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Whilst the Secisty LQH nues :
provision of mbinant for adu {tb dnd (‘hlldltan alike
throughout the UK, we are currently in the grip of a
major recombinant factor VI shortage.

As this Bulletin went to press, the Society was still
waiting fora firmecommitment from Government to
extend recombinant provision to all as swiftly as
supplies will allow. Our parliamentary supporters at
Westminster have continued to question: health
ministers - to which the same reply has been given, to

that gov
= We will have to return to this after the election.

- No Kogenate or He!fmm
“In the meantime, the next six months or so will be Vi
difficult as the haemoy 1 wmmumtv ﬁtrugg] s with
‘i}w mwmhimmt slm
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Fundraising News

nment is still considering the issues.

mt:iewn of the
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115

v House wand

b oo lobibe o

Parlmmemary

News Round-up 16

campaigns boost

The Haemophilia Society
hus hired one of the
world's largest public
affairs consultancies,
Weber Shandwick, to help
us ingurcampaigning
work.-One immedidte
benefit is that we now
receive a comprehensive
weekly political and
parliamentary monitoring
report. This gives a record
of every mention (in
debates and written
answers) that isin any
Wlwani to issues

Debates and lobbies
And there has been much
recentactivity tereport
before and after the
election. Our president,
Liord Morris of

chester, prompted a

rabout Hepatitis €

NHS blood products in

the House of Lords on

23 April. Meanwhile,

Labour MP Frager Kemp.

(Houghton-and

Washington East) table

an Early Day Motionin

gl ppwt of an urgent

i into the issue of

contaminated blood and

the non-testing of

concentrates: and further

thatt}:e.amzwm should be of
ighest guality, with

fair ané mt compensation -

for weﬁmfa Haemophilia

mbers were

.,,arpet of Lxlms campaign,
launched in May; was

the first phase of the

new strategy created by
Weber Shandwick.

(See the Chisf Bxecutive's
volunm, page 2 and-Campaign
Lipdate, pages 5:7}
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Safety and
supply:

The last issue of the Bu’!lfztiz‘l
was dominated by the
of variant CJD with tlm News
that a-plasma donor had been found to
have the disease. This brought to the fore again
concerns about treatment product safety. Now, less than
two months: later, the community has been hitwitha
seriots shortage of recambinant, 45 reported onour front
page. It is timely - and very relevant - that the Woeld
Federation of Hemophilia is organising a second global
: t:y an qupplv.

showi, neit ully secure,

Toaddress conperns about safety, the Sogiety is still
campaigning:for recombinant for adults.and children
alike in the UK. We know the suppliss are nobavailable
at the moment to make thisa reality. But we want a firm
commitment from Government now to the principle of
providing recombinant for all - and a p%edge to phase
recombinant inas rapidly-as supplic

This will remain one of the Soc s main

campaigning aims until that pelicy is imiplemented. As
Bulletin readers will know from the last issue, we arg
also re-launching our campaignoon beliall of those whao
were infected with HIV and hepatitis viruses through
contaminated blood products. We hive hired one of the
world's largest public atfairs consultancies, Weber
Shandwick, to help us fight the campaign fora public
inquiry.-and & hardship fund for those with hepatitis C.
© The Haemophilia Society Members and volunteers will have a key role in this
campaigning «ag they have always, Thie-Carpel of Lilies

understanding that acknowledgement is made
of This Bulletin as spurce.

Thanks go to the following pharnmdceulical companies intlesslyvoon th s Clgviey - The :xmxm;:}hili;;x
who are providing valuable support in 2001 : ;«;mg thm
Aventis Behiring: Baxler, Baver, Novo Nordisk, Roche,
Schering-Plough, Wyeth/Genotics Institute

Copies of the Haemophilia Society’s commereial
funding guidelines are available on request

0BEO0O0 018 s068)
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compiled by Babis Evang,
HIV/HEY Worker

HIV AND HEPATITIS C
CO-INFECTION SEMINAR

DiFas Dasani
from Cardiff
speaking at the

VP el peap
This successtul
event was the
first of its kind.
Muore in
thie next issue,..

mophi ia, HIV and HOV.., not the sortof im’ tris:;ia anyene wcmfd ask for.

current mf{;rmamm, to ove
database. Mestings are topic based - mfzmmiy issues ¢
with MI*“‘TW and.a pmmmation hy mr Paul (;}%ang,rmu d {ﬁ,.f}n'tltr Du

It 5 ) qel sted by the issues feels welcome,
The group ¢ wiv encourages par eTs, wv:imwa», g,lrihwnda boyiriends and
all those alfected to H yau haw any questions orcomments about the
group plmw conta
H“‘ #

Weekend for young pmple living with
haemophilia and HIV - and guests

Following the success of last year’s 1610 30 weekend in Blackpool, we
| e Blton: Tohin iridla ]

programime wi
k%hmpa ubr)m munmymmh makmg he most out of
CSworkshops Yo pariners, IV, HOV sid l’lmmmyxha i
ias forall de

wil Babs o

N1 N o8B0 0138

A AN B A A S A A
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vompiled by John Moreis
Hepatitis Worker

SURVEY RESULTS

NATIOMAL SURVEY OF PROVISION OF CARE
FOR PATIENTS WITH HIV AND HEPATITIS
BY HAEMOPHILIA CENTRES.

was

L

L

Elummphnlm Snrmmty Ammtg t}w main fmdmga were;

Availability of some support servicés s good but HOV
or HIV ¢linical nurse specialists ave in short supply
30% of Comprehensive Care Centres find access to
cownselling diffivult, and doctors and nurses often
provide the only counselling available

Allthe CCCs had traced and tested pationts at-risk of
HCV, but only half the smaller centres had done so
B0 of COCs had no funding for interferon
alpfm/rimvirin combination therapy. This situation
should improve following pu n-of the National
Institute of Clinical Excellence (NIFL] guidance.
However, about 20%: of COCs reported lafk of money
for testing-and counselling, which are also egsenitial
components of care

Clinical guidelines for HIV/HCV co-infection are
urgently needed

{Unfortunately, not all centres returned completed
questionnaires, inchiding Neweastle and St Thomay',
the largest Comprehensive Care Gentre)

PROVISION OF COUNSELLING

There are difficulties wnh aceess 1o munwilmﬂ in «m‘m
of GO

problem, the mrvi(ﬂ may not be pmvidpﬁ bya
professional counsellor. In smaller centres, it appeared
that this was generally from the haematologist, In COCs
most counselling and support vame from lh& ceritre team
of doctors and specialist nurses, with oc

the hepatic clinie team (we have no information whether
these clinicians had any specialist training in

sounselling). The Hae ilia Society

g
available to all ]memmphma pmm ts with HGV and this
should inchy § through CCCs for patients at
staller centres
John v g ing d three-vear project to'look into
the couns ane affected by HOV and
b

ra*pmt. or tu sl :
please contac rﬁm Mmms or Babs Lvans al! the Souiety.

S

MA&MWWH?;&,#M

NATIONAL SURVEY OF HEALTH AUTHORITIES
AND BOARDS

Fhis stirvey, carried out by Dr Linda Garvican; achieved a

G0% response rate from health authorities. OF these, few

knew how many people in their areas were infected with

Hepatitis ©. The survey showed:

® 96% of HAs consider FXQV an xmpmmm puhl G haalm
blem - although only

trategy, clinical guidelines and public education
programmes - but only 59% support a National Service

Framework

27% support a national screening programme for HCV

66%; had protocols in operation

50% had revigwed tesatment options formally in

commities
Three Health Authorities did not provide auy treatment for
those with HCV, and information, counselling and support
were eitherunavailable or restricted to certain groups in up
to.20 more. Although over 80% of authorities were funding
interferon and/ar (“Dmbumtmn therapy, complete disgnostic
festing was unavailable in one-third (agamst established
guidelities) and 23 authori il same restrictons on
how patients could be treated.

The amount of funding available varied widely, Of the
two-thieds of HAs who garmark funding for HOV care,
some will only pay for one or two patients per annum,
others over 100, with a mean of about 25 - but the typical
funding per patient is insufficient to provide the course of
combination therapy, A fallow-up survey later this
summer will measure the change:

WORKING FOR A C-CHANGE

G~£ahang& is m ﬂmhmila ﬂfﬂdﬂlﬁﬂﬂ&n of three chamms

Wolicing post-NILE

The Natlonal Institute for Glinical Excellence s

guidance on combination therapy for HOV still needs to
be translated into universal funding at a local level

» WY on the ogenca

A conduit tor information and pmm{)umx
the government’s, health sevvices’ and the me
apenda,
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LANDMARK
COURT

National Blood Authority ordered to
pay compensation for damage caused
to claimants’ lives.

-~ On 26 March, 114 1901;;11;* were m(,m:asful i thmrc}mm
~against the National Blood Authmiw (NBA) for
- compensation for having contracted hepatitis C through
- their NHS treatment. Their action was:taken out nging
- the Consumer Protection Act 1987, which apphm toall
~products supplied from 1 March 1988. Th
“were infected with HCV t}ucmgh contaminated blood
“transfusions; blood products {imi necessarily clotting
factors] and
organ/tissue
transplants between
1 March 1988 and
1 September 1991
~when the UK
s finallyintrod

“have in‘tmdxm%drcmtm "mmmg of '111 bl
transfusions by 1 March 1990, Damages ranged from

transfusions who'later cleared the virus {either with or
without freatment) ta over £210.000 for a woman in her
fifties ' who contracted HCV in the course of rouline

spovak -wwwideas:

(COMPENSATION FOR CLINICAL NEGLIGENCE

A second group of people is being assisted by the
—solicitors who led the case against the NBA, Deas
“Mallen; They are making different types of claiins,

“disorders. The court will make its assessment of i m]um,a %

-~ worker, Joho Moreis, Tor more information.

£10,000 for two voung men who were infegted by blood

- one of the greatest tragedies o the fisto

R@mammsmns af the mlmg

~None of the ¢laimants in this action were people with
haemophilia, most of whom would have been infected
with HEV well before March 1988 when the Consumer
Protection Act came into force. The repereussions of this
judgement for the haemophilia community are being
considered carefully throughout the United Kingdom, by
~both tlm legal profession, the Government aid ciwolveﬁ S
owever; there is nc :

VI(‘tUl‘V -
The court judgement against thc NBA is the fitst time
that any public body has been held to account for t}w
disaster of ontaminated blood,

arising out of infection with either hepatitis B or C,
The group includes some people with bleeding

;md financial damages in June.

These are clinical negligence cases and liability lmx
hmm admitted. Wyou have mild (e not moderate or
severe) haemophilia/von Wﬁl&bmnd 5 and were first
~infected (not disgnosed) in 1982 or later, thed & legal
ﬁpzmml is that you might have a case for compensation,
- particularly where it was possible to manage your
~-bleeding in some other way. If vouw -wounld hlw o fﬂ]lcxw =
“this up then make contact with the Society’s hepatitis

Soundbites

The unmistakable logic of the mfirggi ial fihe hﬁ@mapﬁifza community] oo mus
now be urgently compensaled.
Lord Morris of Manchester

“..we have o plans for the Introduction of a no-fault compensation scheme. Such a

 scheme would have far-reaching poicy and financial implivations which would need
1o be explored very carefully.”

Lord m'ﬁm (Lahw&mmnemmm} Hepatitis © Deima ~ House eﬂ.ards, 23 April

We can start to put mal Haht
klimla rgeon, SNP, Scottish Parliament debate 26 April

Government estimates the cost of giving recombinant to all haemophilia patients in
England curcently on plasma derived products as £47 million (wrilten answer)
Lord Hunt, 27 February 2001

“The Gpvernment s refusal lo instigale a public inquiry surely falls the moralily test. :
Surely the sequence of events which I 1o what has been widely referred tpas.
me ﬁfffS 11eavs to be exantined with the
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W (ﬂh&r
blmndwmk

My
m“nplemmwd
over the next
nine months, starting with the Carpet of Lilies initiative
involving Society members all over the country. The
campaign combines parliamentary activity with press
and media work.

The Carpet of Lilies campaign fe’ﬂuras white Ii i
an emblem of people with haemophilia who have died
< or are still suffering - as a result of HIV or hepatitis
passed on through contaminated blood products.
Haemophilia Society members have been asked to target,
in their own constituency, politicians of all parties, to
seek a pledge to support the campaign aims and to
present a symbolic lily: As pledges come in, .
the Seciety will use thi*m to build a ‘carpet of lilie
representing puhim support for all parties-across
the K,H( : i

PA R Ll A M E N TA RY ﬁmﬁs’ggﬂczgﬁ? Weber 51 )a;l;?}wn.k Pubhc&fﬂurs

, ! i 5 Karin Pappenheim, GRO-D i John Morris -
D E B ATE S Haemophilia Society. (see page 2 for contact details)

In the House of Lords on 23 April, Lord Morris asked
Her Majesty's Government “what further help they are
considering for people who were infected with hepatitis
€ by contaminated NHS blood pmdnﬂq atid the
iup\i«“»ndaum of those who have since died as a result of
infection”. In the course of the debate, Lord
106 (LibDem) called for recombinant forall;

financi rwdmmm and a puhim inquiry. Lord Astor of
Hever (Cons) requestec andardisation of all aspects

h;lkm service by mlimg i.lw pmvi

far more fum mg, mta HCV re
A few days later, on 26 April, a ¢
muk slace in the Scottish Parli

: v in March, giving
evidence to the Szfczttmh Hma nd Community Care
Committee. The Scottish Health Minister, Susan Deacon,
appeared before the committes on May 23,

(www . u A E
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: « oiting factor being u
inspt% tion of Bayer's plani in iamkemy, G ahfomm in conserve the now very reduced supplies. The impact of
December 2000, some issues were raised .:about the data tilﬂw shoﬁag@ will mean ﬂmt some people - particularly

tati
\c:lu(,, mlﬁa‘ :
these qua i
ssurad that |
ﬁa stage (:;uailty of th

: ; call . |
Could recombinant be thed by mnm.w hmmmpm“&m centres ﬁnd remmbmam suppliers to work
WWY? m,g,e*umr to manage the situation, and if need be. to

ibute recombinant from centres with mpph% to
thhmﬁ

sz.w nm wffwmm o fzﬂwr all UK patients

ib

recombinant manufm turers, Baxter and W}y‘f’ﬂl,
collaboraling in this effort.

When will supply of recombinant resume? The Haemophilia Society has been in close contact

Al present, it is unclear when Baver ‘Kogenate' and with the UKHCDO gince the start of these difficulties, and

ﬁg(}i} m b()ﬁ&

STOP PRESS: See update insert with this issue,
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The ‘lmt%ﬁ“ﬂ: on meummi: CJjD

No-one with haemophilia has
contracted variant CJD, and there' is

& Cintroducec
still np nee that it can't

- killing other small wildlife
“that were taken to Australia have
ruined crops there. Perhaps wa

Interferon and Rubawrm

BSE (the d ;’mﬂse: in cattle thi(:h
P@ gyi ated

1eir new
treatment for 3
hepatitis C at the
end ol March

nbammn (Rebetol) is
now available to
prcmu mnerq in the UK

‘ VR} of J&‘m n patients umimgmmg thm tre
compares 1o 47% for non-pegylated combination
treatment and 12% for interferon-alone treal
A projected figure of 61% is given when the dose is
adlnbtm azic‘*m'rh L l‘xmly mg,h% 'Ihe ﬁgure m ::4‘/2»

causes v.:rmm CID in man) was

should be worrying more about the
;mwmpm i

havea longer incubation period and
will only become ill in the vears
ahead. Time will tell.

anecdotal evidence that the side-effects dtmbntabm ta
intgrferon are more my ageable m ﬂw cnnw*waekly

pepylatec
hrale

of the pegyidwd interferon over the first fow we\vkc*ndﬁ
when they are at their greatest, but leaving themselves

3 :elam dy fma m wnrk i normal thd*ay m Friday week.

mmh)mtmﬂ} and 46% for genutvm 1. Roche also

reports

sxgmhcanﬂv
= -l

HSOC0023041_0013
WITN6392105_0014



HSOC0023041_0014
WITN6392105_0015



NR

HSOC0023041_0015
WITN6392105_0016



]
Hi-my narme is am 24 and | have severe
haemophilia A, been the Haemophilia
Society's youth representative for the past year,
Atrip to Montreal for the Haemophilia 2000

Congress inspired me to create the UK Haemophilia
Youth: Metwiork,: Meeting other:people frorm around

theworld i~

fnto thie "yoith' biracket of 1830 to bié put i touch so that we can provide
each other with support and exchange-ideas and information.
As a'group, we also have g voice that, perhaps, may be stronger than that

t

of individuals. And as such, we may be more influential in matters that
concern us directly - be that treatment, care or'general support.

We are currently involved in'a youth event for cosinfected people in
Manchester this September (see page 4) and hope to make it even better
than Blackpool last year.

Talia Barry:and D will be hosting a focus: group: at the Society's ACM to

look at'the future of the network. We are also looking to recruit a panel of

Haemophilia Society « télephone
or Macfarlane Trust on GRO-C i

GRO-A i GRO-C ;
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