NOTE OF THE RECOMBINANT CLOTTING YACUTORS WORKING
GROUP MELD AT 12:30P01 ON TUESDAY 13 MAY 2003, ROOM 117
EILEEX HOUSE

Preseni:
Charles Lister Department of Health ~ Chair
Karin Eﬂxp;zmhmxz Haemophilia Sosiety
i 3 Haemophilia Socinty
VKBCDO
ROM Haemophilin Murses Asspciation
Lemdon & SE Haemophilia Consortium
Dr Smm bi:%iuﬁﬁz:id Crovdon PCT
Mok O Dol Hacmophilia Commissioner ~ West Midlands
Steeve Davies NHE Purchasing & Supply Agency
[ ! zzm %r‘&{ifgid Newsastle PCT

Haemophilia Commdssioner - Manchester

: Patient Representative

Tearme Wel Haemophilia Commibsionse. West of England
Dy Dhemise O Shaughnessy sripent of Health

Fubeds Seaduy Dapadtment of Health

WELOOME, INTRODUCTIONS AND APDLOGIESR

s Lister welcomed!  GRO-A e bis first meeting. He introduced
Denise O Bha

ghnessy, Consultant Haemwotolgist, who had joined the Blood Policy
Team on secondiment. Joanne Wells was attending on bebalf of Trudi Mann,

2. Apctogles were received froo Dr Charles Hav, Mike Mauoder, Sndrew
Whittonne, Dy Mark Winter, Sophie Heiser and Trodi Mas

NUNUTES OF THE PREVIOUS MEETING

3. Paavid Kemsley satd that the minutes did oot reflect the concorns he had
previousty sxpressed abont the need to have fntal HANSpATEney i the data validation
PrOCess. Dravid Kemshe ey had emphasised at both meatings of the working group the
anportancs of the data vollection process so that the group coudd reach s conclusive
decision n the mechanissn Tor fmding and o help prodect futwre revenve

......

CONSSGITINGE, E’{ % were undez' u}mxdem%}i@ izz:azmgu ;ms«sus‘e already and the

o3

. L _iproposed that the Secretariat should v orify the dats on the
mamber of haerapbilia patients with HIV, with the Macliwlone Trost. He supgested
that the nureher were loss than the figum presented 1t the frst mecting ofthe
working paoup.

Actiew Scorebuiat fo verify data with the Macfarlane Trust
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MATTERS ARISING
FIMNALISED PATIENT PRICRITY ORDER STATEMENT

& im patient priovity statement bad been revised to reflect comments made by
members, The foalised copy bad been cirvulated to the group,

INFORMATION ON DEPARTMENT OF HEALTH WER SITE

&, Information on the working gooup was now avaitlable on the DD website. The
website moinded the press release annpunsing the Rmding for recombinant clotiing
factors, remit and membership of the working group, the minutes of the first meeting,
and the finsdised patient priority order staternent. The website would continue to be
updated as the work of the group progressed. The website Hnk was available through
Aipiy dabesovak/bloodie g

DH/OCOLLABORBATIVE COMMISSHONING GROUPS MEETING 25 APRIL

7. Chasles {,is;ier saied that he attended the jﬁi‘ w DHACoHaborative
Corpnissioning € zmzep {DBACCG) mesting on 25 Spnil. Members of the DEVCCG

supported tie ﬂs*e;};m al for g mationsd Framework for ol] products. In addition,
commissioners asked o be involved in the validation of the data | mng cotlected by
UKHCDG on the number of patients reeeiving recombingnt clotting factors, The
working groun sopported the tvolvement of Tead commissioners in the data
validation process. Thiz stage would need to be built into the implomentation
PrOSIAImIne,

TEMDERING 3UB GROUP

8. i firgt meeting of the Tendering Sub-Group was held on 22 April 2003,
Th # key points emerged in dsoussion at the Sub-Group meeting

»  The gvarsge price difference between plasma and recombinant products will be
used to wirk out how many units can be afforded,

»  The contaact % ould priovitise hacmophilia A end B patients n prafirencs fo
§ i t Wis mu&m 1%1&? fa:t}m i:gtﬁ“}zm&z Gon was tmured aimu

e The newd for guidelines to POTS w ensure that patients in the tegeted age-bands
are treated with recombinant producty.

# seonld approach the doug companies for quotes for each of the three vears
s the recombimmt products, A vohene banding system would be usad,
" fes are ssked for o price reduction for vobume, they may reguire

bz eommitnent. However, there wers potential problams to this
approach,
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. Blembers of the working group agreed thay MovoBeven should be excluded
frorn the initial tendey,

10, Steve Davies confirmed agreement to use the accelerated fendering
progedures, B was anticipated that the gpecification for the tender wouald be issued in
June,

Action: PABA to provide an update on progress at the next meeting.

£

UKHCDO DATA COLLECTHON/REVISED PROUPOSAL

1 Asoagreed at the last meeting the UKHCTHO had written w Haemophilia
{entres regquesting dats op the number of heemophilia patients over 22, Wot all
Centres had responded, as s conseguence the group wes nngble o validate the dats
presanted by URHCDO at the first mesting,

12, kdsmmbers of the group emphasised the wpeney i beng able to validate the
daty provisusly presented by UEHCDO, so that they could agres o way forward, and
prevent any delays in the treatment of recombinant. There was agreement that there
would be g mumber of variables involved in planning, but the group would werk on
the best assuroptions based on the dats available.

Action: URHUDO o camplete the deta collestion process and (o present an ansbvsis
ar the next mmesting of the working group.

ALLOGUATION OF FUNDS TO PCTS

13 The growp awaited data from URHCDO before discussion on the distribution
of fands i BOTs. There was support ey 2 mumber of haemophilia commissioners
ab the IFVOOG meeting that funding sbhoudd be meds svatlabde o PCTs o line with
the patient population for the Grst three years of the roll-out.  There was also support
from sume members of the group o target the finds o Jead PCTs. David Kemsley
propesed that funds for London and the South Bast Collaborative should be allovated
w yovidon PUT

PUNDING OF KATIONAL HAEMOPHILIA DATABASE

14, Charles Laster seaght the views of members an a request from URHCODO o

foand the Motions! Heemophilis Database malntained by UKHCD. Discussion
Forussed on supporling 2 pryect roansger postin order to enable UKHCDO o
manage sl awdit data required for the implementation programme,

sopnbinant clotting factors budget, There was some reservation from ELGRO-AE
» use the funds allovated for putient care, for funding the post at UKHCDO!
wvi, there was geoeral agreement thet elear and Sally up 1 date data was
requiresd 1o monitor the implermentation of the recombinant il our and thar this was
an erontind et of 8 project sach as this with an £88 million budest. T was agreed
that in view of the sssential need for duta on recombinun vee, the project manager
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post should be funded, itally for one vear, on the snderstanding that the job
descuption would be writken to reflect #s role in ensuring the effective roll-out of the
programme. Uharles Lister asked Frank Hill to prepare a draft jobs deseription for

comyideration by the Department,

Pty

Activg Frank Hill to prepare a job deseription for the pridest manager post.

MEXNT BTEPS

14, pested the Secretariat should prepare 2 timetable, which would
help ey ¥ on the ioplementation programme, There were clearly a
momber of ko target dates, which the group had to work towards o ensure ihdi

haernophil]

patients start to receive trestment with recombinant clotting factors.

HEN
the by

de Hill sp g_,; %zeszi 3 need for a fow short papers which would encapsulate
ssaay 1o halp develop a fmmmwri\ for implementation.  This included:

«  Pregentation of existing data, Future dats being vollected and how the data will be
used 1o inform the Implementation process.

» Age relaled wolleout: ssoes for consideration sud planning,

y docnent: this would inelude 3 copy of the statement by Frank
by oof ieiamarv 1998, and the stalernent annozncing cunvent phased provision,
orumend would also include what 8 not covered by the rellout.

= Informeiion on how patients woudd be informed of the process of implementation
ard mdvice through UKHCDO and how patients should be contacted.

& s
achits.

fir ceritves around billing: possibly separate srrangements for children and

Action: Frank Hill to produce a discussion dovument.

Action: Secrelariat to prepare a project plan for buplementation for discussion at the
next mest

& Pt
DATE OF NEXT MEETING

18. The vt meeting would be at 1100 on Friday 11 July 2003
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