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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?
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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,
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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,
&
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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

[

»ianamonre



