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(’ Minutes of a Joint Meetina of Directors of Hszemonhilia .

C?i

Centres and Blood Transfusion Directors held at the

Reaional Blood Transfusion Cénfre in Sheffield on

31.1.74

Those present at the Meeting were:=

Prof. E.K. Blackburn (Chalrman)(Sheffleld Haemophilia
Centre)

Dr. P.G. Arblaster (Treloar Haemophilia Centre)

Dr. A. Aronstam (Treloar Haemophilia Centre) h

Dr. P. Barkhan (Guy's Hospital, London) . 5

Dr. Ethel Bidwell (Oxford Blood Products Laboratory)

Dr. Rosemary Biggs (Oxford Haémophilia Centre)

Dr. A.L. Bloom (Cardiff Haemophilia Centre)

Dr. T.H. Boon (Newcastle Haemophilia Centre)

Dr. C.C. Bowley (Sheffield Blood Transfusion Centre)

Dr. D.G. Chalmers (Representing Prof. Hayhoe)(Cambr1dge
Haemophilia Centre)

Dr. T.E. Cleghdrn‘(North London Blood Transfusion Centre)
Dr. J. narnborough (Cambridge Blood'Transfusion Ceﬁtfe)

Dr. S.H. Davies (Representing Prof. Glrdwood)(Edlnburgh
: Haemophilia Centre

Dr. I.W. Delamore (Manchester Haemophilia Centre)
Dr. Katherine Dormandy (Royal Free Hbépital, London)
" Dr. J.0.P. E&géumbe (Exeter Haemophilia Centre)
Dr. D.I.K. Evans (Manchester Children's Hospital)
Prof. P.T. Flute (St. Georgets Hospital, London)
Dr. C. Forbes (Glasgow Haemophilia Céntre)
 Dr. Jean Grant (Oxford Blood Transfusion Centre)
pr. J. Guyef (Shéffield Children's Hospital)
Prof. R.M. Hardisty (Hbsp1ta1 for Sick Children, London)

pr. J.P. Hayes (Representlng Prof. Humble)(Westminstex
Hbspltal London)

Dr. C.A. Holman (Lew1sham.Hosp1ta1, London)

Dr. A. Inglis (Carlisle Haemophilia Centre)

Prof. G.I.C. Ingram (St. Thoﬁasf Hospital, London)
Dr. G.C. Jenkins (London Hospital, London)

pr. P. Jones (Newcastle Haemophilia Centre)

Dr. D. Lehane (Liverpool Blood Transfusion Centre)
pr. J. Leslie (Southampton Haemophilia Centre)

Dr. M. Lewis (Renresentlng Prof. Davidson)(Kings? College
l ‘?7 Hosp1ta1 London)
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Dr,‘w dta, Maycock (Blood Products Laboratory, The
Lister Institute, Elstree)

Dr. E. Maymne (Representlng Prof. Nelson)(Belfast
Haemophilia Centre)

Dr. M.J. Meynell (Birmingham Haemophilia Centre)

Dr. R.S. Mibashan (Hammersmlth Hospital, London)

Dr. J.R. OtBrien (Portsmouth Haemophilia Centre)

Dr. C.R.M. Prentice (Glasgow Haemophilia Centre)

Dr. S.G. Raihsfordi(Lord Mayor Treloar- Cdllege, Alton)

Dr. J.D:M. Richards (Representing Prof. Prankerd)
(University College Hospital, London)

Dr. C.R. Rizza (Oxford Haemophilia Centre)

Dr. D. Stern (Bournemouth Haemophilia Centre) )
Prof. J.W, Stewart (Middlesex Hospital, London)

Dr. J. Stuart (Birmingham Haemophilia Centre)

Dr. H. Swan (Sheffield Haemophilia Centre)

Dr. L.M. Swinburne (Leeds Haemophilia Centre)

Dr. A. S. Todd (Representlng Dr. Tudhope)(Dundee Haemophilia
Centre)
Dr. R.L. Turner (Bradford Haemophilia Centre)

Dr. Sheila Walter (Debartment of Health and Social
Security)

Dr. C.R.R. Wylie (Derby Haemophilia Centre)

Apologies for absence were received from:-

2.

Dr. T. Black (Liverpool Haemophilia Centre)

Dr. I.A. Cook (Inverness Haemophilia Centre)

Prof. W.M, Davidson (Represedted by Dr. M. Lewis)

Dr. A.A. Dawéon.(Aberdeen Haemophilia Centre)

Col. P.E. Field (Northern Ireland Blood Transfusion Centre)
Prof. Girdwood fRepresented by Dr. S.H. Davies)

Prof. F.G.J. Hayhoe (Represented by Dr. D.G. Chalmers)
Prof. J.G. Humble (Represented by Dr. J.P. Hayes)

Prof. M.G. Nelson (Represented by Dr. E. Mayne)

Prof. T.A.J. Prankerd (Represented by Dr. J.D.M. Richards)
Dr. G.L. Scott (Bristol Haemophilia Centre)

Dr. H. Sterndéle (Margaf¢ Haemophilia Centre)

Dr. G.R. Tudhope (Represented by Dr. A.S. Todd)

Mr. J.G. Watt (Edinburgh Protein Fractionation Centre)

'~ 4n opening address of welcome was given by Dr} C.C. ngley.

Matters arising from the Minutes.
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(2) Progress of the Haemophilia Centre Directors report

" on Jaundice, Antifactor VIII and Antifactor IX in patients with

" Haemophilia and Christmas disease. Dr. Biggs noted that the _

paper on this subject had been accepted for publication in_
the British Journal of Haematology and that page proof was
sncluded in the papers of the meeting for the information of

Haemophilia Centre Directors.:

VHCTION. Dr. Biggs asked that suivey refurns be made on the

1972 forms by all those Directors who had not yet completed

~ the data for 1972. Dr. Biggs also asked that in making the

1973 returns, Directors should recor&,the numbers of bottles
or ampoules of concentrates used and make no attempt to convert

these to any notional number of donorxr units.'

(b) Report on the Progress of the Survey of Au Antigen

in House Contacts of Haemophiliacs.

Dr. Ingram said that in all 43 family groups had been
studied. 72 samplés'from patients and 63 from contacts had

been tested. Of the samples from patients, 2 were Ab and Ag

positive, 1 was Ag positive and Ab negative, 43 were Ab positive

but Ag negative and 26 were both Ag and Ab negafive. Of the
contacts 1 was Ag positive and Ab negative and enly 5 were'Ab
positive: and Ag negative and 57 were Ab and Ag negative.

D1scu551on about this paper 1nc1uded the followlng

.. topics:=

(1) Distiﬁction between the various categories of HbAg
positlve patients (Dr. Evans, Dr. Davidson, Dr. Delamore)
(ii) The idea that enzyme studies should more often be
made (Dr. Davies)
(iii) A report was: made of the test:# made at the Alton

Centre (Dr. Rainsford)

(iv) A test baszd on lymphocyte transformation was
TARCES
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described (Dr. Forbes). .

"ACTION., Dr. Ingram said that more samples from patients and

also from house contacts of patients were required, Dr. Ingram
said that the virologist at St. Thomas'!s offered to assay
antigen for those Directors with antigen positive patients and
who do not have assay facilities. It was stressed that more
follow~up samples from all patients and theirrknown-contacts

were rejquired.

(c) Trial of prophylaxis at Alfon - énvInterim report.

Dr. Arblaster described the aims of the trial and oute
lined some of the pracfical difficulties which they had comne
across early in the t;ial.

Dr. Aronstam then described the results of the first
two terms of the trial. He stressed that the trial was still

tdouble blindt.

Bia The present and future supply of Factor VIII..

. Dr. Biggs introduced Appendix B which was an M.R.C.
Working Party report mainly concerning the numbers of patients
with Haemophilia and the amounts and Qarietiés of Factor VIII
likely to be neéded_for that treatment. Dr. Biggs noted that
this report had now been approved by the.M.R;C. and accepted

for publication in the British Journal of Haematology. Dr.

_Biggs said that there werc three main questions for discussion.

(a) How many Haemophi}iacs'are theie in fhe United
Kingriom?

(b) What kind of material was best for their treétmént?

(c) How much of it was likely to be needed? .

Dr.IBiggs said that the reéport suggested a need for
material derived from 500,000 to 750,000 donaiions annually.

These subj cts were then discussed as follows:-

WAIPH
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(a) On how many haemophiliacs are there in the United

; Kingdom?
(i) Dr. Jones reported on a surﬁey that he is making

in the Newcastle area. He said that he had encountered a
numbexr cf haemopﬁilic patients who had no haemophilia cards
ané whose blood had never been tested at a coagulatlon
1aboratorya He sucgested that any count of patients known at
haemophilia centres was likely to underestimate the total
-number of such batients., He .had encounterea 287 diagnosable -
. bleeders in a population of 3 million, aﬁ incidence.of 9.6 per
100,000 of the population. |

(ii) n;.‘Prentice suggested that it might be'profitable
to employ a doctor full time to carry out e survey of the
number of haemophiliacs in the Unifed'Kingdom ahd to gather
any othef'similar information.

(iii) >Dr.'Ingram spoke on the long term forecast of
Factor VIII requirements (paber circulated at the meeting) and
stressed that the incidence of haemophilia is likely to rise as
treatment improved. Any assessﬁent of amount of A.H.G. required
for- therapy must take this 1nto account. .

(b) What kind of material was best for treatment7

There was a wide ranging discussion about the relative
merits of cryoprecipitate and freeze dried coﬁeentrates with
renald to ease of manufacture, ‘recovery from the original
niasma, ease of administration and recovery of activity in the
natisnts, It was generally_felt that larger sqpplles of
concentrated preparations wefe required now and u;gently and -
some felt that it was rather meaningless to ask doctors if
tﬁey would prefer freeze dried concentrate to cryoprecipifate
when no freeze dried concentrates were available to them.

Vhen the discussion was completed the meeting was asked to
G|\es
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“indicate whether anyone would in fact prefer to have cryo-

‘"'precipitate if freeze dried concentrate were freely available.

It was clear -that none of those present would prefer cryo=

nrecipitate.

(c) How much material was likely to be needed?

Dr. E. Mayne g#ve statistics for Belfast and said that
they use matérial prepared from approximately 10,000 donors for.
the management of their patients. They keep a stock of
commercial concentrate which they find invaluable in the present.
troubled times.

. Dr. Bowleyvpresented a paper (circulated) in which ﬁe
analyséd thé use of cryoprecipitate in the Sheffield Region.
From local figdres, he concluded that the calculated national
reqguirements of factor VIII as reported in Appendix B were
probably an qver-estlmate. Dr. Blackburn questloned the data
01:: which tﬁese conclusions were based.

Dr, Maycock said that from ﬁis own survey of the amount
of material required for the treatment of haémophilia, he
oﬁtaineé figures very similai to Dr. Biggsts figures'and he
pointed out that in.1971,.B.T.S. Centres were already supplying
3x more cryoprecipitate than calculated by Dr. Bowley for 1973.
fven more must be reguired now.

Dr. Rlzza presented a paper analysing the use of cryo-
precipitate, British freeze dried concentrates,_and commexcial
concentrates in Oxford during the year 1973, The Oxford
figure showed that the recovefy‘of factor VIII activity from
plasma by the cryoprecipit;te method and by the alcohol
fractionation method were similar and thaf the recovery of
factor VIII activity in the patient! plasma was marginally
better when freeze dried fractions were used.

In view of all that had been said, the Chairman concluded
Gl g
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that with one exception, the Meeting supported and wholeheartedly

’endorsed the Appendix B Document. Agaln it was stressed that

- the estimates in Appendix B are just for present and that in

five yoars time there may be a need for ‘more material..
ACTION. The Chairman agreed to write to the D.HeS.Se saylng
that the meeting of Haemoph1lla Centre Durectors and Transfusion

‘Directors, approved the contents of Appendix B and recommended

‘that this document be used as the basis for plamning the

future requirements for factor VIII in fhe United Kingdom.

The meeting then went on to discuss problems which -
would arise in trying to increase the supply of factor VIII
frecze dried concentrates. |
. It was felt that once the new fractionation laboratories

jin Edinburgh and at the Lister Institute were.in full production

~they should be able to meet the.needs of the qountry provided

suff1c1ent plasma was avallable.

- Some Blood Transfu51on Dlrectors felt that plasma~
nhoresis which was already being carried out on a large scale
in some Centres might be the answer to the prob;eﬁ'of plasma
supplies. Dr. Cleghorn déscribed his procedure and said tﬁat
his donors found it acceptab1° and not dlstres51ng.

There was no doubt that the 'p1009551ng' of more blood
to obtain plasma for manufacture of factor VIII would requlre
more staff, equipment, mobile vans w1th cold.storage facilities,
eta., and that this would add torthe Blooa.Iransfusicn Cenyres'
costse - V ' . .

Df. ﬂaitef could giye no statement as to how this extra

expense would be met but she said that it should in the first

Sle

nstance be referred to the D.H.S.S. She made the point that

‘the purchaée of commexrcial A.H.Ge. was already costing the

D.H.5.S. a lot of money.
Lz
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The meeting digressed for a short time to discﬁss the
problems of genetic counselling and how newer techniqueé>such
as ante-natal_sexing and amnioscopy to obtain samples of cord
blood might help in counselling prospective parents.

Several Directors said that they did not treat all the
pétieqts at their Centres since'this,wés too inconvenient for ¥
the patient and %oo difficult. On the other hand, they were
ware that the materials might hot be used properly. This
raised the question of home therapy. It was stressed th#t

home therapy was becoming more accepted and widespread and

‘was improving th2 quality of the patients' lives. C:yc-

brecipitate was not ideal for home therapy from many . points

" nf vicw. Some Directors were buying commercial A.H.G. for

use in home therany.

5, ,Thé Organisation of Haemophilia Centres.

Profeésor Blackburn summarised for the meeting the
document drawn up by br. Biggs and Rizza on the reorganisation
of Haevoph*11a Cantres in the United K1ngdem. The document was
sent to the D H.S.S. in January 1972 but tho D.H.S.S. had been
unable to make any comment on it yet because of the reorganisation
of the Health Service which was to come into effect in April,
1674. Dr. Waiter said that some decision about the
reorganisation of Haemophilia Centres would be arrived at after
April, 1974,

Dr. Bigés said that she had sent to the D.H.S.S. another
ﬁémo:apdum.about :eqrganis;tion ofVHaemophi;ia-Centfes. This
documeﬁt suggested that the role of the Major’}hemophilia

Centres should-in the future be changed.
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This document envisaged each Major Centre as playing‘a

“more important role in supporting the Haeﬁophiiia Centres,

grouped around it., The sort of things that were proposed as
important for the Major Cént?es in the future were:- the
supply of therapeutic materiais, medical cover during holiday
pefidds, a referencé laboratofy service épd avtraining sérvice
for medical, ancillary staffs and patients, a specialist.

reference centre for advice by telephone and consultation and

finally a centre for the organisation of local research,

The Directors felt that such a reorgapisation cbuid
well ﬁelb them to contfol the use of Facfor VIII'concentrates
in peripheral hospitals which should in turn promote better
management and more economical use of rérevresources.f

Most Directors found great-difficulty in obtaining

medically qualified staff for their Centres, especially at

S.H.0. grade. Furthermore, although it was desirable td have

hacmophiliacs examined and assessed by doctors of the rank of
registrar and above,‘thisrﬁas rarely possible.

| Some regions we;é still having difficulty in getting
nurses to help with infﬁsions. '

It ﬁaS'felt that the orientation of thevHaemophilia
Cantres to<£he Major Centres on a more definite,aﬂministrative
basis might ﬁelp Directors to obtain the.therapeﬁtic materials
and staff they need and might contribute substantially to
improving the treatmeht,of patients iﬁ the Upited Kingdom.'
ACTIbN,_ Dr. Waiter was asked fo céntinue'with'her work in

promoting the drafting of a new H.M. on the roles and duties

of Haémophilia Centres recognising and laying the foundation

for a new view for the Major Centres.

1
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