
was no proof of NHS neglect, then these
documents will vindicate him. Or is Dobson,
in government speak, “being circumspect
with the truth’? That’s “telling porkics” to me
and you.

Britain calls itself a ‘civilised nation’ but in
practice its actions contradict this notion.
Other civilised Governments in Ireland,
Canada and Ttaly are now accepting their
responsibilities and are compensating
haemophiliacs infected with Hepatitis C
through state owned blood laboratories. Now
that Dobbo has moved on to try and screw
Ken Livingstone and the people of London
in the same way that he has serewed us,
perhaps we can hope that Alan Milbura wil)
have the courage of his earlier convictions
and do the right thing. Or am I still living in
that lovely place called Cloud Cuockoo Land?

Birchgrove is calling on all those co-infected
haemophiliacs, their friends and familics to
write to their MPs, Welsh Assembly
Members and Scottish MPs, as well as to
Alan Milburn himself, urging them to recon-
sider their disgraceful treatment of the
haemophilia community.

If you need help in finding out who to write
10, or indeed i what your letier should say,
then please contact us at the Birchgrove
office. We will be only to happy to provide
the relevant information.

Yours in Solidarity
Mike O Driscoll

+ v
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"Fear and Loathing in Cardiff "or

"Something for the Weekend"

Page 3

PATRICK BATEMAN  coxrrs

This was my first experience of a
Birchgrove conference weekend, and
although I already knew a few people
attending I still felt a litte apprehensive
and had a few buttertlics on the journey
down to Cardiff. Having been part of
self-help groups for positive hacmophil-
tacs in the past, T am very aware of the
stark realities involved. You face your
illness head on in these situations and
confront your worst fears, The reminder
of ate and iilness and death, Talking
about HIV, HCV and haemophitia
related problems in depth are not always
casy. | am also very aware that we are
the experts regarding our own ilinesses,
we live them every day and who better
to talk to and understand than those
people in similar situations,

The meeting in the hotel bar seemed to
go smoothly as everyonc introduced
themselves and people they alveady
knew, We were easily identified as the
majority of us limped or hobbled about.
Once the drinks started flowing and
people became more relaxed inhibitions
scemed to disappear. There were six of
us who had never been to an event like
this before and some who had minimal
or no contact at all with other positive
haemophiliacs in the past. So once
started it scemed there was no keeping
anyone quiet. Conditions and illnesses
were at first spoken about in discreet
whispers and subtle codes but after a
while. and a few more drinks, it really
didn't seem to matter what we spoke
about. We always seemed to have plenty
of room in the hotel bar for some
reason. For many this was a unique
experience and it felt good.

After dinner a posse visited Cardiff for a
change of scenery and some better
tasting Guinness before returning to the
hotel bar to join the rest of the group for
some furious pool playing, drinking and
mad conversations. By now we had all
oot to know cach other a little better and
we alt had a story fo tell. Conversations
about our experiences, coping with fife,
relationships. families. hospital experi-
ences. football, women, traveliing the
world, worries about our livers, whose

round was it, recreational drug use, lile,
death. how we blew our cash, coping
with unemployment. motorbikes, tatioos,
piles, living in secrecy, support
networks. discrepancies in the services
we receive, our tolerances and intoler-
ances, complimentary therapies, combi-
nation therapy. balloon popping
Bangkok strippers, coping with HIV
whilst spending time in prison, drunken
speeches and lots of sick jokes, tales
from Amsterdam, comparing knees and
the pros and cons of replacement opera-
tions, what's the best car you can get on
motability, a lot of piss taking and
whose round is it were only a small
fraction of the topics covered into the
carly hours of the MOrning.

The hungover faces of those who made
it to breakfast said it all. There were
numerous visits to the toilets as the
previous night’s drinking took its totl.
The swimming pool, Jacuzzi and sauna
were perfect for waking up and fecling
human again. These Tacilities werc well
used all weckend and they certainly
helped the aching joints. Onc guy bradn't
been in 4 swimming pool for a few years
because he didn't fecl comfortable with
his disabilities so for him this was a rcal
bonus.

The Saturday's presentation by Fiona the
pharmacist and Zoe the dietician, both
from University Hospital Wales, was
informative and easy to understand.
There was a lot of information that I had
read about or heard about before but
having it explained again was extremely
valuable in its understanding. There was
information about a lot of new drugs on
the horizon and now available both for
HIV and HCV which seemed to give
most people a sense of hope. Zoe sent
everyone into panic with her food and
water safety talk. No soft cheese, boil
water for teeth cleaning and don't buy
meats with a furry green glaze from deli
counters, all seemed 1o lean heavily on
the side of caution, We all agreed to use
our common sense and not worry oo
much. There was excelient advice on
vitamins and nutritional support and
averall T felt that we had all come away
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with more knowledge and under-
standing. It was also important (o be
able to talk (o Fiona and Zoe on a one-to
-one basts about our personal drug
regimens and complications. Some
people had never spoken to a pharmacist
or dietician in all their years of
infection, so for them this session was
extremely enlightening.

The evening was a little steadier on the
Saturday and it was pointed out that [
was drinking half-pints on a number of
occasions, conscious of my throbbing
liver. The conversations continued at
their frenzied pace, however.

Tim Hunt tried to inject the Sunday
morning session with enthusiasm ag he
herded us into groups to talk about the
changing goalposts. As we had done
nothing but talk about our situations,
this was an easy and lighthearted end to
the weeckend's programme. [t scemed
that most of us felt better now about our
prospects and care than we did ten years
ago. Ten years ago [ kept being told that
P didn't have long to live. 've stopped
believing that,

After Sunday lunch we all made our

Journeys home in a trickle with lots of

"see you next year", "It's been really
good to mect you", "lets keep in touch”
good-byes.

Personally I thought the weekend was a
success and T gained a lot of knowledge,
met some new {riends and overall felt
good about life. Although there was a
low turnout of people over the weekend
it gave us all a chance to get to know
each other and get a lot of frustrations
and anxieties off our chests in an
empathic environment. It gave us an
opportunity to have a laugh about life as
well. [ only hope these events will be
continued to be financed in the future, as
their value to our sapport is mmense.

P Bateman

TO WHOM IT MAY CONCERN,

OR EVEN CARE TO READ.

CONT ON BACK PAGE

read this week ahﬂut compensation

"I»iepatlns_(f B and everything else that
goes with-blood. pmducts. I would Izke_

f:'md just qutmg ee] Liose I
“doesn’t only stop here it goes on and on,
with my daughiters they wnl! be carriers
of.'haemophitfaz nosLof theirson’s’ mii
’ it goes o anr}

on.

The government gave us o J_ne'zisly: _







The New Chair
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A Burgess

As discussed at the recent meeting
of National Birehgrove, 1 am
submitting this fetter to be published
in the next Newsletter.

It was back in 1994 at the Piccadilly
Hotel, Manchester, that 1 first met with
the Birchgrove Group. I had travelled on
my own and had to admit to being a
little nervous bt also filled with antici-
pation. | had heard of the Birchgrove
through Body Positive newsletters and 1
was hoping that Birchgrove would help
the isolation I was experiencing. 1 was
not disappointed,

The friendships formed at that weekend
in Manchester 5 years ago are stronger
then ever. Over the years it has been a
roller coaster ride emotionally with the
obvious downside of friends dying from
AIDS, and others getting so ill you fear
you will not see them again. But the
highs have outweighed the lows, and the
main highs are the friendships formed,
these being the only good thing to come
from being infected with HIV.

I was at the weekend in Manchester that
I decided to get involved in the
Birchgrove, and applied to go on the
steering group and was accepted. At first
I wondered what T had let myself in for
as one or two of the comumittee did not
think that having new members was the
way forward. There seemed to be more
“clear the air meetings" than business
meetings, but everything has since
seitled down and the Birchgrove has
gone from strength (o strength, despite
the inevitable sad deaths that happen
from time to time.

The Birchgrove Group is respected and
indeed feared in some quarters ! And
that is down to one man. Gareth Lewis,
one of the founders of the group who
hay brought it such a long way from the
carly meetings in a pub, to the smart
offices in which the Birchgrove now
reside. He will probably think I am arse
licking when he reads this but [ do have
a point, and that is that Gareth has
stepped down as chairman of the group
and [ have taken over from him. He will
be a tough act 1o follow but T will give it
my best shot.

I hope that the Birchgrove can go on to
become a campaign and action group as

well as a self help group. 1 hope that the
nane Birchgrove will be around for
years 10 come, to remind the govern-
ment of the shameful incompetence that
led to Haemophiliacs being infected and
to remind them that we are still here.
Having fought for everything we have
achieved, we will carry on fighting until
we get everything we deserve.

Ex Chair’s right of reply !!

Firstly, I would like to take this opportu-
nity to thank Alan for his kind, arse
licking comments, and exiend my thanks
to all those Birches who I have had the
pleasure of meeting over the years, Due
to covert activities and some crap to do
with drugs, the time has come for me to
let go. But as a parting shot which
hopefully will bring a smilc to some
peoples faces. I would like to tell you a
story, which will link in with the friend-
ship and bonds that myself and Alan
have built up over the years, It dates
back a few years and was during, a trip
to Suffolk. Afier a skinful of becr and a
good meal the night before, Alan
decided to show us some of the historie
sites of Suffolk and our tour started with
a visit to the industrial heartland of
Ipswich, followed by a countryside walk
and a few beers in local hostelries.
During the trip back to our base in
Ipswich, we were brought to a sudden
halt by what I can only describe as
something from another planet! In a
field were two of Suffolk’s fincst pigs
indulging in oral sex! This was a sight (o
remember and has raised a Jaugh and a
few eyebrows on many an occasion
since. The memory of that trip and the
sight of that rather strange. porcine
blowjob, will stay with me for ever.

Yours G Lewis

Ex Chair National Birchgrove
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Alfie

Whm is, who arc, and why do we woed  them?
Relationships.. Firstly we need 10 define what it
actunily means and how 10 guantify a relationsiip. in

e world of haemophilis HIV & ALDS, one s mapy relue
tiunships 10 contend with, Your HIV being the first,, @
heputitis vires of {wo coming a close seeond and you ten
chuck in haemophitis, Whilst we are tryiug 16 define this we

atse have major relationships with factor Y1tk

Combination theeapics, and the odd dose of prin kiblers, ithet
e of these could go 10 e top of The Tist ALy stage
depending 08 the present oF currend situation. Bt cach one 38
clenrly detined and completely separate {rom tie other, Ang one
st pot forget the relationships vutside of pur hacmophitia &
M1V { OV Ao olus will be in long erm relationships with
pArtHers, wives, children amilics and friends. How do we

digtinguish between these and how do we muintain a balance?

Do they all overlap ovare they kept completely separate’! Oy
relagiunshipy with our doctors oF Hacmophilis consubtant with
also play a major Wl i decisions on life, the wiiiverse and
gvery thing else. Lets wy and pull this together. Haemophiltia
will be a constant and will always play & prtjor part in one's
lite.

fuens YOur whole life upside down and you're faced with

HIV & HOV The devuglation that these Arases brng

completely new set of uoals and 1 pew playing Meld on which
1o set out your stait No one way can be gight ur wieng - gach

individuat will deud with their sitvation in their own wiy.

if there is 4 right Wway, then you will fing it yonrsedf. 1 think if

you aceept te situation and fearn (o cope and st in place s0IME
cles to live by, ther you'Te hialfway coping with anether side
of Hasinophilis. You st build 3 sound bise with whrich 10

discuss freatment pptions with your consultant.The marc you

prnderstand the casier i will bt rick with 4 verlun combina-
tion. The problems will arise when ane is faced with side
effects wid you were W sare of the implications of a certain
drugs of 3ts contraindivation with another treatment.
Discovering something new ean be frightening but i you're
aware that there is w possivility of this huppening then i's not
sueh a shock and you're better able to deat with e profrient,
S good fuck with that side of things and retpenbes whatever

chotee you make, ke i for yourseif,

We plso need 1o ook at oW relatinnships with others who may
only float inlo ouF Jives for nshort period of time. This is ene [
strugele with - } really want el evervone | meet thas I'm

positive and proud.

Pt you sced 1@ fook ot those people within your inumediate
fapmty and bow your decision will affeet 1hem. So you become
very good & distorting the wuh 10 suit whatevey SeeRario you

may find yoursell i,

Bt wy ot is that © 1 can’t be pood for you " 10 have 10
contimualy deny the virus. 1o carry on for long pericds of your

fife cssentintly Biving @ lie.

Rut t honesty dont think there is an answes 1o this one. cither
So just get on with it. | have lved with the consequences of
being ont 11 and sometines that eal b pretry seary, there are
penelits. Thilting A copy of the AIDS Comrol Actona tabic
whitst travelling o Rptish Rait of National Bus will U Limes out
of 10 guarantee 4 andistarbud ORIy, which T guite enjoy. i
think shere will jeed 1o be a part two 88 1 in (hinking about 80
many relationships and parinership ceah 1 feel the seed o do
wore pstice 10 ull aspects of selntionships, Bt dhis will do [or

B STHTen
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External Correspondent

would to thank The Observer for

highlighting the difficulties faced by
haemophiliacs who have been infected
with Hepatitis C through the use of
contaminated blood products supplied
for their treatment by the NHS. For
many of us, this is our second time
round, For Hepatitis C now, read HIV
in the 80s.

I had been married only a short time
when 1 was diagnosed with HIV. Instead
of fooking to the future with my wife
and, as we had hoped, children, I had to
come to terms with the fact that 1 had
perhaps as little as three years to live.
However, as with many others in the
same situation, we carried on and tried
to live as normal a life as possible. After
15 years, with increasing numbers of
haemophiliacs dying from AIDS related
illnesses, the strain grew too much for
both of us and the marriage ended.

There are approximately 30% of HIV
infected haemophiliacs still alive in the
UK and 95% of those remaining have
also been diagnosed with Hepatitis C.
These people were infected with the
Hepatitis C virus through exactly the
same means of transmission as with HIV
- that is through treatment with contami-
nated blood products supplied by the
Health Service. To add to this viral pot
pourri, we have also been warned about
the possibility of infection with CID.

Through no fault of our own, our ability
to lead something resembling a normal
life has been severely compromised.
Due to ill health the majority of us still
ltving are unable 1o work, and many of
us have seen the collapse of long-term
relationships due to to the stress of
worrying what comes next.

Many haemophiliacs are now taking
large combinations of drugs to prevent
the onset of HIV related infections, yet
at the same time these drug combina-
tions may be causing problems to our
Hepatitis infected ivers, In fact, already,
more than 100 hacmophiliacs have died
as a direet result of Hepatitis C
infection. The choice for many co-
infected hacmophiliacs is whether to
stop HIV trecatment so as to prevent
further liver damage. Many of us feel

we are caught between a rock and a hard
place.

So what of the future? Other govern-
ments across the worlds have dealt with
this matter and talked to infected
haemophiliacs to see how they can help,
In fact, the Welsh Assembly and
Scottish parliament are consulting
haemophiliacs right now to discuss
some form of recompense and to make
sure that thase who were lucky enough
to have had children need not worry for
their future. English co-infected
haemophiliacs expect the same
treatment from Westminster.

Whilst some of the problems that
confronted us in the past, such as the
stigma facing those who are HIV+, and
the lack of effective treatments. are
perhaps not as pressing, the fact 1s that
with Hepatitis C, we find ourselves once
more having to worry about the future
for ourselves and our families.
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his weekend was run as a pilot with twoe

clear objectives. Firstly fo create oppoer-
tanities for peer support for young men with
haemophilia and HIV (aged 18-25) and
their partners. Secondly, it was to be an
opportunity to begin to identify some of the
key issues being faced by these individuals,
and to begin clarifying how these could be
met by both the Society and other agencies.

The weekend was run at a hotel in Hove, near
Brighton. Twenty-two delcgates atiended,
inctuding four partners and one sister. The
weekend was structured around four main
sessions, with time for informal mixing and
saciatising [see attached programme|. The
sessions were facilitated by professionals
and/or people living with haemophilia and
HIV.

Written feedback was obtained from evalua-
tion forms, whilst a full written report was
produced on the Saturday aftcrnoon sessions
by the cxternal facilitators. Other feedback
was gained by members of the organising
team in talking with individuals and small
aroups in informal settings between sessions,
and in a feedback meeting &t the ead of the
weekend.

The ethos of the weekend was that people
were under no obligation to atiend any
sessions (apart from the initial meeting on
Friday night). As a result people attended the
sessions they feit most divectly useiul to them-
selves, with some attending few, if any, and
some attending all.

FEEDBACK FROM SESSIONS:

Meeting People, Telling People, Relationships
and Sex:

Every respondent but one (who did not atiend)
put this down as a useful session. Comments
varied, but most felt that the couple who
shared their experiences at the start of the
session gave everyonc the confidence to share
their own feelings and expericnces about
disclosure of HIV status, developing refation-
ships, negotiating sexual relationships, ete.
Breaking down in iwo sessions, one with the
men, the other with the women was also seen
as a positive step. Comments included: “Very
open and fionest™; “This was probably the
session 1 got the most out of "1 It was good
bhecause everyone was in the same boat, and
we've all been there, having to tell someone
you care about™; “Jt was a very good idea. but

quite exhausting and emotional™; “'m glad
we sphit into groups™.

WHICH were the most Importan{ Aspects of
the Weekend?

Every respondent highlighted that the most
important aspect was meeting up with others
in the same sittation as themselves. whether
they were HIV positive themselves or were
partners. The main reason was that there was
no air of secrecy — the issue of HIV (and cven
of haemophilia) which they had kept secret
their whole lives was out in the open here,
and safely so. Furthermore, with the majority
of those altending being in the same situation
health wise, HIV and haemophilia were
pormatised rather than being abnormal. This
meant people felt that they could relax. People
made the following comments about what
they felt was the best aspect of the weekend:

“Meeting with other peopic in the same
sieuation, ailowing me to talk about things that
1 couldn't’ with other peoplc not infected”.

“The chance to 1alk 1o other women in my
sitvasion™

“Being relaxed and being able to talk freely”

“Being able to talk without worrying who is
listening”.

“Beeause we are such a small group, we need
support from those in the same boat™.

The sessian on “Meeating People, Telling
People, Relationships and Sex™ was also the
one most cited as the most useful and relevant
of the weekend.

However, there were many comments that
suggested that more time needed to be given
over to social events (o allow people to
interact informally, and perhaps to have better
feisure facilitics (especially a swimming pool,
which can be beneficial for people with joint
problems related o bleeding disorders).

The main criticism was that the venue had 0o
many stairs for people with joint problems.
the 1ift access was poor, and the rooms 0o
cold. Another problem was hotel staff
wandering through rooms where sessions
were going o, potentially breaching confi-
dentiality, and causing disruption to some
potentially sensitive sessions. Any future
evenis would need (o ensure full accessibility,
and a lack of distuption by hotel or other
venue staft, 1t would also need to be more
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From Steve Fouch Haemophilia Correspondent

aceessible to public travsport and other
amenities.

AREAS TO BE COVERED FOR FUTURE
EVENTS

More sessions on HIV and HCV treatments
A weekend for partners only

Housing issues

Support for carers

Having children

Alternative therapies

There was a mixture of wanting both more
information and more oppoitunitics (o mees
up with peers outside of an everyday setting,

All respondents said that they would attend a
future meeting, and expressed u desire 1o see
such events happen regularly. Travel was not
an issue, only one person stipulating that the
venue should be within five hours drive of
where he lived. 1t is worth observing that the
location was difficulr for some further north
o gel to, and future events may be more
beneficial in a more geographically central
location.

Results of Discussion Groups

The Saturday afternoon session “Meeting
People, Telling People. Relationships and
Sex™ ended with the men and women splitting
into two small groups to discuss thewr needs
and issues in more depth, The results of these
discussions were recorded and feedback by
the sessions” facilitators.

1} RESULTS OF WOMENS' DISCUSSION
GROUP

The partners group also included one sibling.
The main findings coming from the group
were as folows:

Feeling that their needs were often regarded
as secondary to the needs of their male
partners andfor siblings. A strong sense of
isolation and lack of support. and & fack of
information, especialty around issues of
pregnancy and reducing transmission risks in
conception. A need for clear, plain English
information on treatments, pregnancy and
other issues, The need for a separate event
for partners was very strongly expressed.

2) RESULTS OF THIE MEN'S
DISCUSSION GROUP

Felting s of low self estcem and guilt were
widely expressed. The guilt muinty centring
on the risk of passing on the virus to sexual
pariners, creating 4 strong barrier to forming
intimate relationships. Fear of disclosure was
a strongly expressed feeling, even disclosure
to close family members. Concerns were
expressed about hepatitis C, its transmission
risks, treatments, and how it could affect their
health. Many cxpressed a luck of a sense £
direction or goal in their lives — insecurities
about education and employment {i.e. ¢an
they restart their education. and will they
continue in good health long enough to find
steady employment, ete.). This was another
cause of low selt-esteem, and an overall sense
of failure.

Most were experiencing stress in their
mtimate and family relationships as a result
of their diagnosis, and (elt they had no one (o
talk to. Most felt a sense of confusion about
the role of their Haemophilia Centres in
providing them with support in these and
other non-medical arcas of need, Gverall,
there was a strong desire (0 see such events as
this weekend replicated on a regular basis.
They felt that the experience of sharing cxpe-
riences and feelings with others in the same
sort of situation was invaluable, and
extremely supportive and helpful,

Discussion: Future Direction of Youth HIV
Project

The rationale for the HIV & Haemophilia
Youth Project was hased on the refative invis-
ibility of this group, and the lack of any clear
rescarch into their needs. The Macfarlane
Trust (an organisation set up by the
Government to provide {Inancial assistance Lo
all those infeeted with HIV through treatment
with blood products) conducted an extensive
review of the needs of its 460 surviving
members in 1998, This represents the vast
majority of those still living with hacmophilia
and HIV infection o the UK. Out of nearly
two hundred responses Lo guestionnaires,
focus groups and one-to-one interviews, only
two respondents were under twenty five, cven
though the Trust know {rom their own statis-
tics that there a around 150 of their registrants
in this age group.

The reasons for this under representation are
unclear, but may stem froim a dislike of such
formal mechanisms of information gathering
and a fear of breach of confidentiality. It may
also stem from a sense of low self esteem and
Caont Py 1
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Jack of hope for the future amongst this age

group who have growsn up with both an HIV
diagnosis, and potentially disabling inherited
condition.

[dentifying and mecting the needs of this group
were felf to be a priority by the Society, and in
partnership with other organisations, we have
set up this project to meet this aim, and begin
to develop services in partnership with other
organisations and groups to mect these needs.

Future Events

The Young People’s Weekend in Brighton was
the first step in the HIV Youth Project. The
second step is a similar event geared at the
uider eighteen age group. This is both a far
smaller group {about twenty-five individuals
nationally), and one with different needs due to
different developmental stage. The youngest
individual in this group is now about fourteen,
30 any event has to be geared around the needs
of mid to late teenagers. We hope to gain an
idea of what needs and issues are being felt by
this age group in similar way to those identi-
fied by the Brighton weekend.

Self-Help and Support

The main upshot from the Brighton event was
that such events are of great value, not just 1o
individuals living with clotting disorders and
HIV infection, but also to their partners and
siblings, who often share the burden, but
whose needs are even less well addressed
gencrally. Longer term aims of the project will
be to focus on the facilitation and development
of local support initiatives as well as regular
events, geared up at infected individuals and
their partners {(including meeting exclusively
for positive people and exclusively for their
partncrs). A meeting for partners and cavers is
currently being planned for early 2000, and
other events are being fooked into for later on
in that year, The programme of such events
will be informed by this meeting and question-
naires sent out to people registering for the

cvents.

1981 < THE FIRST CASES OF UNUSUAL
ILLNESSES ¢ NEVER FORGET

M e 1V amongst gay men in San Francisco.
and New York Pandemic are noticed by
‘doctors and epidemiologists. OF particular note is.
‘the mumber of young men  Transmission
suffering from Kaposi's sarcoma, & cnnditiﬂni
previously seen amongst older men, The term ‘

(GRID - Gay Related Immune Deficicney - s used o
weseribe the caflection of ilinesses with which young
aay men are presenting o hospitals,

ey

e

L1982 « Growing munbers of young gay vien in the US are

et

;;!:egimu'ng te dic from a growing range of immune
%fcﬁciency—rdah"c.' itinesses, incliding PCP pneumonia

tnd Kapost's sarcoma,

GRID is officially named Acquired Immunce
Deficiency Syndrome (AIDS) afler cpidemiologists
;nmicc that similar immune system disorders appear

S T AR

Lo be oceurring amongst haemophitiacs. Haitlans and )

jecting drug users. The fisst AIDS-related deatl
acears in the UK.

71983 . The Human T Lymphotropic Virus I, keows as
3 TIV H, is isolated fram people with AIDS by
‘researchers in France. :

The niumbers of people dying from AIDS continue 1o

?jégmw in the United States and in Curope, and begin
10 cause mounting public concern. HTLV 11 begins
(o infoct the national blood supply in the US and

Furope.

1984 « HTLV I is renamed as HIV,

*The firgt antibody test tor HIV is developed and
becomes commercially available in the US. The
development of early HIV prevention inltistives
:hcgins 1o gather pace amongst gay mes in the US
fand, a litle later, in Burope. A growing number of
celf help groups begin 1o he established by people
fiving with HLV.

1985 - Sercening for HIV in donated hivod begius in the
US and the UK. Rock Hudson dies

[ s——— O R

tram an AIDS-related condition in the United States,

‘atwracting considerable media atiention. The HIY

PPN

E‘:mlibmly 1es1 starts o become more widely available
Jin the RFK. The Tirst internationsd AIDS conference is?
‘heid in the US in Atianta. The World Heafth
‘Oreanisation establishes its ‘Global

;

4

gnggmmme' on ALDS.

:
%11986 - A nationa public information campaign is
Hauncked in the US. American ¢xperts

spredict that FIV will becoe 2 major threat 10

eterosexuals in the US. The UK government
‘announces funding for specific services for people

© Coag Py £2
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1981 - THE FIRST CASES OF UNUSUAL
[LLNESSES : NEVER FORGET

with MV, and Javnches prevention inltiatives abmed ar

fmjecting drug users. The fiest antiviral drug is Heensed

Hor use against LTHV.

%1‘)8? - The UK government lavoches a nationwide

spublic information campaign atmed

ar educating the general public abaut HIV it uses the
stogan "Don't dic of tgnorance’. The Tirgt needle
exchange schemes for diug users are set up in the UK,
and co-grdinated prevention work is initated in cities
with kirge drug-using poputations. The World Health
HOrganisution discovess patterns of HIV infection in the
‘developing world which suggoests significant levels of
heterosexual trimsmission, The first specialist HIV

serviees in the UK are established by the

;Na.fimml Health Service in London.

(1988 - The numbers of people dving from ATDS
continue 1o grow throughout the world. In

developed countries the number of treatments for some

‘opporiunistic infections bogins to
grow slowly. The UK Departrent of Health is

sued For compensation by a ninnber of hiemophilines
who had become infected from contaminated blood
products. Major initiatives continue 1o reduce KIV
transmission in some UK cities with high drug-
‘imecting popubirions. The first World ATDS Day is held
ot 1 Pecember.

1989 - ATDS dissidents in Europe and America
guestion whether HIV is the cause of ATDS. provoking
debate with HIV researchers and experts. Reporis from
TThailand sugpest that the country may be Tacing a large
':gr(}wih in the sumbers of people with HIV. The World
‘Headth Organisation reports growing numbers of people

awith HIV in a growing mumber of African countries,

990 - Compensation 1s agreed by the UK government

“for haemophiliacs wha had become infected with HIV

éthmugh contaminated blood products. An official repont
gpuhlishcd by the

EUK government reduces the estimates of the number of
Epcopie fikely to become infected with HIV i the
Hutre, This provokes a debate about the exsent 1o
’Ewhich HIV is likely to affect peeple oulside the main
risk groups in the UK,

'1991 - The Red Ribbon is adopted in the US as a
symbol of ATDS awareness as a profest about

fﬁ;c amount of mosey spent on the Gult War, Rock
gsingcr Freddie Mercury dies of an AlDS-related illness,
%:'I'hc World Health Organisatiosn estimates that 13
million people in Afvca are infected with HIV.
Conecerng begin (o be raised in the UK abow the
continued sumbers of gay men testing HIV positive.

frpmy s
;This leads to o debate about whether more money

" shonsld be spent on HIV prevention work with gy mon,

1992 - The international AIDS conference is moved to

Furape from Aanerice in protesi af U8

harder controls on peopie with HIV. The UK govern-
ment annonnees extra funding for HIV/AIDS which
leads to an expansion in the level of services in many
UK cities. Some tabloid newspapers i the UK begin to,
campaign for HEY transmission 1o be made a eriminal
offense, after ablegations that wn HiV-positive man with
hacnmophilia had infected a number of women. K

1693 - The preliminary results from the Concorde trial
are announced and cause considerable disappoiniment,
The study showed that theve appeared 10 be few ‘
benefits o starting carly treatment with the ant-HIV
drogs available wt the tme. A number of now HiV
prevettion iitistives aimed at gay men are Twnched in
the UK atter ceiticisim shat this area of work had been
underfunded previously.

1994 -

American researchers announce the findings of work
wlich shows that HIV replicates constantly in the body
from the point of infection. It had previously been
thought that HIV went through o lateney period after
infection, The finding is expected to have farreaching
inplications for anti-HITV treatinent rescarch,
Lipidemiologists warn of the fikelihood of a rapid
growth in the nambers of people with HIV in India.

1995 - Researchers annonnce tie results of the Evropean
Delta study and the US ACTG 1S

stidy. These show that a combination ol two anti-HIV
drugs works better thas taking the drugs singly as
monotherapy. Other rescarch studies arg reported 1o be
coming to similar conclusions, In the UK the
Department of Heabth publishes a strtegy for IV
prevention which advocates targeting resourees on

population groups at highest risk.

1996 - The international AIGYS Conference

is held in Vancouver, Canada, and hears the resulis of o
Jarge number of research studies which show that
combinations of anti-HIV drugs are effective w
reducing fevels of TV in the body. snd improving
survival. A number of new anti-HIV drugs are Ticensed
in Hurope and America - more are reported 1o be in
development, Reports begin to cirewlate of vastly
reduced pumbers of people using AIDS hospices and
hospital wards in the US,

American rescarchers raise the possibility of eradi-

cating HIY from the body using amti-HIV drugs.

“Wh Cares or reafly belioves this™ od
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Coming Back From Obl
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Paul Hooper

lien I look back over the years I’ve

had since being diagnosed, 1
wonder what I really have achieved in all
that time. So many others have done far
more to educate, inform and reach
others in times of need, that 1 feel like a
waste of space at times, It’s not the fact
that I've hidden from my status - Fve
read loads of stuff, but I haven't allowed
any of this to sink into the old brain box.
1f 1 had, then perhaps the one person I'd
have {0 acknowledge I was HIV to is me
« does that sound really odd? -
Desperately trying to outdo others phys-
ically so that I could appear to be
coping so well with being a
Haemophiliacs let alone HIV - 5o back
to fromt!

Frustration is constant but who and what
with, is something I'm trying so hard to
pin down. Maybe it’s just as simple as the
fact that I'm still angry about being HIV
although should T still be this way |5 years
on? One way in which I've failed to cope,
even though I've had loads of counselling
(this hasn't offered me any solutions) , is
by drinking in the pub.Why I"ve still got
any friends to call upon is a mystery but
I'm glad of the ones that have stuck by me
throughout my darkest pessimistic era.

A ten year relationship came to an end just
over two years ago because I didn’t cope
with loads of things - most of my
problems stem {rom being a
Haemophitiacs. Just a little while ago
someone said that while I'm treating
myself for a bleed I'm stopping those
around me from seeing that I'm in pain -
this has moved on to my interactive skills
with people and life.

When experiencing problems everyday
life can come up with as well as those of
being in a relationship, I do exactly what 1
do when [ have a bleed. There are times |
just shut down - this s fantastic for coping
with pain but not when if moves over into
areas you don’t want il to.

So, after finding myself single again | just
went on a year fong binge. No matter what
organisation ] approached no- one seemed
able to help. Would you believe I even
made out to people in Birchgrove that all
wias so bloody Rosy in my garden, thanks!
Who'd really want to admit that he or she
was feeling so low at heart that it hurt”? In
the end 1 jusi cut everyone off totally

without any hint that this was the way |
felt inside. Some people fearcd the worst
had happened.

Even my own mother, who still to this day
blames herself for me being a Hagmo.
Then, when this HIV popped up, well, that
wags the icing on the cake for her. Her guilt
was final! (Mom 1 love you and |
wouldn™t change a second of my life if
offered another go around). The only way
nty mother knew anything of me was
through the best neighbours anyone could
have {that’s you Phil &Tracey} .

Trying to find me wasn’t hard if you knew
that my time was spent in the local pub.
With all the bills out the way this is all I
did each day. Sitting watching the world
¢o by I imagined how a goldfish feels -
bored beyond belicf and wallowing in
more self-pity than is good for anyone. All
that I did think of was what am I going to i
do now? I'm still here, planning a new
carcer move in the pub!!! Day in day out,
on the endless pints of Guinness wasn't
getting me anywhere much at afl, Even
before I'd managed to find a stool the bar
staff started to pull the pint as soon as they
saw me.

Days initially went by very quickly indeed
although I'm not sure of this fact because
my drinking was exceptionally high, even- i
tally coming down in consumption to a
more manageable |5 pints each day , (Just
Guinness, mmnd you - no shorts),

AT o iR A 22 2ot s s e s s

Towards the end I was able to drink that
amount very casily because it was over a
long period of time. Even so, this was no
way to lead « life, but that’s what I found
easiest to do - just drink! Hardened
hoozer™s wondered what T was up to
because drink wasn™t the fivst thing |
reached for in the mornings. So why did 1
spend so much time in the pub? You can,
I"'m sure, tell that | enjoy good conversa-
tion!

e e s S R B 3R L

News does travel fast, especially when
people find out your HIV status - this was
by no means tricky to handle when you
think about being in a pub in Walsall
which is a real friendly place, even if you
are a Brummie. You'd be surprised to
know how many attitudes have changed
and moved forward. then again some
people just simply aren’t able to see that
because 1 don't have any outward physical
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Paul Hooper .

signs of disability why I can't” do some
‘cash in hand” with them on a building site
no matter how many times I'd try to
explain Haemophilia to them (even sober
the next day '), I's probably better just
to Jimp now and then just to put this type
off.

Debating in the local became second
nature to me, even with the landlords,
who had a friend with Haemophilia. The
staft also chose to ask me many questions,
the main point being , “why the hell are
you wasting so much time during the day
when you could so easily be doing
something else?” What that was I didn™t
know until I started to see a future.

Knowing that you can't carry on drinking
the way I was didn™t mean | saw sense -
well T didn't, as I'm a man who goes from
one cxtreme to another! One point was
certain to me, I didn™t want to live the rest
of my life alone anymore, so, dating
commenced with some cxciterment mixed
in with “what will a women say when |
mention my status” ? Not only that, but
when do you bring it up? - The second
date? Well I plumbed for the bull at a gate
approach by bringing it up on the first
date! No one ran away screaming (I wish
more than one had though! ) about this
new found nformation. Saying things had
changed since 1 was single ten years ago
is understating it just a little.

Sure, some didnt want that second date
but 1 felt that it was far easier to find out
how somcone would react early on before
I fel] too deeply into a relationship of any
kind. Discovering that you're not the ‘one
inan walking leper colony’ that you
imagine some amongst society look upon
you as (even though some won’t openly
say this ) came as quite & relief to me!

Who had moved the goal posts while |
was in my last relationship? Also, could
someone tell me why independent women
woit't aceept going dutch, some even take
offense at being offered to share petrol
costs. Qut of most encounters though. the
vast majority just wanted to mother me.
This wasn™t what [ had imagined ['d find
as the most common reaction.

Moving from the direct approach |
thought about other rediums of
contacting someone who might like to get
to know me, not just some walking
accident zone with an over developed

appetite for the Guinness!

Samantha and | first made contact on a
chatline way back in January this year -
the day before my 35th birthday to be
precise. We swopped phone numbers so
we could chat some more and little did {
dare imagine that in less than six months
time we would be living together! Having
given up a well paid job along with
moving from all she had ever known to
come to Walsall, Samantha has made such
a wonderful impact on my life.

We have had so much 1o come to terms
with although we have found support
through the many close friends and family
I still, to my amazement, have around me.
Learning to be a father to Samantha’s 12
year old boy, Aaron, isn't easy, but then if
things were, would they be worth doing?
Uncle status didn™t help much because 'm
the type that always has loads of fun all
day long then just hands the children back,
s0 I wasn't prepared for one that's for
keeps.

He has had more than enough to cope
with moving home and changing schools
at the start of year 7, so when it comes
down to my health he™s so very protective
towards me and isn't quite sure yet as to
how rough he can play with me but that’s
not stopping us having loads of fun
finding out about each other. His pet name
for me is the “antique’, and that’s not
because of my joints. It's simply because
['m 35!

Finally I"m looking into all the informa-
tion that’s at hand cven though at the
minute it’s making my head spin. Loads of
tests later my cd4 is 130 with a viral Joad
of 724 which is just as much of a surprise
to me as it is 10 the treatment centre, ¢spe-
cially when you take into consideration
the 15 pints of Guinness a day for more
than a year. Options aren’t something to
be afraid of anymore and all opportunities
should be grabbed by the throat. At long
last P'm starting to live a life - yet [ still
feel guilty for still being here!

Paul Hooper.

We will awaite part two, someone who
knows there is a lotmore 17 (ed )
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The foltowing information leaflets wad back issues

of the Birchgrove Newsletier are available from the

Birchgrove Group, free of charge 10 those directly

affected by Haemophilia/HIV or registrants,

Birchgrove Newsletter Back Issues

d BIRCHGROVE pewsletter fsyue 6
U BIRCHGROVE newsletter fssue &
U BIRCHGROVE newsletier Jsse 9
a BIRCHGROVE newstetter fssie 10
(L BIRCHGROVE newstetter Jsste 1
) BIRCHGROVE newsletter fssue 12
[ BIRCHGROVE newsietter Jssie 13
L BIRCHGROVE newsieticr Issue 14
D BIRCHGROVE newsletier faywe 15
Birchgrove information Leaflets

o Hepatitis C - Special Tdition

We can also supply the following items,

L] Red Ribhons (Cloth)
(d Red Ribbon Badges (Enamel)
D Birchgrove Red Ribbons (Inameh

Name:

Send to:

The Birchgrove Group.

PO Box 9, Abertillery, NP3 1YD,

or Phone 01222 520029  Helpline
(01222 520045 Pax

£0.50

£2.50

£2.50

cont from g 4

£20,000 for oln £r0uble ( for Aids ) We had a

little bit-of help off a trust fund, Which offers

hard%y any help. unless were really dc,speram _
Why haven't the gm«cmmem found acure for -
haemophilia, why are blood pmducts still conta-
minated: Why does my. ‘husband have too go
thmugi; reg:meq of injections and many pitlga

day too, keep his health problems stable, why do )

1 have to lie tao people constantly about my
husbands health and poor limbs; Why do we have
too feel guiltyfor normal dctwmes‘ tlmt we need ?
why do we fec-;i tike nna;’dcrcrs ? go_mﬁ through a

> Tast thing 1 may add it iibc,:sn"t matter where
these: viruses came {rom. The fact’ is we wanta
cure-and compensation for the hellwere going

_through yes hcl! and at thc enc[ of the day

Are you: *zdft mc youl aon '8 and ddmth;‘, gdfb
Whu l\llQW ey 5 " .

F L{?elii‘v { }’nf' deitty camcs ji om an_}bady ()Hf
there.

(_ co;r'ne to the q{}";que, [’Ii{)_'r‘z’_e. ik;lk tr} 'z'é:s: ) e'('f'_;,
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