DRAFT
Minutes of the SEVENTEENTH MEETING OF HAEMOPHILIA REFERENCE
CENTRE DIRECTORS held at SBt. THOMAS's HOSPITAL on MONDAY

A¥th SEPTEMEER 1883 ar 10.30 a.m.

Presepbi-

Profegssor A. Bloom {(Chailrman)
Dr. LR, Rizza

Dr. I. Delamore

Dr. ¥, Jones

Rr, P. Kermoff

Dr. U, Laudiam

Dr. d. Matthews

Dr. F.E, Freston

-
¥4
.

i3

G, Rawvidge

Rr. E. Tuddenham

Dr. B, ¥Wensley

Dr. Diana Walford [DHRS)
Pr., J. Craske

Dr. A, Aronstam

Miss K. Spooner

Profeszory Bloom waeloos Hr. Walford, who had been

invited o attend the meeting in view of the Department's

Absencs were racsived from Profowssor .

Prentice, Dr., E. Mayne, Dr, G. MacdDonald and Dr,. 0. ¥infield.

2, Minutes of rthe Sixtesnth Meebing

Dy, Delamore reguested that his name be added to the list

ating., Afier thi

o

of those pressent at ths Sixteenth

m

amendment had been made, the Mirutes were approved and siagned,
Professor Bloom read the Minutes of the Special Meeting
vegarding AIDS which had been held at St. Thomas's Hospital

in May 1983, The Minutes were approved, and signed,
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3, Marrers arising from the Mirnutes

3

wiraild be dealt with ag items on the

;& ot ata F: N

Soument on bthe designabtion of Centres

oom 33id that 3 start had been made in

w
-

a reew documsrd bub o wasn not vet fimalised.  He under-

s

shond that the Haeswmophilia Scciety had nowv modified their views
o decentralization of haenophilia treatment; the Society

reszlised the distinet advantages of centralised tresatment,
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[PEN documents which ke and Miss

-

. Spoonsey had drawn up giving the provisional statistics availlable

from ths 1982 Annual BEsturps. There was sope discussion

regerding details in the report. It was reguested that some

mipre Setalled aralyvsas should be mads regarding the materiasls
uged Lo the von Willsbrand's disease patients and 1t was

Spooney would give these detalls to the

&

DirectDrs at the February meeting. Refaronce

»

agreed that the preliminary report on the 1982

2

statistics should ba presented to the Hasmophillis Centre

Divectors ab thelr meeting on 17th Octobsy,
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£, Current sitwuation resarding AIDS

nr. Cragke presented a paper he had written up-dating the

Fute

situwation regarding ATDS in the United Xingdom, The dotument

€3

wag discussed at length and

o

everal points were raised, It

was agreed that the patients who had received the same batches

facktor VIII 23 the patient who had died
ould be followed up. Dr. Cragke gald that the
QQ:Q“‘%iimta received by the Bristol patients

He would inform the Ceptre Direactors of

comnereial and MNHS fachkor VIIY racaived

ient. Concern was expressed at the use of

rhratss at hospitals which were not Haemophilia

Centres, It was agreed that although ths Reference Centre

Diveriors realised that there was nothing to prohibit the sale
af *h@ pconcenbrates Lo any hospital, the manwacturers should

s1iing material to hospitals that were

from 8

not recognised as Hasmophilia C‘@ntre& )
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Supply Council had beesn asked to
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ny
nf the Reference Centre Directors hed grave misgivings aboub
this bt since the DHSS reccommendation had not yeb been

riyeoiated, discussion of the subject was limited, Dr. Walford

ek
, ]

assured the Referencs Centre Directors that they would be
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involved in any discussions regarding & new arrangsment for

o]
e

the purchase and distribution Fachoy VIII. Frolessor Bloom
suggested that an ad hog mesting of Refarence Centre Directors
should be oormversd when the Department of Healih’s proposals

5

2 known. Also that the Reference Centre Directors should

Ferb v

write to him with thelr views on the matter. This was agreed.

c of the Haemophllis

é..A‘

The pasition resarding the oollaborab
i .. >

Surveillancs Centre {(CDACY waz raised. Professor Blomm saild
{ that Dr. Saibraith, Dirsctor of CDSC, was somewhat concerned
S
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=out bthe Bristol oase until after the

patient’s death. Professor Bloom felt that it was the respon-
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wre Directors themselves Lo

report dirsctly fo CDSC as well as to Dr. Craske regarding
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atients., Diffeving vwiews were expressad by
rhe Directors. Boms feit bhat the of ficial pody {(CLSC) should
he informed directly wvhereas others were concsrned that the

notification of suspecied Cases might resuli in unnecessary

kv
o
o
|
ot
Fadn
¥
e
mw
vy
L&
e
G
e
¥
-
T
fomi
s
»

ven tdentification of patlients by the

press, Dr. ¥alford sald that the Department of Health rellied
e Bhe CDSC fFor confirmation of cases. After discussion

it was agreoed by a majority that reporting to CBSC should he

rhrough Dr. Oraske, after discussion with the Director involved
in the patient's management,

Dr. Oraske outlined the proposzals he had set out in
His document RIDEST regarding

an investigation of the epidemio-

logy of the Aeoguired Immuns Deficiency Syndrome in patients
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datas was stressed a5 wag the need for & properily conducted
spidemiological study of the hasmophilic population. Attention
was drawn to an Internaticonal study which would shortly he
undarways; Dr. Jones and Dr. Forbes were both taking part in
this study.

¥r, Watters of the Hasmophilia Socisty had asked Professor
Bloom for an up~date of the AIDS clroular which was ssnt out
in May for distribubion to a1l the Society’s mexbers.
Professor Bloom resd through the dooument he had prepared for
the Society and bthig was approved by the Referencos Centre

Dirachors.

7. Froposals for a form for reporting Post-Mortem detaills

D, Pregbon had disousssd the mabtter with several

)

oolloagues inoluding Professor Wolfe.,

From these digcussions 1t became olear that a long and deitniled

protocsl would be reguired to collech the informsbtion being

{u

sought r. Preston sald that he stiil thought thak it was
important for the information te be collscted fronm Hasmophilia
Centras but that 1t was nobt appropriate for this ko be done

present. It was agrssd that the wmatter should be ieft for

the tims being.

&. PReports from Working Party Chalinmeni-

Dr. Craske reporited that the Working Party had undertaken
four maln projects during the year,

i} The preospective study on the use of factor VIIL

conrentrates in patients infreguently transfused or receivinn

conventrate for the first time. A paper had been accephed

for publication in the BMY reporting on this study in Oxford,
¥ i H

i1} The 1974 Hemofil study was being reviewsd and it
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was hopsd to have
this work,

1£11% Hepatl

a reporh sarly next vear on the findings of

i ge-raduced oopmereial factor VITI concentrates,

Dy, Craske had re
who had boen tyrea
gveral patients

sonoern about ATD

praviously unbrans

ivl Testing

celved unofficial reports regarding patlents

5

ted with these products and it appeared that

nad developsd hepatitis,.  In wview of the

& it was felit that the commeroial products
or heat-brgated should not be glven to
s¥used patients,

of nepatitis B vaccine. A& study was underway
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Refarenee Centre

was nobt present to give his report

Y

Tebter two matbers For discussion at the

of the slow entyy rate into the UH Directors’
warsus FPactor VITID in the management of

e VITTI antibodies Professor Prentice suggested

in the brial. This wag disouvssed and agresd,

his new appolintment Professor Prentice

an Chalrman of the Working Party but said that

mee the present study completed

pupor Bloom asked that the Refersnos

nd him, in writin

ure Chairmanstip of the Working Party. The

T ahE:

wd further at the next meebing of the

Directors.,
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Factor YIIT Assay Working Party

Dr. Rizza said that the Working Party had held no meetings
or conduoted any projects during the last few months angd he
planned to review the situation regarding the Working Party

the near future,

43 won Willebrand's Disevase Working VParty

i

L. Tuddenham sald that thes Working Party had had a
meeting in July to consider the analysis of the Working Party's
data. Ancther mesting was planned to draw up a report for
the Gotober meeting giving detalls of the

The aim of the Working Party was to try to

s

improve the diagnosis of this very difficult group of patients.

2. Provosgals for a register of patients with Inherited Platelst

iimed st oollecting basic

It was agreed that

soe Gentre Directors should send thelr coomments on

the draft form, in writing, to Dr. Preston before the February
mesbing of Heference Centre Direchors and thabt Dr. Preston
should prepare & ney Jocunent outiining his proposals in more
for discussion at the February mesting. The possibility
of setting up & Working Party to deal with the subject was

na Jecision was taken.

5

18, Proposals for including in the Dircctors' National Register

cationts with miscelianecus coamuiation defaet

“

Spoonsr were bhriefly

e

The papey and forms drawn up by Miss

discussed,. 1t was agresd that the Reference Centre Direciors

should write to Miss Spoonsr with thelr comments and suggestions

regarding the possible sxpansion of the Eegister and that the
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February nesting of

Paguest from Professor Ian Temperley

Profossor Rioom said that he had recelved Ffrom Professor
riey 3 regusst that he be allowed to attend the Hasmophilia

@ Directors’ meetings., After discussion it was agresd

Professor Temperley should be invited bo attend the
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ia Usntre Directors but not the meetings
¢ Referenece Centre Dorectors,

Arrangements for bthe 1983 meeting of all Haemophilia Centre

%Lipﬁtur

r., Fisza and Miss Spooner reported that the arrangemsnt
{ 2 g

in hand for the Gotober meeting, which was to be held in

rd. Ths draft agsnda was discussed and approved.

Date and place of the next meeting of Refersnce

the rext meeting would be held on

day 13th Pebruary a2t the Royval Free Hospltal at 10,30 a.m.

Mo other matbers were raised and the meeting coiossd at
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