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Earkground

• Haemophilia is an inherited condition here there is a. life --long, deficiency 

in tile Gloi:t 1.11g c:c :or in the blood. `There a l.'^ about „COD hE;:opliil_:.ccs 
in the UK, of `.iho;0 - b•cut 2,000 are "severe" haemophiJ.iacs. 

The iaacmo hiiin. Society 

The: Society is a voluntary organisation of and for haemophiliacs. Its aims 
are set out at Annex, A. It is supported entirely by its own fund--rail:i.n.g 
and contributes subc-tantial sums towards research. It has established 
a network.. of local -roui;s and works closely u,:tth most, i.f .-,lot ai.l, 
Haernophilia Reference Centres in NHS hospitals. It has done such to increase 
understanding of haemophilia,. pari,icu! arty among health and personal  social 

service professionals. The Scciet' produces a. range of e:: ellentbOUI'_1etS 
for parents: health visitors•, potential_ employers etc, and represents an 
excellent example of Constructive collaboration between the voluntary, and 
statutory sectors. 

Agenda 

• The Society wishes to discuss: -

a. the supply of Factor III and self-sufficiency in blood products; and 

b. p e .cription charges. 

a. . e.UL1 %JZ. of Factor lJlit  ' to Meet Pre, , Letc £;d. Drntando 0; er the Next, 

Few j ---  cll. ci. 'ent c? S. ~. -Cut it C;? cm C ;7 wii, LJ_c o Y I`cc ' i a 

L?li UCiL~i t[1(: !'!1`i' t:, o.l r.• 
-w1t .

1'i.. mac  s 
o' L•;!''S`( 131 i oC ieci: ll ; 1 s s. . .(.r, • _:nows, 

about one-third of the .P cLcr (Till  u.sed i;1 the MIS is produced by 

the Blood Product's Lahoratory at Elstree. Supplies are supplentell:':ed 
by the less concentrated cryorrecipitate manufactured by Region a-1 - Blood 
Transfusion Cent_:es, but the re -'a' der of iacror Vl,rl used in t  T'riS 

ed commerciall.y at 'z cost of abot-I ,3m. i ....>tcr ;iJ.J.. i~ nilrrhas ~ ~i I ~ s  Ali .'511 

to rea ure ti1e Soii;ty of i.1ii; (ivV____ int r Fi sup7ol'1: fo1't}1C I~1~ :t0lC 
of Self=••sufficiency in bLood products, and to report  that p:Lanaiag

has a.lready begun i'or the redevel.7_1Tlf nit of the °•l.00r1 PrcxiLcts Labdrator:i 
Al thou }4 .'le .C8'}:_achy.•>Ou the new :ric^bc s 

ttory 
ha'  —•t c '1 O t e dCC:idreir~ o' „ 

and will be influenced by health authorities' ability to provide the 
plasma for fractionation, we hope that the Laboratory when fully 

I 
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• commissioned in the i ! 1930x, will enable the NIL S to beco se self -
sufficient MS(H) will also -wish -to mention that i?l the interim, 

i n upgrading programmecurrently being' carried out at the short --t  e 
the Laboratory will enable it to double its Factor VIII output 
to 30 million international units by the end of 1932; indeed there 
are indications that increasing yields might niean that the Laboratory's 
output increases to L0 million units a year. 

E- ̀IS ussb .v ~n w~nc kw+ w VrK ht f ~  Su , bur  ~  l .n, 6 cL r L.
Plasma Sunply 

A working group of the Advisory Committee on the National Blood 
Transfusion Service has recently prepared''a detailed report which 
indicated that over 4-00,000 kilograms of plasma would be required 
to "enable the NHS to dhi.eve elf-mufficiency in blood'products based 
on estimates obtained from Haemophilia Centre Directors about the 
demand for Factor VIII which is expected to rise from 60 million 
international  units -at. present " to 100 million international units 

• by 1935. rS(iI) might point out to the Society that this represents 
more than three times the current level of plasma supply and, collection 
on this scale has considerable financial implications for health 
authorities. Whilst self-sufficiency. 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 consulted 
shortly about the amount_ of plasma they might supply to the redeveloped
Laboratory. 

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. I4S(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 complaint 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 1111I often comes as a 
total package, including the wherewithal for administering the drug. 
Some companies provide special insulated baxesjahtil t iles can 
be stored in a fridge. ,MIS(H) will wish -to 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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b. Prose r t ion_C~,r ,"y

This ~c very difficult .a ..~.3.. 
I,. o 4 h e o }i ii-~ •s on 1_; t.c t jj t 'Ih ~, a vc~ j ifs i.c:.l.~ area. o .. rn r... i r, of ~,. Thera receive 

of ; -;; i .: %1 (:c. ; rC. At. each vi .i:t ;. ;'_:: es free  c :s.,::*.. from Their 17aemoph' : ':? 
they cioount, for tie :,". li :. ; e of 1;1140 i`  ̀ otoX `1 x.cT i,.ii7p.li.`?d. ,. ..._[ h1 enables :iie 

C'!clinici -to .m :Lnt ain 4. oboe wa c'h• on the pattern of b1+:'Chi etc. 

~•3 
 

1Z(H) ;ill wish to b•o aware that there is now somip doul.: whether 

;Ll?7^]7.f:, of C 'rc. f_ P e'tor n:i7 ohould be ?~T`i'tJJ.dFd free or byIT"c4?1c of 

ahooni to,1 proscription Cos tin M1 . This is y being irve. t'l; ated by officials 

but ?MIS(II) ..rill not wish to mention this to the 8o ieiy /7. Some 1 aenl:'::?1:L71acs, 

part?oularl.r those tho live a con` f-e vble dis nce from their Centro, 

o0Cf'.S.LOn.Cily Obt~I11. 1Jr es r.lp -f?.Q:n, froi7.1 -their r: :a1 pro^_C ti ttoners In t ile 

not -ma]. *ncy. then "t]iey Jo, hci;ever, they have to pay. the s:-irandard prescription. 

charge. The Society has cil7lLrli,cp,.ed long and herd for laaemo-phi.lia to be added 

to the 115"t of disea:ie , which c ttr..:ct ex e- rr ,i i on fr or nretac -r ption char r  S. 

MS(H) is aware of the -arg:.monts for and against extondin the current 
list of conditions which are exempted from prescription charges. 
PrLni.ste1 Have a C,2ea,.t deal of Eiyinpe tt_ ,' for those peoplo who cuffcr 

from,  of tl'!e mzarSr aiffexi.nro.' individual c C-.!aI  O'ii.S t t are not 

in_clr~aed in the list of specified.aedir.,al. co. '. tions. i ,ry s•eque.sts 
for exemption_ have o Gin put fcrvard from sufferers f'i:om cystic fibrosiS y

g].al)coca, emphysema, r1u1t1T1e sclerosis, echioophren.a, as well as 

haemophilia. NS(h) will wish to toll the Society that T''1.nisters have 
very, carefully considered the position but, rel.uctaxitly, came to the 
conclusion that an approach to the medical profession in an attempt to 
agree extension of the list should not be made because any approach 
would have to include a munber of 'donditioe.s. and the cost coup: be . -
considerabl.e. 

The Fa.emophili.a Society was told ' in May 1930 that there was little. 
prospect of haemophi] ;_acs becoming automati.cai].y ex_eirpt from rrescri.ption 
char es on medical g rounds. The Society is well aware of the existing 
measures (eg pre-pa.y;rient certificates, exemption on grounds of low 
income) designed to assist patients with prescription charges. 
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