Minutes of the Ninetsenth Meeting of Haemoonilia Heference
Cerntre Directors held at St., Thomas’'s Hospital on Monday  10th
September 1384.
Fresent: Professor AL, Biloem Chairman!
Dr. J¢F:, Davidson
Dr. C. Forbes
Dr. P. Jones
Dr. P Kerroff )
Dr+ €+ Lud!lam
Dr. F.E. Preston
Dr. G. .Savidge
Ir, E:. Tuddenbam
Dre J. Craske
Orv A, Aronstam
Dr. Alison Smithies (DHSS by Invitation for
Items 4-6}
Miss B, Spooner
1. Apologies for Absence were received fromi-
Drv C.R. Rizza, Dr. J.M. Matthews, Frof, C, HFrentice,
Dr. G. McDonaild (represented by Dr. J,F. Davidsoni,
Dr. P, Hamilton, Dr, Elizabeth Mayne and Dr. I, Delamore,
Professor Bloom wetcomed Dr. Alison Smithies of the DHES tc
the meeting: Dry Smithies was'attenaihg as she had = particuiar
interest 1n 1tems 4-6& of the Agenda.
Professor Eloom reaported that Dry  Chalmers, Dirsctor of the

Cambridge

o
e

irectcrs paid

minutes silence.

Haemophilia Cerntre,

their

The Feference Lentre

respezts to 2r, Chalmers by observing =3

2. Minutes of the 18th meeting

The following amendments were made to the Minutes:
Page ZS: The senternce commencing on line 2 was amended tc read
"D Craske asked itnat 1hFDEmatiDn should be sent to mhim by the
Haemophilia Ceritre Directors on  all significant © ciimicatl
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immunological disorders in haemophilic patients”,
Page 8: The sentence commencing orn ling 2 should read
"a) the possibie opposition from Haematologists that a study of
patients with Inherited platelet disorders was Outside the rem:t
of the Haemophilia Centre Directors”,

After these amendments had been made the Minutes were

approved and sigrned by the Chairman,

3, Matters arising frcom t

g Minutes

Erofessor ERloom <=aid that all matters arising from the
Minutes wéuld be dealt witn under items on the Agenda, with the
exception of item 13.1 on pjage 10 of the firiutes. Frofessor
Bloom had received no comments from the Hzemcphitia Reference
Centre Directors after the lzst meeting regarcing the oo
description drawn up by the Haemophilia Nurses Associatiorn,
Frofessor Eloom hkad therefore passed on to the HNA only those
comments made by the Reference Centre Directors at thelr meeting,

4. Discussien document on the designation of Centres

Proftessor Eloom presented the new discussion document which
e and Dr,  Rizza had drawn up énd alsp tne document drawn up By
the World Fegeration of Haemophiiia. Frotessor Bloom out!ined
trhe background to the draft discussion aocument, With reference
to the number of patients attending Haemophiiiia lentres set  out
in the World Federation of Haemophilia document, Dr. Feter
Kerroff emphasised that the c<riteria regarding numpers of
patiermts attending desighated Haemophiiia Centres nac not  CeEn
accepted at previous meeting of Haemophiiia Centre Directors arid

that this had been one of the most ceontroversial points raised in

td
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the eartier drafis.
Prv Bmithies was asked 1f the DHSS had any views on she
designation of Haemophilia Cerntres. Dry Smithies szid that the

booKlet was cut of date, and the DOHSS row had staff avaiiable to

deal with updating the bookiet but they did mot want to de  this
work  umtil the views of Haemophilia Centre Directors amd  the
definition of Centres was clear. There was also thne question of
Supraregional Fundings, A Supraregional Funmding Committee was

mow sitting and the question of haemophilia being regarded as =
Fegional Speciality nad been razised. Jry Smithies was therefore
at the meeting to find ocut the views of the Feference lentre
Directors cocht-

a) the recommendation to éif the Haemophilia Centre Directors on

the desirable criteria for the recognition of Haemophiliz Certres

arnd,
n) the Heference Centre Directors views om  the case for
haemophilia being regarded as & suitabie case for Supraregionz !

Funding.,

Professor Rloom asked the Feference Cermtre Directors if ey
were all agreed that the concept of the designation of
Haemepnilia Centres as set out 1m the originmal documems HC(76)<4

was a good one« Dr. Savidge suggested that 1t would he better to

define PReference Centres i detail before the defimitiocm of

Cemtres was tacklea but Dr. Ludiam sa:d that ne thought that 1t
wou i d pe best to ook at  the desigrnation o f fssocciate

Centre=z/Centres first before dealing with the Feference Centres
ard suggested that a document should urgentty o2 prepared ready

. . A . - ® a. .
for discussion by the Haemopnilia Centre Directors at the Cardiff

1}

HCDOO0000416_0003



meeting. Dr. Jores suggested that he should draw up  a new

document, combining his fourth ar3ft with Profesgor Zlocom’s  and

Dr. Rizza's latest araft discussion document, Copies of  the
tourth draft prepsred by Dr, Jones were nanded around the tacle.

Professor Eioom raised the questiorn of thne establishment of
a Review Body (page 2 of tne draft discussion decument mrzpared
py Dr. FRizza and Professor Eioom!, It had been suggeEsted 2t the
jast meeting of the Haemophilizs Feference Centre Dirgctors tnat 3
Feview Fody should be set up and that the Feview fody should
recommend the status of each Haemophil:ia Centre as a Centre or an
bssociate Cermtre. Professor Bioom said that he would not like to
see any nospital that treated haemcphiliacs exciuded From
consideration by the Feview Eody.

or. Jormes said that fe nad received a letter from the

Haemophilia Society asking for an up-to-date list of hospital

in

1]

not necessarily Centres, where haemophilic patients could recelve

treatment, Professor PBlcoom suggested that Haemophilia Centres

=

shiculd be asked to draw up a list of the ncspitals in thelr 3ares

whic provided treatment for Hzemophilia A and Haemophniitia kb
patients and sent the tist to Oxford, so that Owiord could

compile a ligt of all nospitais in the UK where haemophilic

catiernts were treated., After lengthy discussion 1t WAsS 34re

i3

1

i That the Reference Centre Directors and the Haemophilliiz
Centre Directors would be askKed to identify the rnospitals within
their geographical regions which trested Haemophilia A and
Haemophilia B patients.

2, The identified "treaters” were to be asked to list the

a
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should be drawn up

in (o8 B

T [11] -

8] N

| b

s (&Y

{51 N>l

i

il ey
m

Vi

o

L}

in

-

.

)]

(51!
(]
ot
iy
m
)
o
[¥]
]
i
e
Cad
w
n

not he im the DHS5E

ths Hzemophiiia

S The corceot of

Haemophiiltia Centre Directors

N [f th2 Hasmooh
of 2 Feview Eoa

Hasmophiiia Centres

Proftesser EBlicom

outd

Review Body s

o

Hzemophitlia Centre

refer to other bodi
11 wag zlso agrseg
Feter Jores, pased

21l the Hzemophilis

hut that the ciscussion

with Referernce Cerntres,

Zentre  should p=

tvype of Certres

n

Haemophitia Centres,

it

—

T
=t

view EBody should the Reviegw

i

b

2 wrica  of the

i1
13
i
al

at Hzemcophitia

%

]

P

ut
]
]
il

-

1t
LS
-4
L&)
—

ot
[
in
i

Pl

in
i

[N

U]

7]
i
ot

it

B

Dl

<

cointed out

]

[ N
n

-t

-

o

i
m
-5

m
Yy
ni
3
m
i
i
o
°3

13

T

1]

aropped.

m

P

]

£

n

B
i

8

]
]
E
N

<t
3

23
o)
e
¥
W

tne T z
TN the
L if not
atociogy

up By Dr.

aticr o

N

Ly Zeat
FEofiste
he tug
g5 E3

HCDO0000416_0005



S, GSupraregignal funding for Haemephilis Reference Cenires
Professor Eloom asked Dr. Smithies 1f the Refererce Centr=z

Directors could mak e general recommendations regarding

supraregional fundings for haemeopiilia  care or whether

applications had to come from the individual! Felterence Centres,
At present the Districts were responcible for funding the work of
the Feference Centres, After dizcussion, Professor Eioof

suggested that the ¢

o}

ce for supraregional funding should be drawn
up by each Reference Centre Director ang shoutd ke out  togetner

for discusesi

o]

rn at an ad hog meeting of the FHeference Centre

Directors. It wsa

agreed that the Feference CLentre Cirectors

tn

srould write to Professor Eloom before the February meeting of
Peterence Centre Directors giving general points which they would
wish to raise witn the DHSS and copiles of tneir applications for

supraregional funding, The matter woulc be discussed agaln &t

the February meeting of Haemophilia Peference Centre Directors:

-

6. GSraffirg of Haemophiiia (entres

Professor Blcom felt that there were prebiems regarding
recommendations for the =staffing and funding of Haemopnh:ilia
Fefererce Centres as the Reference Centres had widely different
rumbers of patients to deal with, different responsibitites and
different facilitiesz availabie to them. Professor EBloom thougnt
that it would be =z useful exerciss for thne Heference Centre
Directors to:i-
1. Draw up & statement of the optimal staffing leveis {(types of
staff and their functions)  of Reference Centres.
2. To draw up a table showing the existing staff of the

*®

Feference Centres.
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CIN To compare the two sets of data.
Dr+ Bavidge said it was important that the t=rm "Reference

Centre Director” should be defined and the work of trhe

g
m
e
m
]
m
3
™
1]

Centres shou!d be clarified, If the DHSS expectea the work ¢t be
done by the Refererce Centres thern staff must be made availahle
to tne Centres to snable trhem to do this, He aiso trought that
it ‘was important that any statement of optima! staff shoutd
inciude faciiities such as the space requireménts and Professor

Eloom suggested that it would be useful for the FHeference Centre

Directors to incilude a8 note of the (aboratory facilities, Ut~
patient and 1rn-patient facililties, numbers of rpeas availlamie to
the Haemophilia Centre et

After discussion, the item was deferred for further

consideraticn at a later date.

7+ Haemephilia Centre Directors’ Annual Feturns

Miss GSpoorner pressnted the written report which she and Dr,

Fizza had drawn up on the Annual Returms for 1982 which ked  beern

received from Centres, [t was emprasisad that this report was a
provisional report only as the FReturns from some Certres were
still  incompiete. There was a brief discussion regarding the
report, it was agreed that the information on vor Willeprang s

disease patients {(tanle 4) was uszsfui and snould be collectes anc
presented annual iy, The information on  the miscellanecus
products used to treat patients (tabie 12) was also thought to be

useful and i

et

wWa

in

agreec that the Haemophilia Centre Directors
should be reminded at the Cardiff meeting that they shculd

include such materials in their Anrual Returms to Owforno.

4
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Drr. Craske presented some graphg which he mac  drawn  Up
outlining the current S1TUARTION regarding the analysis of the
data he had received from Haemoph:i:lia Centres on patients who had
heeri treated "suspacted” batches of concentrate. Also Dr. Craske
referred the Reference Centre Directors to a paper which nad been
punlisked in the Lancet of 1st September on HTLY 3. He sa:ic that e
he and khis colleagues were very guarded about the significance of
the positive antibody results they fiad found but they groposed to
corntirue this study, A further twenty patients with AlDE-related
symptoms mhad been notified to him. Trhere seemed to be a.prob!em
over centres reporting to Dr. Craske 1centified patients who hiad

AIDS-related symptoms, He suggested that the reports should give

oniy the Haemophilia Centre Directors Nationa! Begister numbers
rather than the names of the patients, He felt that extensive
testing of patients “at risk" was now reguired. Foillcw-ups &1

six monthly intervals, terminating five vyears after the receipt

of the “"suspect” batch should pe undertaken bv the Haemophilia

Centres cocncerned, Data from CDC inmdiczted that the first  AIDS

case was in January 1882, two years after the material had been

received by the patient. No two ALDS cases in  the U3A had
received the szme batch of Factor VIII concentrate. Trere were
row 4! cases of AIDS in the USA in haemophiliacs, D, Craske

offered to arrange for HTLY-I testirg on samples from Haemoph:lia
Centres if the Haemophilia Certre Directors would jikKe nim o

-

organise this for them.

03]
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The report which had been prepared by Dr, Craske amd Miss
Spoonier was presented arnd discussed, Dr, Craske said that it Frad
beern agreea at the Hepatitis Working Party meeting held in Owxford
the previous week that the Chronic Heoatitis Survev srould be
discontinued 1n its present form, He trought that 1t would »bpe
more profitable for the Haemophiiia Cemtre Directors to ook at
HEsAg carriers and he would put 2 propcsal up te the Directors at
the Cardiff Meeting, He referred to Colindsle’s inaccurate
reporting of the numbers of carriers and felt that trere was reed

st

to define what was meant by the term "Carrier’. Drv Craske also

reported briefly on the COxford trial of Hepatitis B Vaccinme ang
said that ne would give a8 more detailed resort at the Carciff
meeting.

by EFacror YIII Artibodies Working Party

Professor Prentice had written to a3y that he was preparing
a report on the Factor Y1II Innibitor Working Party study which
e would present at the Cardiff meeting., in brief there was no
significant differerce between the Fzctor VIII and Avtoplex
treatment in  that both seem to wory gequaltiy  well {or  bpadlv),

-

Professor Eloom raised the question of 2 succescor to  FProfezcsor

i

Prentice as Working Farty Chairman., He said that Dr, Savidge nad
proposed that Feter Kernoff should take over as Crairman of tre
WorkKirng Farty. This proposal was secorded by Dr. Tudderham and
it was agresd by tne Reference Centre Directors that = Droposal
should be put to the Cardiff meeting that Dr. Herrnoff should take

cver- as Chairman of the Working FParty on  tre Tre&ztmermt ot
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Patients with Factor V11l Antipodies.

c) Factor YIII Assay Worklng Faclty

Or. Rizza mnad presented the final report cf the Working

Party at the previcus meeting of tre Reference Centre Directors
apa would circulate this to atll the Haemookhilia Centre Directors
prior to the Cardiff meeting, together with the results of a
fturther study which had peern undertaken Iin co!laboratioen with
NIESC.

d) wvon Willebrand’'s Disease Working P

1]
(i

1y

Dr. Tuddenham said that by 27th Juily 1924 1,210 patients had

beeri imcluded irn  the von Willebrand's Disease Working Party

i

survey. TEE forms were still coming inm steadily #rom Haemoconitia
Centres and he dia not propeose to give a2 cdetailed report at
present as he felt that it would be petter o defer a detailled
report for about one year; when he hoped that the survey would hbe
nearer completion.,

1GC. Proposals for 2 Working Party on patients with Inmerited

Or, Preston presented a revised registration form which he
had drawn up. There was some discussion regaraing Dr. Freston's
proposal and it was quer;ed as to what would be done Wit the
data ornce it had beern obtained from Haemophilia Centre;. Dr.
Preston said that he felt that Haemophililia Centres had
responsibitity to this group of patients, ne felt that st the
present time they were a neglected group of patients and 1t wWas
important that information on them should be obtained. 1t was
agreed that Dr., Preston should ralse the matter with all the

10
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Haemophilia Centre Directors at the Cardiff meeting.
11+ Expansion of tre Directors’ National Register
Miss Spoorner preseritzd the document sne  kad prepared

regarding the proposed expansion of the register, and said that

1f this was apgproved by trhe Hzemophiliz Seference centre
Directors it would be pre-circuiated to &l the Haemcophiliz
Centres Directors for discussion at the Cardifs meeting. Thiis
was agreed.

2v Dr, Peoller’s Quality Control Systems

a)l Dr.  Preston said that re had neen urable to attend tre
last meeting of Dr. Poller'= committee ard he was wartirg for the
documents to arrive from Dr, Polier, He hoped that these would

be available shortiy and he would give & report to  trhre Carciid

meeting regarding Dr, Poller's systems.

b} Drv Gavidge said trnat he rad encountered considerarcie
orobiems with Dr., Poller and hiz Control Systems. The resuits
came in late and were very cornfusing. There was insufficient

plasma in the samples received for testing anmd ne felt trat
things could be greatly improved. Ory - Davidson said that the

DHSE khad agreed that if any criticisms were

n

made of Dr, Poller’'s handiing of thne svstems they snould he put
|
in writing to the National Haematology Pane! which met regularly
(Dr.  Davidson was a member of this panel). Professcr EBioom
emphasiéed‘ tnat thhe Haemophilia <Centre Directors were oty
concerned with the tests which affected the diagnoszis of
naemophilia patients; they were not  interested in the
anticoagulant control systems, et . and Dr. Freston asked Dr.

Savidge to put the queries and probrems he had 1n weitihg to kim,

-
—
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he would then take them up with Dr.

that the basic reagents in the system,

prior consultation altmough 1t was agrsed

happern. After further discussion 1t

Dr. Preston would raise the matter with

4 meeting

Professor Eloom said that all
for the meeting.

14,  Arrangements for the 13295 meetin

It was agreed that trhis would takKe
October 1983,
15, Date and place of nex:t meeting of Refarence Centre
It was agreed that the next meeting
Reference Centre Directors snould be held at the
Hospital on Monday 18th February, 1385,
16. Any Other Business

No additional

4,20 pem.

"
tl

Potler.
ad heen

that

matters were raised and the meeting ciosed

Dr. szid

£1

Gavidge

cranged wilthout
should

this net

the arrangements nad been made

of Haemophitl iz
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