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Em:om\iging progress (.out i n lies to be made in the
Society's non।in met i vn campaign strategics. Wo
ha\ e m iner ed a major step torwmd in organising
Ilie wav the Haemophilia Sociotv lobbies
goriTnmenl on its campaign iiinis, with the*
registration ol a new All Parts Parliamentary ( imup
on Haemophilia in the Himsns of Parliament. This
group is made up of members of pari hmuml ami
peers Inmi ah polit iral parties.

We lime alst i mealed another new group - •

a Hepatitis C '1 hint Tank - hi help .strengthen the
campaign ioi I'i mint ial mi oinpcnse lor people w >lh
Iiaemopilili.i u hi I have been illfci led with hepatitis C.
The members of this Think Tank arc expert-, in

legal. actuarial, medical and govermnont ndal ions.
They will be working together to investigate a
range ol financial models that emdd be used Io
release hinds to the H( iV inEn lcd haemophilia
community.

Meanwhile, the Carpet of I J lies campaign to
highlight the number ol people with haemophilia
who hm e died, or are still suffering as a result of
1 1 IV or hepatitis passed on through contaminated
blood products, is rapidly spreading a< mss the I 'K.
Weairrenlh have 153 parliamentary supporters
i unlimited, with news of more coming in all
the tilllC, b s -elfCe
Sit "> 7 Im inm-r ahmil I h> < um p> i i k'1 i .
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Opinions expressed in The Bulletin do not necessarily
relied those of the Haemophilia Society. We welcome

I reproduction of articles on the nndHrstandins that
a kiimvh‘ilnptiK‘11! is inadi- ol '1 he Bitlh tin .is sunn c.

'Hl.ibks Uli In Ihi Ini lav. till* ph.HIH.i' clIlit <d < i >1nI>.i:Iii
nil.) .H < • I >i < 1\ Il 1iiIf; •- .I1 l.lliii* stippurl in JOOT
A', “iilis Bohl inc. Baxter. Bax i-r. N< a a \nnlisk. R< x he.
Si hni iiic-l’liHii'h. i-th. ( a'licl ins Inslihito.

i .ppics iU (h“ H.ipnuiphili i Sui uh < iininci i.il
Inndinp .:r“ .r..ill dib- on mipicsl
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LORD OWEN
I-’ornu-r Ministi t of t lealth , Lord I )<i\ id <ni , h.is added
his voire to Ilir- cam pa igu calling lor the <>ovrnnn-nl t< >

pav < :oim pens.it it nt Io haetuoph tliat s minded with
potentially lethal viruses Irom conliiminated NIIS
I real rm-nt. It was the hist Him- the cross bencher has
spoken iibtuil his own work, uiore than 23 wars apo.
wh ii b should haw saleguarded their health,

I Ulen ion nd or i HIM ‘ Radio -Ts IAh <- the I 'ar Is
programme on 3 August, Lord Owen described hou.
from the early I97()s. he grew increasingly worried about
blood products Britain was importing In mi America to
treat people with haemophilia. He had been aware thal
Aim -rii ans w ere paid lor giving blood and. coiiseipicmly.
donors included prisoners and occupants of 'skid nm ‘

who were al I he highest risk of earn ing v inises,
"I det ided Ihal if we invested enough, we could

become self-Mdficient so our blood would come only
Irmu British sources and we hilt we would then be able
to be more confident that il would not have

SPEAKS qlhp
contaminated blood in it”. Lord Own said. "The
decision was In invest enough monev to bei nine selb
sidTicienl. which was several million pounds, mid
I announced the new publicly mid I also announced
il in pmliaineiit.”

It Mas only years later, us people with haemophilia
were being diagnosed with HIX' in the 1980s. that Lord
Owen realised his plans had not been carried out mid
the mill ions he had eurnim ked had mil reached their
destination. "I was very- upset dial the decision I'd taken
in 1975 had not been fnllllled. There whs resistance at
I ho Department ol Health al the lime to putting in the
inonvy. I think some people fell this was mi unproven
danger, that we were pul ting money in without knowing
what the vil uses were, but then prevention is even thing
in health. The government should make a generous
i nr reuse in the i ompensalion pool ol money available
lor these cases and ;u cepl some degree ol respmisibililv
- moral if not anything else."

issue, with these initial analyses
being developed at the sei Olid
meeting in September.

Important •snapshot' survey
The Think Tank is currently in the
process of collating data, including a
sunev of the impact of hep.ililis on
people's lives. whi< h is living run
through two 1 Licniopliilia Centres.
I illimaleh . the group u ill stem turn
and < usl a proposal for presentation
to the ( iovmi imienl. alter a lull
disc ussion w ithin the Society . We
shall keep \ on updaled us the piojei I
< oiilinues.

MAKING A
STRONG CASE
The Hepatitis C Think Tank is a new
initiative,"set up-to research and
provide necessary data to underpin
our ( unipiiign foi financial
rei oiupense lor people with
liueino]ihilia infected with hepatitis Ci.
'1 he Soi inly is keen Io ensure that
nppnrliiiiilies Io pross lor li n.n k ial
ret ompen.se are not lost due to a lack
ol iidormalion on how ma nv people
n।iyh I <| mH i I y l< n nionev ; the hrtm<’
progression of hepatitis ( I in people

with haemophilia: nr estimates ol
likely cost Io Ilie ( iowrnment. U’e
Iwjievn that this group will formulaic
a strong case for the practical
workings of any recompense scheme.

The legal, actuarial, medical and
government relations experts who
foini the Hepafilis ('. '1 hillk '1 dllk will
be working togedlei Io im eH igale ,i

range of liiimmijil models dial could
lie used to release hinds tn the IICV
i n h >v fed haeniophilia commiinilv ,

The first meeli ng look place in
June. vv hen each member had
Ihe opi II irt i u ) i I v Io reqiii-sl ihe in
hdormalinii needed Io t onsider the
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Spreading the
carpet further
The AGM in Solihull was the first opportunity For members to see
how far the Carpet of Lilics has spread across the UK. Progress to
date shows the campaign lias 153 parliamentary supporters, and
news of more supporters keeps coming in. It’s a great reflection of
all the work being done across the UK by members. So remember,
vmi’ve recently been in touch with vour MP to sign them up as a
supporter, please h?t Jo at Weber Shand wick or [gro-ohiI the
Haemophilia Society know about ill

CAMPAIGN AIMS
'1 In- ( .arp-’! < it i anip<ii<-n usks |»arlbum 'llfare
Hippi.ih*m Ie Hgn up Io tin- H.ieumphiibi Si ii iel\ \
(uonpiiipot (line:

IIio pnn mini) ut nToinbiniim tor nil. < .hi11 1nm and
minim a 1 1 k< •. lln।inglehiI tin* I k .mi! r””nidle-m ul
pi>W ode. h> muid dm risks ul Inline bkiixl-hnnii.
niter iiote
ii publu hnpiiry into the Iragedv of cmilaniiiiiimd
blond pmdiH W III.ii < amml nias.- iith-umii < if p> s ,p|e
with h.minophili.i will) Ila- I IIV anil hep.iiilL ( . \ irm.-,
Itinin”h Iheir Ml IS hmilnieiil

Imam.inI mumipeiiso thiough a hardship hind lor
those people wild himnmphilia inks led u ilh the
Iinpat iIi :■ ( i v inis, in addition Io !Ite 11 11,11h ini ussistam e
s< hmm- oliibhshed Ip ( ioveinmem in IW7 lor those
inkv h I tvilh HIV (The Mad,ill.me Thi.sI;

PHY YOUR PAUIN
OOi CAMPAIGN
W pm! <il Ihe dm i‘lnpineiit ol til” Sw mb L nmdi.i

n ];it ions proeimnme. we have imv. mlnidtiimd an ”<>m

um lor yin to assist dm Sm ielv al 1< h al Im id. usine
b it” li» al jm'm mh* 1 js. P'e'.s mien.-es p. ,m d Ho
Sm-i<-t\ nation.dl\ ,m- being .id,iplrnt Io alb u iimndmi,hi
add a local sLml. or simph Io add \our name as a im al
m present.line. Having tilled in yum details, ail \mi irned
In do i< p.'Hs the story Io 1our ioi al mm sp.iper-. m.d c
lelmdsiuu/riidin newsdesks. ।

If anyone would like tn play a more m live rule in
prniwiliii” the 1 laemophilia So let < C imcym ,u the
lo< id level, or would he willin'’ to m t as a spokesperson
mid mr i.ase simh , please mml.K.I [ GRO-D ior

I GRO-D "j :lt Him I hemophilia Sei iffy i'l’em ( )fl i< e

TuTi GRO-C hu lw q m.iiling
[ GRoc

)<> at Webei Shaudwh k < m

ke\ 111' 'Ssaeo sbeuL some Umi
Im is and 11 i.hei.kiim.
If vou would like 11 ( opy,
please get ill Ionel) With

pr on cmidil al i
imd v. e will pul one

GRO-C
i GRO-C

in the post In you!

iWsWill
TOiB^
In ( )• hilwr. we have plaits Io 111,1k” <)Ur '( Hrpet nt Lilies’
men 11lore visible. On the dm < >1 the hist Pi inw Minisiw '.s
Question Time after the rammer recess, we will be asking
all our parliamentary supporters to wear a white lily
badge .and ribbon, particularly in the. Chamber of
the House of Commons during the Prime Minister's
Question-time session. We are hoping that this show
of support will remind both the government and the
mcdi.-i flint th” imperMive cl WH < -irnmiign is
pHbII1)1UIIII .

We shall also |je askin” .di of out p,1rlim1n s 1 11;h y
while iiIv noatei^ t<> Mlend a photo . .dl at
W 1'similisier. whi, h u will In* im iling miiimi d .< 1 1 < I
legiunal media to atlimd. I'lmise lul Ben .il Weber
Sh-rndvi ii k kmm if Hid e .1 a >< al imu millst mu ILink
ivmild like .1 plioliptaph, and Im will .n 1:m”e In m-i a

pint uro bi Ihem.

Thanks to an exci'llenl suggestion ft < mi a member ul
the Hmuttuphiliu Society (thunk ... .

you,iGRO-Dp, Weber Shandwick
have prepared.,a.short briefing note
for members meeting t heir MP as '■■■

part of the Carpet of Lilies
campaign work. It consists of a

I
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QUESTIONS AND ANSWERS
ABOUT THE CAMPAIGN

QWlivis the .Society

cnnipiiigniiig for
a ‘hardship fund’? A'Du; Society's communications and public allairs

advisors have chosen Ihe term 'haidship fluid’ as a
means of conveying the message that infections

passed on through contaminated blood products are
causing actual hardship. And at the same time, that some
sort of special fund needs to be set up for the purpose of
providing financial help. The Society does not rule out
other forms of financial help - including compensation,
of course. However, we are aware that the normal route to
compensation is through the courts of law and legal -
process. The setting up of a spacial fund would he a vnrv
dillerent process, involving a political decision In
government and Ml’s as happened when the Mai farkme
This! vv as i icaled as a ‘-pw nil poljlh.il initially e u ith all¬

Weber Shandwick director,.
David Peel, fielding
questions about tne

Annual ? '

party support. Our message is that the tragedy ut < ontaininated blood prodm Is mauls
to be addressed now . u ith funds made mailable as a matter of urgeni v to enable
those idhu hid Io haw the best possible ipudily ol lite.

Would am hind
bn means tested:’

Win would an
application lol
fi Hal 1 1 : i.d help need

to be assessed
al all? I

AThe Society accepts thill the use of the phrase 'a hardship fund based on
evidence < it need' has i raised some t onhisioii. The 'need- nderred Io in this
phrase is clinical uwd. just as is used in apple ing lor money from the

Mm.larlane Trust . The ! laemopbilia So< inly has been i archil Io note the objei lions
horn our membership < oni eruing means Icsliim ami stresses that we have no
intent ion ol proposing a means tested m heme to government.

AAll rei ompense m hemes operate <»n a Iramework that judges, aimingsl o’In t
things, medical condition. This is partii tdarly important with hepatitis C.
w hick allh ts indiv idimls very differently . If a scheme were to be established

to provide timiiH ial assistance lor people with haemophilia alle< led by flCW
medical i rileria would need to be established Io determine eligibility and assess
the appropri.ile level ohmarrls. y f ' -

QWhalis the
campaign's position
on the current
' wcomhiiiiml shortage?

A flic So< ielv believes that the i urreul rei oinbiuanl shortage should
not prevent Ihe government from making a policy comudtment to providing
recombinant for all. regardless of postcode. We are continuing Io lobby hard

for this assurance Irom Ihe Department of Health.

HSOC0023043_0007
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SELF-MANAGEMENT SPECIAL

bUJ-mamigtibiiiiii jm pimph: ii\ ing h jz/i Mug lam
M. conditions will form a central part of the Government's

Expert Patients Programme - promised in the NIIS Pion as
a means to improving health service provision for people \

Tv with chronic illness - in recommendations coming out this
month. The Haemophilia Society (along with seven other ;

national voluntary nrpnnisations) has plmvd an important
mb' mm the lotsi two min In oiwimsinc -< il-iiimiuvenii'td
i mines .a not: of Um Lu in" nilli l.otig-ienn lifinms prob-d,

• ii hicii has led into Ine I.\porl l^nit nto deport,

The 1 hiPin<iphili;i Society has i u i i eight s< -I h ma n.igi m i< >i it
courses so fur undi-i the title Gel 11»! most out of life!
Two of miT’ tutors talk about flmir inv nlvcnuml and help
to explain vv bat the i omscs ne .ilnmi. Telling Mmieoim

uh.it I !><•। om-'-c is like h ,u tualh \ erv dillnmlt - s>'ll
inmmgenH'nt is very nm< h abnul pari ii ipanls hiking
( ontrol < >1 llu ir condition and a. ling to positively

; improve their lite. Take our word for it, il works! ( mine

along In one i.four m-x| ( outsits oi ring I GRO-D j d T"1
would like one Tim in your area.

p - ;
j.._. ........ J

iGRO-Aw one ol a grou i ng
I nnmher of people H x ing

iv i th a long i, rm
medic.il ( uiiditiur. Io l:e
li.lined to delivoi a -mil
inmiagemei.f course to

i otheis in ,i similar
situation. I b- now i o-
ordinales the Soi i< 1 x
’Get the most out of
life!' programnie. Ikibs
Evans finds out more.

tc^ me a !,it about yourself
Pm 42, 1 have haemophilia and I've been HIV and
hepatitis C (HCV) positive for at least 20 years. This
said. I'd cluwimterise imonlf us /wetly health). in that
rarh of mv ronditinns seems to bo rehiliveli cmilrolted
.ii me mmtwm. Mow irwporwni limn tim iumilh stint is

i (Im oml un f'm lmppil\ iitanied and !h e in Um Ib-s/
(toiintri . I retired Irom hill linw imp >b a timid as an \l IS
Ihmni'o minirytrnm' years ai’o and mm spend m\

1 lime hstruiii", lo onrdmi or^mii all) and. iw wiisinplv. fa
s> Il timnimmn, nl. lifeline uilh poopie limn a
n ah- vain !\ ol ' mid il n »t>.

GRO-A

What is seH-oimiagmnent?
hi a sense sell mmwgeiiwnl is smiwlhiwi eienotw does
all Um hum h's planning lor Um lullin' mid dmling
with problems that emtw up alony, Um iuiv. dim Iraininp,
that I’m involved in recognises that people with long ..

term illnesses have additional problems and seeks to "•
teach them skills to overcome these. The groups learn
life planning and problem-solving techniques, then
apply them to issues such as communicating with others
about our conditions, dealing with anger, fear and
IniUoitiim. eating well, dealing with medicalh ms. mid
talking t" h‘-itil h prof' vsii >i n i Is. In addition wi- h-arn
skill- for iimelbmitinp -k niptoiiL- mid lolaxaliow
( lln im.sh n rot mm likr ours doom '1 topIm e trisilnwiil.
Whitl it doos is vivo us skills to Imth-r tb'ul iiilh uhub-vo/-
hb- thio:, - om wp.

How did you beuomu interested in il?
/'i e 1 1 III uvs I >ei <it hili -resil'd in nonmu du -id inns of
denliii'i with nw eondilioiis .m first bis miso th<-im I
wasn't iiiiu-li in the liny of treatnwnt nx uiltHih- nnd Inter
hei iitio- I r,sdi-s-d thul dwi hi !p> il. I\< alum - med
i mupleitwiiliin thermite- mid bi en ndi'nsted in

person,d di'ii’lopiui nt.

Whal motivated von Io hniimr a lutor?
1 ehmmed mi a I hmnmphilhi Society advert wauling,
Intel's at a time nlmn i vis keen lo find imw rob s in lih-
lie cmimmu v.ilh mmn iwoyle nUh HIV 1 1 .wb'.wtli"ii
llmnipi chmioed mi expei Mimis and iimimt I tell the
need hl tio smimthingl. Il seemed an ideal uiiv to
del elop somethin^ I'd ulreadi dmm mid to help others.
Inii mih 1 uus si epth al uhmd selfmmniigeiimtd mi dm
basis that "I'm doing nell, it tian'! help urn". I>ui I
nipidh became a eomvrl. It's helped me mid 1'le scon
it help luusi of the people u ho've partii ipabsl in the
gloups l'w wiwki d mlii

What impact has being a tutor had on you?
I'i e learned so nmeh from iiorkinp. iiilh the groups -
about the similarity of"the issues facing all people with
long term conditions, about how amazingly strong they
are and about how to manage my own life.

What happens on the course ami how long is ii?
The ,-nurses ran num a week over ti six work period for
hmejili ihrim hum- a se-sio'i. Tlu led a certain ,miomit

oi nork lo emrv om is'hieen the scssmiis - bin lie don't
-el and murk honmwork! I'lm hsn'iimn i- u-i) iiitimn th e
- i mi ins'll to i mile ii ill i t io lo talk. Il o lake mil untiinc ol
ihe hml that even gmiqj is made up ol experts on Ihiitii,
n ilh it Imi’pterm ronditinn. Most prmple are shr at tirsl
hut th, m sjs tifw-n snnportiii mid dm < m::-s e-
dwigiwd to ini oh e <'\ op i sii .

HSOC0023043_0010
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Compiled by ]> Jin Morris
Hepatitis Worker

What soil of people come on Ihe courses-.’
All soils. Ou the courses /'ri' been involved in, the age
range has been between 17 and 70. Theyh e hud a nidi'
range of conditions including liauinopldlin. HIV, HW,
MH noa-viml liver diseases. arthritis. heart disease mid
defiression. n'c’ie hud ivpresenlalives from many ethnic
gumps and have also managed when English isn't the
first language of same grvup members;

Which work best, courses where everyone has the same
condition or a mixed group?
I personally like mixed groups, because it allows us to
bring out the similarities between the problems facing us
regardless of condition. This stops us feeling that our
condition is 'special' and it slaps Ihe group getting
bogged down in the medical details ol their amditiim.
rather than locuss’mg rm the personal issues dint result
fiom it. Himevei: single condition groups cun nork too.
It\ ii limiter of prefcrem e.

Do men and women respond differently to Ihe idea of
self-management?
I’m not sure. Howew. nomen are geuerallv more able
to talk about their conditions and billing to accept that
learning mm skills can help than mini are. i've been
invoked in some gumps that town mosth men with
haemophilia mid they wra harder to 'get going'.

What do people get out of the course?
[I varies. Some people begin to make nsdlv major Uh:
changes: most cujm it mid learn mm skills: a fen hate
it. livtdmidon work i mried out in America twlwre the
i muse originated) mid more receatk in Urilaia mgysts
that people feel mow in control ol their cmidilicms and
adopt more heidthv helm lours oiler Ihe i ourse. Thu
m idem e also supports the lasting effect of the courses.

LIVING WITH HEPATITIS C WEEKEND
9-11 November
llothorpe Hull. Nr Market Ilinborough. I ei< s

Self-managing vuur life will be n theme throughout this
weekend. file >i.ii H s ’s four tub ns will be w Diking with
\ on Io help you to take charge ol vmir condition and/or the
ua\ \oui I i Ie G allei led by it. You’ll also be al lie to hear the
hit mt about I It A' Ireahnonls and learn about all aspei Is of
I i( A' heahhi.are from a leading experl. You < ,m < house to
explore alleriuil i vc therapies nr simply relax in vonr own
wav in the be,ml ihi I selling of the Georgian Manor. 11‘s a
i hanre tn meet others allu.leil In IK A’ and Ihern will be a
special locus for partners. A booking form is .nailable from
1 GRO-D P’u( • ]ni< k! Phu es me going Iasi.

C ISSUES
(HASHES is a ipmrlerh new
fur people affected by haemophilia
mid IK A'. 11 (.overs nows and
developiiwnts in greater depth
I han .,pm.e allows in Tim Bulletin.
II x on would like to ret eive regular
copies, please phone John Morris
at the So< icl \ or e-in.lil
I GrqIc i

GRO-A
.-...PBQ"A--Jh nl" newest re< mil Io the Soi ieG \ le.iin ol fom self-
management lulors. Being himself in his laic Iwenlies, he is especial J x
interested in. getting people with, haemophilia who are under thirty involved
with the programme of courses. Some of you will have met him at the Young
Persons' Manchester Weekend in September; and he will be at the Living
with Hepatitis C Weekend in November.

GRO-A

“I have severe haemophilia A, HIV and HCV and I’m gay, so managing all
that has always been a bit trickv forme. I do voluntary work in Liverpool and
in the pari have done talks tn small rind large pmips mi < aping i> ith |
haemophilia mid r u inlection. When I first heard about sellmumup.emenl I J
didn't kuov, uhiil it lias. Iltil niter bidiii; etu miragi'd t<> tiain its n tiitm this 1 GRO-A K - - w r ..Ufct.i
Mm I wiiwIM it iw. nil al xml - mid realised I coidd hm e In on doing something p, emi i\ e ohm1 1 im < miditimis had
I dam: this sort ol t muse cmliur in Ide. • I '

\k i i.Han Im the midm llitih imp bracket is bn them hi he iihle Io feel mow। muforliihle ubmil n hut mid n hri
thin urc. and tn hi-< gneii nays id mumigiiig tlwir own tomlitimis. I find it hard to describe the positive teeliug I got
H hilsl I was tminiup; but I hope others will sham it tiheu I train them mi the llirmiiighum and future courses.”

^gggggggg^^
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WBT®n ( uiiiipiled by I i ih~. ails
HIV,'IK A' Worker n

COINFECTION SEMINAR REPORT
A tidal ol I -A people attended the one da\ smnin.ir on
HIV and I bpniliiis C <. o-i n Ho lion held al HMA House in
London mi ?'• Mav. 1'lie e\ enf nas omanised as part <d .1

project (primarily funded by the Department of Health)
to improve the quality of treatment, care and support for
people with liaemopliilia who arc co-infected with HIV
and hepatitis C (HCV). The greatest number of delegates.,
were nurses. HIV consullimts, representatives of HIV
voluntary organisations and people living with
haemophilia and/or HIV/HCV co-infection.

i GRO-D i

I i
i I
I I
i

A widieiange oi expert speakers, including people
living with haenn iph i I in and I II V /1 II A' m-inl'ei tion.
discussed Inpit.s that included epidcmioli igv and llm
Hutu i ;il liistori < si t o in feel i. m: provision <>1 (.are in the
1 'K: Iniahnenl issues and guidelines (nr Ihe Irealmenl of
people li\ i ng u ilh 1 1 >- i nil i< lion. The f(dh>wini> kin
।>< tints iwi'p raised: f V

; '

'

• . •

• •

A I !K wide HCV st n'cning programme is needed
to detent: i tie numbers of tin sc with I II A'. A national
programme of le-wail h illlo the epidemiology (g

t:tr inlei linn is also needed
l•■|lndmg lor good qualiH data t.oHectmn in the NHS
is essential 01 it won't happen
The rati' ol sexual tmnsinissiim id h"‘p.ilitis C m-cds
to be 1 larilled A A I

jlltagisfa •
•

* Audit and accreditation ol all Haemophilia Centres is :
needed

• Information to patients and their carers should be .

'■ improved
• Designation of those particularly qualified to manage

HIV/HGV co-infection is needed
• Co-ordinated care delivery must be achieved (this is a

possible role fol spe< ialisl nillSes)
I'realmoni needs .in* no| Ilie only issues Hint must lie
addressed in delivering rare I'oi people with t leiufei linn

m n , , i
A \er\ indir idealised appiu-u h Io 1 aie and hvahnent
of people with 1 IIV'I l( A' rminlerlmn is needed.
Treahneni should be managed onh In those with < Iwit

expertise mid experience - joint Hiiiics with 1 11 V mid
HCV speeialisls mm essential and smaller 1 er,Ires
without oxperieiii.e imist uder mi.

• Important research questions have Io be addressed;
interactions between HIV and HCV and their
treatments, whom to treat, who will respond, what is a
euro, does..treatment .failure result .in. resistant viruses,
does interferon reduce viral load/ improve CD4 count?

- A test that can bo done- early in the HCV trc.ilment
period should be developed, to identify people who
will haw an imdeleHabh' viral load al fh" end of
liealmvnl. lull whose \iial load will lh«-n break
Ihrnugh liming the nexl Iwch e nmnlhs

w Alcohol redui lion ini those w Hli HAVA mu ial
A Beller iiilorm.ilion is needed |oi healiiieni pun idwro

individuals u ilh HCV and their families
A' The issue ol funding for the provision ul interferon

and ribm irin needs In he addressed A

*: There is a need lor oflii.ini guidelines Iih Irealnieul
and i.aie ol people u ilh 1 II V and HI A' co- inlet lion
The iinplenientatioil ol Nil ill guidelines should be
rm iim ed rf v rf

•SwuthB fl®

A। • g g . • g , A

Olllllll!
I GRO-C I

AOwi -s. tlipi-

iBMBjfiilBiiBlifiliilifciiilliiliiillliliB

iliilftiiiiiiiBiif
war.Ai GRO-C i
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GLOBAL FACTOR VIII
RECOMBINANT SHORTAGE: LATEST
I )i I Jhttih l{ M I lav. viee i himinun nl Hie I 'K
I laettiuphilia (ienlm D<» h>rs ( hpiuHsai ion irKH(ll)Oi
explains thn i ummi situation.

As you know, Bayer lias encountered severe
manufacturing problems since late last year leading to a
very severe shortage of Kogenate and Helixate. Very
little of either of these products has been released
anywhere in the world since the beginning of the year, .

Those products account for about half the recombinant
factor VH[ normnllv mod in the I IK. The other
inaiitdat lurers had 1 :tf h* or no' surplus supph and ucro
unable In plug I lie shortfulL the I IKIICIX). workiii”
w ill) Th< • I tepurinieiil al I lea Ills and The I I.H'iiKiphiliu
So iep, . ;n led to i a t i < u i.11 i si the Use id re, < unbiiianl
faclor V] I [ Io make the most of those .supplies that were
d\ dilahle lo ils,

tlOwM v । i ।
1‘ul lire ilig poli< ies fonihi: to those being adopted a
1 1 in mgh 1 1 ii I the western woild. adults, and, in main
i as<.s, oldei children. «e1(! taken oil lei ondiinmit la< bn
\ III. Mime eloeth e surgery was i impelled a nd in.ni v
|nilfouls were taken oft prapln l.ixis. Some older
< hdiheii were La.ed with the choice til prophylaxis w ill)
plasma deck nd ku to: \ lit <>i ie< ,i mfofo.ml 1 1 ei 1 1 1 1 1 < a 1 1 on
dimiaiid. DKHCDO also red inn led recombinant from
some adult centres tn other centres lor the treatment ol
small children who would otherwise have had lw change
to plasma derived laclor \ III. Tim supply situation is
now relal i\ eh stable mid it is hoped that it should not
be necessary to lake any more fiat fouls off recombinant
factor VIII.

t • ; •
•

•

The shi ii t fall in supplv has been made up using high
pm ilv plasma derived lai.lor VII1. usmdiv v foil Iv
inm.livafod using tun methods. These products have
an excellent .safot'. record over a period nt more than
I a ye ii s. Although Monoi lale is in short supply , dwiv
are generally adequate supplies of plasma-derived

III.'.

Reasons for the shortage
To fully understand the complex reasons for the current
shortage one has to recognise that the manufacture of
factor VIII is very htwvilv regulated. Everv detail of
inanufai line must ho ducumeulod and must be
< .nudmltid in a ( imsistont way. as hud down In the
regulatory .mllmritfos. Deviations from the usual 'recipe'
are nut pencilled, mon il they Im e no clfoct on the
final |>r< o 1 1 1 < t .

Ha ver hud been Ion ml Io have altered some minor
dehii Is id I hell pl ot ess; had excess l.iacleria in wine ol
Illi' wafer .11 .III eai h stage in the pmi oxs and were

found not Io be dt >i umenting various stages of
m.mul.H tine adcqualek , 1 bn h hatch ot pmdin I
gunurutus amcral thousand ducuimmls refolding nwiy
conceivable aspect of manufacture. None of these
deviations from good manufacturing practice adversely '■

affected the safety of the product but they had to be
corrected anyway. This has caused massive disruption '.
of man it feeture and has lengthened the time it takes to
manufacture a batch of Kogenate to six months. This has
been verr daiiiiiging for Haver. wire h has atuioum ed
Iwo profit warnings in the la-4 real, as a result.

lit July . Haier announced that they should not he
regarded as a regular supplier ot wi iHiibinmil lactor X' 111
until turther noth o. 'I b.e\ hold a meeting at die
hih-rnalional Socicrt id Thrombosis and Haemostasis to
present the current stipph and piodm lion <foialfoi> and
their forecast for a return Io normal supph .

\
'

Haver arc 're-engincei fog’ their worklon e. many of whom
have been repkn ed or refrained. Thm eslimale Iha! ihey
will not return to regulm noiin.d suppp until the thiol
quarter of 41)1)2. Although Kogeinile and I lelixate will be
released during the interr ening period, there has been im

prediction <>1 the amoimls that will be available.
Our best iiifurmation at the present I ime i nd ii ales that,

from .September, there will be a modes! increase in the
siipph of BaxleA Recombinate. I rom Nowmlmi. sunn*

supplies ol kogen.de are expected, though the anioinfo;
.ire imcerlain. II is expected that Ihe supply of I lfoix.de
may he slower to pit k up. [fork in 20(12. Wvelh hope to
open their new Rei,into plan! mid Ihal should also lead lo
an iinprovemenl in supply. Supply should therefore begin
lo pick up in Iho mil twin hul nun not normalise
cijiupfotoh until nnxl summer. New supply will bo
alloi nled tn ihe wumgesl i hildren first . mid (■onsideral ion
must also he giwm t<> restarting propli) laxis mnongst
those small children who have gone onto t real i nenl on
deiiiaiid. 1 his will he co-ordinated by I 'KHCDO. to tin to
achieve some degree of equity of supply.

WOMiOECOMMNANf AND
THE EUROPEAN COURT OF
HUMAN RIGHTS
Many of you will remember from the A(iM Ilie question of
n lost case being taken to the European ( lour! of 1 luuinii
Rights ( E( .'I IR) over Ihe curn-nl system ol provision of
recombiniml. The Haemophilia Society has sought legal
udvii e on this issue, and the। ase is nmv being ('onsidi-ieil
In ECHR legiil experts. A I'oimal legal opinion an
progressing ihe case is expo Ind soon. Wi: will update vm
as soon as we haw new itifoniiatfoii.

:igilggigggggg^ ttttt

HSOC0023043_0015
WITN6392234_0016



NR

NR

NR

Dr Roseman. Bi»«s. I Im'm.iMh mu I
Mb < ‘ hl hn>" h>

U/IU .buiunm ,1, rhf l mu^ mi lul,
"RuM'imiii Buj,',-. wis icJ< i ii.i1ioii.iih h-iiuu m-d hi hei
wuk i.n tin-।ILiitm .iinl ihml 11u ’t > t . >l l i.ii-i in»pb11 h ,'u .1

1u>‘i I i< -d -Imtuil .il t h>' Komi I !<■<• S< nil nt M> du hip M((.

hhpuf v. id- I ,U.|,||||<'S in till >11 •-I -I - III IJ Ui'b>() Ihi:ieg lb'-
Blu/ In 1 •<.|4 ‘Ju1 mi i\।-i i I'। 1 h> r..itbul’ ihu 11 h.- >•' h
IIn ' Rum hlh I111Iri 1 1. 11 \ III Ihh11 1 1 , hull' six- lu-l Rip

1 1 --.I i>l hni >>ri>h'M,>i>'il 1 1 h*. A' wnll < i in t riIu 1 1 1in Hi

Ihe inn1> Th11 111 1inut ’’I hit' ui''phili->- ''hi- h'lpvd h ui'Vi'I'.p
pri'puiMb urn >1! -lunliiii-t'i'iplulh i.n lot 1- u ‘i''..ini- M.
.Mu' si। < .uph b<'ln • 1 th.'I lh->n' ip. p'>h>: in

Lhibhii' 1 m ,il< h, ililli-ss It V .1 • 'lUi-.ht.-'l ipiH M lll'i
1)i •1 11 -I; t s Io putiunls. I I ;

h hi tho ?t) 'mis h'ltn PiMi hu u ini- s'lin^ t ;
I > UMII " .11lil IIm ..Uil III I‘h I • h<‘ II 1! I .u Ml M l.llhili'
I uhl shol Hliuum lihind I ,>iilull!i’li,iil ,i,bl lh l>d-, b m
Bhi.;-, took -n lh>‘ \|, dil .il h’MMl'i h 1 ,1 mhh. hbiii!
< u.i'/uhtii >11 i rs< -tri h I.iLmi. toi\ h 1111 \ u fat bo' hi I 'Hh.
and also became director of the newly established Oxford
Haemophilia Centre. She was also editor of Thu British
/mima/ of Haematology and Thrombosis and
Haemostasis and a founder member of British and
int > ‘i noth1, d -.11 'Mu- in tin- In-Ill if v< '>1 - 1- *1 1 1 ‘

I'.iiM"- l; Min h'-il 1 > >uiul ithiii Inn*i u- fr si ii1. >i .\v>.in! tur

I f< -.ill .uni V i‘-i 11Li t Ki'ki’iik h ill I'C 1 mid th'' Mm Im Iini' '
\vi.:;d 'it th-.- ll.b'lii'.ipliih.i ‘Mi im ill i'i-.'.."
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