@’L\'\i HLLL\N) i—\/u_ft'\/\« L'—P ( 7““‘" 3‘/‘-‘—( 9 ;Mﬁh((
e

(A s ) 29
o7 },4__,;.,&/’ VWAL \,"Cﬂ\) C/LL L’L’L%\Q » @L:ﬂb & Lx_;L& \\0\%

L. ot o £ AR e T S ;
skt e o RECEIWVED 265

MINUTES 13 AuR 2004
OF THE
ANNUAL MEETING OF THE SCOTLAND AND NORTHERN IREL

HAEMOPHILIA DIRECTORS,
SNBTS DIRECTORS AND SCOTTISH EXECUTIVE HEALTH D N
Held on Monday 14th June 2004
at
Board Room 1, Royal Infirmary, E

n h
N
PRESENT: Dr E M Armstrong(Chair) Dr A Keel Mr KP pson
Dr P Cachia Dr A Bryson M Turner
Dr L Horn Dr P Fdste V Pro
Prof GDO Lowe i J Pelly (Minutes)
Prof C A Ludlam

rof IM Franklin
Dr R Green

APOLOGIES: DrJ Anderson
Dr E Chalmers

Dr AE Thomas Dr H Hambley
Dr W Murray Dr W M McClelland
Dr C Tait Mr P Taylor
(8
cottish Executive opened the meeting and
2. VIOUS MEETING (3rd June 2003) :

s an accurate record. Avaepnt-

ot b bl ke 48

reported that he had written to Dr Bairy but the /proposal was a

lh M

report on usage data is complete and available. It will be used as part of
basis of an application for future funding. '

5.4 Prof Lowe reported that all Comprehensive Care Centres had been audited by
the end of 2003 and copies of the findings had been sent to management in
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the relevant Trusts. Other Haemophilia Centres had been audited according
to a modified protocol.

The results of the patient questionnaire on changing from plasma derived to
recombinant products had been circulated.

8 Prof Lowe asked whether SNBTS had pursued the provision
information for patients on the risks associated with plasma produc
Medicines and Healthcare products Regulatory Agency (MHRA).
looking into the possibility of generic information relating to 3
in conjunction with NHSQIS and are awaiting feedback.
Prof Lowe would like enhanced information in a pafie
patients with acquired haemophilia. Mr Thompson Mire
acquired haemophilia were treated with plasma deried\preduch rather than
recombinant. Prof Ludlam explained that such/paients were\usually elderly

4. COAGULATION FACTOR WORKI
NORTHERN IRELAND) 16th AN

4.1. 15th Annual Report

Professor Ludlam’s report haq & f d he spoke briefly on the
topics covered. The membership mained much the same
but he welcomed Mr Thg :

at factor VIII usage is now at 5.711U per inhabitant and
his compares with the EU and USA. Prof Ludlam confirmed that

A CTX has been granted for the four-factor concentrate and the protocol is in
the process of finalisation.
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The study of fibrinogen in congenitally deficient patients is ongoing but
SNBTS planned to discuss the possibility of a biochemical endpoint for a
study in patients with acquired deficiency with the MHRA at a meeting later in
the month.

5. vCJD INCIDENTS PANEL

5.1. Update

Dr Keel confirmed that SEHD were working closely
develop a coherent notification strategy.

Professor Ludlam felt that a major issue was
should be placed in the notifiable group. If

implicated batches are notified then it is akye
will be implicated in the future, which will re
notified}an He was keen for all recipi

may not be complete. Dr Kee
would be preferable to develop

we wished it to be recorded formally that this had been discussed at
Annual Meeting. Dr Armstrong commented that it made no mention of
IEH or the Scottish Health Protection Organisation. Dr Reid responded by
erving that the situation was evolving rapidly at present and the protocol
ould be reviewed once guidance from the Incidents Panel had been
published.
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Dr Turner commented that in the past a significant proportion of the

P¥4£55 communication associated with such notifications had been managed by
SNBTS and asked whether the Haemophilia Directors wished this to be the
case in future. The Haemophilia Directors confirmed that they did.

6. DATA TRANSFER/RECORDS - CONFIDENTIALITY

Correspondence between Prof Ludlam, Dr Muir and Dr Swainson{wa
copy of the information leaflet for haemophilia patients regarding
been included with the agenda papers. Prof Ludlam confirmed thg
patients seemed happy with this.

7. HEPATITISC

7.1. 'Ex gratia’ payment scheme

A letter from the SEHD on establishment of th i and the scheme
for compensatlon was tabled at the ; i to write to all

8.1. Haemophilia Use
This product is used to/treat-pati th inhigitofs but is not funded through

majority of Health Boa i } o’ be included but this view may
change in future.

3 LA, cu.w c'v',,f:z,&()‘:cgc‘k Ybb\ﬁ--LLd =
incidence of inhibitors is recorded on the database and

g ophlha Us ge/Audlﬁ sﬂv@v-@ﬁ»l
inant Vlla W for emergency use in[bleeding

icantly. This could result in considerable expense for Health Boards
ich is the reason for the questionnaire and audit.

R VIII AND IX USAGE

The present system for data collection is working well with figures available on a
monthly basis to SNBTS and NSD. The usage of both factors VIII and IX is within
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the predicted limits but the usage of factor VIl is still increasing and the Haemophilia
Directors wish to investigate the reasons behind this.

10. PROTHROMBIN COMPLEX CONCENTRATE (PCC)

10.1. Four Factor PCC
This had been covered in Dr Reid's report.

11. FIBRINOGEN

This had been covered in Dr Reid's report.

12, FIBRIN SEALANT S

This had been covered in Dr Reid's report.

13. ADVERSE EVENTS

No adverse events had been reported ddripg the p ear.

14. AOCB

Professor Ludlam thanked Dr 4 angl chairing the meeting.

15. DATE OF NEXT MEETI

To be arranged.
| E
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