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Minutes of the Ninth Meeting of the Upited Kingdom Haemophilia

Centre Directors held in Oxford on Monday 13th November, 1978.

Present -

Dr. B&. Aronstam, " = x/f

Treloar Haemophidia Cent

i » Barrett,

5}& L. Bewvan, :
Gebrge's Hospital, Tooting.

Ethel Bidwell,
A

Dr., 3., Birchall,
Royal Infirmary, Lancaster.

% Prof. E.XK. Blackburn,

Shefflela Royal Infirmary.
Dr. PT.%. Blecher,
The General Hospital,
hottingham.

3

Prof. Ax. Bioom,
University of Wajes, Cardi
Dr. F.E. Boulton, *
Liverpool Royal Infirmary.
Dr, D.G. Chalmers,
addenbrooke’'s Hospital,

Cambridge.

Dr. M. Chisholm,
Southampton.

ﬁr, Mary Cellins,
Dept. of Health & Sccial Sec.

Piwsma Fractionation Laboratory.

r. B. Colvin,
T}“ London Hospital.

Dr.sg Craske,
Manchester.™

Dr. S.H. Davies, )
The Royal Infirmary, Edinburgh. °

Dr. I.wW. Delamore, ™
The Royal Infirmary,
Manchester.

Miss Sheila Dykes,

St. Thomas's Hospttal, London. !
Dr. J. Easton, %
Wexham Park Hospl{al, Slough.
Royal Devon &

Dr. D. Eliig
B.P.L., Elstiree.

Dr. DJK, Goff,
Sunderland.

Dr. P. Hilgard, : B R
Hammersmith Hospxtal Lardon,

Dr. F. Hill, M
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. Horley,
Royal Sussex County Hospital,
Brighton.

Br. J. Howard Jones,
Newport.

"Dr. R.M. Hutchinson,

Royal Infirmary, Leicester.

o

Dr. R.M. Ibbotson
Central Pathology Laboratory,
Hartshil;.

Dr. P. Jgfies,
Newcastltmupmanynag

Dr. M.W.[ Kenny,
Queen Llfizabeth Hospital,
Birmingkam.

Dry P.B.A. Kernorr,
Rayal Free Hospital, London.

%
Dr}\D. Lee,
B.T.&., Lancaster.

Dps J. Leslie,
orfolk and Norwich Hospital.

« G LOWE,

St .
Dy, J.M.w&artlndale,
Walton Hogpital, Liverpool,

Dr. J.M. Matthews,
Oxford Haempphilia Centre, -

Dr. E. Mayne,
Royal Victoria Hospit
Belfast.

Dr. s. Mayne,
Royal Infirmary, Derby.

Dr. K. McGratn, )
Sheffield Children's Hospital,

Dr. B.A. McvVerry
University College Hospital,
London.

wa“‘Portsﬁputh.

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

Dr. T.R. MitchEIl,
Charing Crogs Hospital, London,

Dr. B. Murphy,
Torbay Hospital, Torquay,

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

BFUELR, O’Brien,

Mr. K. Polton,
The Haemophilia fociety.

Dr. C. Prentice,
Roval Infirmary,. Clasgow

Dr. F. Preston,
Sheffield Roval Infir HLY,

Mr. J. Prothero, Q
The Haemophilia Soci LV

Dr. E.C:. Rees, J
Shrewsbury'Hospital;fﬁnr&wsbury.

Dr. J.D.M. Richa
University Collede Hospital,
London,

Dr. C.R. Rizza, =
Oxford Haemophiidfa Centre.
Dr. G.L. |Scott,
Bristol foyai 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 Haemophilia Centre,

Prof. J. Stewart,
Middiesex Hospital, London.

Dr. L. M. Swinburne,
Leeds,

Rev, A. Tanner,
The Haemophilig Society.

Dr. C.C. Thomas, T
Camberley, Surrayws

Dr. D.s. Thompsgn,
Luton and punsthnie Hosp.

Thompson,
%, Somerset.

D, Tuddenham,
Royal Bree Hospital,
Londord,

{
i
ﬁX&sﬁnt al Scientiric Session Onlvy -

0%

Prof. R.L. Turner, .
The Royal Infirmary, Bradford,

Dr. R. Vaughan Jones,
St. Peter'sg Hospital, Chertsey,

Dr. V. Vignarajn,
Roehampton,

Pr. R, Warwick,
Hillingdon Hospital, London.

ToNEL T, Wensley,

Kx -7 Manchester Royal Infirmary,
o

Dr. P, hitehead,
Whitehaven, Cun ria,

Dr. D.A. Winfield,
Derby.

h

Dy, Barrowcliffe,
l*I'BlS’CA ’

Sister Maureen Fearns,
ﬁewcastle.

oy I 4o To T TN
Oxford. |

br, Pete‘ Hamilton,
Newcastlg\’

Mr, o, Kirkwood,
N.I.B.S.C,

1. Amplogies sor BDBENOE | -

Dr. W.s5.A, Allan,
WOlve:hampton.

Dr, s. Ardeman,
Edgware, Middlesex.

Dr. I. Peake,
Cardifr.

Mr. I.L. Rhymes,
Oxford,

Dr. M.ag. Seghatchia
North London Blood
" Centyg

¥
Pransfusion™

Dr. B, Attock,
Barnstapile. .-

Dr. A.M, Barlew,
Huddersfield,
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Dr. C.J.T. Bateman,
Chichester.

Prof. A.J. Bellingham,
(rep. by Dr. F. Boulton),
Liverpool.

Dr. J.M. Bridges,
Belfast,

Drxr. R.P. Britt,

tole

Dr. J. Howard Jones,
Newport, Gwent.

Prof. J.G., Humble,

(rep. by Dr. A.J. Barrett),
Westminster Hospital, London.
Dr. A.D.F., Hurdle,

Epsom, Surrey.

Hillingdon. Prof. G.I.C. Ingram,

' N Y by Miss S. Dykes),
Dr. D. Burman, 7 \wa St. Thomas's Hospital, London,
Bristol, > ’

Dr. K,3. Cotter,
Coventiry.

Wr. A.A. Dawson,
R%frdeen.
LY

Prof. P.T. Flute,
{rep. by Dr. D. Bevan),
St. George's, Tooting.

Dr. €. |Forbes,

Glasgoy.
Prof. R\H. Girdwood,

Edinburdh.

Pr. P.A. Gover,
Eastbourne, Sussei&krwx“x

. Dr. P. Green,

Bournemouth.

Prof. R.M. Mardisty,
(rep. by Dr. C.A. Sieff),
Great Ormond Street, London.

Dr. Harker,
Middlesbrough.

Dr. T. ¥orn
Bangor, Wales. ™

“pPr. R.S. Lane,
" (rep. by Dr. D.
B.P.L., Elstree.

Pr. J.8. Lilleyman, ‘
{(rep. by Dr. K. McGrath) ‘
Sheffield Children's Hospital.

Dr. A. MacKenzie,
Sunderland. \\
Dr. J.R. Mann, {

Birmingham Children's Hospital.

Dr. J. Martin,
Alder Hey Childre

s Hospital,
Liverpool. )

Dr. G.,A. McDonald,

(rep. by Dr. C.R{M. Prentice),
Glasgow.

Prof. P.
St. May

.. Mollison,
#s Hospital, Lohdon.

w7

: » M.G. Nelson,
Belfast.

Pr. R.A.M. Uliver,
Thornton Heath, Surrey.

Dr. R.W. Payne,
Worcester.

Dr. M.J. Phillips,

(rep. by Dr. E. Thompson),
Taunton, Somerset.
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Prof., T.A.J. Prankerd, Dr. J. Thomas,

{rep. by Dr, J.D.M. Richards), Kingston-upon-Thames, Surrey,
University College Hospital,

London. Dr. G.R. Tudhope,
(rep. by Dr. D. Shaw),
Dr. P.M., Robb, Ninewells Hospital, Dundee.
(rep. by br., J.M, Martindale),
Walton Hospital, Liverpool. Dr. Varadi,

Epsom, Surrey.
Dr. K.S. Rodan,

Worthing Hospital, .SuSsax, ST NSheila Waiter,
d 7 {rep? by Dr. Mary Collins),

Dr. Diana M. Saméon, Depax'_emt of Health & Sccial
{rep. by Dr. C.i
Northwi ok Dae

Dr. R.F. Sheppard,
Horthampton General Hospital.

Dr. J. Btafford,

(rep. 6y Dr. Greenburgh), .
Piymbuth General Hospital. Dr. M.L.N. Willoughby,

Glasgow Children's Hosp

tal.
r» H. Sterndale, ; N
rgate, Kent. Dr. 53.G.F. Wilson,€”#
Rinewells Hospitalf\?unﬂev.

Dr.AJ. Stuart, ;

{ren. by Dr. M.W. Kenny), Dr. J.K. Wood, '
1een Elizabeth Hospital, Leicester.

Birmingham.

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

X,

2, “Dpeding Address:-

rofessor Blackburn said that hd

¥

would be retiring as

Professor A. Bloom to take over as Chairman and Professor Bloom hac
sald he would be willing to do so, aftef the summer of 197¢

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.

It waz acreed ehge TUrlSRscy Fla s we ool
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should be Co~Chairman until the Autumn of 1879, when Professor

Bloom would take over as Chairman,

3. Minutes of the Eighth Meetirg

The Minutes of the Eighth Meeting held in 1977 were

approved and signed,
e TN

E
4, Matters arfsinq From the Minuteg\

a) Stdifing of Haemophilia Centres

Professor Blackburn mentioned that sevieral Directors
till unhappy ﬁith their staffing*situati‘¢$ #rd invited
@étors to comment further on this matter. Dr. Shinton
isaid that there appeared to be local resistance to t
\gpyaihtment of nurses to haemophilia centres. DX, Rizza
5, iﬁ that some Centres had got a mirse after statil ﬁhﬁt
(/»the Haemophilia Centre Directors had officially paZjed a
h\smotion stating that they regarded it as an essuwtial for any

xﬁgg@g%hilia Centre which treated twenty-fivé ér more patients

duringia year to have a nurse on the establishment of the.

Centre)

PrufEswyy Bloom referred to the book edited by Dr. v
Rosemary Biggs (The TrSatmend demophilia A, Hesemophilia -

B and von Wiliebrand’'s Disease). He zaid that this book
contained much information which was of value when dealing
with Administrators. The guestion 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 21l Directors. lle askad @ o -
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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
Soviety for thelr generocus financial support in payving for
the cost of publishing the Handbook.

¢} Transport for Haemophiliacs

ot
Mr. Polta%fﬁf the g%gﬁgﬁ%llla Zociety hanﬂeﬁ out a

=

leaflet written by the Society which out hing the types o
help whxakfgg;;w;{ailable to the disabled. The & cliety was

of the o

nion that some people were refused mobility allowe
ances bedause the doctors assessing them did not have suXric-

ient .awléﬂge about lHaemophilia.

4} i Analyesics in Haemophilia

%S Professor Blackburn said that there was ﬂathé%g
$

Wr to report on this matter,

fy

N

Supplies of Factor VIT

to let herl know if they had patients with Factor %ﬁi =

deficiencylas the material was now .avaiilsy ¥om the Plasma

patients, Regular
supplies were now availab L 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 ang S0 far only one case had

WITN2050038_0008
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{ALe]

been reported to him. Professor Bloom -mentioned that he

Had had two cases bub 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 contimue to notify Dr.

Rizza of cases OFJ§R&WB&{?lS‘ x”%\
4

5. Fundi ng vaéﬂ&%lnn ?artx&g

Professor Hlackburn said that’ the mattdr had been,

discusged at the Reference Centre Directors Heeting. The

Hepatitis Working Party had received a three yeaz’gran“

fye
4

£ N . s - *
%?ma Treatment Working Party was receiving some fzn“ 1al i

the Department of Health and Social Security and the

s port. From PTravenol Laboratorles to cover the |
%« loyment Study which the Sub-committee of the b
Party was undertaking. The Haemophilia Society

\considering the matter put to them at the last

Mr.
act as an agent tové trect moneyfor use by the Reference
Centre Directors Working Parties. The Soéiety)had‘considered
this matter and discussed it with their Medical Advisors ang
other persons, and it appeared that the Directors. wanted to

continue their personal 1inks 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

WITN2050038_0009
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Society would need expansion to cope with this hatter, anc
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 Centrgs whenever possible,
lLast year £20,000 had been given to support the work a+

different centres,.Thg Society uld be willing to corsider
. o e

the reguest fof funds to sipport thg work of the Directors!

g %,
taking and not the main Home Treatment Working Paréy,

6. Council of Burope Guestionnaire ff“fj/

= Dr. Rizza said that a reguest had eeh received from

the C%uﬂcil of Europe via Dr. Ian Temperley for data to 4B
made ayvailable to the Council of Lurcds regarding the

red Kingdom. The

matter had been dix , 1.1 “gwéepartment of Health and

by the Reference Centre Directors who had agreed that détg
whichwere available through the anﬁual 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 reguested from Directors,

There then followed some discussion regarding the

WITN2050038_0010
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large number of questionnaires which Directors had recelved

in recent months from a variety of sources.

The matter had been discussed by the Ref@rence Centre
KDxrecbors 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. fww”N\\ //f

-

i Y
5 was agresd tHat the Séékétarlat 1ﬁx0xf0rd should be

informed ak all questiornnaires receiVss irectors and

the Difectors as a whole should help when possible.

e Insurance for Haemophiliacs

Board, of the Worid Federation of Haemophilia.

the Dix%iéors” 1877 and 1978 Annual Reb It was

emphasised that Pgtlents® names would e gi =
Society. \%wmfjﬂjy%\\auwf”xf

Mr. Protherc said that he was now the European Liaisoun
Vfficer on behal? of the British Haemophilia Society. He
said that haembphi;iacs 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.

8. Mapagement of Ipherited Factor XIIT (FSF) Deficiency

Professor Blackburn referred to a letter which
Professor Losowsky of Leeds had circulated to Haemophilia

Centre Directors congerning the numbers of patients with

factor XIII defigi Unitef\Kingdom, Five patients

with congenitalf Factor XI1I deficiencyv\uers Xnown in Leecs,

Profesgor Losowsky wanted to know i1f there wers any other

Pﬁégffor factor XIII concentrates for treating those i
;«his information would be of great value to the Plasn
g&ﬁctionatian Laboratories. §

fg Professoyr Blackburn asked any Directors whc\had not
received Professor Losowsky's comnunicakion to let Professor
Losowsky know if they had patients witﬁ Factor MII deficiency,

N ) -1, :
&wﬁh&&% at the meeting showed that there were hine Factor

¥

XI1X p%tients known to the Directors.

11. xeggggwggﬁkhe 1876 and 1977 Aroual Returns from

Ha&mamhiiia“Mgnﬁra&”fg;%eﬂﬁix,ﬁ&f * g
@ . s oy )

Dr. Rizza presented the report which he and Miss

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

WITN2050038_0012
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Céncentrate 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
saif»sufficient in British made Factor VIII concentrate.
Dr. Collins of the Department of Health said that

there was no 11nlt T amog&k“ﬁﬂ\commerCLal material which

daemophilla Cenfr could ecelve.
) as some discussion regarw;ﬂq the tables giving

the capses of death of haemophiliacs ‘and Chrisimas disease

death could be noted. Some of the Directors winild

\;auses of death, but this information was not avaziﬁgle Lo

the Directors in the first instance so it could n be include-

\\
'n the report. 3
' S —
\ 9{a) Supplies of Factor VIIT Concentrates, the»ﬁﬁgé Contract’
A}

S and bhe ¥Frice of Commercial Fackor VIII
!

H

1 Professor Blackburn asked Dr. Collins, jrepresent 1

the Depg{tment of Health, if she couldfgive an outline of

the Department's wolicy regurding the suppiy'situatipnf N

Collins said that és* fuss' s oy Hinal target had been raanhﬁﬂ
and exceesded by 1978 and they wender now whether there was .
a revised target. Scotland could not produce any more factof.f
VIII at the moment because of the continuing problems over

shift work. : “ a

The Department's target figures included the cryo-

WITN2050038_0013
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precipitate which was used throughout the United Kingdom. N
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 milliion units.

, Dr. Collins sad@™that the-tiyget of 100 million units
rd
. 4 %
had in fact alreafly been thutfight abouti\at the Department of

Health.

Pra yr Stevart said thata 1ot of OF aprecipitate

was sti

used in the United Kingdom and Directobs would

prefer Yo use the concentrates rather than the cyvoprecipitate.

He wondered what the r2levant cost was, between maklng
ﬁr mpxaa;pxtahe and making the concentrates. In Eire thg
éﬁ? was thought to e about the same. -
Dr. Wensley said that it should be possible %o make
cpyoprecipitate averaging 125 units per pack. There wire
{technical problems in making the concentrates and hg~would
swggest that the Department should wait at the, ﬁ&n% before
embarking on a policy of turning over entirely %4 Concentrates,

e

Dir. Ellis of the Blood Products Laborat £y said that

the progragme for doubling production atiifilistree was under-

way. The limiting Ractor j g momentwas ire the amounk of’ b
plasma which was coming into Elstree for fractionation and
the way in which it was packaged. Eistree wés not technically
equipped at present to deal with the single donation packs.
‘Professor Bloom asked if the Blood Products Laboratory
was Suffgciéntly well funded, if not could the Directors help

with this matter in any way. Dr. Ellis said that he would

WITN2050038_0014
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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 cryoprecipitata to

his Centre as purchased from Edgeware Biood Transfusion Centro

"’x

and calculated onﬁmm assay j?f‘\i\he factor VIII content

worked out at #.5 pence ﬁaﬁ unit. Yhe cheapest price for -

! . : . . .
\;ot the true costs incurred in producing the materizls. Sha !

'@ought it was very dangerous to gquote these figoyes. The

RS
AGsts of making the concentrates had not been worked ous

fully and it was a very difficult thing to do.

Dr. Jones =aid that he felt strongly tha¥ the Directors

%sh@a&ﬁ set a new target for factor VIII produdtion for the

Depart&ent of Health. 48 miliion units of faﬁﬁor VI1I was

the takget set in 1973, almost SO milfion units of Factor VIII

2

g to the Didectors® returns and
" R
“perferial waQ'Brl*lsh,madm

were used in 19N accordis

only 17 million uﬁ“:

concentrate. This meant that the Department of Health was
not vet haif way towards the earlier target which had been
gset. In view of thelhigh cost of commercial material he felt
sure that it was better to spend the money on the Britich
Fractionation plants rather than to continue to spend large

sums of money in purchasing the foreign made commercial

concentrates,

Dr. Collins said that =he honagd Shab % .o
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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
pefiod however. Dr. Jones énd Professor Stewart both said
that treatment could not étop while funds and plasﬁa were

being diverted.

Professor Blwtilwurn said~that several Directo
rofess y;&ﬁ”ﬁb\ ffg?ﬁhq» rs were
concerned aboutjérug Companfés who weks not in the Department
of Healié;gwgawéract. The Directors wondered What the
advantgges of the Department of Health contract|was and what

{ ’ " were tie regulations about this. Dr. Collins sad

therg were four firms at present holding contracts with the

Department of Health. The Department could not stop Fifms

£
> v ) ] v ‘
éxbm advertising the material outside Hapemophilia
Centres. . ’
3
S ) Professor Blackburn =aid that the worry of thé Reference:

{ Centre Directors was that the concentrates might Be'used for

.
that -there should be some control over this.

on-haemophilic patients and the Directors felt\very strongly

)

“t was suggested that an attempt should” be made to”

cost the National

Health Factor VIII concentrates. TFPerhaps
‘it was cheaper to Uge comp@rital materdal. Dr. Ellis said ~

that he thought that the NH5 concentrates would be cheaper

o e e i
vacedt

RnESN 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 thé
Department of Health's target for factor VIII production
should now be set. It was agreed that the Depértment had
impro&ed its target but that it was still short. Dr. Holman :
suggested that the Departmeﬁt of Health should set their

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

said that as the tgﬁqﬁ%“Qﬁ 50 m&& A73) unlts had not yet been
achieved he tnmgéht it umgxdfge a mxs ake to set the new

target as ] s 100 million, ™

‘Br. Collins said that the Department of iHealth would
like %¢g know how much concentrate was being use for hip and

z;iiyréglacements. Dr. Rizza asked why the Depaztment wf

‘alth was asking for this and Dr. Collins sald that .Lti

§
bourd simply be useful to know about it, Dr. Holmam ' said
:;@

he had sent one hip replacement patient to Oxfgrd for
Y
%5j:her treatment. The operation had been a succesi;?nd more

patients would ask for this operation.

.Dr. Jones said the figures would only b meaningful

¥

if one ﬁook into account the amount of materiallrequired

i
by the ;i tlents before they had the hip replacohent operatlonq,

rofessor Bloom said that he wolldd also like to know
the Department of mgsons £o askiqg for this
information. Dr. B{ad@il suggésted that it would be useful
_to know the figures for the amount of materials used by
patients in the various age groups. l

Dr. Prentice said that he would be happy to give

information on the hip and knee replacements undertaken during

WITN2050038_0017
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6qe Year. There was then discussion about the amount of
materials used for surgery generally aﬁd it was suggested
that it might be useful for this figure to'ﬁe collected
once adgain.

Dr. Davies commented that hip replacement only
represented a sma;&“ﬁﬁggbg\ifﬂﬁhéwﬁﬁ@erial used for all

Operations. The/ target must be realistic to be of value,

@ t the forecast given by the Directors three years agy of
éh@ amount of factor VIII which would be required yﬁﬁfé;rrect ' b

af/kthat the meeting viewed with concern the decr@éﬁsd

proportion of factor VIII which was being Suﬁplied b%}the

National Health Service. Attention of the Departmest of

should make every &ffort g,afiwiégjéarget figure for the.
factor VIII requireé for the treatment of Haemophiiia.ﬁ
patients in the United Kingdom.
This motion was seconded by Dr. Jones agd agreed.
" It was suggested that possibly a Working Party should be set
up to iook 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,

8{b} Factoer IX Corcenkrates

Pt

Dr. Bidwell gave a brier report on the amount of
‘Lactor IX which had been supplied to Centres during 1972~
1877. She had asked Directors to let her know their estimaten
requirements forﬁ;&?ﬁwahiardgfﬁﬁﬁm%hose estimates already
showed a twenty/;er cent increase ov¥ex the previous year.

She stregsed-tiHe importance of having accurate) :

\K\ Dr. Bidwell then presented the reasons gives by”

Digpotors for their increased usage of factor IX, reveral
%
Pireéctors had commented that they were treating smallil

children who were 3rcw*ng and therefore requxrlnq Dre

breatment but in general there was no clear-cu reason for

the xnm eage in usage,

13. AnA Other Dusisess

a}) Working Party

n Haems

Dr. Evans raised this question. He wondered what

the best treatment For haematuria was and whether a trisl
should be considered on a National scale to find the answer
to this gquesticn.

Pr. Swinburne said that she would certainly support

this idea. She had in fact first raised this point more than

WITN2050038_0019



.’.-‘

attend

three years ago. It was agreed that the possibility of a
Working Party on Haematuria be set up and should be considered

by the Reference Centre Directors at their next meeting,

bv) Professor Bloom raised the guestion of other people
attending the Scientific Section of the Directors® Meeting,

He thought that other members of Haemophilia Centre staffg

would benefit frmmﬂﬁiégzggigns'yxfzgﬁxﬁcientific Session and
. Wf"

that considerati should be given to the broadening of this

meeting.xxﬁtwvﬂe present meeting me mbersg of the Virectors
: 7

Working

nd he thought that this was a very good nkrve

Dr. Tudderham said that he also would like the

Seldentific Sessions to be broadened out so that otheh people

iCcientific- Meeting should be discussed further By the

Ré*er@nce Centre Directors,

c) F,DEESSor Bloom said thalb the Royal College
Pathologi#its had asied him to consider o BhLsing a workshop
on the assa?”ﬁfWEBEgulatidn factors and heir standards.
Professor Bloom womﬁé&g@dﬁg;zj:; #EEe was any demand for
this ang irf therg vere any volunteers. e would like to | :
Suggest that if there was a need for this type of meeting

it should be heild in Oxford. Dr. Chalmers said it was not

Clear for whom this workshop was intended. wWas this course

‘to be for doctors to help them to pass their examinations or
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was it for Senior Technical staff? Dy, Shinton thought that

Clearly the idea was for the meeting to be heid for

- Pathologists only as it was being proposed by the Roval

College or 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 Qg&pg’?h%xwoiﬁ;,f?kq{zssor Bloom said that

he had already ¢hkelined toxﬁ}ganise SNoh a meeting,

It was-dgreed that if further workshopy'were organised

they showld be for those actually involved in the work

of coagulation laboratories.

} The meeting adjourned for lunch at 1,00 Delta

!

\\ SCIERTIFIC BERSION

1%;} Raports by Working Party Chai rmen K\\
1‘/‘

1} Hoopatizis
Dr. J. Craske presented the repory which had
éﬁaulatad with the Agenda {(Appendix B) an outlined

future pians.

Home Trealtmont
aybE freatmoent

the Working Party andwits Sub~Cofil ttees,

1ii) Trestment of Patients having Factor 911y

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 viir Agsay

Dr. C. RlZZﬁ presented the report whlch was

circulated at the meetlnq {Appendix E).

v} Detection of Carriors

Professor A. Bloom outlined the possible tasks

which the Working Party could undertake and invited Directors

to let him have fgﬁﬁﬁgzmguggegfxﬁns'&
/ > \
15. Recent Advaheoes in the Trestment é?wﬁﬁﬁmﬁmhiiia

Dr. Brian Colvin gave a brief resumés of lthe curreént

methods] of treating haemophiliacs and the currert problems,

He cipsulated a list of useful references (Appendix I),

18. Report on the Hasmostasis Club's von Willebrand s
K o
\ Disease Survew ¢

‘\\
Jf> Professor Bloom said that in 1975 the lasmost sisg
Club had arranged a survey, e gave the preliminary-tesults,

n some slides. The aims of the study were revigéd ana

fd%éhﬁrwﬁata collected in 1976, Detailed analysis was not

really‘w%rth doing but some data wereavailable. Dr. =
Tucdenh&n&gf the Royal Frae Hospital had volunteered to do a

further study of wvhn Wll%ﬁﬁtﬁqg'

wished for this to s

e if the Directors

B

One.  After discussion it was agredd

that the matter wauldvbe discussed further at the nextv

kReference Centre Directors meeting,

17. Proposol for a Rational Autonsy Study of von Willebrand's

Discase

Dr. Peter Kernoff saig that he had thought that such
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a4 study might he a good idea but having looked in?o the

mattéf further, he realised that there wéuld be many Problems,
After discussion, the decision of the meeting wags

that, at the moment, the idea of a National Autopsy Study

for von Willebrand's disease wasg not feasible,

18. Computer Systen for Compi 1ing Statistics

Sister Shgﬁ;‘ kes set up a demonstration outlining
o k - '

the computer sydtem used by’gz. Thonis' s Hospital for listing

the sites Of,éﬂeeding in individuai haémip iidacs, tracing

of material thought to Carry ‘a hepatitisg risk, and

for compiling the Annual Returns statistics, dhe facilitjes
could e made available to other Centres for a smali £

2

i' v Pre-Natal Dia onosis of Hasmorhilia

S inneeon

&\ Professor Bloom reported on the work #hic%vhad been
% .
fﬁgextaken fecently in Cardiffr on the pre-natai dialinosis ;

of haemophilia.

{&re used in Cardiff ang then Dr. Mibashan was {invited to
talk abbut the vork which wag being undertaken

College |Hospitaz, He gave detaiis of the s®its which hag

been wbm%ﬂm&&mgamgar on 39 samples of

offered to carry o L Fapfor v I and

foetal blood, ang
?acter IX assays at
King's for patients referred there from other Haemophilia

Centreg.

20, Professor Blackburn thanked the Directors for ajj the
help that they had given him during the years in which he
‘had been Chairman of the Directors,

The Meeting closed at approximately 35,30 pam,
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