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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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Dobson’s Choice - The Fight Goes On!
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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
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"Fear and Loathing in Cardiff "or

"Something for the Weekend"
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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




