NOTE OF RECOMBINANT CLOTTING FACUTORS WORKING GROUP
HELD AT 190 ON WEDNESDAY 19 MARCH 2003, ROOM 57380 SKIPTON
HOUSE

Presymt:

Charles Lister Department of Health — Chair
{hris Hodgson Hasmaophilia Soclety

Karin Pappenheim  Haemophills Society

Dy Frank Hil URKHCDO

LIEHCDO

ROW Haemophilis Narses Association

shey London & 8B Haemophilis Consortium

"'.d},i}aﬁiﬂ{ﬁ Croydon PCT

Mix;‘& ¥ Donncll Haemophilia Commissionsr - West Midiamds
¢ Sauth Cloucestershive PCT

Haemophilia Commisstoner — Morth Tyneside

Steve NHS Purchasing & Supply Agency

Howard Stebos NHS Purchosing & Supply Agency

Zobeds Se mm Department of Health
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WELOOME, INTRODUCTIONS AND APODLOGIES

1. Chardes Lister weloomed everyone o the Srst mesting of the Working Group,
2. Apologies were received from Carl Ashworth, | GRO-A i B Claire

Bradived Sophie Hetser, Troi Mann and Dr Mark Winter,
REMIT AND MEMBERSHIP

3 I was ageeed that the remyt should be extended to include the need for the
group o be maintained to advise on phasing i vears 2 and 3,

4. David Kemsley suggested thal membership should include o bustoess manager
from o provider Trust.  Members of the group agreed o identify a suitable

Tepreseniaiiva,

Action: Scoretacat o provide s revised deaft remsit Tor the next nweting and 0 add a
business manager o the membership,

OVERVIEW & OBJECTIVES FOR THE MEETING

5 Chartes Lister smid the money announsed i Febrwry was to provide patients
with revombinant Factor VI, IN and, where clinieally indicated, Viia. it was
untleas whether the funding atloeated would be sufficient to place all patients on

recomtbdnant by 200306 given risiog usage and woertnintles around the pricing of

thivd peserstion products,  Any addittons] Awmding required from 200607 o
complete te fansition would need fo be conslidersd dn the oontext of the mext
spemuling review,
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. The aim of the mecting was to identify the ssues that needed o be resolved in
osdir 1o i

> #t o phasmg sirategy; o take ot lesst 8 preliminary view on as many of

s 5 a% possible; W identify data requivemoents and to agree an action plan.
The fival recommendations of the Group would have to be agreed with DH Centeal
Finance and with Ministers,

URKHODO BATA ON CURRENT USAGE

7. U Hay presented datn on e civent
the estimated wmual cost 35 2 resalt of incressed
b ot

¢ of recombinast clotting factors;
umige; ad options for staging the

B Mo fion conchusion was reached on how reoombinant Vila should be chaded
in the phesing process.  One option was 0 start with petients sufforing Som fagor
Vit defioiency.

Astion: Dv Hay agreed to circulate & copy of fhe presenistion to membears of the
roup.

PATIENT PRIORITY ORDER

8, The Group constdered fwo optioms:
i phmsing by age group, voungest fivst;
# & priovity o patients infected with HIV.,  The UKHCDO had resived a

vom the Birchgrove Croup stating the case for this option. A copy was
chrendated o members of the Group o infbrm the dsoussion.

L Data presented by UKHCDO showed that an age based strategy vould have all
hacrwphiliz A snd B patients on recombings by the start of 2005408,

11 Poonitisstionof patients with HIV would slso bave to be staged. There were

voughly S0 patients with HIV alnoost &l on plasos derived factor VL The cost of
placing o of tem on recombinant wouold be avvund £18m, more than available in

200304

12, Given that almost all baemophilia patients over ape 22 had hepatitis C, HIV
and in addivion some had also been exposed to wCOID, and could all muke 2 case to be
given pricaiby, the Oroup concluded that age banding was as squitable 2 way foreward
s oy, BMembers vegretted that 11 winddd not be possible to put all patients onto
recornbinant imowediately.  However, the sge banding propossl put forward by
UKHCDD wonld result in all patients being placed on recombinant by the start of
ZODE06, ondy bwe vears away,

13, i ow
explairang
ahis to durr

agreed that the Group should produse & statement, 0 be made public,
the reasons for thelr recompoendstion.  In perticelar, members should be
ynstrate thet due consideration was given to freating patients eguitably,
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Action: oo **mmi to draft a statement setting out the Group's conclusions for
comsideration 4 the next mesting,

PURLHABING STHATEGY

14, dlembers wers in favowr of sefting op a mationsl contract for recombinant
factor VI & IX bought with the new funding. The abternative was for sach
individaal veotre to tender separately. I was ageeed that @ national contract would
provvide gresder transparsncy and cosure that madmuon besefit was obtained from the
wew mamey.  Unee 2 paticenl contract was established for the duoes vears of the
phasing peviod, ¥ wounld be possible to consider extending this o cover all
recombinant clotting factor purchases in England,

153 1 owae noted that products delivered dinset o patients” boenes by suppliers did
pod airast VAT, Seotland’s recombinant programms had reportedly saved a great
denl of vy i dhis way.

Zﬁ;";fw Diavies said that PASA would be willing 1o set up 2 nalional framework
contract with ol the manufacturers of recombinant. ‘\m restriction would therefne be
placed on L\izz}m:mm and patientz in their choloe of produet, Timing would depend to
a large extent on the front-end decision making provess, but could be speeded up by
wse of acoelerated tondering. This could be justified by the wrgeney around getting
the first now patients on vecombinant in 2003/04 bt would require approval from

PasA’s Cloel Bxeoutive.

17, Members agreed thal widsr consulfation was needed befiee poocceding with a
pattonal comtract. 1t was agresd that the seoretaviat wonld ask Julia Stallibrass o
seck the vigws of the specialist services sdvisory group.

18, 1t was ggreed that g smaell sub-group would be sel up {o support PASA iu the
mansgerrsen of the tendering provess, Volunteers were sought frove the Group.

Actien:  Dr Moy w corselt UKHCDO members on the proposal for 8 national
e sorstanial o consult Specialized Services Advisory Group; members o
a fendiring sub-group.

wer by

ALLOCATIN OF FUNDS TO PCTS

i, Charles Lister confirmed that Rmding for mecombinant could et be ring-
fenced.  Heswever, 1 owould be pecessary for DH 0 e guidence o PO on the
runveey of new patients w be placed oo recombdnamt cach vear.  The guldance would
alse need oy siate e&pacgﬁx that finding was enly o the cost of the phased roll out,
movt for the inorssing cost of treabing patients sheady seoviving mecombinent
{currenily sizing by around 15% el
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25 A declsion was meeded oo how the funding should be allocated 0 PCOTs.
Members were strongly of the view that the money should not be shioeated on a
capiition bamis given the wneven distribution of the heemophilia population. Tt

would therefore bave to be lnked to the sumber of patients per POT or StHa. A

finther option considered was the allovation of monsy 1 lead PCTs

3N Thors were sl gops 1 the esisting date collected by the UKHCDO. Frank
Hill agreed that the UKHUDO would ask Contres to identify patients within such
POT, and tor categorise this infornwtion by age. This would help the Group agree the
amourst to be allocated to PCTs It was agreed that Mick O%Domedl, snd Frank Hill
wouktd pressre g disenssion docwnert around issues on data collection, which would
hedp the Groop reach a decision on the Amding mechanism

Date of next mesting

22, The dawe of the next meeting is 1:00am on Thursday 16 Apeil 2003,
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