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Minutes of the Ninth Meeting of the United Kingdom haemophilia 

Centre Directors held in Oxford on Monday 13th November, 2978. 

Present i-

Dr. A. Aronstam, -r 
Treloar HaemophiiIia Cent 

Dr.

jA

Barkhan, 
Guy o , London. 

Dr. . Barrett, 
Wes ester Hospital, London. 

Dr. .A. Baugh, 
Che ord . 

Ar. D. Bevan, 
St. George's Hospital, Tooting. 

13 . Ethel Bidwell, 
Pl sma Fractionation Laboratory. 

r. G. Birchall, 
Royal Infirmary, Lancaster. 

Prof. E.K. Blackburn, 
Sheffield Royal Infirmary. 

r

Blecher, 
Ge eral Hospital, 
in ham. 

Prof. A, . Bloom, 
University of Wa es, Cardi f. 

Dr. F.E. Boulton, 
Liverpool Royal Infirmary. 

Dr. D.G. Chalmers, 
AddenbrooXe's Hospital, 
Cambridge. 

Dr. M. Chisholm. 
Southampton. 

Dr. Mary Collins, 
Dept. of Health & Social Sec. 

B. Colvin, 
London Hospital. 

Dr. Craske, 
.Manchester. 

Dr. S.!!. Dav es, 
The Royal In irniary, Edinburgh. 

Dr. I.N. Delamore, 
The Royal Infirmary, 
Manchester. 

Miss Sheila Dykes, 
St. Thomas's Hos tal, London. 

Dr. J. Easton, 
Wexham Park HospItal, Slough. 

Dr. J.O.P. Edgcurn e, 
Royal Devon S. ter Hospital. 

Dr. D. Elli , 
B.P.L., Elsttree. 

Dr. D.I.R. Eyans,
Manchester ildren's tiospitd,... 

Dr.. E.A. French, 
Gen .sal Hospital, Nottingham_ 

r. D.K. Goff, ...>., 
. 

Sunderland .• 

Dr. P. Hilgard,
Hammersmith Hospital,. London. 

Dr. F. Hill, 
The Children's Hospital, 
Birmingham. 

Dr. C.A. Holman, 
Lewisham Hospital, London. 
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Dr. R.L. Holman, 
Royal United Hospital, Bath. 

Dr. J.F. Honey, 
Royal Sussex County Hospital, 
Brighton. 

Dr. J. Howard Jones, 
Newport. 

Dr. R.M. Hutchinson, 
Royal Infirmary, Leicester. 

Dr. R.N,. Ibbotson 
Central Pathology Laboratory, 
Hartshill. 

Dr. P.
Newcastl -upon-Tyne, 

Dr. M. W. Kenny, 
Queer. Ei'zabeth Hospital, 
Birmin am. 

Kernoff, 
R al Free Hospital, London. 

Dr. D. Lee, 
B.T. ., Lancaster. 

D . J. Leslie, 
orfolk and Norwich Hospital. 

G. Lowe, 
G asgow. 

Dr. J.M. Martindale, 
Walton Ho pital, Liverpool. 

Dr. J.MMi. I tthews, 
Oxford fine philia Centre. 

Dr. E. Mayne, 
Royal Victoria Hospit 
Belfast. 

Dr. S. Mayne, 
Royal Infirmary, Derby. 

Dr. K. I•icGrath, 
Sheffield Children's Hospital. 

Dr. B.A. McVerry 
University College hospital, 
London. 

Dr. R.S. Mibashan, 
King's College Hospital, London. 

Dr. T.R. Mitchell, 
Charing Cross Hospital, London. 

Dr. B. Murphy, 
Torbay Hospital, Torquay. 

Dr. D.A. Newsome, 
Blackburn Royal Infirmary. 

R. O'Brien, 
Port: Knuth. 

Dr. J.R, erton, 
General Hospita , Salisbury. 

Mr. K. Polton, 
The Haemophilia ociety. 

Dr. C. Prentice, 
Royal Infirmary,. Glasgow 

Dr. F. Preston, 
Sheffield Royal Infir ry, 

Hr. J. Prothero, 
The Haemophilia Socièty. 

Dr. E.G. Rees, 
Shrewsbury Hospital, rewsbury• 

Dr. J.D.M. Richa s, 
University Colle a Hospital, London. 

Dr. C.R. Rizza, J
Oxford Haemo a Centre. 

Dr. G.L. Scott, 
Bristol oval Infirmary..

Shaw, 
Royal Manchester Children's 

Hospital. Dr. D. Shaw, 
Ninewells Hospital, Dundee. 

Dr. •N.K. Shinton, 
Coventry & Warwickshire 
Hospital, Coventry. 

Dr. C.A. Sieff, 
Great Ormond Street, London. 
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Miss R.J.D. Spooner, 
Oxford Haemop2u.lia Centre. 

Prof. R.L. Turner,
The Royal infirmary, Bradford. Prof. J. Stewart, 

Middlesex hospital, London. 
Dr. R. Vaughan Jones,
St. Peters Hospital, Chertsey. Dr. L.;l. Swinburne, 

Leeds. Dr. V. vignarajh, 
Roehampton. 

Rev. A. Tanner, 
The Haemophilia Society. 

Dr. R. Warwick,

Hillingdon Hospital, London. 
C Thmas, Dr. 

?C

an

Cam urre •T• Wensley, 
tlancneter Royal Infirmary. 

Dr. ps n, 
Luto n ble Hosp. 

Dr'
P' ead, 

Whitehaven, Cunt ria. 
Dr. on, 
Taun rset. 

Dr. D.N. Whitmore
Lewisham Hospita , London. 

Dr. ddenham,
Roya Dr. D.A. Winfield,
Lond Hospital, Derby. 

L exert at Seientific 

D,r '1'• Barrowcliffe, 
.I.B.S.C. 

Sister Maureen Fearns, 

~wcastle. 

Oxford, 

U. Dr. Pete Hamilton, 
Newcastle 

Mr , T. h i rkwood 
N.I.B.S.C. 

1. Roologaes for Absence:-

rn 

Dr. I. Peake, 
Cardiff. 

Mr. I.L. Rhymes, 
Oxford. 

Dr. ?I.J. Seghatchia 
North London Blood r 

Centre 

Mr. T. Sna 
Oxford. 

0 J• well, 
Oxf , 

Dr. tl.S.A. A11an, Dr. [3. Attock, Wolverhampton. 
Barnstaple. 

Dr. S. Ardeman, Dr. A.M. Barlow, Edgware, Aliddlesex. 
Huddersfield. 

sion~' 
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Dr. C•.J.T. Bateman, Dr. J. Howard Jones, 
Chichester. Newport, Gwent. 

Prof. A.J. Bellingham, Prof. J.G. Humble, 
(rep. by Dr. F. Boulton), (rep. by Dr. A.J. Barrett), 
Liverpool. Westminster Hospital, London. 

Dr. J.M. Bridges, Dr. A.D.F. Hurdle, 
Belfast. 

Epsom, Surrey. 
Dr. R.P. Britt, 
Hillingdon. Prof. G.Z.C. Ingram, 

by Hiss S. Dykes), 
D Burman, ' Dr

)Dr-K. 

St. T omas's Hospital, London. 
. 

Dr. T. orn 
C Bangor, Wales. 
s.

Dr. R.S. Lane, 
. Cotter, (rep. by Dr. D. llis), 
y. B.P.L., Elstree. 

Crome, Dr. J.S. Lilleyman,.
y Dr. V. Vignarajh), (rep. by Dr. K. McGrath) 
ton• Sheffield Children's Hos ital.. 

r. A.A. Dawson, Dr. A. MacKenzie, 
A erdeen. Sunderland. 

D T.J. Deeble, Dr. J.R. Mann, 
arlisle. Birmingham Children's ospital. 

Prof. P.T. Flute, Dr. J. Martin, 
(rep. by Dr. D. Bevan), Alder Hey Childre s Hospital, 
St. George's, Tooting. Liverpool. 

Dr. C. Forbes, Dr. G.A. McDonal
Glasgo . (rep. by Dr. C. R,4 M. Prentice,) , 

Glasgow. 
Prof. R H. Girdwood, 
Edinbur " Prof. P. . Mollison, 

St. Mar 's Hospital, London. 
Dr. P.A. Gover,
Eastbourne, Sussex.. . M.G. Nelson. 

Belfast. 
Dr. P. Green, 
Bournemouth, Dr. R.A.M. Oliver, 

Thornton Heath, Surrey. 
Prof. R.M. Hardisty, 
(rep. by Dr. C.A. Sieff), Dr. R.W. Payne, 
Great Ormond Street, London. Worcester. 

Dr. Harker, Dr. M.J. Phillips, 
Middlesbrough. (rep. by Dr. E. Thompson), 

Taunton, Somerset. 
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Prof. T.A.J. Prankerd, 
(rep. by Dr. J.D.M. Richards), 
University College Hospital, 
London. 

Dr. PM. Robb, 
(rep. by Dr. J.M. Martindale), 
Walton Hospital, Liverpool. 

Dr. K.S. Rodan, 
Worthing Hospital  sse . 

Dr. Diana M. Sam on, 
(rep. by Dr. C. .L. Reid), 
Northwick lospital. 

Dr. K.F. Sheppard, 
Northa ton General Hospital. 

Dr. J.. Stafford, 
(rep. y Dr. Greenburgh), 
Pl outh General Hospital. 

r. H. Sterndale, 
rgate, Kent,. 

Dr. J. Stuart, 
{'r . by Dr. M.W. Kenny), 
k1ueen Elizabeth Hospital, 
Birmingham. 

2. ssI -

Dr. J. -Thomas, 
Kingston-upon-Thames, Surrey. 

Dr. G.P. Tudhope, 
(rep. by Dr. D. Shaw), 
Ninewells Hospital, Dundee. 

Dr. Varadi, 
Epsom, Surrey. 

1i-'..r. Sheila Waiter, 
(rep. by Dr. Mary Collins), 
Depar ent of Health o. Social 

;ecuri, 

Mr. J. Watt, 
r..F.C., Edinbur h. 

Dr. J.B.B. Will '^ 
Lister Hospital, Stevs ace. 

Dr. M.L.R. Willoughby, 
Glasgot, Children's Hospital. 

Dr. S.G.F. Wilson, 
Ninewells Hospital, Dun_?ee. 

Dr. J.K. Wood, 
Leicester. 

Dr. C.R.R. Wylie, 
York. 

M 

rofessor Blackburn said that h would be retiring as 

Chairman of e Na mophilia entre Dire tors after the 

present meeting. Th Terence ~ tre Directors had invited 

Professor A. Bloom to take over as Chairman and Professor Oloom had 

said he would be willing to do so, after the summer of 1979 

until when he was too heavily committed with other things, 

if all the Haemophilia Directors were in agreement. In the 

meantime, Professor G.I.C. Ingram had agreed to act as Co-

Chairman with Professor Blackburn. 

, 
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should  be Co-Chairman until the Autumn of 1979, when Professor 

Bloom would take over as Chairman. 

3, Minutes of the Eighth Meeting 

The Minutes of the Eighth Meeting held in 1977 were 

approved and signed._ 

4. Matters arising from• the Minutes 

;D'.ectors

ing of Haemophilia Centres 

rofessor Blackburn mentioned that se ral Directors 

l unhappy with their staffing situati s invited 

to comment further on this matter.. Dr. Shi ton 

t sad that there appeared to be local resistance to t 

ppointment of nurses to haemophilia centres. D Rizza 

s 3.d that some Centres had got a nurse after stab that 

the Haemophilia Centre Directors had officially pas ed a 

motion stating that they regarded it as an ess ial for any 

Haemophilia Centre which treated twenty-five r more patients 

durin a year to have a nurse on the establis +ent of the,. 

Centre ' 

r Bloom referred~to,,tote book edited by Dr.. 

Rosemary Biggs (T atmen f ophilia A, Haemophilia 

B and von Willebrand's Disease). He said that this book 

contained much information which was of value when dealing 

with Administrators. The question of staffing was one of 

the matters dealt with in the book. 

b) Handbook for Home Therapy 

Dr. Peter Jones said that the handbook had been 

published and distributed to all Directors. lie ac!C,, , '
•
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Directors to let him have any comments they wished to make. 
Dr. Jones 

said that he would like to thank the haemophilia 
Society for their generous financial support in 

paying for 
the cost of publishing the handbook. 

c) Transport for faemophiliacs 

Mr. Polton 6f the HepI.11ja w  ciety handed out a 
leaflet written b the Society which outItheL±a types of 
help whic were available to the disabled. The S ciety was 
of the o. 'nion that some people were refused mobi ity allow-
ances .be ause the doctors assessing them did not have su fic- 
ient owledge about Ilaemophilia. 

d) t Analgesics in Haemophilia

Professor Blackburn said that there was 

to report on this matter. 

Supplies of Factor VII 

Dr..E3idwell said that in 1977 she had ask \d Directors 
to let hers know if they had patients with Factor V i 

deficiency as the material was now•availa om the Plasma 
Fractionatio tory for use for name patients. Regular, 
supplies were now avaa ab and t. e atients were at present 
known. She asked Directors to let her know if any further' 
patients came to light. 

f) Anti-A and Anti-B Agglutinins 

In 1977 Dr. Rizza had asked Directors to let him know 
if they had any cases of haemolysis following replacement 
therapy with factor VIII or IX and so far only one case had 
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been reported to him. Professor Bloom -mentioned that he 

had had two cases but had not yet reported these and,Dr. 

Tuddenham said they had also had two cases at the Royal Free 

Hospital. 

It was agreed that Directors should continue to notify Dr. 

Rizza of cases of } aemfir&ysjs. r--e 

5. Fundi ne of 

Professor Blackburn said that the matt r had been, 

discus ed at the Reference Centre Directors t-le tine., The 

Hepati is Working Party had received a three year gran 

f the Department of Health and Social Security and t e 

LParty

atment Working Party was receiving some fin ial a 

s portfrom Travenol Laboratories to cover the co of the 

nt Study which the Sub-committee of the Wor  nc, 

s undertaking. The Haemophilia Society had een 

ing the matter put to them at the last eeting and 

r Blackburn had recently received a rep y from the 

Society. He invited Mr. Tanner of the Society a speak about 

this mater, 

Mr. Tanne said th the Socie y had been asked to

act as an agent to 
ect 

money 

or use by the Reference 

Centre Directors Working Parties. The Society had considered 

this matter and discussed it with their Medical Advisors and 

other persons, and it appeared that the Directors wanted to 
continue their personallinks with the drug companies and 

the drug companies would not be happy to deal with the 

Directors via the Society. The administrative side of the 
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Society would need expansion to cope with this matter, arc 

there were also problems about who would get the money. The 

Society would like to continue as they were doing at present 

giving support to Haemophilia Centres whenever possible. 

Last year £20,000 had been given to support the work at 

different centres Societ uld be willing to consider 

the request fo funds to ., pport th work of the Directors' 

Working l' s. 

.̀i j
Dr. Peter Jones said that he had.rais d this matter 

q

ear because his Working Party was conce ned about the 

n of receiving funds directly from Drug Compa ''es. 

asised that it was the Employment Sub-ccmmitte who 

were receiving financial support from Travenol L ratories 

o cover the cost of a survey they, were at prese t under-

taking and not the main Home Treatment Working Part

6. Council of Europe Questionnaire 

__ Dr. Rizza said that a request had bee received from 

the C uncil of Europe via Dr. Iar. Temperlev f r data to t 

made a ailable to the Council of Euro .e regarding the 

treatment of Ha ophilia in the Un ed Kingdom. The 

matter had been d1 sed wit a Department of Health and 

by the Reference Centre Directors who had agreed that data: 

which were available through the annual returns already 

submitted to Oxford by the Haemophilia Centre Directors 

could be given to the Council of Europe and that no additional 

data would be requested from Directors. 

There then followed some discussion regarding the 
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large number of questionnaires which Directors had received 

in recent months from a variety of sources. 

The matter had been discussed by the Reference Centre 

Directors at their meeting on 15th September, 1978 and the 

feeling then was that they should help whenever possible. 

This view was supported by the other Haemophilia Centre 

Directors. 

It was aid t?at the Se~-tariat  i Oxford should be 

informed .git.kli questionnaires receive'- irectors and 

the Di ectors as a whole should help when possible. 

7. Li 'e Insurance f 

Dr. Pizza referred to a letter which had been received 

rom Mr. Rosenblatt of the Haemophilia Society askin f 

a statistical data was available regarding the es and 

d es of death of haemophiliacs which would be help 11 to 

the Insurance Co-ordination Group of the European Acs isory 

Board, of the World Federation of Uaemophilia. e matter 

bean discussed by the Reference Centre Dir-ctors who had 

agreed that data would be made available to the Society from 

the Directors' 1977 and 1978 Annual Re • It was 

emphasised that p tients' mes would of be given to the 

Society, 

Air. Prothero said that he was now the European Liaison 

Officer on behalf of the British Faemophilia Society. He 

said that haemophiliacs did not have as much difficulty in 

the United Kingdom as they had in other countries in obtaining 

life insurances but in some countries this was a very major 

problem indeed. Life insurance problems would be greatly 

eased if the data was collected and co-ordinated and a 
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report could be published from the European Society. 

B. Management of Inherited Factor XIII (FSF) Deficiency 

Professor Blackburn referred to a letter which 

Professor Losowsky of Leeds had circulated to Haemophilia 

Centre Directors cone ning the numbers of patients with 

factor XIII def3 iency in United Kinodom. Five patients 

with congenita Factor XIII deficienc 'nown in Leeds. 

Prof es or Losowsky wanted to know if there wet any other 

patien s in the United Kingdom to find out how big the 

prob9n was so that some assessment could be made of he 

d for factor XIII concentrates for treatinc those p tients. 

his information would be of great value to the Plas 

F actionation Laboratories. 

Professor Blackburn asked any Directors who ad not 

received Professor Losowsky•s communication to let ofessor 

Losowsky know if they had patients with Factor II deficiency. 

" at the meeting showed that there were inc Factor 

XIII patients known to the Directors. 

11. Ren t r the 1976 and 1977 Arnuak Returns f 

Dr. Rizza presented the report which he and. Ass 

Spooner had prepared on the 1976 and 1977 annual returns. 

He emphasised that the report was at present incomplete as 

there were still some replies outstanding from Directors. 

It was clear from the returns so far received that 

an increasingly large amount of commercial factor VIII 
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concentrate was being used by Haemophilia Centres. Dr. 

Rizza•wondered whether the Department of Health had any 

views on this matter, and whether the Department was making 

any progress towards the United Kingdom eventually becoming 

self-sufficient in British made Factor VIII concentrate. 

Dr. Collins of the Department of Health said that 

there was no limit a amour commercial material which 

Haemophilia Cen res could eceive. 

as some discussion regarding t e tables giving 

the cases of death of haemophiliacs and Chris.mas disease 

patie s. Dr. O'Brien asked if in the subsegu44ntr ort the 

age, d death could be noted. Some of the Directors wo Id 

ave liked to have known much more information about t e 

)uses of death, but this information was not avai le to

th Directors in the first instance so it could n be includr-1 

n the report. 

9(a) sur dies of Factor VIII Concentrates, the ISSContract'

Professor Blackburn asked Dr. Collins, representin'1a 

the Dep rtment of Health, if she could give an outline of 

the Department's olicy r  rding the supply situation.. :'Dr_ 

Collins said that t HSS' s or i.nal. target had, been reached :Y •~ . 

and exceeded by 1978 and they wonder now whether' there was 
. •. ;

a revised target. Scotland could not produce any more factor 

VIII at the moment because of the continuing problems over 

shift work. 

The Department's target figures included the cryo-
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precipitate which was used throughout the United Kingdom. 

Professor Bloom said that he had a feeling that there was 

complacency in the Department of Health about the target 

situation. He appreciated that the DHSS had to have a 

target and wondered if the target should not now be set at 

100 million units.

Dr. Collinss  hat th get of 100 million units 

had in fact airea y been tho ght about at the Department of 

Hefh. gLaer Stewart said thata lot of c oprecipitate 

wa d in the United Kingdom and Directo s would

pr  the concentrates rather. than the c recipitate.

He hat the relevant cost was, between making 

cr te and making the concentrates. In Eire th 

C t was thought to be about the same. 

Dr. Hensley said that it should be possible a make 

ciirecipitate averaging 125 units per pack. There w re

technical problems in making the concentrates and h ould 

s ggest that the Department should wait at thern m eni before 

embar"in on a policy of turning over entirely t concentrates. 

Dir. Ellis of the Blood Products Laborat y said that 

the progr for doubling production attElstree was under-

way. The limiting ctor a momen was in the amount. of

plasma which was coming into Elstree for fractionation and 

the way in which it was packaged. Elstree was not technically

equipped at present to deal with the single donation packs. 

Professor Bloom asked if the Blood Products Laboratory 

was sufficiently well funded, if not could the Directors help 

with this matter in any way. Dr. Ellis said that he would 
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convey this comment to Dr. Lane. There then followed some 

discussion concerning the relative cost of freeze dried 

factor VIII. 

Dr. Tuddenham said that the cost of cryoprecipiyat to 

his Centre as purchased from Edgeware Blood Transfusion Centrc. 

and calculated onJei assay  he factor VIII content 

out at 
fl .s pence r unit, he cheapest price for° 

cial - centrate is close to this 1.g e and occasional_y

it. Dr. Wensley on the other hand esti.ated that the 
)belo

f making cryopreeipitate was about one- hird of the 

f making concentrates. 

r. Bidwell stressed these costs were quite nominal and 

knotnot the true costs incurred in producing the mater1_ S. She

it was very dangerous toquote these fig_ i g es. The 

'Its of making the concentrates had not been worke out 

fully and it was a very difficult thing to do. 

Dr. Jones said that he felt strongly th the Directors 

set a new target for factor VIII produ ion for the 

Department of Health, 4, million units of fa Itor VIII era-• 

the to get set in 1973, almost 50 mil Yon units. of facto, VIII 

were used in 19 accordi to the D' ectors ' returns and 

only 17 million un of this , aerial was British (made

concentrate. This meant that the Department of Health was 

arm 

not yet half way towards the earlier target which had been 

set. in view of the high cost of commercial material he felt 

sure that it was better to spend the money on the British 

Fractionation plants rather than to continue to spend large 

sums of money in purchasing the foreign made commercial 

concentrates. 

Dr. Collins sari that he 'm -
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possible for Regions to divert the money which was at present 

being used to purchase commercial concentrates towards getting 

more plasma for fractionation. There would be a difficult 

period however. Dr. Jones and Professor Stewart both said 

that treatment could not stop while funds and plasma were 

being diverted. 

Professor ' c sai t several Directors were 

concerned about rug Companies who we a not in the Departczment 

of FIea19 3eract. The Directors wondered hat the 

advant cues of the Department of F1ealtti contract was and what 

were t e regulations about this. Dr. Collins sj±at 

there ere four firms at present holding contracts with the 

D pa.rtment of Health. The Department could not stop fi ms 

om advertising the material outside i1 ophilia

Ce res. 

Professor Blackburn -.aid that the worry of th Referenc',

Centre Directors was that the concentrates might use:] for 

on-haemophilic patients and the Directors felt very stroncily 

that th re should be some control over this. 

Et was suggested that an attempt shout be made to"Y
cost the ational Health.Factor VIII co centrates. Perhaps 

it was cheaper to a cot erc 1 mat al. Dr. Ellis said 
that he thought that the NHS concentrates would be cheaper 

and he was doing a costing exercise already. 

Dr. Chalmers said that he thought it was very 

dangerous to rely on the commercial concentrates. He thought 

that the United Kingdom should be self-sufficient and should 

not rely on foreign materials,
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Discussion followed on the level at which the 

Department of Health's target for factor VIII production 

should now be set. It was agreed that the Department had 

improved its target' but that it was still short. Dr. Holman 

suggested that the Department of Health should set their 

target now at 100 million units of factor VIII and Dr. Jones 

said that as the t~y f f 50 m n units had not yet been 

achieved he tha ht it woul be a mis ake to set the•new 

target a,J3i.g4s 100 million. 

Dr. Collins said that the Department of Health would 

~. , like t4 know how much concentrate was being use for hip and 

knee placements. Dr. pizza asked why the Department ̀ ,f• 

1 aith was asking for this and Dr. Collins, said that. it 

uld simply be useful to know about it. Dr. Holma said 

th he had sent one hip replacement patient to Ox rd for 

rther treatment. The operation had been a success nd more 

patients would ask for this operation. 

.Dr. Jones said the figures would only meaningful 

if one 00k into account the amount of material required 

by the tients before they had the hip replace ent operatii5ns. 

rofessor Bloom said that he wo id also like to know 

the Department of ealth' sons fo asking for this 

information. Dr. Si elf suggested that it would be useful 

to know the figures for the amount of materials used by 

patients in the various age groups. 

Dr. Prentice said that he would be happy to give 

,information on the hip and knee replacements undertaken during 
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one year, There was then discussion about the amount of 

materials used for surgery generally and it was suggested 

that it might be useful for this figure to'be collected 

once again. 

Dr. Davies commented that hip replacement only 

represented a smaXar-li nour of t4inh eria*l used for all 

operations. 'Ph target must be rcali is to be of value. 

What the ' ectors wanted was 50 million units \ f factor 

VIII a4 freeze dried concentrates. 
Professor Stewart said that. he would lily atement 

to from the meeting to the Department of Health stating 

t the forecast given by the Directors three years ag of 

t e amount of factor VIII which would be required xaIcorrcct

an that. the meeting viewed with concern the decrees ed 

roportion of factor VIII which was being supplied by the 

National Health Service. Attention of the Departm of 

tealth was drawn to the factor IX situation wh e the forecast 

had bee • accurate and 99. 5% of the total demand for factor 

IX in t e United Kingdom was met from the Unit Kingdom

laborato 'es. It was suggested that th Department of Health 

should make every (fort 'ach the arget figure for the• 

factor VIII required for the treatment of Haemophilia A 

patients in the United Kingdom. 

This motion was seconded by Dr. Jones and agreed. 

it was suggested that possibly a Working Party should be set 

up to look into the question of dosage levels. Dr. O'Brien 

commented that the emphasis from Directors was always towards 

giving lots of treatment and no credit was ever given to those 
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Directors who were economic in the use of the concentrates. 

9(b) factor IX Concentrates 

Dr. Bidwell gave a brief report on the amount of 

actor IX which had been supplied to Centres during 1972-
1977. She had asked Directors to let her know their estimated 

requirements for 9-7 arils ose estimates already 

showed a twenty per cent increase ove the previous year. 

She stre a importance of having accurate estimates. 

since considerab1e capital investment'on freeze drying and 

other equipment would be needed at the Plasma onation 
Labo ory if the demand for factor IX concentrate con 'nued 

increase. 

Dr. Bidwell then presented the reasons 1iv by' 

Di ctors for their increased usage of factor IX. everal 

rectors had commented that they were treating small 

children who were growing and therefore requiring ore 

treatment but in general there was no clear-cu reason for 
the i.nc ease in usage. 

13. nn Other E►usi: ess 

a) Working Party n 13aem ',a . .. 

Dr. Evans raised this question. He wondered what 

the best treatment for haematuria was and whether a trial

should be considered on a National scale to find the answer 
to this question. 

Dr. Swinburne said that she would certainly support 
this idea. She had in fact first raised this point more than 
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three years ago. it was agreed that the possibility of a 
Working Party on Faematuria be set up and should be considered 
by the Reference Centre Directors at their next meeting. 

b) Professor Bloom raised the question of other people 
• attending the Scientific Section of the Directors' Heetincr. 

iie thought that other members of Haemophilia Centre staffs 
would benefit from, sous 'ons th Scientific Session and 
that considerati should be given to t .e broadening of this 
meeting. ne present meetin g me inbers of the- irectors 
Working arties who were not Directors had been nvited to 
attend nc3 he thought that this was a very good n the 
right erection. 

Dr. Tudder.Yiat said that he also would like the 
Sca ntific Sessions to be broadened out so that 0th r people 
cowl attend then. 

It was agreed that the suggestion of broadenin the 
cientific, Meeting should be discussed further b the 

R erence Centre Directors. 

c) P ofessor Bloom said that the Royal Coll e of y. 
Pathologi is had asked him to consider o raising a workshop 
on the assay of coa •lation f ctors and heir. standards. 
Professor Bloom wonc;e whether re was any demand for 
this and if there were any volunteers, lie would like to 
suggest that if there was a need for this type of meeti►np 
it should be held in Oxford. Dr. Chalmers said it was not 
clear for whom this workshop was intended. Was this course 

•to be for doctors to help them to pass their examinations or 
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was it for Senior Technical staff? Dr. Shinton thought that 
clearly the idea was for the meeting to be held for 
Pathologists only as it was being proposed by the Royal 
College of Pathologists. 

Dr. Prentice suggested that if a workshop was to be 
held it should be for a defined purpose and for the people 
who were really doffs' work. lessor Bloom said that 
he had already d cl""innned to rarganise s ch a meeting. 

It greed that if further workshop were organised 
they s ould be for those actually n the work 
of coa ulation laboratories. 

The meeting adjourned for lunch at 1.00 p.m. 

SCIENTIFIC SESS. DN 

14. Reports by orklng I>art Chairmen 

i ) tIcb.at i i s 

• Dr. J. Crasl(e presented the repor which had 
culated with the Agenda (Appendix B) an outlined 

future ans. 

1) ;lore Treatment 

Dr. * Jones orted on he activities of 
the Working Party a s Sub-Committees.

iii) Treatment of Patients having tor VI l 

Antibodies 

Dr. C. Prentice gave a preliminary report on 
the information he had received from Haemophilia Centres 
and the aims of the Working Party. 
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iv) Factor VI11 Assn 

Dr. C. Rizza presented the report which was 
circulated at the meeting (Appendix E). 

v) .Detection of Carriers 

Professor A. Bloom outlined the Possible tasks 
which the Working Party could undertake and invited Directors 
to let him have

15. 

Dr. Brian Colvin gave a brief resume of the current. 
methods of treating haemophiliacs and the currerlLlrQ1erns. 
He ci ulated a list of useful references (Appendix F). 

. rceDort on 4ht? r'aC+rtt7stasis Club s  von W113e13rax rl 

Disease Survea> 

Professor Bloom said that in 1975 the itaernost sis 
Club had arranged a survey. He gave the preliminary esults, 

n some slides. The aims of the study were rev' eri and 
fu data collected in 1976. Detailed analy. is was not . . 

really w rth doing but some data were available. Dr. 

Tucidcnhait of the koyal free Hospital ha( volunteered to Jo a 
further study of v n Wille vu's oise e if the Directors 
wished for this to be one. After discussion it was agreed
that the matter woul' be discussed further at the next 

Reference Centre Directors meeting. 

17. :pro ossl • fcr a i:ational Autopsy Stud of von Willebran . s 
Disease

Dr, Peter Kernoff said that he had thought that such 
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a study might be a good idea but having looked into the 
matter further, he realised that there would be many problems. 

After discussion, the decision of the meeting was 
that, at the moment, the idea of a National Autopsy Study 
for von Wi11ebrand's disease was not feasible. 
18. Com cater s stem for Com ilin Statistics 

Sister Shei kes set a demonstration outlining the computer sy teta used St. Thom s s hospital  for listing the sites of eeding in 
rn individual ha 'acs, tracing 

batche of material thought to carry -a hepatic s risk, and for co piling the Annual Returns statistics. the facilities could a made available to other Centres for a small e, 
• 1' a-tiatal Dia nosis of Haemso hi is 

Professor Bloom reported on the work whic had been 
urertaken recently in Cardiff on the pre-natal dia nosis of haemophilia. 

There was some discussion about the tech ques which ere used in Cardiff and then Dr. Mibashan was invited'to 
talk abut the work which was being undertaken t King's 
College Hospital. He gave details of t is which hadbeen obta ar on 39 samples ofp Dotal blood, and 
Offered to carry o Fa. or V I a Factor IX assays at 
King's for patients referred there from other haemophilia 
Centres. 

20• Professor Blackburn thanked the Directors for all the help that they had given him during the years in which he 
had been Chairman of the Directors. 

The Meeting closed at approximately 5.30 p.m. 
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