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Backzround

Haemophilia is an inherited conditicn where thsre is & life~long deficiency
in the clotting factor in the blcod. There ars about 7,000 heaemophiliacs
in the UZ, of whom 2bot 0 ere ”"c"crn” hderupnl*vacu.
The Hacrionhilia Society
The Society is a voluntary organis :ation of arnd for naemophiliacs. Tis ains
ars set ocut at Annex A. It is supported e ti'nly by its own fund-raising
and contributes substantial sums towards ressarch. In has eat”biishro
a network of lccal groups and works clesely with most, if not all, -
Haemophilia Reference Centres in NHS hospitals. It has dons much to increase
understanding of naemopnlLia, particularly among health and personzl sccial
service professic nuls. The Sca‘ety prqd ces a range of excellent.boolliets
for pax cru%; health visitors, potential UlOJOrS etc, and represeants an
excellen example of constructi"e COllabOIatLOu etween the voluntary. and
Statutory seciors.
Agzenda
The Society wishes to discuss:-
a. the supply of Factor VIII and self-sufficiency in bleod preducts; and
D.  preizcription charges.
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commissioned in the mid-1930s, will enable the NHS to beo come self-
sufficient™® ¥S(H) will also -wish to mention that in the interim,
tne short-term upgrading ﬁ“ogramﬁe currently ing carried out at
the Laboratcory will enable ctodeuble its Factor VIII output

to 30 million internationa l units by the end of 1682; indeed there

arce indications that increasing yields might riean that the Laboratory's
output increases to 40 million units a year. -
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Plasma Supply

.5

A working group of the Advisory Committee on the National Blood
Transfusion Service has recently prepared a detailed report which
indicated that over 400,000 kilcograms of p’asma would be required

to "'enable the NHS to %*JPVC self-sufficiency in blood products based
cn estimates obtained from Haemophilia Centre Directors about the
demand for Factor VIII which is expected to rise from 60 million
internatiogal units at present to 100 million internaticnal units

by 1935. MS(il) might point out %o the Society that this representc A
more than three times the current level of plasma supply and collecktion
on this scale has censiderable financial impiications for health
authorities. ' Whilst sel¢—suffchency will offer considerable savings
in imported blood products, it is important not to lose sight of the
cost of plasma collection, and health authorities will be ccnsulted .
shortly about the amount of plasma they might supply to the redevelcped
Laboratory. R B

Effect on Commercial. Products

BPL's Factor VIII compares favourably to any produced commercially

and is suitable for most cases of haemophilia. Clearly if health
authorities devote substantial sums to the production of plasma for

the Laboratory, they will look to their clinicians to use the BPL
product. It is thought that the Society is concerned that clinicians
might be prevented from bying commercial products. MS(H) might

assure the Society's representatives that we recognise that there will
always be cases where for medical reasons a particular commercial product
might be required.

Packaging and Presentation

The Society may complain”that” BPL's product compares very poorly with
its commercial counterparts in its packaging and overall presentation.
The patient on BPL Factor VIII has to obtain syringes etc separately
from his Haemophilia Centre. Commercial Factor VIII often comes as a
total package, including the wherewithal for administering the drug.
Some companies provide special insulated boxes (ﬁﬁ?ziugdﬁ%iﬂes can-:

be stored in a fridge. MS{H) will wish t¢ emphasise the importance

of devoting BPL's necessarily limited resources to the product itself.
However, the Department is always prepared to consider suggestions
about how to improve the product from the consumer's point of view,
and the Society could be invited to send its suggestions to officials.
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particularly those who live a onaiderable distance from their Centre,

occasionally obiain presceriptions from their general pra;titigners in ﬁhe
al way- When they do, hawever, they have to vay the standard prescripbion

Charge. The Scciety has campaigned leng and herd. for luemclhi ia to he added
4o the list of diseases uvhich atﬁvuct exenption from presceription chargas.
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MS(H) is aware of ‘the -arguments for and against extending the current
list o¢ conditions which are mp frem prescription charges.
t *hg for those people who suffc
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”he Haemophilia Scciety was Told in Mzy 1980 that there was litile
prospect of haemovhiliacs becouing autcmatically exempt frem prescripiion
charges on medical grovnds. ““e Society is well awsre of the existing
nt certificates, exemption on grounds of low
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measures (e pre-payme:
income) designed to assist patients w1th prescription charges.
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