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Deaor Mr. “’otlcrsp

Thank you very much for your letter of 191h Januory ond For the cutling from the
Observer. This cufting dees seem to have caused some concern amongst the patients ond
indeed some medicol administralors ond physicians,

Theie moy be a medicum of justification for this concern. You are no doubl ewore of
the background thel a rother serious "new" disease began fo be recegnised fowards the end
of 1981 particularly amongst hemosexuals in the U,5.A, The disease was characlerised by a
failure of nermol immunity processes so thot suffarers became susceptible fo infections that
mosl of us would just shrug off.  In addition they become chronically unwell ond the condition
hos quile o high mortality rate. Al first it wos thought possibly that the conditien was due
to a reaction to drugs elc o 1o some Virus o otheér ogent 1o which homosexuals were exposed,
However later as detailed in the Observer arlicle, several groups of people who are clearly
nol homosexvals including various immigrant groups in the U.S. A, as well os the ten hoemophiliacs,
were identified os suffering from the diseose. Clearly at the present time the couse is quile
unknown and neither hos it been proven that it is fropsmitted through contaminated blood
products,  The incidence of the condition In America is not known but seems to be about
one per thousand of the severely offected Irealed patients, On this basis if the disease
exists in the UK, we could reasonably expect two e three cases amongst British haemophiliaes,
So far none hove bem reported. Various laborotory changes concerning immunity were
reporfed in the Americon palien ts but nevartheless these changes are by no means spacific
for this particular condilion and the tests most easily underlaken,and hence reported, often
give similar results in many other conditions Including hepatilis or even stress.

The Haemophilia Centre Director's organisation is closely monitoring the possibility
of this condition in the U, K, At the meeting of our Hepatitis Working Porty this week, the
meeling referred to in the Chserver, it was decided to Institute a retrospective survey to-all
Haemophilia Cenlre Directors and also a prospective survey in order to try to delect ony
possible emergence of this syndrome in this country. We do not know at the moment if the
condition exists in lesser degrees of severity but we shall clearly have to keep on the fook
out for this, As the full blown condition has not yel been reported amongst British haemophiliacs i
it is-not possible to state if the coagulation concentrations produced in this country are safer
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in this respact than the concentrates produced in the U, S, A, Indeed there is no evidence
yel in fact to implicate ihe lotter, However the Directors of several individual Centras
are investigating possible markers of (he cendition in patients who receive vorious types

of bloed products, In the memwhile there is certainly na noed for the haemaophilic communily
fo be unduly concerned about this 'pow® syndrome. They can rest assured fhat every effort
Is being made to monitor the situation in this country and lo collaborate with ihe Cenlre
for Disease Control in the 1,5, A, Althaugh no cases have been reported in the U,$,A, ,
os far s | know, in haemophilia B, we are monitoring the situation in all these ro lajed
cenditions, As you and your colleagues in the Society know, coagulation factor therapy
is 50 essential for the sofety and well baing of patienis that there is no doubt vehatseaver
that thelr advaniuges far oulweigh this disadvantage which af the momant seems fo be
potential yother thon real in the U, K. of ony rota,  Further developments wil depend upon
Identifying the responsible agent or constituent of concentrates , if il exists, ond no doubl
then steps can be laken to attempl 1o eliminate them in much the same way as steps are
being taken to reduce the risk of hepatitis,

Finally | agree that offer 1his publicity it would be helpful if an article was wrilten
for the Bulletin, Dr. John Craske ¢ 9 consultant vicolegist at the Public,. Heolth Laboralorics
in Manchaster, is Choirman of our Hepat itis Working Porty and | think that he woyld
probably be the best person 1o conlribule this, He worls closely with Dr. Rizza to whom
Fam sending o copy of this letter

Yours sincerely,

A, L. Bloom

¢.c. Dr, C.R, Rizza :

STHB0000053_0002



