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by Mike O’ Driscolf

he National Blood Authority (NBA) ~ the

unelected quange responsible for running
The National Blood Service — intends to
replace altruism with profit, according to
Melanie Phillips, in the Observer an the 20th
of November 1994,
In a scathing article thot rightly condemns the
motive of the NBA, Ms Phillips reveals how
management consultanis, Bain & Co., were
commissioned by the Authority — at a cost to
the heolth service of £600,000 to provide u
report on transforming the blood products
laboratory into a profi-making enterprise.
Among the proposals, are plans to close five
out of the fifteen blood testing and processing
centres in England and Wales, and fo estab-
lish what are called blood stockhelding
centres. The NBA would also like to see fewer
uneconomic blood denor sessions around the
country, replacing them with targer sessions,
which would ro doubt increase the produc:
tivity and economic petformance. And where
is the evidence for the alleged inefficiency of
the testing ond processing centres?
Not in the Bain report, according to Ms
Phillips, the British Blood service does not
suffer a cash erisis, and apart from satistying
the vast majorily of doctors, donors and recip-
ients, it is also the most cost effective blood
supply system in fhe world.
The refusal of the NBA to say where these
stockholding cenires are to be located, what
supplies they will hold and how these supplies
will be stored, shows the ignorance and short-
sightediness of the quango.

Many doctors have voiced fears that palients
lives wili be put af risk, if as indicated, the
new cenires are located up fo twa hours from
some hospitals. And what of the donors?
Since the smaller donor sessions supply 30%
of blood, will the NBA guarantes fo increase
the larger sessions by 30%2 As Ms Phillips
aculely ohserves, “in the nome of the common
good of economic efficiency, the NBA will
take an axe to the bedrock value of the
service, that priceless willingness by people fo
serve the common good.” The report reveals
enthusiasm for NHS reforms and how these
reforms will lead to a more commercial envi-
ronment for the service.

The implications are clear. Blood is 1o become
a viable commercial commedity. if donors
cannot be relied upon to donate altruistically
af the new, larger sessions, then i follows that
you pay them for their blood. And of course,
you then have fo recoup thai cost ~— make a
lithe profit. The National Blood Service
becomes o “nice little earner”, in which no
doubt we will dll have shares.

Except thot it's not all right. There’s o bitter
irony in the fact. Those of us who are infected
with HIV became so due to the use of contam-
incied Factor 8. It was purchased [rom the
sort of commercially viable blood service that
the NBA aspires to. With shareholders
seeking high dividends, the cost of blood is
bound 1o rise and concomitantly, so are it's
derivatives. What price then High Purity
Factor 82 Or will the NBA guarantee sufficient
quantities of Pure blood producis fo the Hedlth
Service at affordable prices?

(1 BIRCHGROVE WoOuLARD PRIESL..

Frus!rcxtion and anger was
again forcefully expressed
by people who are affected
with hoemophilia and HIV, at
the Birchgrove Conference.
Regisirants believe that it is the
role of the Mucfarlone Trust to
provide adequately for those
who are affected.

The conference believes that the
Trust is failing to respond to
many of the existing identified
needs. The Madfarlane Trust has
failed 1o tackle or examine the
wider range of problems and
concerns which face those
people who are affected by
haemophilia and HY,

We are therefore sending an
apen letler to the Chairman of
the Trust and we have prinled o
copy of it in the centre of this
newsleiter. We know that many
registrants believe that the Trust
is failing in its duty of adminis-
tering the funds allocated by the
government. We believe that
significont numbers of people
are looking to the Mactarlane
Trust to clarify and justify its
current posilion,

A ————— ——— N ———r -

seed is planted ond it struggles o same can be troe for us. We are strong  Please help us create this living festament 1o

become a sopling, it sends out
searching roots with which it clings tena-
ciously to the earth, and unfolds
spreading branches with which it reaches
to the heavens.

and determined people who refuse to let
haemophilia or HiV distort cur lives. We
seek to face our problems in a positive and
constructive way, we have therefore,
chosen ¢ grove of trees os the symbol of

those who have lived and are living with
HIV, please sponsor a tree at a cost of
£25.00. This donation will help pay for the

grove 1o be planted and permanently main-
our shruggle to overcome the chaflenges of

tuined. A sponsorship opplication form is
haemophilic and MIV.

From the sapling, o vigorous and healthy
free can grow to become o thing of beauty
and strength. A tree able to withstand the
Fiercest winds and storms that nature can
hutl at it. The tree has 1o contend with

memy challenges throughout its life, and the

‘ _ attached to the centre of this newsletter. On
This woodland grove will be o permanent

. : int of Hon, ill send you
and living reminder of the courage and receipt of your donation, we will send y

determination of all those who have faced  © Certificate of Sponsorship, which if

these problems. required can record an individval’s name.
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find it ironic that there is a code of

silence that prevents people with
haemophilia and HIV from getting the
attention that they deserve.

The government keeps silent, so that the
public does not realise that hundreds of us
have died from the virus and that paliry
sums have encouraged further isolation
and anger. The Macfartane Trust collude in
this code of silence. They say it is to proteci
us and fo keep our anonymity. The
Haemophilia Society also has kept silenf so
that those who were not infected with HIV
should not receive unwanted alfention.

We keep sifent. Telling someone thaf you
have haemephilia will tar you with the HIY
Lrush, But for how long can this go on?
There is nothing shameful about having
HIV, there is nothing shameful about
having haemophitia. The more we are
cacouraged 1o keep silent, the less will be
the quality of our lives.

These organisations have only given an
impression of concern, they believe that
they have our intorests ai heart. They
sincerely befieve they are giving financial
and personal support fo those affected in
the face of isolation and alienation. Yet we
are still confronted with these problems?

Some trustees have been reluclant to meet
and talk with the Birchgrove Group. Yet the
irustes thot we have bumped into have,
despite their original impressions of us, to
their surprise, discovered good people,
people willing to discuss and negofiate
problems, penple who just happen fo hove
haemophifia and HIV.

 find it hard 1o deal with these organisa-
tions, and show my vulnerabitity. 1 do not
see pain, frustration and anger as weak-
nesses that need to be suppressed. They see
these feelings as wecknesses and it is they
whe cannot dedl with these is-ues.

I have fo present the whole & me, not just
an acceplable part. My p 'ctable side
wanis fo remain quiet, calm ond 1. isola-
fion. There is & whole grou of haemophil
ites who choose to live his way This is
their choice, but it is not mine, 1
choice of others in the Biichgrowv:

is it the
FOUp.
When 1 see what is happening lo us 1 cry
from love, sadness and anger. | will not
compromise, in a sense my lears are my
sruth and they are from my heart.

By: Corey S. Dubin

Econiinue to face this recurrent nightmare
that | will awake and find no one there.
All of the people | have become so very
close with. People | have laughed with,
cried with, fought back with, shared this
holoccaust with and may have to die with.

[ frequently get lulled into some obviously
folse sense of security while we work
logether on a daily basis. | seem to
distance myself from that basic reality that
many of us have full blown AIDS or are
headed that way. Then someone very close
has a bout with some bizarre bodily failure
and the feeling returns, that sinking depres-
sion and fear, and of course that pure
unbridled anger af those who chose profit
over safety. Those who signed the decth
wartants for three generations of persons
with haemophilia. Those who consciously
marketed dirty and deadly products.

Certainly | never thought 1 would find
myself in the middie of the worst holocaust
in medical history and of course if | had a
choice this is not where | would be. That
said however, the only rightecus response
is to organise and fight back with all we
have. Otherwise we become defeated
victims, going quietly. For us of the
Commitiec of Ten Thousand, there is only
one choice, fo fight. Rather than whether
we fight, the issue becomes how we as ¢
community respond and cope with this
disaster thai has been visited upon us.

At least once a week | sit alone in my
small studic and have a good, intense cry.
The sense of loss and objective sadness is
so overwhelming that | find if | do not
spend the time letling it out life gets very
crazy; as if it weren't already crazy. White
I value the importance of the rage that |
feel, | understand that the anger is also @
mask for the sadness. An infernal defence
mechanism against getting lost in the
sadness. Understanding both the sadness
ond the anger is a critical component of

staying sone and also a necessory step in
the process of empowerment.

The difficult part is in finding the balance
point between allowing the sadness to
surface without getting stuck in the mud.
Surrounded by dll the death and devasta-
tion how do we individually and coltec-
tively prevent hopelessness and disempow-
errnent. This is one of the fundamental
challenges facing us all.

As community advocates we must address
this part of the equation along with the
greater struggle for economic and social
justice. In fact, it is an important compo-
nent of that larger struggle. Ohten in the
desire to pursue the larger issues we
neglect the emotional and soul based
neads of all of us living this hell called
AIDS. The isolation and alignation felt by
us all must not be denied or invalidated, it
cnust be processed and understood as part
of the way through this disaster and
forward 1o the future.

Ancther aspect of the healing process is
focusing that intensity of emotion on
accomplishing the difficult tasks at hand.
This can only occur if we are working
together as a community. As this is our
path, only we are equipped fo develop and
imp1emeni suppor and advocacy structures
thot effectively meet the needs of ourselves
and our extended families.

Our experience with the medical and
psycho/social establishment has vividly
demonstrated that only through community
controlled, peer led programs can we
respond with the sensitivity and respect
necessary to support our dignity and self-
respect. We have been individually and
collectively abused by the medical and
psycho/social providers that we believed
were working in our inferests. The
Haemophilia/ AlIDS holocaust has been
fhrown back in cur laps by doctors and
therapists who say things like, “Why are
you so angry”. Each and every one of us

Editoriad Board: Paul Jenkins, Cady
Khudahux, Paul Kimberley, Garelh Lewis.

The views expressed in each of the
articles are those of the individual
authors, and not necessarily those of the
Birchgrove Group. No assumptions
should be made regarding the health
stafus of any individual whose aame
appears in this publication,

The Birchgrove is a forum for discussion
and seeks to encourage debate on the
issues that affect people with hoemophilia
and HIV.

The Birchgrove is published by:
The Birchgrove Group,

PO Box 313, Conterbury,

Kent CT1 1GL

Tel: {0345) 69723 1(Lo Call]
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who has chasen fo take a stand and struggle for justice has been
told, “Lets just get past AIDS” and by the way, “IF you could enly
learn to deal with your anger.”

This kind of abuse impacis us all on o deep level; It can wreak
havoc on one's self-image. We begin to take responsibility for our
infection, Semewhat similar to the women who takes responsibiﬁty
for being raped or the child who concludes that he/she is respon-
sible for being abused. This is fundamentally backwards and
designed to protect the perpetraior of the violation at the expense
of the person(s) viclated. We allowed the medical establishment
and the pharmaceutical companies the power to define the AIDS
crists and “how we should respond” to it. We believed that they
were operaling with our interests as o priority. This was not the
case and they continue to present the how and why it happened os
a "ragic yet unavoidable mistake”. This definition hos a singulor
purpose, the invalidation of both our struggle and our anger.
Internalising this view has caused many in the community to
question the validity of our struggle. It has domaged our collective
and individual self-image and is misinformation at its most sophis-
ticated.

The time has come to purge this false picture from our souls. We
know, beyond o shadow of a doubt, what the truth is ond who is
responsible for this holocaust, We musl ke responsibility for the
truth and ol #s implications.

The reality is that the anger is righteous and justified ond those that
are ynoble to handle vwhat has happened are the staff of the real-
ment centres. We are dealing, dying and coping with the desirue-
tion of three generations of persons with Haemophifia. A holocaust
that was absolutely preventable had the drug companies, govern-
ment action and the medical establishment fived up 1o their respon-
sibifities. This is the truth, plain and simple. We did not bring this
disaster on curselves and we have had enough of this manipula-
tion. We are finished listening to those who seek to protect them-
selves by changing the frame of reference.

Of course we are left to cope with this holocaust, however, that
does not mean “getting beyond AIDS” or stuffing our anger at
those responsible. What it does mean is secking the truth and
demanding that these who chose profit over safety are punished
for their actions. This while changing the business of bloed to
ansure that this can never occur agein. It means jaking responsi-
bility for and control over our kves. This is the lesson and a very
costly lesson; We must never allow others the power to define who
we are as people and as o community.

This is the first part of an orticle by Corey Dubin the second part
will be printed in the next edition of the Birchgrove.

Corey Dubin is the coordinator of news & production for Coyote
Radio, u central California based not-for-profit radio news,
features end documentary production collective. He is also the
vice-president of The Committee Of Ten Thousond, a nationaf
peer led advocacy and supparf organisation for those infected
with HIV through tainted blood and blood products,

Original Copyright ©. Corey $. Dubin
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IDLITIEBOX...

by Paul Jenkins

We all received a copy of the Macfarlane Trust Survey,
perhaps unsuprisingly, | was o litile disappointed. There is
a history to this survey and it is one in which the Birchgrove
Group was involved. After our first conference in July 1993, the
message became very clear. Not enough was being done for
haemophiliacs with HIV, and i anyone wasn’t doing endugh, #t
was the Macfarlane Trust.

The Birchgrove Group worked on a report called Living with
Haemephilic and HIV, a document which attempted to describe the
special need that existed in our Haemophilia and BIV community.
Its main proposal was 1o demand that more resources be put into
the psychologicat and social needs of those who were affected.

As a way forward, we met with representatives from the Trust to
discuss the document and air our mutual opinions. 1 was surprised
that the opinion of the Trust was that If there were needs that were
not being met, then regisirants were certainly not expressing this.
We poinied out that we were regisirants, we had needs that were
not being addressed and we were expressing this on behalf of
rany olher registrants who had similar epinions.

Unfortonately, we were not seen by the Trust as being able to
represent anyone, anywhere, anytime. The meeting was in
deadlack, then Deborah Khudabux suggested that if the Trust felt
unsure about the needs of its registrants why don’t they carry out o
needs-led survey. She recommended several companies that were
experienced in carrying out suifable surveys.

This was all over ¢ year age. In subsequent meetings with other
organisations, the message keeps on being repeated, “Just let's see
what the Maclarlane Trust Survey discovers.” Attempis fo get
people lo examine the policies for those with haemophilia and HiV
rebound against an invisible wall of expectation “What will the
survey say?”

Well, | now have o fear. | am worried that the original needs-led
survey has been overwhelmed by o new iype of research: a
Customer Satisfaction Survey. i.e. What do you think of the Trust's
response limes? Are they friendly2 Would you use brond X2 I'm no
expert, but | can't see how questions about existing services are
going to reveal what my needs are.

I am concerned that this research is locking for =n"answer 1o a
different question, “What do people think of the Trusr2” While this
may be very interesting, il is not going to move the issues forward,
Should there be @ greater range of services for those with
haemophilia und HIVZ What about advice for those wishing to
start a family? What about help for people to remain active and
involved members of society? What about support for the
bereaved?

[ can see only one question in the  urvey, which does relate to
developing services. "Would you sii' like the Trust to spend more
on services, if this meant rec «cing e amount spent on regular
and single payments?” Or in cher words, "You know that money
which goes into your family finceces every month, the bit that helps
with the gas bill, why dont yoi give it vp, or some of it anyway
and then maybe you could ho some uspecified services from
the mystery box!” :

I am still left with o hope that someone will have the courage to
face the unknown. A hope that somebody can decide not just to
take the money, but be sirong enough 1o fece people’s fears and

open the box,
&

A eS 4



NS WA 5 T OINTY...

by Paul Hooper

Just because o doctor fesls able to make
a strong recommendation about a
certain treatment or drug that he thinks
you really should be taking, does that
make the doctor right and you wrong for
saying, “No 1'd like time to think ahout
that? Or saying, "No” outright because
you have already made your opinions
and views known. Why is it then, that
some doctors continually iry and change
your mind once you've said “no"?

AZT, ddl, ddC, septrin, pentamidine, the
st of drugs and cocktails of combined
drugs goes on and on, Each fime | attend &
clinic, it's all 1 hear, “please, rethink
starting to take AZT or even just Seplrin on
its own” and my centre director wonders
why in almost a year I've only paid two
visits fo my clinict

What does it take for some people to
accept “no” for an answer? Do | have to
climb over his desk and physically grab
him by his jacket lapels and hawi down his
lughcle that | don’t want a particular treat-
ment. He tries so hard fo convince me that
it would be for the best? the best for him?
the drug rep? the drug company? or does
he reafily mean me? if 1 feel well, regardless
of what my CD4 count is, then why should |
just go along and take alt these weird and
waonderfu| concoctions?

EATORTIAD...

After thinking fong and hord about AZT, I
went on il and in the end 1 was so ill |
almost had to have a iransfusion. 1 became
s0 bad whilst taking AZT, that in the end |
couldn’t remember my own phone number.
If | went to moke a cup of tea, by the fime i
got the kitchen, 1 dida’t know why 1 was
there in the first place. If I did manage to
remember, the kettle would boil but I'd just
leave it. When ! stopped taking AZT and
went back to my next clinic my doctor said
I should try going on @ smaller dose, | said
it wouldn’t be possible because | had ne
phans 1o go back fo toking AZT ot all.

That hoppened some two and a half years
ago now and still he Iries to make me
reconsider faking AZT, or shall we say,
because | had an adverse reaction fo AZT
he personally thinks that 'm an ideal
candidate for ddl and ddC and let’s not
forget to add some Sepirin for good
measure.

if you feel healthy and well, why should
you start taking a load of drugs, if if's not
what you want to do? | know my own
mind, 1 make my own decisions, be they
good or bad, | know my own body, I've
lived with being a haemophiliac for 30
years, and HIV positive for 9 years.
Although it won't stop me from doing
anything | want to, | know my own limits
and after alt who's life is it anyway?
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by Cody Khudabux

In the last month, there have been inter-
esting reports coming from the medical
field and the general press.

Research at Oxford involved the discovery
of five Gambion prostitutes, who hove been
repedtedly exposed to HIV but who carried
no trace of the virus,

Two ofher studies in America have revealed
that almost  billion HIV cells may be made
in the body every day and destroyed just
as quickly by CD8-cells multiplying at a
similar rate.

Even more inferesting is an article in the
Lancet {17 December 1994} in which CD8-
cell ectivity was found before any other
sign of HIV infection in some people
exposed fo HIV infection without any actual
infection. There are sitong grounds for

]
01

suggesting CD8 levels as being responsible
for controt of viral production in the body.

What dos this mean me?

o T4 cells/CD4 cell counts (surrogute
markers) are not the only things for me to
look for

* | need o question any trial solely based
on surrogate markers

o There is still hope, even if there are no T4
cells in the body

o it there are ways of naturally stimulating
CD8 cells, there is no reasen why 1 could
not live longer than expected

e | need to remember that CD8 is just
another marker.

No single person con be an expert in every

HIV/AIDS field, this virus has affected too

many groups, and covers foo many areds

of expertisc to be understood from a single
point of view.
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By Carofine Gibson

hen | was first asked to write this

article, two things sprung to mind,
why me? and has anyone got a map?
| believe that the steering committee of
the last 18 months has managed to
create a kitchen in which a meal con now
be prepared. it is up to Birchgrove
members 1o work with the new steering
committee to find the pots, pons and
ingredients to cook a meal that we all can
share,

The medl is the growth and blossoming of
the Birchgrove Group into a nationally
recognised organisation for the support of
HIV positive haemophiliacs, carers and
families. 1 feel that the pots and pans are
the links that we have forged with other
agencies who can help us, whether advice,
support or funding. Agencies such as Body
Positive, The Haemophilia Sociely, The
Nettional AIDS Trust, The MacFartane Trust
and many others. The ingredients are you
and |, the members of Birchgrove.

The starter to the meal is our families,
parents, partners, oiher carers and our
children, those already born and those yet
to come. We need their fuil support in
order for us fo carry on, and for many of
us they are the reason for living.

The main course is the “Birchgrove .

becoming an organisation of motivated
people with a common aim. We are ne
longer the “poor innocent victims”, we are
human beings with rights, needs and
wanls. We are entitled to have o say in
what happens to us in our lives.

In order to do this we must embrace all
people who are infecied or affected by HIV
and haemophilia, we must strive fo repre-
sent them, effectively and horestly. We
must give peaple the information to make
sensible and informed decisions cbout
their lives. We must support each other
and be constructive, working as o feam,
united and responding to the apinions of
the majority.

| feel that The Woodiand Grove Project will
be seen as the dessert, the long lasting
sweet taste that completes the experience.
It will be looked upon favourably as a
fitling and lasting reminder of us all. It will
be used by many people as a place of
peace and iranquillity and in this special
ploce, new seeds will forever be sown,
ensuring that heemophiliacs with HIV weill
never he forgatten.
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irchgrove Woodland ] roject

T]:e Birchgrovc Group is p]mming with the hel;) of the signi[ienncc of the h'agcdy that has alleeted the l:aemopluilia
The Woodland Trust Lo create a iiving and Easl.ing communily. We witl be p]an_ting this grove of trees in a new
testament to all those }memoplzilincs who were 100 acre communily forcst site, at Stratton near Swim]on,

infected with TIIV. We believe that this grove lmginning in the autumn of 1995,

of trees will be a fitting representalion ol We know that this community

A sced s pimzler] mm’

our lives and a 1'emiu(lcr of the conlinuing sfruggl’es 1o bocome a sapir'ﬂg,

forest will be a pcaccfu] ].)]acc for

it sends oul searching rools with

Cyclu of nature and its message pcopie to visit and think of

which it c[ings fo the eam’fr, and

of lmpc and rencwal. those who have liad their

wunfolds spnma’r'ng branches with whick it reaches

" . .
fo lrzm l‘wanm-;s. From z‘fro s:apfmg, a4 BGOTONS

We will be planting a lives alfected by HIV.
[ i and fwa."t!ry free can grow {o become a tlring f:f i’waufy W
srove obf ireoes Akl i . 2 ar A T Y 3
grove © trees within 2 and Str‘cngilr. A free that can wrb’zsafmzr! the ¢ are aswing you to

commaity forest as a ﬁerccsi winds and storms that nature can

sponsor  a tree as a

create. We are strong and dc!ermbmd
permancnt COMMEIne-

- demanstration of  your
peop/c who rcfuse to foi ]racn.ropfn'fia or HIV ’

ralion o all those congern for this igsue.

distort our Fees, - We seok o face our pmbi&:ms fira

hacmophiliacs who pusitive and constructive way, we have therefare, chosen
laghopiis s W

Sponsorslxi;g of an individual
a grove oftrens as a symf)oi of our sfmggfe.

were infected.

tree costs £25 and this helps
This grove of treus to pay for the p}anl'mg znd ongoing
is not only ta a memorial to those who have died care of the tree. Hyou sponsor a lree you will roscive

but will alse demonstrate the resilicuce and a Centifieate of Sponsorsllip, which will give

slrungl'l:_ of iose who are still affected. information about this woodland grove and record an
We ]wpe to creaie a visible demonstealion of the scale and individual's vame.

Please help us to create this Woodland Grove, just £25.00 will pay for a tree to he plaulul and maintained. A certificate of
Sp(}i’lﬁtﬁi’ﬁilip will he forwarded to you on receipt of vour donation. i vou wish to have a named person ¢n your certificate of
sponsorslxip pluase enter below.

Name ko appear on Ehie CrbIEIRALET o v eems e eee s aeaen b e L

"Fhe Birchgrove Group, PO Box 313, Canterbury Kent CT1 1 GL.




THE BIRCHGROVE GROUP

SUPPORTING THOSE INVOLVED AND LIVING WITH HAEMOPHILIA AND HIV

The Maclarlane Trust
PO Box 627
London

SWIH 0QG

To the Reverend Prebendary Alan Tanner,

Chair. Mackarlane Trust, Chair. Haemophilia Society.

We, the undersigned, are very concerned about the manner in which the Macfarlane Trust is interprefing its
role. We believe that the government in awarding haemophilices with HIV financial recompense were

recognising @ unique case, which involved considerable and very parficular needs.

We feel that the current focus of the Trusi is one of means related financial essistance. It fails to properly
address many of the specific concerns of those that are affected by haemophilia and HIV. The Macfarlane
Trust offers financial assistance in o manner which poetly recognises the effect of HIV on an individual's life

and does not adequately encourage or support them in their continued fight for survival.

Specific concerns of those people affecled by haemophitia and HIV are:
« the inuppropriateness of means related financial assistance
o the failure to meet the changing needs of long term survivors

« the lack of support for bereaved wives, partners and families

We believe that the Macfarlane Trust is not adeguately fulfiting its role, and that it is failing in its duiy of
administering funds given to it on behalf of those with hasmophilic and HIV. We are supporting a call for

the Mactarlane Trust to dlarify and justify its current policies,

Signed in support of this call:

The National Birchgrove Steering Commiltee

The Birchgrove Group
P.O.Box 313, Canicerbury, Kent CTT 1GL.
Telephone: 0345 697231
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[HE BIRCHGROVE GROUYD

SUPPORTING THOSE INVOLVED AND LIVING WITH HAEMGPHILIA AND HIV

The Maclarlane Trust
PO Box 627

London

SWIH 0QG

To the Reverend Prebendory Alan Tanner,

Chair. Macfarkane Trust, Chair. Hasmophilia Socety.

We, the undersigned, are very concerned about the manner in which the Maclarlone Trust is interpreting its
role. We believe that the government in awarding haemophiliacs with HIV finoncial recompense were

recognising a unique case, which involved considerable and very particular needs.

We feal that the current focus of the Trust is one of means reloted financial assistance. It fails to properly
address many of the specific concerns of those that are affected by haemophilia and HIV. The Macforlane
Trust offers financial assistance in @ manner which poorly recognises the effect of HIV on an individuals life

and does not adequately encourage or support them in their continued fight for survival.

Specific concerns of those people affected by haemophilia and HIY are:
* the inappropricteness of means related financial assistance
o the failure to meet the changing needs of long term survivors

s the Jack of support for bereaved wives, partners and families

We believe that the Mackariane Trust is not adequately fulliling its role, and that it is failing in its duty of
administering funds given to it on behalf of those with haemophilia and HIV. We are supporting a calt for

the Macfarlane Trust to clarify and justify its current policies.

Signed in support cf this call:

The National Birchgrove Steering Committee

The Birchgrove Group
P.O.Box 313, Canterbury, Kent CT1 1GL.
Telephone: 0345 697231
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*Lifefine: AIDS Voccine” US4 Todoy D1/21/95

A scientific odvisory ponel urged the Food cad Drug
Mministrofion 16 heed RIBS porients” ploos for ideresting
of the counlrys first sherapautic vowing, The lmmegen
vrein wos Gtvaloped By U, donas Sefk, faventer of the fint
potia vastine, ond is intended to keep Hivafocted people
heclihies langer,

“Hgemephifiscs Urge Hew Jessey to Allow AIDS Suits
Aouinst Phormoceaticols” Tribune Business News
[61,/27/95); Shaw, Donno

Adeazotes for hoemophiings osked n New Jesey slote
Fegishatres comattce on Thursday to Gopoe 0 b peritting
kowsuits ngafast trug cempanios whote medicines wete ove
coxtomated with HIY. The bl swould exernp! ona yeos fom
1he stote’s stotute of mitotions, ofawing hoemophsizes o
Tz estotes to sue the Grug campories despite the Jen yeors
ot tote since infecion. The govermment estinentes ther
8,000 1o 16,600 freraophilizes were infocted with HIV in
fhie bate 19705 oad ecty 19805 o5 o reseh of captomiagtion
in fhwir Wond clottiag medicotions. thang Bostitk, exetuiive
diteetor of the Hoemophilin Associntion of Hew jersey,
explained thet *potizats wern fiequently odvised that HIY
wis a0t ghnicelly sigadicent and would nol necesserdy couse
oy disesse”

“Tatont AIDS Hore Dengercus Thoo Thaught” Revters
[01/26,/95); Kenen, Joanne

Thate & ingeeqsing eidence that HIY is invelved in o subtle
struggle with the: hrman isnens systes: from the begining
o infettion erd & reproducing so ebyndonfiy thot axictions
form, cracting drup teststent voriotions, The immune spstemn
evenhunty sunendens. Joln Colfi, the guthor of & new shady
o tho “Iotenr” stogs of HIV infectiun, scid this is the bad
s Trom the study. The soed news, Be soid, s than o beter
uadersteading of the disease can Guide esearchets toword
neatmels thes mey be oble fo boost the imawae system
ard enoble it b held off the viess, Coflin & & professor of
moloculat bislogy end miciobiolagy ot Tulls Usiversity
Heditol Schod in Baston. His researcts lesm coane v with 0
amiadel that shows ¥hal BEY is more dyncanic i its eodlier
stoges thon previously thought. The wark expends oa
reseanh sevently published in the jouma! Roture, which shet-
tesed soene biefs shout AIDS ond prompied expents to sied
thinking bt e ool eclier lisomenls. “3 scos the rgol
disotse oused by BV accurs during the petiod when clmast
nathiag secms £a bz heppening,” wiske Coffin fn the faumol
Seience. ADS dozs nat suddenty hoppen oftes years of
uneventel HEY infaction, Be soid, but is the produat of yeors
cad veors of ccaumnalted domage.

“UCSF Study tdentilies Helplo! ond Unkelpluf Behaviows
Tox Feiends ond Femily of Persons With ADS* Business
Wire (01726795}

& new study foom the Univassity of Cclfozmia of Sen Frendsco
(CSF} hos found that rhe frionds ond fomily of M4DS
prveers con ba inveloeble sountes of suppod ond shieageh for
she potiaed, Yot ey con oko unintoatianally iy o do ibings
thet e vohzaful or offensive, Oiften, the Hiands oo fomsly
wembess ¢r¢ ungettein of canlused obaut how they con
qamide the moat suppen o theis boved ongs. The U(SF study
entdies heisfol ond uabelpul habeviours from the paint of
visw of 0 pesson with MBS, ond peovides guidante Tor thoss
who ccie hut cre nat sure how 1o offes suppar 10 on RIS
patient, Some of e uahelplol Sehedours inckde eveiling
intesnction, weling enboiossed of oshomsd, breating conti
dentioliy, and aiticising one’s medice core. Helpll behov-
s wilede exprsing fove of ceacarn, ilenscting eoturcly,
ot offedng ronicel ossistonce.

“Ware Pregront British Yomen Found ¥ith AIDS Yieus”
Reutess (01726795}

A Beitsh govenment Study hes [ound thot mame prégeont
samen in Loadon e butoring Bi-nfected, while home:
sexut! a0 donsiags Mighisk behmaou that purs themsehves
gag others of sisk. Thitty pertent of the heterosenual men
fousd by dinizs 16 Eove HIY bed eleady besa diogassed o
Hit-infected, but 74 poreent of homoservol and hisaxuct
e and 57 pateent of kelerosenual women fesd previously
heaa dingaosed. Th heolth deporment repon shawed thet
drug wsiss oad horaosasuel men ware <l the mast al risk
toom BI0S, The number of pragacnt woman disgnosed with
HIY in London jomaed from erz in 1,220 women in 1990 to
ong in 570 i 1993 There were 2.7 coses of AlDS pet
100,000 pepulotion in the United Kisgdom in 1993,
comporzd to 14, % in Spcin, 9.9 In Freace, ond 8.01n Roly.
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*Yiologic ond Imesnologic Chorortesisation of long-
Term Survivors of Humon immunodeficiency Yitus Type 1
Infection” Nex Laglond Joutnal of HMediine (01/26/95)
Khough most KVslected peple davelog chaico! o febore-
oty evidence of immunadeliciency with 10 veos of seroconr
vession, o few infected paopls msin heolthy end imamwno-
oaicolly normal for more thon g decede. Coo of ol. studied
1 sesopesitive peoplt who wete esymploma ond hod
nacanol ond steble (B4 hymphooyle teunts desple 121015
years of HIV-1 infection. Plosmo cubiures wera unilonmly
negafive St infettins vins, b perfide-nssodiated HIY-1 Eh
wics detected in four subjects, Stoadard linitiag-dilferion
(ubturos dotected infections HRC i perphetblood monsny
cler cells (PBIACS) in theee putients, while (08-deplaled
coltute found inlsctious virus in enother, & guantitalive poly-
warpse-thoin reaction showed 1hat olt 3¢ subjscts had
detectobie, but bow, titres of virgh B34 in PRIAC. While Ihete
wos no in viho evidence of host (D4 ymphocyte resislonce
o %) infectian, langteom suvives hod & vigarows, vins:
inhibitory (03 ymphooyte response ond o Stong neutivtising:
ontibody rspanse. (oo of ol concluded 1bat these people
who temein osymatomatic for many yegis daspits inledlion
with K1 have Yo lovels of HI¥1 and o combinction of
stiang vius4paufic e responses with some degres of
clteranlion of the vius,

*Raport Soys Haemophitio Foundotion Knew Early Thal
A0S Vas Probably Sgread by Blood™ Hew York Times
{16/24/34)

The Phifadelphie Ingeirer ceported Suaday thot the foct that
HBS wiss most fkedy o bloodrbeme virus thet phonnacestico!
compnaies tould elimingte from blyod-clatling medicine
commanly given 1o heomaphitons wos kawn 19 cuedalives
of the Hotiang! Hozinaghitia Foundation os ecry o5 1982
Hore than helf of the 20,000 hoemophiines 7 the United
Stotes hoes bacome HV-infected from sointed chotfing Jactos,
ot:d npproxiniotely 3,000 of them have died. & evidzace,
the Inguites cived sworn testimany and docureeals fram o
doss-achon hovesuit Fited Tost vent in Federed Teshicl Conntin
(hicoge by patients snd thels fomdies oosinst the foundetian
g foar duug companies. The dowsuit cloims fhat the defen-
deats contioved to w2l cad promole certoln deting prodects
evet thegh they know that some bood desors wete o high-
sisk o7 Hiintaclion, The drug compantas-Rliose-Poulenc
Roer ohd its subsidioty, the Aumaw Phermoceuticol
Compony; M4, e, the Borter Heedtheore Corporaiion; ond
the Alaba Therepeuss Corparctivnsci] they respanded lo the
KBS o 05 sa0n 65 possitle during 0 ime when vi B
wes kngen chout the disense, Daug wmpaais hove won o
tiot one of 14 Jury micls of lowsuits Tiled by huemonhilio
patieals or her soiears-the 14t coss & being bpetied,
*Hospite! (ore Grievances end Paychosociol Needs
Expressed by PWis: An Anofysis of Quefitotive Dots”
Joueno! of ihe Associoion of Hurses in DS (ere {9/94-
1694

& stdy wos condusted o onchyse A potients” rocctions 1o
husgitolantion, ang el axpesiences winke bospitcksed, Py
pationts hospitalised lar ADS-refuted complications were
inerewed, The pediapots” comploints inchuded e Yock of
informetian conteming trestments e disgnosks, the routind
seion of ectmaat proteduses-soms palisels wise 0ot gaen
& choice in S matied, v e bock of aveilabibty of mediced
persannc!. These delitits ond depetsentlising behaviour
udged ko the wmdes of pocple with A0S, The wtudy sen be
wsed to improve Ihe medicel prolessiompaient selutivathip,
Yoot the suthars recaminend huthe imvestigolits fo imrove
Fiks” baspitclaghion oxpesiones.

“Fwo Feech Fx-0ffioks Prebed in AIDS Scondu!” Beuters
(/1104

Gaston Rimoreix ond CherlusBonti Filippi, two founer
cdvisess to formee French Socalist ministers, ware offiolly
phced nnder investigalion luesdoy o3 fhe conkinuing inquiry
info why 3,250 heemophifiacs received HiVinferted blood
dutiag the nid-1980s beoodess. Bath Rimorgix ond Flipp
wil be investignisd o5 cccomplices T paisoning. A totol of
seeen former govesnenent oilicicls ors now being investigoted
i the A0S scande!, which 5 30 for msponsble for the deatts
of more then 400 of the setizats who were iufecied. The
Fermer aflicials cre nccused of helping delny HIV lests on
Yoo products vl Frazce hod developed it oo wersion of
on exishing U.S. screesing desy, Filipai hos refused to
camment, bt Bimereix (o reponters thet “ihis acawsation is
serious ond pordiculorly igrominions.. | reject 1"

by Paul Kimberley

Well, | thought that for o change 1'd give you an update on
what's been happening recently, to developments in the
drug world {and not as in marijuana). It's very easy to miss an
important arficle and it con become rather boring when wading
through masses of informalion, But the NAM Update, is worth a
look over. At present, it does seem fo be the best publication
around.

The anti-HIV drug ddC has finally been formally approved for
prescription in the UK. The approval follows the licensing of ddi.
There are several ddC/ddl permutations along with AZT, however
combinaiion therapy is not approved, although docters may use
their discrefion to prescribe it in this way. The Royal Free Hospital
& The Kobler Centre are taking part in a study evalusting the
effectiveness of Trimetrexate for treating PCP in people who are
unable fo take cotrimoxazole {Sepirin}. That's good news, for those
of you, fike me that Septrin plays merry hell with.

There are also developments in the protease inhibitor feld,
{profease is the name of an enzyme that plays a key role in the
HIV reproductive cycle). Up until recently only Saquinavir was a
recognised inhibitor, However, there are three more now in the
pipeline, known as ABT-538, SC-52151, and L-735,524, They
have such strange names as they have yet to reach the stage of
being given a trade name, but it goes fo show us that there are
several ways that we will soon have to attack the virus replication
process.

There is still much scepticism about Passive Immune Therapy.
Literally, this is where there is a hlood for blood exchange, in the
hope that the donor will provide for the recipient o fresh supply of
T4 and T8 cells, as an immune boost, However, it has serious
drawbacks, as it hos been found that HCV has been transmitied in
this way. As no doubt have many other ialrogenic nasties
led, such as Fvn). Most centre direclors are very concerned about
this approach to HIV and it is very often only used as a tast resort.

For thase of you who may be travelling abroad this year
remember the importance of a suitable vaccine. Again for those of
us lumbered with HiV, you can become quite ill, if you have an
unsuiiable holiday jab. There are three main types of vaccine, sub-
unit, inactivaied and live attenuated. The first two are O.K.,
however the third type because it's live provides a potential
danger that a damaged immune system may not be able to control
even the weakened or low dase of organisms found in these live
vaceines. The oral typhoid vaccine should never be given 1o people
who are immunosuppressed. So please discuss with your centre
director well in advance of your departure, what they feel you
require so that you are protected and not infected.

Well, that's about it from me for now. | hope thot you all enjoyed
your Christmas and New Year celebrations. No doubt 1995 will
present us all with problems, but do remember that we are here,
ting or write. We will always do our best to promplly answer your
questions, 'd also like to welcome the new members that we are
hearing from, now that the newsletter’s become more widely
distributed, and the group’s existence is slowly being acknowl-

edged.

You alf take care now.

e
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“Lifehine: MDS Yoccing” USA Todoy 01/27795

& scieatific advisory punel erged the Food ent Diug
Mminisitation to heed A0S patienss” eles for widar rosting
of the counlry’s first theropeulic vectine. The mmegen
vixeing wis Geveloped by B, Joass Sclk, venter of e i
pelio voceine, end i infended 1o keap HiY-infacted people
hesitirer bnger,

“Hoemophitiats Urge Hew Jersey to Allow AIDS Suits
Ageing! Fhomocenticols™ Fiibune Business Kews
{01/27/95); Shaw, Donap

hlenotes Sor hosmephitings esked o Hew Fersey siote
legshative comumittes o Thursdey fo caprove o bil permitting
kersuits against dug commpanias whost mediings were once
contaminated with HIV. The b wosl) exempt one year fom
the stete’s statyte of Emitotions, alfowing hoeraphiters o1
their sstates 20 sue the drug companis despite the fen yeors
of ruote siace infection. The govarment estimates thet
£,000 10 10,000 hasmaphifices were infacted with HIY ia
e late 39705 ond eaty 19805 o5 o resuly of contominerion
i their $load dotting medications, Elong Bostick, erewutive
diactor of the Nosmophilio ssocigtion of tew lersey,
exgloined that “potients were frequently advised that BIY
was not cinicey sianficont ond would nol necessarly coue
oy Hisise.”

*Loten! AIDS Hore Dungerous Thon Thought” Revters
(01728/55%: Kenen, Joanae

Thare & inrecsing evidence that HIY s insoved in 0 while
stugghe with s heman inmune ystem fram fhe beginniag
of infection ond & teproducing so chundontly thet aulations
foten, rerting drueesisiont vorighons. The immene spshem
prentsohy sunendess. Joha Cofin, the autber of & new study
on the *leteas” sloge of HEY infection, scid this is the bod
e Troem the shody, The good dews, be said, & tha o better
understcading of the dissnse ten guida researchers toward
trentmsals thes may b chle to boost the immwne systam
aad erohle 11 to hold off the vires, Colfin is @ professar of
molecolor bialogy end microbioouy et Tubts University
Mediol Schoad in Boston, His 1eseosch toom come wp with £
madel thet shows thit HIY is sore dynamic in s corlier
stages Thon tevivusly thought. The work expoads en
resenich wegendly pobdished in the fosmel Nohure, which shat-
Jezed samz bodiefs chaout AIDS ond mompted cxpems 1o sl
Thisking chout new ond oedier fresimsnts. "I seems e real
disase euse) by HIV secuns dwing the period when elingst
noting seems 1o be hoppening,” wiate Coffin in e frmel
Seignes, A10S does nel suddealy happen oher yeers of
wngventful BIY infectian, be so%, bat is the product of vesns
crd yaoss of coaumsloted domese.

“BUSF Study entifies Helpful ond Uniefafed! Sehaviours
for Frierds ond Family of Petsoms With AIDS™ Business
Wira (01724795}

A new sudy from the Uniassity of Colfernia ot Sen Frondisco
(UCSFS hos found that the friends and famly of AIDS
peticnts con b inckble sounies of suppart ond streagth for
fie e, bt hey cea oo wiintengionally soy of do shings
That ae urbelahul o offengiee. Often, the drends oad fonvly
wembess oc wncertoin of confused obavt how they toa
peeide e mst sppont Yo theit foved oags. The UOSE sndy
wentfics helpful ot uabalnlul Sehmiours fram ihe point of
view of 0 person with AIDS, td pravides guidonce for those
vika coie bub cee pot sw how 1o offer syppstt to an AIDS
pesient. Same of thiz vahelplul behoviours inclade eveiding
inzeioctian, usting emboossed of oshomed, bracking confi
deatigfity, ond cisicising one’s madkel core. Helplu! bshov
vt irchuds axpressing bve or coatein, interocling notuichy,
ond offeing presticel assistance.

“Hore Fregnani Beitish Women Found With AIDS Virus”
Revtars [01/28/%5}

A Biitish goverament study hos found that mare pregnon!t
vairen in Lendon ore becoming Kivinlested, whils home:
serped inen entingn high sk behaviowr thet puts Hhemseives
oaf othars of risk. Thirty percent of the heserasexuol men
fiend by <inies 1 Bove HIY hod olbeady been diognased s
Wi qnfected, but 74 pereent of homoservel oad biserool
men o 57 pareent of hetewoservol woren hod previously
been dizgrosed, The heshih department teporr showed thel
divg uszes o homoserual aon ware stll the mas af risk
from ABS. The nusher of pregnont woman disgnased with
¥ in ondan oz frosn 02 in 1,220 women in 1930 16
ont in 57040 1993, These weie 2.7 coses of AIDS pet
100,000 papolation in the United Kingdom in 1993,
caipered to 14,14 Spen, 9.9 1n Froace, ond 5.0 60 koty.
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“Viealog ond Imaunologic (haracterisotion of toag-
Tetm Survivors of Homon immunodelizienty Virws Type 1
Infection” Mew Englond Journeh of Medizing (01/24/951
Rithough most Eivintected peogke develg dlinicel ot loboro-
tory gaidenca of immenodeficiency with 16 yeons of sercor
varsion, & few inledted penple semaia heolthy erd smmane-
logicatiy nermol fos more thon ¢ decade, Coo of ol. stulied
10 sercpositive prople who were asymptoralik end hog
normel nd steble (B4 haahocyte counts despie 1210 15
veats of HI 1 infection. Plasmo culiures wete unifomly
neggetivs fov infechious vins, bul pedidleossogoted BiY- R4
was detected i fout subjects. Stondord fimitiag dilglion
wuliures deteched infections HIV-1 in pedpliersiblood monony
dleer et {PRYCs} in three patieats, white (D8-deplated
vt found nfedtious vinus in cnoihar, & quantitative poly-
metpse-thoinrentsion showed the! oft 10 sebjscts hod
detactoble, bt low, titres of virel DHA in PEREC, While there
wis no in vitee cvidence of host (34 fymahocyte resistonce
1o 411 ifection, longleam suevivors hod 6 vigorous, vius:
inledritor; (08 fymahocyte respostse cad b $ttong neuticing
antibody sesponse. €60 of of. conchuded el these people
wha temain osymlomatic for ooy vears despite infection
with MV} hove ov Yovals of V-1 ond o tombination of
shiang vinsspoedic immne esponses with same degses of
ahiznoption of the vis.

*Report Soys Hoamophilio Foundation Knaw Farly That
ADS Yos Probably Spread by Blood” New York Fimes
{1o/04r24)

The Fhiladelohio nquitet repotted Suaday thal she fact that
MBS was mast bely o blaodthaeae vings thet phenmocegticol
camgonies could elintinate hom bood clotiing medicine
commonty given to haenmphibacs wos ksawn to exetulives
of the National Hoomaphiio Foundafion os eorly os 1982,
Hote thon hell of the 20,000 hoemaphitias i the United
Stotes heve acome KIV-infected from tointed clotting foetor,
s apmoximotely 3,000 of them hiove died. ks evidente,
ths laquicer cited swon lestirony and documents from o
cosseckon hawsuit Fited lost yent in Federe Distiicd Court i
(oo by parionts ond theis foredlics ongiest the foundofion
and fosst deug componiss. The Yowsuit claiins thet the defenr
dans continved to sl cod promote contoia doting praduthy
eva thech they krow thet some bood danois weate of figh
sk for Hndeclion. The drug companizs-Rhoae-Pevlenc
Sear cad it subsidiory, the Awmour Phommoceuticsl
{ompany; 2, fac.; the Banter Hechheare (orpamiin; ond
thz gk Thewpeutk: Coparatioarseid they tespanded to e
ABS cseks v s00n 65 possitle during o litme whan very litls
wis kaevn chout the dissase, Brug tompsains heve won ol
buet gne of 14 jury triols of Lwsuits filed by heemankili
petinats or ek sordars-thy §4th cass 5 heng spgetied.
“fosgitel (ore Gricvantes ond Peytheseial Heeds
Exptessed by PWis: An Anolysis of Qualitotive Date™
Joutnal of the Assotiotion of Hurses in AIDS (ore [9/94-
10/941

A sty was conducted bo onclrse AGS potisnts” tecctions 1o
heitolisation, oad their evperizies while Bospiolised, iy
potieats hosgitelisad for ADS relied complications were
intenizwed. She pediconts” compleins rckoded the bk of
infosmetion tongemming beatmzats ond diagaesis, the reutink
sorian ef lectmant protedures-some polisnis wee fat given
o ¢haice in Hia mapter, osd the fock of ascfiabiliny of medice!
puisanzel. These deficits end depersoanlising behovour
odded 1o the wouries of geopfe with DS, Yhe suudy con be
wsed to improve the medice] professiompatient relotionshis,
bot the eathors secsnmend fanther invesligation 10 improve
Fhs" hospitnisahan expoones.

*Two French £x-Officials Prabed in ADS Scondel” Revters
{19/11/44)

Gaston Rimareix end CherlesHenr Fligpi, lwo forner
whisars to fesmar French Secchst ministers, wese officlly
plated sadet investgation Tuesdoy o the contiaving iaguiny
ias0 why 1,250 hoamophitiocs received MIVinfedied Sload
during the ovd-1940s deoadens. Buth Kiraareix ond Filiapi
will be inwessignted es cooinplices 4o pofsoning. A tatel of
seven foumer goverament officicls cre now being investignted
4 e A0S steads], wiich 5 50 for sespansle for the deatls
of mote Ihee 468 of the poifents who wate fected. The
{pemor oficios ore accused of helging deloy HIY tests on
Hosd paducts uatd Fronce hed doveloped s guin vession of
¢n existing U.S. sueesing test, Filipai hes tefused 1o
ozl bot Bimereix 1ol seponess thet s scovsation |5
serios oad ponkulorly ignaminious.. | reject 1.

by Paul Kimberley

We!i, 1 thought that for a change I'd give you an update on
what's been happening recently, to developments in the
drug world [and not as in marijuana). }t’s very easy to miss an
important article and it can become rather boring when wading
through masses of information. But the NAM Update, is worth a
look over. At present, it does seem to be the best publication
ground.

The anti-HIV drug ddC has finally been formally approved for
prescription in the UK. The approval follows the licensing of ddl.
There are several ddC/ddl permutations along with AZT, however
combinotion therapy is not approved, although doctors may use
their discrefion to prescribe it in this way. The Royal Free Hospital
& The Kobler Centre are toking part in a study evaluating the
effectiveness of Trimetrexate for treating PCP in people who are
unable 1o take colrimoxazole (Sepirin). That's good news, for those
of you, like me that Septrin plays merry hell with.

There are also developments in the protease inhibitor field,
{protease is the nume of an enzyme that plays a key role in the
HiV reproductive cycle). Up until recently only Saquinavir was a
recognised inhibitor. However, there are three more now in the
pipeline, known as ABT-538, $C-52151, and L-735,524. They
have such strange names s they have yet to reach the slage of
being given a trade name, but it goes to show us that there are
several ways that we will scon have to attack the virus replication
process.

There is still much scepticism about Passive immune Therapy.
Literally, this is where there is a blood for bload exchange, in the
hope that the donor will provide for the recipient a fresh supply of
T4 and T8 cells, as an immune boost, However, it has serious
drawbacks, as it has been found that HCV has bean transmitted in
this way. As no doubt have many other iairogenic nasties
led. such as Fvm). Most cenfre directors are very concerned about
this approach to HIV and it is very often only used as a lasi resort.

For those of you who may be travelling abroad this year
remember the importance of a suilahle vaccine, Again for those of
us lumbered with HIV, you can become quite ill, if you have an
unsuitable holiday jab. There are three main types of vaccine, sub-
unit, inactivated and live attenualed. The first two are C.K.,
however the third type becauvse it's live provides o potential
danger that a domaged immune system may not be able to confrol
ever the waakened or low dose of organisms found in these live
vaccines. The oral typhoid vaccine should never be given to people
who are immunosuppressed. So please discuss with your centre
director well in advance of your departure, what they feel you
require so that you are protected and not infected.

Well, that's aboui it from me for now. | hope that you dll enjoyed
your Chrisimas and New Year celebrations. No doubt 1995 will
present us all with problems, bot do remember that we are here,
ring or write. We wilt ahways do our best fo promptly answer your
guestions. I'd dlso like lo welcome the new members that we are
hearing from, now that the newsleiter’s become more widely
distributed, and the group’s existence is slowly being acknow!-

edged.

You afl take care now.
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by Gareth Lewis

he day starts with an early rise, hope-

fully in fime to catch my radio interview
on Radio 1, What a waste of time that
was. Out of bed an hour early and it's
fime to get the kids off to school. have to
be up the office early frying fo sort out the
display and making sure we have all the
information and the red ribbons ready.

The reason is we've been offered o stall in
the University Hospital of Wates, with only
24 hrs. notice. We arrive to find there is
only one table availuble and this is already
full. So we have to improvise and we use
the top of the display stand as a table.
Actually it looks quite good with the
Birchgrove information on lop and the
notice boards underneath. All the leaflets
and news letters are displayed and we wait
for the rush of people wanting to find out
about World Aids Day.

Weli things get off to a slow start, so |
docide 1o take a walk up to the
Heematology C8 ward to try and give cut
some Newsleters and see if anybody |
know is actually in hospital. What a
surprise! Not one Red Ribbon in sight and
I'm greefed with, “what are these red
ribbons for?”

So 1 explain that it's World Alds Day and
that we have a stall downstairs. These are
supposed to be the people who will be
leoking after me if | ever succumb to a HIV
related illnesses. it makes me wonder
wehar we need 1o raise the nursing staff's

tevel of HIV & AIDS awareness. So come
you haemophilia staff, wear those Red
ribbons with pride. Show us that you really
do care.

Well it's back downstairs and things are
heating up. Even though we were only
there io raise people awareness on HIV &
AIDS, we found 1o our astonishment we
were actually collecting a bit of cash,
People were meking donations for the Red
Ribbon budges we were giving away and
we made a total of £46.58. Not bad for a
days work. My thanks to Janet for all her
heip.

I leave the hospital and go home for a bite
o eat before making my way to fown, This
is for o Candielight Vigil, which takes place
annually on the steps of the Museum of
Wales, in memory of all those who have
lost the fight against HIV& AIDS. All volun-
iary groups are represented and after a
service of remembrance, it is my role fo
read oul names of haemophiliacs in Wales

who have sadly died due to AIDS,

This night is one of the major evenis during
World Aids Week in Cardiff. And itis a
poignant way of remembrance, with nearly
400 hundred people with condies it
against o backdrop of quilts, made in
memory of those no longer with us. My
thanks to all those people involved for
making this such o special night for all
those offected and infecied with HIV. Home
chout 11.00pm and off to bed ready for
an other exciting day in the life of a
Birchgrove Area Rep.
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by Terlef Anderson

?ollowing o session dediceted fo
haemophilia and HIV at he € ference
on AIDS, a resolution wos o calling
for governments to invest jote e events
which lead to the late itrod ction of
safety measures ., and fo issue an official
apology to those who became infected
through negligence or delay.

The authorities were also urged to tuke
measures lo relieve the suffering of people
with huemophilia and HIV {e.g. educating
against discrimination and prejudice] to
prevent any possible recurrence of this
terrible tragedy....

After the preseniations, the stage was
backhit and o number of Japanese persons
with haemophifia appeared in sihovette
expressing their fears and bitterness. This
was af the same time like a symbolic
opening and closing of the Conference. A

reflection of the frustration and sadness felt

" hv the audience, all too familiar with the

devasiating cffects of this disease and the
code of silence that keeps it from gefting
the attention it deserves. Maybe nothing
changed ducing the conference, but af lecst

our collective protest wos heard.

Deor Editor,

I recently oftended the Birchgrove groups confgr-
ence and found the experience o valuoble and
enjoyoble one. The chance fo meet with other
people in the same posilion as myself and my
family was hugely empowering to me and to
heor of the different woys in which people have
coped und continue to do s¢, with haemophilio
and HIV.

There was much concera ot the conference at
what is perceived to be a lack of suppart from
the Haemophilia Society to the group and much
anger was expressed obout this. The apparent
disoppearance of HIY os an issue within the
sociely is sad, lo say the least. Whilst the sociely
should Jook fo the futusre it must not forge! those
who have died and their fomilies and friends OR
those still fiving with HIV.

Aids is siill o great stigma in society, it should
not be in the Haemophilia Society.

. Robert James

Dear Editor,

I retd your "Commentary” column in the last
issue of “The Birchgrove” wilh o great mixture of
emolions, because it is the first time { have seen
in print the view a person with haemophilia and
HIV towerrds those with hoemophilio who are not
infected with HIV.

As sameone with haemophilio whe does ot
have HIV, [ agree that the whole hoemophilic
communily hos been affected by HiV. | hove
sulfered the poin of withessing old and close
friends fiving with HIV ond dying with Aids. That
may sound glib, but part of the pain is in the
unonswarable question ~“why not me#”.

You say you have yel fo meet a persan with
haemophilia who will say I was lucky, | was #ot
infected....” Well, you've found one. tet me offer
o reason why it has foken o decade for those
words to be heard.

1 hove never said those words oulside my family.
[ would never have said them fo someone with
FIY for fear that I might be insensitive or appear
boastul about something over which | had no
cordrol,

I can only imogine the shock of an HIV positive
test result — [ cun only speculate as to whether 1
would cope as well as most seem to do. | do
know that | count myself greatly blessed to be
HIV oegotive, and in gralitude for that fact om
happy fo do whatever 1 can for those wito have
haemaophilio with HIV.

It came as u surprise thet you would want to
hear these words, but parhaps that shows how
badly ve need to be oble to communicate with
others. | hopa “The Birchgrove™ will continus jo
act as o catalyst in this process and wish you
avery success in the group.

Andy Cowe
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by Robert James

frecently spent six months in Vienna as
fpart of a course and while there had the
opportunity to look at the system for
people with HIV in Vienna and some
other parts of Austria,

Austrig is a countey that leoks back to
glorious days of the Hapsburg Empire that
made it an important powar in the world. It
is afficially @ Catholic country and a
number of the social care agencies are
funded by the church, though few in the
Aids Field. Much prejudice stifl exists in
Ausiria, one Austrian | met felt extermina-
tion was the best Aids policy, similar to the
approach during the Nazi time. {Adolf
Hitler is sadly still the most famous
Austrian). The major Aids helping agency
in Yienna is Aids Hilfe Wien, which is spiit
into two sections. One deals with the
medical aspects, provides tesfing, medical
advice and psychological counselling and
the other is social work oriented.

The agency takes an enabling view,
cHempling to give people the opportunity
to do things themselves rather than patro-
nise them. The vast majority of people
contacting the social work centre are
already posifive and want some advice or
help. The centre does not claim to offer
therapy, as that is part of the medical
sections job. However the stoff are there to
listen and advise people. Herr Herding, the
chief social worker at Aids Hitfe Wien has
litsle: inferest in the medical side of things.
How high people’s T-celi scores are or
hassles with sepirin are anly dealt with if
they intrude inio his work with people.

AKH, the general hospital in Vienng,
finally designed two wards for people with
Aids last year, the chest ward and the
dermatological ward. Before this in-
patients, could end up on almost any ward
depending on the nature of the complaint
and availability of o bed. The problem
now is to ensure people are not sent there
for every tooth removal and used for
specific Aids reloted issues!

Hesr Herdina felt about one-third of his
clients were goy men, and two-thirds intra-
venous drug users or ex-IVDU's. This is
unlike the official picture of reporting of
Aids cases in Vienna that has twice as
many gay men as drug users. The numbers
of people diugnosed as HIV positive has
risen successively over the last three years
in Vienna,
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Testing is available in a huge variety of
ploces, agencies and individual doctors or
laboratories; over 50 are lisled in the
Handabuch Aids alone. Much testing
occurs at the Aids Hiffe Wien's health
centre and they offer treaiment. The
Austrian heaith service will not pay for AZT
for foreigners, although they can receive
basic medical advice and first aid there.

A Body Positive group exists, cafled Club
Plus. It meets weekly with a mixture of
social events and more suppor! eriented
meetings. N is moinly gay men, but a
“straight’ support group also exists sporad-
ically, There is also o woman's group that
meets weekly separately to Club Plus, Best
of all, there are English speakers in every
agency including Club Plus! { This is useful
hecause Avstrian’s speak an execrable
German, almost as incomprehensible as
the Swiss-German accent.]

The majority of leaflets in Ausiria come
from Germany, including basic informa-
tion leaflets in German, English, French,
Serbo-Croat, Polish, Turkish and Arabic.
Other specific leaflets only in German
cover more specific topics such as issues
for drug users, goy men, people in prison
and one eye-opening one on safe $ & M.

| also called in on the Haemophilia Society
in Vienna who were helpfol and very inter-
ested in what happens on Britain and the
Birchgrove Group. They did receive some
compensation from the Austricn govern-
ment, although not a great deal but no
seff-help group for positive haemophiliucs
exists. Heemophilia and HIV also have a
much lower media profile there than here.
{Yes, it is possiblel) And the first positive
haemophiliuc to admit it in any form to the
media, did so while | was in the country,
just 10 years after infection. So if anyone
wants a copy of safe S&M practices in
German or a free map of the city, you've
enly got to ask!

by David Gibsen

like this, uwsvally every

Wednesday we go shopping at our local
ASDA. As we enter, my pulse races os |
spot the NSS Newsagents. There outside
the entrance ts the, “I SPEAK YOUR
WEIGHT MACHINE".

Well actually it doesn’t, but it does give you

b goes

a nifty little printout, and it doesn’t say
“One af a time pleose”. So aler making
sure that | have a 20 pence piece in my
hand, | carefully approach. | check there
are no overweight, middle-aged ladies with
shopping trolleys oround, who might
wonder what this tall, healthy locking
person is doing on a weighing machine in
a public place.

In goes the 20p. Up Hashes the guestions:
sex? — the answer is male or female not
“Yes please”. Frame size? = nothing to do
with Zimmers this time. And finally height
— nobody over &' 6* or under 3 4" {ne
chance for Mag then).

Then as your pulse races, the beads of
sweat appear on the beaten brow, ot lasi
the “ready” light is lit. | press the button
marked “print’. Beep, Beep, Beep goes the
machine, how | wish it wouldn‘t do that,
people look in my direction, they may
suspect!

Oui comes the small piece of paper with
that important figure on it. Yippeeeee? |
shout, the middle aged over weight ladics
clutch ot the ches!s as they shout, "Whai
the bloody hell v.as #.at{” Crash, there is @
collision, ASDA,
messy. Caroline .usnos over, “What, are
you aleight?” ... “Yes" { cry with pleasure,
Look, 14 stone.” Greall” says Caroline

oys of speed, very

"Whest \x{:‘:'iglﬂ were you last week?” ..
“13 stonr 3 pe wds” | reply!

HEALTH CARE QUESTIONNAIRE

At the Conference in Manchester, e ques-
tionnaire which locked at the Health Care
needs of HIV positive haemophiliaes and
their families was distributed. I you toak
one and haven't yet returned it, please
send it 1o the PO Box by 15th March 1995.
If you took one but do not wish to return i
please write and let me know, as this vll
be useful in the research, Caroline Gibson.

ok L

Natiere — some wes sears a Sapling —
Sametimes ~ scalps atree —

Her Green People recollect it

VWhen they do not die —

Fainter Leaves — to Further Seasons ~
Dumbly testify —

We — who have the Souls —

Di¢ aftener ~ Not so vitally ~
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