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MEETING OF HAENOPHILIA REFERENCE CENTRE DIRECTORS 19.9.83 : ? |

1 jnvited myself to the above meeting to hear the latest on AIDS!

Salient poinis were:

1. §5EAENNES rc:: out & letter which he has prepared for the Haemophilia
Society to send to its members (ie an up-date on his earller letters). '
I haven't got a copy of the letter but it scunded reasonable and,
* hopefully, will not creaie any nev problems..

\' Lfﬁ&,.‘ PRAVILEGE \ o : [l

e - {who is coordinating the AIDS surveillance in haemophiliacs)
is unable to cope, without additional funding, with the neceesary follow-up
of other recipients of the batches of FVIII which were used in the 2
haemophiliace with AIDS. I think this is an instance in. which the
Department should come up with' some money. I have alerted ] :
" %o the fact that an approach to OCS will probably be pade by G,

4‘; ‘ will take upon himself the reporting of 2ll cases of . ATDS or
suspect AIDS occurring in haemophiliacs to CDSC unless the reporting

doctor withholds authorisaiion for him to éo so. (The Bristol case whe

* .

died of AIDS was known to but because it didnit fulfil all.
the criteria for AIDS, he di report it to CDSC. Frox now on, he will
do B0 unless the reporting doctor specificelly refuses permission.)

Ineidentally, it transpiree that some of the commercial FVIII concenirate:
from the batches administered to the Bristol case, found their way te
hospitals which are not haemophilia centres. Thiz is undesirable, both
from the point of view of patient care, but algo becausc these patienis
and the trcatment they receive do not get included in the netional
gtatistics on the use of FVIII which provide so imuch valusble information
(a copy of the 1982 annual returns was made available at the meeting and
ie attached)¥ I took the opportunity to mention to Dircctors that further
consideration is to be given to rationelising the purchase of blood
products and that thic was to be considered by the Adviscry Committee on
the NBTS. I promised that the Directors would be given an oppertunity to-
comuent on any propesals to change the present systenm of FYIII purchase
and distribution.. {It is clear that this is a fertile griund for alnmost

wilful misuwnderstanding on their partl). .

5, The total usage of FVIII for 1982 was 75m f.u. {im i.u. hes been added cince
the returns vere compiled). Only nexi ycer end subsecquently mey it oe
oasible to discern any downward trend in uszge because of AIDS. TIn otner
words, if AIDS hadn'i happened, it locks as if we are on course for the
100m i.u. prajected for the mid 1980} Directors were convinced that
Regions would noi come up with. the plasma for this target - or anything
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approaching it. They urged {naturally) some central funding to increase -
plasma supplies. Would there be any harm (I know it would probably
be no good) in putting up & bid for this in the next PESC round?

If we stari early enough, we may reach the top of the list in 19901

6. I discussed genetically engineered FVIII - still about 10 years off,
is the guess. _
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