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Déar|  GRO-B

Re:s. GRO-B

GRO-B

I an wrn.ting to. you about this lady to 'see whether- there is any
pOSSlblllty of ‘hex’ registers.ng ‘with .the MacFarlane Trust.. 'She

is a carrier: of Haemophilia A but she has. a very low Factor VIIT

level of 9% wh.:.ch effectively .means that -she has’ mcderate
haemophilia. She 'is now a. resident in this country with her ’
husband ,and a young ‘baby. ‘She_had. an operation in 1984 on: the s
thyron.d"gland ln*‘rurkey and recelved ‘Factor. VIII- and subseque nkly.

sero. converted. to-HIV bétween | GRO-B i ‘and: the GRO-Bj

i GRO-B . She is -at €he& ‘present; time asymptodeiE'Z"'

.‘ However, she has a- haby who was born on | GRO-B fand tho is ralso
% i 4

............

anti-HIV" posltive with P24 anthenaemz,a. “This fbaby is: currently_
under the care .of | GRO-B poat GRO-B 5

___________________________

do. lnnk After-the: baby, ‘ete. She has obv:.ously ‘beeniseen By i GRO- B' .
: GRO-B here, ....................

We are- wonder:.ng whether she could reglster wa.th the: MacFarlane
Trust. I would descrmbe ‘her as “somebody with haemoph:.lla. R 2
‘think the. only: difflculty is the fact, that she had 'the.:Factor..
VIII transfused whilst in 'l‘urkey. However, she As now.a- Natmnal ‘

-

31 X

i el ¥
& M N

WITN0B44188_0001



g }
GRO-B 2
Health Service patient ahd resident in this country. :é& ; on:
'thoﬂsé;grounds’ it would seem to be legitimate. ‘Dowyot‘x think you
.could let me khow what you think-and perhaps-we can discuss this;
over ‘the telephone: | GRO-B :suggested I write to you. f;rs_t;
rather than getting her involved until' we -have ‘clarified "the.
situation:.
Yours: sincerely, . :
GRO-C ‘
Christine’A. Lee
/Acting Director e
cc: | GRO-B_|
¥
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THE MACFARLANE TRUST
‘P.O. Box 627 London SWI 0QG. Felk 0l ~233 0342

Our ref:{ GRO-B |

Dr C A Lee 3
'Haemoph111a Céntre ‘and Haemostasis Unit
Thé Royal Free ‘Hospital

Pond Street

Hampstead

London' NW3. 2QG. i GRO-B

CONFIDENTIAL -

Your .patient | GRO-B | Your' ref: | GRO- B!

The - repiy to- your ‘query ‘in the létter at. reference is I regret
'that the 'lady is not ellgxble for -assistance from the
‘Macfarlane Trust or for payment from either of the Special
Payments Trusts.

We could probably accept your-description of her ‘as-& "person:
with haemophilia® as we have done for a very: small number .of
similar .cases: Being a foreign -national would not disqualify.
‘her as we. also .have a number -of registrations in this category.

The crucial poxnt i's that she-.did not receive the ‘infection ¢
from. treatment «in the UK: (Pleasée see the enclosed extract .
from the Trust Deed)..

The terms, obvxous!ynhad to be wrztten ‘that way or there .could
have ‘been an international open door.. .Sadly it even. excludes
‘a few British-Nationals who were expatriates .at .the time-of
‘their .infection.

I am sorry to disapp01nt you, I am afraid it is..an.area where
there :is no scope for discretion by ‘the Trustees.

GRO-B

‘Administrator

sEncs. , 1

o
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‘Extract from Deed dated .10th March. 1988

#
n

‘ e ‘moneys ‘procuced wthereby .in or upen

‘Thé'Macfarlane Trust

n

¥

..z 'SZmMe Or any Fart

. .uvestments hereby’authorised .

4, ‘muE objécts for which the Trust is established -axe to

Rincdemi are

Syndrome or are- infected .with human

parents ‘children &nd .other dependants

heedy spéuses, parents, children .or ognter dependants of such .

‘perscns.whe have-died

(i) . provide .©r

Lt
v

s ——— S

seffering / from Acquired

. -as$istance- ¢z

IN Zurtherance cf the above objéct'b

holicays, fr~~

s " -

I

"

B

‘ofherwise the Trustees.shall have power .to:

¥

assist In ‘the.

»

-

-’ o W e Ao s 00

Yelieve those pérsens suffering frod haemophilia who fas' &
Tesult of receiving infected blood products in the United
JImmune Deficiency

imnmunodeficiercy virus

R

thée. needy:. spouses .

cZ such perscns and ‘the

ut net Susther ox
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‘Pond’Stréer ;
T v e ‘Hampataad
Thé. Royal:Free Hampstead “London. NW3 206.
NHS Trust
GRO-B
"HAEMOPRHILIA CENTRE' AND HAEMOSTASIS 'UNIT X
GRO-B
Dr CHRISTINE A, LEE, MA MD FRCP.MRCPath .
Consultant Haematologist” : :
" GrROB | '
. L.._GRO-B |
®
sz GRO-B .
Administrator "
The’ MacFarlane Trust g
PO Box 627
I»QHDOR S5W1 QQG
Daar v
Hrg | GRO-B i
GRO-B
‘Thank you for .your letter about this lady with regard to whether :
she could be 'supported’ from the MacFarlane Trust.: i
0 She was treated with faetor VI:II concentrate in-Turkey.and almost
- cartai.nly that w;.,l}. ‘have. g:wen h&r ‘HW. Hawaver, Whan sha was.
:
,‘ h ~ in @T, ‘tw’ber ma&i.f . fmuaz mx hawa;, n ;prwf t:h:ax . s
. ac:qm mi m ﬁx'mm t:he: ﬁacmx* VIIT in “mz:kay al hauqh of emuz:ma, :
it . is possible ‘th N
20 units’ ¢ :
‘ . Mz you know, ’ .
h - ol hava mcmvm HJ:V infmtj,én as a ‘
x&aul&ﬁ oﬁ b&amﬁ traﬁsﬁuaiom , ; ‘
4 ;
i
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I'wonder Whether it would be.possible to reconsider this lady on
kthese’grounds. Quite:obviously, you hav

she became infected from/blodd products in this country in order
for her to.receive.some.support. Perhaps- it might be-easier for
you to discuss this .on ‘the phone with me. I, am afraid I have
been ‘away. rather-a lot,.'but’'I should bé around for.a bit:

‘

‘Yours. sincérely .

GRO-C

Christine A Leé
‘Acting Director

: : ! : oy have to follow very tightly:
‘what it:.says in:your béed but, I think one could makKe a case that
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THE MACFARLANE TRUST
“PO. Box 627 London SW1 0QG:. Tel:071-233 0342

Actxng Director

‘Haemophilia Centre and-Haemostasis Unit
The ‘Royal Frée Hampstead

Pond Street

London

‘NW3  2Q6

Your -patient | GRO-B

Thank you for your letter dated GRO-B i. As the Trustees
were ‘meeting on .the day we receiVed your 1etter I was able to
show -them the correspondence and 'sound out their views.

Mhilst not entirely ruling out the ‘possibility that Mrs! GRO-B |
mxght be ellgxble for assistance the Trustees asked me to poznt
out that this- would rest not on the "possibility that she may.
-hdve -been 'infected by treatment in the UK"™ but ‘on ‘the major
"balance»of probability: that she -was so infected".

Your ‘letter alone ‘would not seem to suggest this "balance of
probabx!xty" rather the reverse, ‘especially in v1ew ‘of the
‘tlmescale of 'sero conversion.

Is ‘there a: detailed: necord of the batch of - cryoprecxpotate used:
for her -treatment in.UK? .and are there 'grounds 'for- bellev1ng
that this-was a stispect .batch?

Whilst’ havxng ‘the greatest sympathy for-:anyone so :infected the
Trustees have a,responsszllty to ensure. that the Trust
opérates only within 'its express objectives. Hence they
‘cannot allow .any precedent to be created which -could ‘lead to a:
widening -of the eligibility .and/or :a dilution of the .capacity
‘of ‘the Trust to 'serve those for whom-it was intended. Sadly,
‘the needs of ‘any partxcular 1nd1v1dual are not relevant. untid
after the decision .is-made on eligiblllty for registration.

'P!ease call me 'if you would like to dxscuss any further
représentation you would kae ‘me to make .to the Trustees.

¢ Dahééjj7 “
..<:::/ GRO-B

-Administrator
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Pond Street

. L e _“ . Hampstead
‘The. Royal Free Hampstead London NW3 206
NHS. Trust |
GRO-B

HAEMOPHILIA CENTRE AND HAEMOSTASIS JUNIT

GRO-B

Dr CHRISTINE A, LEE MA MD, FRCP MHCPath *
‘Consultant Haematolognst

cC

Mr.! GRO-B

Adnﬁh’i&'&é&&% """""" .
“The’ Macfarlane"l‘mst

PO Box 627

LONDON 'SW1'0QG:

she was not mfected by- treatment in'the UK?. Therc arc absolutely no cl;mcal gmunds for
behevmg that the cryoprcmpltate used for her treatmént in ‘the’ UK: transmltted the HIV - |
Just: wondered whether it mlght be.a means of obtammg assnstance “for this lady Quite
clearly as Trustees, you ‘have: to .ensure that the* Trust. opcrates only ‘Within -its express.
.objcctwes.

Anyway, thank you vcry much for considering ‘this !ady s case: ‘1 accept the-decision and’
I will transmit this information to'her.

_Yours sincerely

GRO-C

Christine ‘A Lee
Acling Director
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