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Protessor Bloom welcomed to the meeting the Directors or
their nrcminated representatives and the people who had received
special invitations to attend, ive+ Professor Ian Temperley from
Dublin, M™Mr, Milne and Mr., Prothero who were representing the
Haemopnilia Society, Dr. Boulton from trne Scottish NBTS anc
Professor P, Mannucci from Italy, He apologised that the date of
the meeting had clashed with other medical and scientific
meetings, Professor Bloom reported the death of Dr:. D.C.
Chalmers and the Directors observed one minute’'s silence in
respect for Dr., Chalimers.

2, DMinutes of the las:t meeting

The Minutes were approved and signed.

]
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3. Marters arising from the Minutes '
All matters arising from the Mirutes cf zthe 14th meeting

would Dbe dealt with under tre i1tems on the Agenda for the 15th

meeting.

4. PReport on meetings o

I+

taemophilia Reference Caentre Directors
Professor Bloom said that the Peference Centre Directors had
held two meetings during 1984, Al)l of the matters which had been
discussed by the Reference Centre Directors at these meetings
were included in the Agenda for the present meeting. The
question regarding the designation of Haemophilia Centres {(which
had been discussed at previous meetings of all Directors) had
been raised again by the DHSS as a matter of some urgency. The
Department had informed the Referernice Centre Directors that they
considered that their circular HC(76)4 and bookKiet "List of
Haemophilia Centres in the United Kingdom" were out of date ana
the Department wished to up-date them. The Department requested
the Reference Centre Directors’ advice on the up-dating. After
discussion, a revised Discussion Document had been drawn up by
the Refererce Centre Directors and circulated to all Directors
for discussion at the present meeting (Item 7).
S» Report on the 1983 Apnual Returns from Haemophilia Centres
Dr. Rizza presented the report which he and Miss Spooner had
prepared and pre-circulated to the Directors. Dr., Rizza drew
attention to the incomplete data presented in Table 12 and asKed
Directors to ensure that information on “other products” was
included on the Annual)Returns print-out in the column providea.

He also emphasisead that it was important to have as much
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information as was possiole regarding the cause of deaths (Table ‘
13) ana suggested that copiles of autopsy reports should be sent
to Oxford wrenever they were availabie. Dr, Rizza asked if the
Directors were satisfied with the way the data on the Annual
Returns was presented to them, in particular i they would liKe
to have the information orn the von Willebrands Disease patients
{Table 4) wup-dated annually. It was agreea that all the
information presented in the report was useful to the Jdirectors
and should continue to be collected, During discussion, several
points were raised 1ncluding the usefulness or otherwise of
"average" amounts of materials used to treat patients, the number
of patients Known to nhave inhibitors wno were not receiving
treatment and the mortality rates for haemophiliacs, Professor
Bloom thanked Dr, Rizza for pbesenting the FReport ana asKed
Directors to let Drv Rizza and Miss Spooner have their comments
in writing as soon as possible so they could be considered before
the next annual report was prepared,
6. Proposal for the expansion of the Haemophilia Centre
Professor Eloom referred Directors to the document Miss

Spooner had prepared and pre-circulated. The objectives ¢tor
extending the register were:-

a) to determine the incidence of the rarer
coagulation defects:

b) to determine the number of patients with the

rarer coagulation defects who were treatea each year and the
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treatmerit they raceived.

During discussion, some concern was expressed reqgarding the
"registration” of mildly affacted patients, 1t was agreeg that
these patients shouid be issued with Special Medica) (green)
Cards and be incluaed in the National Register. i1t was agreed
that symptomless heterozygotes should not be included. In reply
to a query, Miss Spooner emphasised the policy of strict
contfidentiality which hnhad always been followed in Uxford
regarding all information received from Haemophilia Centres for
inclusion in the Directors’ National Register and statistica)
reports., Professor Bloom suggested that if any Director feit
that the present policy on confidentiality should be changed he
should put in writing a formal request for the matter to be
discussed. Following the discussion, it was agreed that the
National Register snouid be extended.
7+ Discussion document on the designation of Haemopnilia Centres

Professor Bloom summarised the events which had followed the
presentation of the first draft document to all Directors at
their 1982 meeting and suggested that the view of Directors might
have <charged in view of the AIDS problem and the acknowl edged
need for good treatment records to be maintained etc. The
Reference Centre Directors had held several meetings specifically
to discuss the criteria for the designation of Centres and
several points had been agreed.

a) The UK was recognised throughout the World as having the
best organisation for the treatment of haemophilic patients. The

UK system had been used as a model! for setting uo of treatment
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centres trhroughout the Worid.,

D) The WFH's recommendations for the designation of
Haemophilia Treatment Certres were more stringent than the
present UK criteria, The WFH suagestea 3 categories of Centres,
related to the number of patients treated - »100, 350-100, 10-4S,
The Referernce Centre Directors would not suggest that the UK
adopt this formula of relating designated status t0o patient
numbers. The Reference Centre Directors would prefer to include
all hospitals treating haemopnilic patients 1in the organisation,
thus enabling trne nospitals with smati numpers of patients to
penefit from receiving information on advances in treatment. Tre
data from these hospitals would 2e available for inciusion in the
Directors Statistics,

c) The Reference Centre Directors suggested that they should
proceed as follows:-

i) Establish a small Working Party made up of
representaives from Reference Centres, Haemophilia Centres and
Associate Centres, and possibly with representatives from the
Haemophilia Society, to act as a Peer Review Boday,

ii) Identify by postal survey all hospitals where
Haemophilia A and Haemophilia E patients were treated.

iii) Work with existing Directors and Oxford to
tind out what facilities existed at tnese hospitals.

iv) Analyse the results of the survey and decide

which hospitals should be designated as "Centres"”., Other
hospitals would be called something else, e.gq+ “"Treatment
6
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Hospitais”, but would be £rought 1nto the syssem.
v) Compile &am up-to-date list of riaces ard
facilities for the treatment of Haemophilia A and Haemopnilia E
patients,
Professor Bloom inviteda comments and suggestions from the

Directors, resulting 1in a lengthy Aalscussion durirng whichk the

following points were raised:-

Ly Peference Centres: It was suggested that Retfererce
Centres should be inciuded for Peer PReview, Corncern was
expressed at the "hierarchical system', whiich no other speciaiity

had. One suggestion was that im the future faemopniiia care should
be organised on a Feqgional, ratnher than Supraregional basis,
Although <dome Refererce Caentres see patients on a Regional basis
severa! are aiready functioning at a supraregiornal level. It was

pointed out that the Directors of Reference Centres spert up to

90% of their time dealing with haemophiiiacs, and nad
considerarcle expertise, both clinicaliy and 1n the laboratory,
which had been built up over manv years, To anolish Retference

Centres would be to dilute this expertise and would rot he 1in the

patients best interest.

2, Associate Centres: Professor Biloom assured the Directors

that the presernt Associate Centres wouid be represented crn the
Peer Review Boay and included in the system, but proposed that
the words "Associate Centre"” be replaced with some other term to

designate hospitals treating very few patients and with |imitea

facililties,

~
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3 Staffing and Facilities: Worries were exXpressec about
the possibility <that rigid criteria might be 1aid down which
couid nrot pe met outside the Reference Centres. [t was pointed
out that the facilities and staffing varied wicdely even hbhetween
the Reference Centres, The Haemopniiia Society’'s represantatives
thought it was 1mportant for the facilities available at each
Centre to be kKnowrn to the patients, thus avoiding disappointments
etc, It was suggasted that a Review Eody should 100K ét
laboratory facilities and type of tests carried out by Ceritres as
well as considering the treatmant facilities, 1t was agreed that
24-hour clinical cover was the Key to good haemophilia care and
there were'diFFicultxes at many Centres 1n organising this,

4. Meetirigs: It was suggested that loca! meetings shouid be
organised by 1mndividual Feference Centre Directors 2-2 times a
year, with amn AGM for ali Directors as at present.

S+ Patients: A proposal was made that the treatment and
laboratory facilities for all haemorrhagic aisorders should
be taKen 1nto account by the Review Eoay, instead of limitinag
the survey to cover conly Haemophilia A arnd Haemophilia E patients.
However, it was confirmed that the remit of Haemophilia Centres
was only for the hereditary haemostatic defects and for recording
patients with acquired defects requiring treatment with blood
products.

6+ Education: Concern was expressed regarding the probiems

over training jurmior medical staff in good haemophilia care at

hospitals which are not Haemophilia Centres, it was suggested

BART0002269_0008



that the Review Eody should give some thought to trils matter,
althoughn this is a question for the JCMMT.

—

‘What 1s 3 Haemopnil:ia Centre": Professor Bloom said
this was the main question to be answered by the proposed Review
Body., Also, now rnot to "lose" from the Haemobhilia Cantre
Directors’ Organisation non-aesignatea nhospita:s that treatead
patierits,

= Home Treatment: Concern was expressed bhy the
Haemophiiia Society over patients on ncme treatment who did not
get follow-up appointmerts for 3 years or more, either from their
local Centre or from a Reference Centre.,

9. Record Keeping: Professor Eloom emphasised the rieed
for good, ‘accurate records to be Kept by Centres.

10, Lecation of Centres: [t was 2mohasised that tre
location of Centres should be identified quite specifically with
direct access for patients to the Centre and that patients should
rnot be treated via Casualty Departments,

11, Function of Centres: Fefererice Centres were rot
expected to supervise the work of the Haemophilia Centres but a
close <coilaboration between Reference Centres, Cantres and other
hospitals treating haemophilic patients was ernnvisaged, Anziety
was expressed about the possibility of every District Gereral
Hospital becoming a “"treatment hospital” and attempting ambitious
procedures they were riot able to cope with. It was suggested
that Factor VIII supplies should be controlled by the Referernce

Centres; at present any nospital ‘could ohtain supplies of Factor

VIII coricentrates.
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After the aiscussion it was agreeg:-

a) That the concept of Pefererce Centres should continue.

5) That a Review Body should ne set up.

z) That the Review Ecdy would pe made up of 2 Hkeference
Centre Directors, 2 Centre Directors: 2 Associate Centre
Directors and 2 Haemophilia Society represeritatives:

d) That the Review Eoay srould arrange for a questionnaire
to be sent to C(Centras as soon as possible regarding the
identification of hospitals treating Haemopniiia A and
Haemophilia E patients. Treated patients were defined as
patients who received blood precducts,

e) The following people were provisional!y nominated as
Members of the Review Body:-

Chairman: Prof, A, Bloom
Fefererce Centre Directors: Dr, P, Jones, Newcastie
Dr, C+ Ludiam, Edinburgh
Cenitre Directors: Drs 5y Hill, Birmingham
Drv By Colvin, London tosp.
Dr, DJ+L. Barnard, Leeds

Associate Centre Directers: Dr, P, McHugh, kKingston-on-
Triames

2rv S+ Ardeman*, Edgeware

Haemophilia Society: To appoint own
representatives (2)

£) Professor Bloom (through Dr, Peter Jones) should take

the following action:- s

*withdrew name from list Feb, 1985

10
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{i) Write to all Directors recquesting rominations
irnowriting of Directors as Members o tre Review Lody.
(ii) Draw wup Terms of Peferernce for tre Peview
Rody.
‘111) Organise tne setting up of tnhe Review Rodv.
g) The Feview Eody would report hack to the Directors at
their 1985 ACM on tne results of the Survey of nospitals treating
Haemoprilia A and Haemophilia E patients,
2, Factor VIII Quaiity Control Study
Dr. Preston reported tre results of 9r, Pgller's latest
study on Factor VIIic Assays, whicn were a big improvement on the
previous vyear's results, He stressed that this was important
work which the Haemopritiia Centre Directors should support. Any
queriés or criticisms of Dr. Poller’'s work snou!d be referred to

Dr. Preston, who would take the matter up with Dr, Poller onm the

Director’'s benzlf,

L= Provisional Date and Place for Next
It was agrged that the 1985 meeting of all FHaemophilia

Centre Directors would be keld in Oxford in October 1985,

10, A.Q.E,

a) Haemophilia Society

Mr, Milne thanked the Haemophilia Centre Directors for
inviting the Society to send 2 observers to the Meeting and
conveved the apologies of the Society's Chairman (Mr. Tanner) for

rnot being able to attend personally.

The ©Society were pleased to report that they now had an

b
—
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organisation 1in India (Haemoonilia Federat:ion cof India), osased or
the New Delkh: Haemophilia Centre. Tne New Delri Centre noedea
equipment of all! sorts and would weicome offers from UK Centres:
a refridgerated ceritrifuge for the preparation of
cryoprecipitate was particularly urgently requirada,

k) Pre-Natal Diagnosis o# Haemophiliia

Drv  Mibasharn gave an update on the pre-natal diagnosis of
faemopnilia and reiated disorders at Kirgs Colieqe Hospital.
Haemophiliila was the second most commonr indication for tetal nlood
sampiing. Since Mr. Podecx started this work in 1979, 183
Haemopkhilia A Carriers and 24 Haemopnilia 2 Carriers had been
tested at Kings. A total of 392 patients had been referred for
pre-natal  dilagnosis (202 from the UFK) and 216 fetal bloods hacd
heen sampled., There was 2.3% fezai loss of pregnancies internded
to continue,
1t AIDS

Dr. Craske referred Directors to his report on the current
Sltuation regarding AIDS (Appendix E), outlinea proaress to Qate
with the UK Haemophilia Cerntre Directors Study and reviewed the
li1terature, Directors were asked to give special attent:ion to
the work on HTLY3, Regarding the AIDS Survey Peturns from the UK
Haemophilia Centres, Dr. Craske stressed the importarice of
accurate assessment of the incidence in the UK and the need for
better reporting. S50 far no patients who have only received NHS

concentrates had shown HTLV3+ results; HTLV3 testing had oniy

beer available since August 1984 and he would only give Directors

-
M
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repgomts on tine results when h2 was sure of the information, a
research grant had been obta:ined from tnme Medizal PResearcn
Counci!, who had given the pro,ject top priority for funding. Dr.
Craske would send Directors progress reports 2-3 t:mes a vear on
the AIDS Project and the situation gererally:. The diseasz 1in the

JSA and the UK was following the same trends in the rnomosexual

population.,

Dry Craske referrsd to the report which had heen circulated
(Append:x D). The main projects with which the Working Farty nad
been invoived during the year were -

t) Heat-treated Factor VIII: Studies were underway cs
planned. Drv Craske would welcome reports from Directors 1i#f

nepatitis occurred 1n patients who had received treatmert with

these products.,

11) Vaccine Trial (Appendix D{ii)): The numier of
patients in the Oxford study were smalil and the results srould bhe
interpreted bearing that in mind. Drv Craske would 1like

information from other Centres to see if the (xtford results were
confirmed, Dr, Craske recommendesda vaccination of raemophiliacs.,
People cver 40 years cld may not respond to the vaccine,

iii) Chronic Hepatitig: The reports of c«cases of

chronic hepatitis receivea from Centres had bearn reviewed

(Appendix D(i), Table 4) and the Working Party had decided to

drop this OSurvey for the timMe being as there were many
difficulties with the Survey in its present form. The Working
13
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Party would reccnsizer the matter at 3 later adate 18 neri-l1nvasive

tests for Chronic Hepavitis became available., [t was agraed tnat
Directors would no longer report on Hepatitis Survey Forms H} and
HZ2 cases of Chronic Hepatitis,

1v) Acute Hepatitis: Appendix D(i) gave prov:sional
results of the survey of acute nepatitis for 1980-83, it was

agreed that Directors shnould continue to use Forms Cl ama C2 to
report cases of Acutz Hepatitis,

b) Treatment of Pstients wno nave Factor VIII Antibodies
Professor Prentice reportec on the controlied trial of
Factor WVILI v, Autoplex which tre Working Farty hac organised.,
The design of the tria! was outiirned. Oniy 2 Centres (Manchester
and Belfast) nad put patients into the trials 13 haemorrhagic
eplsodes were included. The number of pat:erts ana episodes
involved were toc small for any conclusions to be reached
regaraing the comparative effectiveness of the two types: ot
materlials and the results wer2 rot sEtatistically significant,
Frofessor Bloom tharked Professor Prentice for his report
and the work nhe had done on benal? of twe Directors during his
time as Chairman of the Workirg Parsy. Protessor Prentice was
retiring as Chairman and the PRLeference <Centre Directors

recommended that Dr. Peter Kernoff be invited to take -over as

Chairman of the Working Party; this was agreed.

Dri+ PRizza said thas the Final Report from the Working Party
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mad pesrn pre-circulated to the Directors. e thanKea tne

Vi

Directors and Dr. Trevor Barrowcliffe for their heip with the
studies., it was hoped that a report would be pub!ished in tne
Medical Press soon. Any aqueries shculd be sent to Dr, Rizza or
Mr. Curtis, Professor Eloom thankKed Dr, Rizza and the Working

Farty Members for the work they had dome on hbehalf of the

Directors.,

d) vom Willebrands Disease:

Professor 3loom conveyed to the meeting or, Tuaderham’'s
apologies for his absence due to unavoidable circumstances. Dr,
Tuddernham’s repcrt kad been pre-circuiated (Appendix G, and

Protessor EBloom asked if the Directars wished to discuss any
points., In reply to a gquery, Dr, Hill saia ne was willing to do
multimer analysis for other Cerntres and Professor Bioom
encouraged Directors to let Dr, Hil) have samples for testing,

13, Inherited Platelet Disorcers

Dr. Preston referred Directors to his proposals for the
setting up of a WorkKing Party on Patients with Inneritec Piatelet
Disorders (Appendix H) and asked now Directcrs viewed their
responsibilities to this grcup of patients, Dr-v Preston felt
that there were good reasons for setting up a Working Party,
After discussion, it was agreed that a Working Party on Patients

with Inherited Platelet Disorders should be set up under the

Chairmanship of Dr. F.E. Preston.
14, Haemophilia Nurses Association

Sister Jenny Jones (Cardiff) bresented a report on tehalf of

the Association. A new Committee nad been appointed in 19843

15
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ister Fearns (Newcastie) remained Chairmarn of the Asscciation,
The Survey on reactions to blood products was uraerway., So far
only 4 Centres nad reported reactions, which were related to NES
Coricentrate (3 batches), koate ana Factorate. It was expected
that the Survey would continue for 1-2 vears. The HNA would 1ikKe
the opinion of the Haemophilia Centre Directors on:-
(1) The value of survey by the HNA

(11) Wnat the Directors would |like the HNA to do

(iii) Was Hepatitis 2 vaccination recommended for
Haemophilia Nurses? Also, in what circumstances should nurses pe
given gamma globulin?

The HNA'S ACM had been attended by 52 delegates; a report
would be distributed to Haemophilia Centre Directors in the New
Tear.

In reply to (iii), Dr, Craske said that Hepatitis B vaccine
was availabie to Centres via their local DHAj there were no
centrai furids available to cover the cost, According to CPHL
Colindale, risk from accidental needie injuries was very, very
small,

15, Haemophilia Society/BASW Special Interest Group
Mrs, Helen Eates (Cardiff) presented a report on behalf of

the §SI1G, outlining the activities of the past year and future

plans. An International Social Work Group had been set up under
the Chairmarship of Elizabeth Wincotzt: Mrs. Reva Miller was the
UK representative on the Group. The 1983 meeting organised by

the SIG had beern held at St. Thomas’'s Hospital and was well
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supported. Copies of tne papers presented at the mea2ting were
availabie, The 1984 meeting would be neld at St. Thomas's
Hospital in November; it would run as a Studv Day and funds were
availabple from SIC to assist with delegates travelling expenses.
The SIG planned to send a qQuestionnaire to all Directors later in
the year regarding social workK at Centres.

Professor Bloom thanked Dr. J. GCiddings for nis work

organising the International Scientific Meeting which was to take

place the following day.

The meeting closed at S.10 p.m.,

17
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