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Minutes of the Ninth Meeting of the UK Regional
Haemophalxa Centre Directors Committee held at the
Lansdowhe (lub; London, on Friday 4 Segtember 1992

Ghalxman: Dr E E Mayne

Presents Dr A Aronstam
Dr B baly
Dr H Dasani
Dr 1 Hann
Dr P Jones
Dr C Lee
‘Dr'J"Laslle ,
Dr G Lowe P
Dr CA Ludlam ‘
Dr B: A McVertry:

~?r0f:F E Preston'

“7 R gD Spoqner

i. Bpologies

Apologies were received from Prof
by Dr H Dasani), Dr: 11,{br G Lowe,)Dr C izza a:
Eraﬁessor 1 Temperléy. O s sl Jg e

The Chairman welcomed Dr Stevens who was. attendlng“ﬂha

Committee meeting for the first time as the new Re;=onal', ‘

Representatlve for the North-West, She also welcomed: Dr
Dasani who was representlng Professor Bloom. .

3. Minutes of the previaus meatxng

A. COnstxtution :

The appllcation for charitable Status'had been with the
Commissioner since early July and the Chairman had: askedv

for a decision to be taken before the AGM was  held in
Norw1ch. 3 ‘ .

8; The Chalrman stated that she had wrltten to all
a 'lla Centre Dlrectors 1n£orm1ng them that there

d Haemoph;l;a Centre to
cffset - ‘the expenses ‘of the Secretariat. She. suggested
that the annual income from the. membership fee would make
an appropriate sum. Dr Jones said he thought thlS was -an
excellent ldea, it was agxeed unanxmcusly. : :
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c. It was suggested and .agreed that the Constitution
should be printed and circulated to all Haemophilia
Centres. -Attention was drawn to the situation reégarding
the Chairman and Viceé-Chairman. In the. Constitution
thexe is an allowance for a second'persan from the !

( ’ ' : LV ~ChHairmén to attend the
Directors’ Committee meetings should either officebearer
wish them to do so. At the next meeting of the Regional
mittee, ﬁhe appoxntmenﬁ,of a new Chalrman shauld be

Haemophlila Centre Dire tars. The Chamrman asked Tembers
of the Commxttee to con31der nominatlons for her
suCCessor. : « i

'Representatlves appended..to the
: C t was queried by Dr Lee. It
was agreed that this was to: be checked and amended if .
necessary

E. Dr: Savxdge ;nd;oated that the Internatmonal Soc;ety«
of Eaematology neeting -at the Royal Festival Hall had a
been a financial success. He suggested that the s
Haemophllla Céentre Dxrectors’ O"anxsat;on should apply
¥ oa propcrt;cn of the prof meetd
gested that the Trea er of the Organ;sat‘o ‘
¢ efapproached : :

Fo Guidelines on Haemophilia Treatment

The ‘Chairman said that Dr. McVerry had agreed to draftia -
document: in the autumn and it was hoped that it would. be
avallable before Christmas.

The Minutes of the Eighth Meeting were approved.

4. Chamrman s anxness
A. Hc76(4) ' |

The Cha;rman thanked colleagues for their letters
gard;ng the proposed ‘revised document. She indicated.

jﬁraft had been prepared by the Department of Health,
There had been difficulties in the designation of
Comprehensive Care Centres and Centres; this had

resolved. On page 4, referr;ng to the section on Med;cal»

Audit, this had beefi queried and amended to exclude
‘Centré Direcdtors making any comment regardlng ‘cogt- ‘
effective treatment. The Haemophilia Society had been.

at several meetings had been held @nd a further rev;sed‘

,l'vxted to provxde models of contracts to the Department .
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of Health for inclusion. Dr Rejman indicated that these

documents were awaited from the Haemophilia Society.

Afteérwards: thay would be sent to ther Management. ExXecutive

for -approval. As ﬁha emophilia SQCLEtY had collected
TR . b

: ; 'hey'wexe’thesbest source to supply the 1nformatioh.
HOWever, the Haemophilia Socxety indicated that their .
surveys had encountered difficulties. The Chairman said

that she had reservations about the Haemophilia Society’s
input to the document and she felt that Centre Directors

would need’ to view the: material provided by the Soclety
Thereafter Dr Rejman was_asked if: the document was for
digtribution only in- England or was it also to include

wales, Scotland and Northern Ireland. He replaed that 1t

was only'lntended ‘to issue’ it in Englahd but ‘as was

cug omaxy, Wales, Scotland and Northern Ireland would

= Dr Savxdge

e someone who . was actually involved

in haemdphllla care‘ahd in the drawing up of contracts to

be involved in the draftlng of the document. There then
follow@d a wxderanglng d cussxcn regardlng the whole

: : on as possible to discuss
ﬁr Lee suggested that. financial advisers
dvto attend. i

lnancial
He would let the Chalrman know ‘as 'soon as |

possxbla_ It was ‘agreed that the present draft documéht‘

shonld be presented orwich and Dr Rejman agreed to.
Qresent it to the mestings

B. Recommsndations on choice of therapeutic materials

The: Chalrman reported that the publlcatlon of the above

decument had provoked substantial comment and criticism.

Some of the critics implied that the Regional Centre
Directors had over-reacted to the HIV problem by

recommending high purity material for these patlents.‘kAs'
an example of the cxriticisms received, copies of a letter.

from Dr Christopher ?rowse, SNBTS, had been circulated to
members with his permission. It was clear that the
Recammendatmons doctment would require future update.

( rman indicated: that this was an important i
_:y of the Commlttee and that it bhguld not b9 left

paper for publlcaﬁlon, Arlsxng froﬁ the ReCOmmenda~'

Dr Lée showed Committee members a letter she had recemvedr
from the Dapartment of Health dated 19th Rugust 1992. It
was circulated to Regional Haemophilxa Centre Directors; .

Public Health Laboratory Directors, AIDS adv;sers, etc.,
It contained advice regaxdlng the use of AIDS money for
the purchase of high purity Factor VIII. It indicated
that this was not an acceptable practice. Dr Lee was
very concerned about thls letter. During discusSion, it

1ngﬁof the Centre Dxrectoxs mh_a

Dx Re3man sald. that it
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transplred that not all Centre Directors presént had
recelved a ccpy of the lettpr but those who had recelved
i d‘b‘- ;content. Dr. Regman :

nsed for.the. purchase of materlals fer the treatment of
haemephmlla patients. The Chairman asked that all Centre
Directors who had received the letter would let her have
comments about it as soon as possxble This was agreed.

€. Haemophilia Medical Aundit

The Chairman said that all the Regxonal Centre Directors
had by now received the information xegaxding the
forthcoming cross-regional audit in England and Wales.:
She asked them to let her know @f‘they wished to altex
any ‘of the arrangements. She requested that thé audit be
ompleted if possible, before the end of the current.
year.

. Miscellaneous
;g. Genetics

The Chairmain reminded members that Professor Bloom had
introduced. this subject ‘some. two years ago. The
Bepaxtment of Health, in conjunction with the Rovyal

_ ‘ NS ' garrying out a natiocnal
aonﬁxdentlal lnqulry i to counsell;ng for genetig
dlsorders. Dr Mark Layton from King's. Ccllege Hospltal
is providing the inpu regardmng haemophilia for this:
survey. A draft q‘estlonnalre has now been ¢ompiled and
copies are to be s 11 Reglonal Centre Dxrectors.
The Chairman has agreed to meet with Dr Layton and
discuss any fundlng to prbvided for this project.
Secondly, D Rejman i

£ ated that there was a
fortheoning letter fro

the Chief Medical Officer giving
guidance xegardlng genetic: counselE;ng which. also
included. haemophilia patients. The CMO’s letter
suggested that genetics was a specidalty and that patients.
should be refexrred ta’reg;onal genetic units, haemophilia
being included in this.category. The CMO’s letter would
be nt: to evexy registered NHS doctor and might v
contravene views of - th@ Regional Centre Directors.. It
was agreed that Dr Rejman would let the Chairman
unofficially see the draft letter and she would advise
him.as to steps that sh 1d- be taken. There was
considerabile concern expressed by mewbers. that it would
;not be approprlate for haemophilia families to be
referred to regional genetic units; rather than
Haemophllla Centres. It would contravene the
instructions listed in“the new HC76(4) document.

2. The Haemophilia Society

The Chairman reported that the National Haemophilia
Society had requested they be invited to today’s meeting
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and that the afterncon should bé devoted to discussing
the Society's strategic plans. Thls suggestion had beén
declined by the Chairman. Members at the meeting agreed
with this decision.

7. Update oa HIV Litigation

D¥ Rejman said that 37 cases had béen settled since he

last reported to the Regional Directors. The settlements
had ranged from nil to £13,000. Most of the settlements

were for £10,000, £1%,000 or £20,000. Several cases had
been wmthdrawn and there were four ‘cagses with offérs.

‘outstanding. ¥Five cases were listed for trial in October

but it was thought that one or more of these cases may
settle at the door of the Courn.

8. 1992 Annual Geéneral Meeting

Dr John Lesl;e said that the arrangements for’ the Norwich

meéting were well in hand. He reported that 15 firms
were jputting on a trade exhibition in a room adjoining to
the main meeting. £23,000 had already been received to
fund ‘the meeting. Thxs indluded. the registration fees.
One hundred people booked to attend the scientific
meeting, whereas only fifty had accapted to come to the
annual business meeting.

6. HiV Statistiecs

Miss Spocner presented. two tables showing the current
situations: Whe first showed the number of cases Of AIDS
reéported to Oxford, the nmumber still alive and the number
who had died. The second gave the up-to-date figures :
the numbers who had been HIV tested and been found to be
HIV positive. The Chairman asked the Directors if they
felt that a further survey was necessart. After
discussion it was agreed that no further surveys of HIV
in haenophilic patients was xequlred at present. It was
also felt unlikely that any valuable information could be
obtained regarding the transmission of HIV to the sexual
partners of haemophilics. Dr Lee asked if there was any
Ainformation available about vertical transmission of HIV.
She suggested that a very simple survey should be
undertaken to provxde this information. After discussion
it was agreed that Dr Lee would draft a document for the
collation of information regarding the number of children
porh to HIV pOSltlve ‘haemophilicg and their
‘wives/partners in ordér to ascertain the incideénce of
Yertical transmission of the HIV virus. The draft would
be sent to the Chairman and to Miss Spooner for further
discussion.
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5., ﬁnu&al Returns

The report ‘on the 1991 -Annual Returns was. tabled. Miss
Spooner said that two additional pieces of ‘information
wag provided this year; namely a list of the dates on
which 'the completed Annual Returns were received
(Appendlx A); secondly, a graph (Flguxe 1) to show the
numbe¥ of severely affected patlents ‘treated by Centres
during 199i. The latter would provide the dinformation
regquired for the definition of Comprehensive. Care

Centres. The figures showed a larger than usual increase

in the usage of factor VIIT. Dr Jonés suggested that all
Directors check the accuracy ©f their statistics., Dz
Hann thOught ‘that the column. headxngs should be altered
as the cdoncept of NHS Factor VIII no longer existed. Dr
Rejman disagreed; he said that the present format

fulfilled the Department’s requirements: BPL was part of

the NHS, not a commercial company. After discussion it
was agreed that the report should not be: changed at
present. Concann waS'axPressed that plasma was still
belng used to tréat haemophilic patients: The: Chairman
th relevant details of plasma
M, el CE ed- 0;prov1de “the information.
Professor Preston ask d.about the number of patients
treated with DDAVE alone;

¢ Annual Returns. Professor Preston requested more:
deta 1 about cancer deaths . d Dr Lee asked for details

to be provided of the po tE Mms§\SQQoner

indicated that very few pestuthem reports were received
.but she would prevmde any further available: information

for the next meeting of Regional Dlrectors.

Rare Defects.

Miss Spooner said that she had received ‘registration
forms for patients with Protein S deficiency. There was
a brief discussion about such cases of thrombophilia and
the Chairman suggested that registration sghould be
considered as an agenda item for the next Regional Centre
Directors’ meeting. This was agreed.

Haemophilia Society

The Chairman said that the Haemaphllla Bociety had
reguested a Regional Report: She reminded ‘the Directors
that' they had received reports in previous years of
Regional ‘Statistics. She asked if the Directors would
Iike an update to include Factor VIII and IX in this
respect and if so, should the Haemoph;lla Society receive
a copy as requested.. Followmng discussion it was agreed
that a regional xeport should be prepared but that the
cireulation should be confined teo the Regional Centre
Directors, The Haemophllla Society and the Department of
Health should only receive the present format of Annual

; Dr Savidge asked if Pibrin Glue
shauld be included among ‘the treatment materials recorded
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Returns.  ‘The Chairman indicated that she would inform
the Haemophilia Society.

9. Working Party Reports and Reldted Topics

A, %Liver Disease

Pxofessox Preston. samd that ‘a meeting was to be held in
‘ eeks* time. He had ‘received 65 replies to his

e, 23% of the Centres did not do HCV

tést ng, ‘only 46% of the Centres discussed the results
with the patients. He had reports of 341 deaths but
autopsy evidence only in 80 patxents. The Working Party
was particularly interested din'the incidence in
hepatocellular carcinoma. Prcfessor Mannucci had
published information about ten. patients in 12,000 who
had hepatocellular carcinoima. Professor Preston
indicated that there were higher figures in the UK,
‘namely nine: cases.

Hepatitis B

Dz Sav;dge raised the pxohlem of the reported four cases.

id dnd Ttaly. These countries both use product
manufactured by Octap
she would seek information from Professor Temperley
regardlng the Irish cases. Dr Ludlam asked Professor
preéston about the relevance of hepatitis A vaccine and
whether the Working Party intended to: make
yrecommendatlons for using the Yaccine in HAV negaﬁxve
patients. Profedsor I cn‘xepi ed that the topic was

on the agenda for the next meeting. Dr Ludlam thought it
was mmportant to discuss it as it was llkely to: be raised

at the AGM by members.

Hepatitis C

Dr Lowe asked about the Working Party’'s recommendations
regarding the use of alpha interferon in this condition.
Professor Preston replied that he had written to all
those who had expressed an interest in @axtmcxpatlng in
an alpha interferon trial for these patients. Dr Jones
said that following a meeting in Newcastle, he did. not
think the Directors should be recommending safer sex for
'preVentxon of HCV, He requested a consensus view of
members. Dr Lee disagreed; she felt that patlents should
protéct themselves and quoted various references, some of
which related to practices of homosexual individuals. ©No
,pollcy was adopted by the Committee. Dr Lowe asked if
there were any uniform recommendations of giving advice
to blood donors who were found to be HCV positive., Dr
Rejman: ¥eplied that the Department: desired agreement
betweéen the Haemophilia Centre Directors and virologists

nally it was known thatrcases had decurred in both

ma technology. Thé Chairman said
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before -a policy could be adopted. Dr Savidge asked if
there was agreement from the Deépaitment. regardlng the use

af alpha interferon in thesé patients. Dr Rejman replied

that it was not licensed for the ﬁreatment of HCV,

B. Adverse Events Working Party

Dr Savidge felt that as the Adverse Events oridnge card
gcheme had now been running for two years, it would be
useful to-publish the results in the journal Thrombosis
and Fibrinolysis. This was- agreed.

Thrombotic Compluoations .

pProfessor Preston said that he.had received the data from

Miss Spooner regarding the thrombotic events previously
r]pcrtea to the Adverse Events Working Party and he gave
a summary of the findings. There had been nine
thrombotic’ events ln~' ght patlents and all but one had.
been related to surgerys It was agxesd that Dr Hay,
Professor Preston and Dr Savidge would present the
Adverse Events Working Party data at the AGM.

G vOn~Wiliebraﬁd‘Whrkiﬂg=9afty

Dr Savidge presented -the: data which he received on disc
from Oxford and which he had analysed. The results
indicated the apparent failure in maklng a basic and
dccurate diagnosis for ‘the condition in many instances.
The Chairman requested ‘Dr Savidge to make helpful
éndations in this respéct to members at the annual
genex; ing. Dr Savidge indicated that he had felt
that some 30-40% of the data was of poor quality and he.
raquested an updated tape of the data held in Oxford. He
said that the data would give information about

approximately 4, Q00 patients. Miss Spooner agreed to let

Dr Savidge have an updated tape.

D. Paediatric Working Party

In the absence of Dr Hill, Dr Hann said that a meeting
had been held at the Royal Free Hospital and the problem
of prophylaxis had been fully discusged. Unfortunately
Dy Hill possessed the only cmpy of the prototol so he was
unable to give members precise details. The Working
Party hoped to have further meetings in ‘the near future
and have the protocol ready by the end of September. Dr
Hill intended to present the information to the AGM.

Dr Lee reported that at the meetmng in the Royal Free;
members had expressed their unanimous view that central
vein access lines should not be used for product infusion
during the prophylaxis programme.
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10. &Any Other Business

‘Migs Spooner said that. Dr Clare Davison had sent a copy
of a booklet entitled “Guidelines for Management. of
Children with HIV Infection" which she felt would be of
interest to the Haemophilia Centre Directors. Miss
‘Spooner suggested that: ‘details of this publication should
be circulated to all Haemcphllla Centre Directors. This
was ‘agreed.

11. Date of next meeting of Regional Directors

It was agreed that the next meeting would be held on
8th FPebruary 1993 at the.Lansdowne Club.

12. Date and place of 1393 and 1994 Annual General
Heetings
The 1893 Annual Generxal Meetlng would be held on 1st

October at the Royal Tiondon Hospital and the 1994 Meeting
would be held in Birmingham.

The meeting closed at 4.15 p.m.
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