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MINUTES
OF THE
ANNUAL MEETING OF THE SCOTLAND AND NORTHERN IRE
HAEMOPHILIA DIRECTORS,
SNBTS DIRECTORS AND SCOTTISH EXECUTIVE HEALTH D N

Held on Tuesday 3rd June 2003
at

PRESENT: Dr E M Armstrong(Chair) Dr C Taj
Dr J Anderson
Dr P Cachia
Dr E Chalmers
Prof C A Ludlam

APOLOGIES: Prof GDO Lowe
Dr AE Thomas
Dr W Murray

Dr R Green

Dr H Hambley

Dr W M McClelland
Dr S Rawlinson

Dr M Turner

ARISING

These Were covered on the agenda.
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4. COAGULATION FACTOR WORKING PARTY (SCOTLAND AND
NORTHERN IRELAND) 15th ANNUAL REPORT

4.1. 15th Annual Report

Professor Ludlam'’s report had been circulated and he spoke b
topics covered.

Professor Ludlam reported that the arrangements for supp
products were working well, however, a small residual dem
derived product was envisaged.

A second virus inactivation step has been added
complex concentrate but a four-factor concentr

for reversal of oral anticoagulation. SNBT ‘
ready for clinical trial early in 2004.

The Haemophilia Directors are interested in
deficiency and wish to be informed of

4.2. Appendix on Product Usage
Miss Pelly commented briefly o

protection. This has been addressed to the
ta Protection Registrar by the production of leaflets
plied to patients and made freely available in clinics.
ow well informed and have the opportunity to raise any issues
ring the database. Additional information is now being

e database had been used for and Professor Ludlam told him that it was
W possible to look with greater accuracy at usage of product by severity,
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A summary report is produced each year on the number of haemophiliacs,
severity of condition and the amount of concentrates used.

Local databases
These are currently being reviewed to ensure that the data i

that the idea is to have a national approach to clinical datasets i
with a core set of fields and agreed nomenclature and he hgp

be delighted to look into this and agreed to contact Dr Mario
discuss the proposal.

5.2. Analysis of Scottish and NI data

Professor Ludlam highlighted that a three-mon
is about to start. It is proposed to look back

5.3. Haemophilia Alliance

The Haemophilia Alliance is a . ; Sation of stakeholders
including the UKHCDO, nurses, ptiys Rists~etc and\patients. They have
published a document which 0 be a reasonable
level of service provision. ed whether there was an

5.4.

rtified repeatedly over issues which cannot be
esolved. Professor Ludlam explained that these issues

i| re ant products. Professor Ludlam agreed to provide the results once
u ey were available.
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6. VvCJD INCIDENTS PANEL

6.1. Update

The Panel's recommendations were circulated to the four Chjef Medical
Officers in Autumn 2002 and were considered at a meeting in F
The recommendations had been accepted with the exception of th
for a two-tier database of named patients in which ong
informed they were on it and the others would not. It
February meeting to put together a letter of response \
recommendations except this one, and recom i
consultation to be led by the Department of Health.

implicated batch of product. &
of this development, although

the country. P
handled. Th

constitgtion with all involved parties, a Standard Operating
OP) for future notifications to allow adoption of a standard

group of virologists, haematologists and others interested in hepatology has
been formed to gather and pool available information on the treatment of
emophiliacs with Hepatitis C.
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7.2. ‘Compensation’ payments

American lawyers are attempting to obtain information in support of litigation
and patients have been asking for their records. However, records going
back that far have proved very patchy and Dr Keel asked for confirmation that
patient case notes still exist and have not been destroyed.
informed her that some notes appear to be missing but they ha
deliberately destroyed.

7.3. Treatment
This was covered under 7.1 above.

8. INFORMATION FOR PATIENTS ON
ASSOCIATED WITH TRANSFUSION

SNBTS has a policy of transparency in advising pati
not zero risk. They are working closely with ce
improved documentation on the risks for both
information has been shared with NHSQIS.

Plasma products are not covered, as ther:
the manufacturer, must supply with the p

iRA) the possibility of
ociated with plasma products,
in a more patient friendly form.

9. RECOMBINANT Vlla U

9.1. Patient Groups
This product has lly to treat inhibitors in haemophiliacs.
it i treat major haemorrhage in non-
pajor financial and clinical implications.
ication. The Haemophilia Directors have
the agenda papers, on the extended use

rust Medical Directors for guidance.

@

Mg factors are now funded with the exception of rVlia,
unded, even for treatment of haemophiliacs. This does not affect

BIN COMPLEX CONCENTRATE (PCC)

DEFIX

Clark reported that the clinical study of this product in warfarin reversal was
going. Although recruitment was low some useful lessons had been
learned from the study.
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10.2. Four Factor PCC

Dr Foster reported that the development of the four-factor concentrate was on
track for clinical trial early in 2004.

11. METHYLENE BLUE TREATED FRESH FROZEN
(MBT:FFP)

11.1. Availability of MBT:FFP

levels of coagulation factors in the product
issued a letter to Trust Chief Executives/i

Dr Tait enquired whether UK
and he was informed that S}
group of patients.

11.2.

12.

rate®HT in Poland are complete and
d within the next couple of weeks.

surgery in Birmingham is nearly complete. A Product Licence
ahned for late 2003.

is currently being used fairly widely in the treatment of pseudoaneurysms
ed Patient Basis and SNBTS are continuing to investigate the possibility of
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16.

17.

19.

18.

s

THROMBOTIC THROMBOCYTOPENIC PURPURA (TTP)
SURVEY and ENSURE (SCIEH)

The Scottish audit of treatment of TTP has proved very successful. It has emerged
that SCIEH has an interest in cases of the disease from an infectiva origin and
following discussions with them their survey has now been broadened to
infective causes. Dr Prowse asked whether the questionnaire included pr
for treatment and Professor Ludlam said he thought it did.

ADVERSE EVENTS

No adverse events had been reported during the past year.

associated with components and a well-defined phar
plasma products. It was agreed that internal Trust
improve reporting.

AOCB

Professor Ludlam thanked Dr Armstrong for &

DATE OF NEXT MEETING
To be arranged.
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