NOTE OF BECOMBINANT CLOTTING FACTORE WORKING GROUP
HELD AT 10aM ON THURSDAY 10 APRIL 083, ROOM 117 EILEEM
HOLUSE
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WELDOME, INTRODUCTHONS AND APOLOGIES

I Chles Lister welcomed members 1o the second meeting of the working
group and Andrew Whittome 1o his first meeting.

2. Apelogies were reveived fromi GRO-A 1 'heis Hodgson, Sephie Heiser,
and Trodi Mann,

MINUTES OF THE LAST MEETING

A The note of the pravious meeting was agreed. Charles Lister proposed that the
membership and remit of the group, the miostes of westings and other relevant

docwnents {eg the agreed statement on patient priosity order) should be posted on the
DH webgite.  This would exhance the openness of the decision-making process and
enable POTs, clinichs and patiests 1o stay in touch with developments. This
sugpestion was supported by the group.

Action: Secestarist o set up a link on the DH websiiz,
REVISED REMET & MEMBERSHIP
4, The rerait mnd the membership of the group had been revised to reflect

conunents made gt the last meeting. Mick ¥ Donnell sugeested that the words ™. .on

a ad hoe busis.. " should be amended to . on a continuing basis, ). This was
agresd,

Actton Sovrstariat o revise the deafl remit
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PATIENT PRIGIITY ORDER

& Charles Lagter invited comments oo the draft statement explaining the
ratinnale

for the group's decision on patient priocity order.  The statement was
privearily wrgeted at haemophitia patients.  In discussion the following suggestions
were made

*  there shopld be clarity on why recombismant products wore being provided 1o
adults seer thee age of 325

# the statement should sst omt the compesition of the groug;

there shoald be reference fo the proposed Hnk vw the D website;

the st sentence was consldered to he o0 optimistic, the group should avoid

i expeoiations;

# stetement should siress that giving frst priority to those infected with HIV
Ha patients with the confidential
s the steiowment shonld refer o co-mobidity, instesd of & specific cndition such oy

HP
»  the satement should stress the ethical tssues iveolved 1F priovity were given to
patients with HIV and emphasise that phesing by age group was the most
eoudtable way foraavd.
&, Charkes Lister axked the group o suggest wording on the messsges the groop
should comvey to patients on the tansition period Members of the group were
invited o ,mwié:: any additional suggestions to the secretarint. A revised drafi
statement would be clireulated to members of the group for finther comment.

Axtion: Mombers 10 suggest any eddiicual comrnents by gl

Action: Secretariat o redmfl the statoment for considerstion in advance of the next
meeting,

MATHONRAL CONTRACT/TENDERING SUR GROUP

B last mesting i was agresd that theve should be » national contract with
all the menutactorers for meambinant factor VII & 1X to be purchazed with the new
money. 1t was sgreed thet 2 small sub-group would be set up to support PASA in the
o tendering proo The fullowing members agreed o suppor
: of PASA Charles Hay, Karin Pappenbeim and Cad Ashworth, 1t was
suggested tut the sub-group showdd inclode wpresestation from a Trust. Chardes Hay
sugpested Linds Roberts, contract mamfgw at Central Manchester, Manchester
Children's Trust,  Members of the fendering sub-group would meet to discuss the

timetabde for the tender and o have a preliminary discussion on the specdfication for
tender. They agreed to provide a report 21 the nest meeting.

. The group hed previously agreed W uwse e aeeelerated tendering procedures,
“xww I};‘mm suggested that Charles Lister should valte w PASA requesting the use
o tendering.  This wonld regeire the approval of PASA's Chief

}‘.iizxcmzié ¥
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sries Lister said that he would be attending the nest joimt DE/Collsborative
r Groups £00G8) meeting mn 2% April to seek thelr views on the
Uharles Hay had sought, on an informal besis, the views of UKHCDO

proposal.
raerhers,

Action: Sscretariat to write to PASA requesting the use of the accelerated tendeddng
provedurs.

Action: Seve Davies fo invite Linda Roberts to jodn the tendering sub-group.

Actiaon: Tendering sub-group to report on progress at Be next meeting.

ALLOCATION OF FUNDS TO POTS

1 The group considered the paper on optinns for the allocation of resources o

PO Clewrles Lister explained that these were off the coft idess miended to stimudate
discussion rather than Hrm proposals. The Department’s central finance umt which
deals with allocated of resources o PCTs would assist the secretaviat in working up
propesals mice the group had formed a view of how they would like o see the money
ablooated.

ent popeiation, using lead commissioning arrangements o provide greater
v in the mansgement of resources. It was apreed that further discussion
should wait vt data had been collceted on patients by PCT.

12, T%xaz phusing in steategy wondd requine close wonitoring ot PUT level on an one
going basls over the t‘me@nxfmf period. B owas suggested thet » framework for

monitoring shonld be dise ussed at the next mee oting.

DATA COLLECTION

13, D¢ May prosested a revised proposal, This showsd that undor the age basad

y ali hé&%ﬁlfsyhhid A ared B patients up te the age of 33 vonld be on recombinant
S T’%w proposal for the frst vear wos sosted at £138m. The geoup
agread a:zsi% «t would be equitable t© begin the roll out by including patients with
Ea@s:mm wilin & and B,

14, {Given that there were still gaps in the date which prevented the group from
wvalidating the proposals, # wss agreed that the UKHCDO would ask Centres to
provide the fallowing information for all haesmophilia patients over 22

}}aw ot b&rié
Eopout sode;

The ¥
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The OF practive code;
Usage i the last Boancial year
Whe the existng supplier is if plasos devived produsts are used.

Frank: Hill agreed to write in the next week, vopesting information by sarly May and
i present an analysis for the next meeting of the working group,

Aptiog: UKHUDO 1o ask centgres for deta 1o help with the allocation of funds.
DH GUIDANUE

15 {Dwee the phasing auawgy had been firmed up, the Departiment planned to
issue ange o POTs explaining the purpose of the funding, bow i was being
atiocatsd and the rm;uugmwm for ﬁiu first year of the phesing process. The group
were weade nware that n some centres, some patients goder 32 had not been placed on
recombisant. 1t was agreed that this jssue would also be picked up in the guidanze.
Charles Hay suggested that guidance should also be issued o haemophilia centres, o
make them aware of the reguirement b aprerate within g nabiongd Bamework,

DATE OF NEXT MEETING

o The next meeting would be at 12:30pm on Tuesday 13 May 2003 &room 117
Pilesn House.
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