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- Encouraging progress continues to be made in the
- Society's new proactive campaign strategies. We

- have achieved a major step forward in organising

- the way the Haemophilia Society lobbies

- government on its campaign aims, with the

- registration of a new All Party Parliamentary Group

on Haemophilia in the Houses of Parliament, This
group is made up of members of parliament and
peers from all political parties.

We have also created another new group —
a Hepatitis C Think Tank — to help strengthen the
campaign for financial recompense for people with
haemophilia who have been infected with hepatitis C.
The members of this Think Tank are experts in

i

legal, actuarial, medical and government relations.
They will be working together to investigate a
range of financial models that could be used to
release funds to the HOV infected haemophilia
community. ‘

Meanwhile, the Carpet of Lilies campaign to
highlight the number of people with haemophilia
who have died, or are still suffering as a result of
HIV or hepatitis passed on through contaminated
blood products, is rapidly spreading across the UK.
We currently have 153 parliamentary supporters
committed, with news of more coming in all
the time,

See pages 5-7 for more about the campaign,
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Thanks go to the following phdmmwutimi companies
whoare providing valuable support in 2001
Aventis Behring, Baxter, Baver, Nova Nordisk, Roche,
“Schering-Plough;: Yx?vvthf{mnetm Institute,

:f’upm» of the Haemophilia Sc}c,wix s commuaercial
| funding guidelines are available on request.
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LORD OWEN

Formeér Minister of Health, Lord David Owen, has added
his voice to the campaign calling for the government to
pay compensation to haemophiliaes infected with
potentially lethal viruses from contaminated NHS
treatment. 1was the first time the crods-bencher has
spoken about his own work, more than 25 years ago,
which should have safeguarded their health.

Interviewed on BBC Radio 4's Face the Facts
programme on 3 August, Lord Owen deseribed how,
from the early 1970s, he grew increasingly warried about
blood products Britain was importing from- America to
treat people with haemophilia, He had been aware that
Americans were paid for giving blood and, consequently,
donors included prisoners and occupants of ‘skid row’
who were at the highest risk of carrying viruses.

“Idecided that if we invested enough, we could
become self-sufficient so our blood would come only
from British sources and we felt we wiould then be able
to be more confident that it would not have

SPEAKS OUT

contaminated blood init”, Lord Owen said. “The
decision was toinvest enough money to-become gelf-
sufficient, whia bowas several million pounds, and

I announced the news publicly and 1 also announced
itin parliament.”

It was only years later, as people with haenwphﬁia
were being diagnosed with HIV in the 1980s, that Lord
Owen realised his plans had not besin carried out and
the millions he had earmarked had not reached their
destination. “1 was very upset that the decision Pd taken
in 1975 had not been fulfilled. There was resistance at
the Department of Health at the time to putting in the
money. I think some people felt this was an unproven
ddngm’, that we were putting money in without knowing
what the viruses were, but then prevention is everything
in health. The gavernment should make a generous
increase in the compensation pool of money available
for these cases and accepl some degree of rmpunmhxhky
- moral if not-anything else.”

with haemophilia; ur estimates of
likely cost to the Government. We

it this group will
for:the practical

issue, with these initial analvses
being dewlm;“ :d at the second
meeling m September

- Think Tank is
initiative, et-up-to research
provide necessary data toound
our campaign for financial
mecompense for people with

haemephilia infected with hepatitis C.

The Society 1s keen to ensure that
opportunities to press for financial
rocompense are not Jost due to a lack
of information on how many people
might qualify for money; the future
progression of hepatitis C in people

(www.

s:0f any recompens
he legal, actuarial, me

form the Hepatitis C Think Tank will
be working together 1o inv estigatea
range of financial madels that could
be used to release funds to the HCV
infected haemophilia cormmunity,
The first meeting took place in

June, when each member had

the apportunity to request the
information needed to-consider the

Important 'snapshot’ surv.
The Think Tank is currently in the
process of collating data, includinga
survey of the impact of hepalitis on
people’s lives, which is being ron
through two Hagmophilia Centies,
U}mmtvlv the group will stencture
E‘llld costa pfl}p(}‘aéli for )I‘l“‘z‘;‘”id%l“li
to:the Government, aﬁer a full
discussion within the Societv. We
shall keep you updated as the project
continies,
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The Carpet of Lilies campaign asks parliamentary -
supporters o signiup to-the Hasmuophilia Society’s
camipaign aims:

» the provision of recombinant for all, children and
adults alike, throughout the U& and regardloss of
postcode, to avaid the risks of future blood-borne
infections

# g public inguiry into the tragedy of contaminated
blood products that caused mass infection of pmpk,
with haemophilia with the HIV and hepatitis Cviruses
through their NHS treatment

financial recompense through a hardship fu ndd for
those people with haemophilia infected with the

hepatitis C virus, in addition to the financial assistance |

scheme-established by Government in 1987 for-thase
infec ‘eé ‘with HIV (The Macfarlane Trust)

MPs Wﬁﬁw WEAR A WHITE LILY
TO SHOW SUPPORT

In October, we have plans to make our ‘Carpet of Lilies’
BVEN. IHOTe vismlﬂ, On Lhe day uf the} fmi I’mmw Marmtm ]

il mmimﬁ b
y irmportand
pqumcmm

We shall also be ankmg all of our p.ulmnwn[an
white lilv=wearers to attend 4 photo.call at
Westminster, which we will be inviting national and
regional media to attend. Please let Ben at Weber
bi*z«mdwzk know ifthere’s a local journalist vouw think
wmld like a photograph, and he will arrange to get-a
nietiire to them,

orters, an
re*ﬂamm

:"w part of the development of the Society's media
- relationg programme, we have now introduced an gasy
way for vou to-assist the Society at lozal level, using
template local press releases. Press releases issued by the
Sociely nationally are being adapted to.allow members to
add @ local slant. or simply to-add vour name as a local
representative. Having filled in your details, all you need
to do is pass the story to vour local newspapers and
television/radio newsdesks,
Ifanyvone would like to play d more active mlc} in
promoting the Haen‘mphilia Society’'s me
local level, or wmxld be v wi]um tu il

-d h(f Ifawxmphj[m .

01

GRO-C  lor by esmailing
GRO-C ;

Campaign resources...campaign

resources...campaign resources...

Thanks to an excellent suggestion from a member of
the Hagmophilia Society (thank
i J, Weber Shandwick

mmpm
key m%&a;’zi shoet, mmg fast
facts and a checklist.
If you would like a copy,
please get in touch with
Joat Weber Shandwick on
; GRO-C or on e<mail at

GRO-C and we will put one
in the post to you!

o 60 %8
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BOUT THE

Why is the Society j The Society’s communications and public atfairs

samipaigaing foi advisors Have chosen the term "hardship fund™asa
a *hardship find™? : medng of gonveying the message that infections
aswad on thwugh mntamnmmd hloiod pmdum are

‘, al ~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 e special fund woild be avery
different process, involving a political decision by
goverpment and MPs.—as happened when the Macfarlane
Trust was credted as a special political initiative with all-
party support. Ourinessage is that the trage dy of contaminated blood products needs
to be addressed now, with funds made available as a matter of urgency to enable
those affected to have the best-possible qualily of life.

Weber Shandwick director;
David Peel, fislding
questions about the
campaign atthe Society's
#Annual Conferenge

The Society accepts that the use.of the phrase “a hardship fund based on
evidence of need" hag cauged same confusion, The “nead " referred to fnthis
A phrase is-clinical need, just as ds used in cxp; tving for money from the
sfarlane Trust. The Haemophilin Society has been careful to note the objections
from our membership converning means testing and stiesses that we have ne
intention of proposing a fneans tested schems to governient.

Would avy fund
be means tested?

Why would an
application for

All recompense schemes operate o a framework that judges, amongst ather

things, medical condition. This is particularly important with hepatitis C,

nancial help need which atfects individuals very-differently, I a scheme were to be established

“io be assessed to- provide financial assistance for peopls with }uwnmphx fa aff by HOV,

atall? medical eriteria-would need to be established to determine eligibility and assess
the appropriate level of awards,

Whiat iz the

The Society believes that the current recombinant shortage should
campaign’s position not prevent the government from making a policy commitment to providing
on the current ecombinant forall, regardless of posteode, We are continuing to lobby hard
“recombinant shortage?  for this assurance from the Department of Health,

(WWW HAEMOPHILIA . ORG |
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Anyone with a bleeding disorder
can ‘get the most out of life!’

- Self-managemen
vonditions will f
- Expert Patients. 1
o means o img
- with chronie illn
. month: The Ha
- natinal voluntor
role over the past two years by organising self-management
cotzes ok part of the Lmnv with Long-term Hiness project,
- which has fed into the Expert Patients Bepmt

Jor peaple living with long-term

1 pentral part of the Government's
T - Prorrise
ng health service p. n for people
n recominendations coming ot this
hilia Society {along seven other

5. epe o - ‘
Haemophilia Society courses
The Haemophilia Society has run ezzigh{‘g;e]ilvz’ﬁz’ﬂmgmmmzt
courses so far under the litle Get the most out of life!
Two ol our tutors talk about thiir involvement and help

to explain what the courses are about. Telling sumeone
what the course is like is actually very difficult — self-
management is very much about participants taking
control of their condition and acting to positively
nmpmw }ww me Idl\k’ onr wurd iur it, n works! Come

NHS Planas

v organisations) has played an fmportant ﬁm{mmm mt;zw wall

- skills for amelivrating symptoms and reloxation,

is one of a growing
mber of people living
~with.a long-term
medicdl condition to be
trained to delivera sell-
- mapagement course to
. othersiin.a similar
situation. He now co-
ordirates the Society's
‘Gt the most out of
life!" prograpume. Babs

GRO-A

Evans finds out more.

ut yourself

m 42, I'have } ophilia and I've been IIIV and
Chepatitis € positive: forat e eary. This
said, I'd charaeterise myself as pretty healthy, in ‘that
each of my conditions seems to be relatively controlled
al the moment, More important than the health stiffis
the real we. I'm happily- marvied and live in the West
Countev. [ retived from full time emplovment as:an NHS
finance manager some years ago and now spend my
time learning to garden organically-and, increasingly, in
self-management, working witl people suffering from a
wide variety of conditions,

~ Jong term conditic

What happens on t

What is self-management?
In a sense self~management Is something everyone does
all the time - it's planning for the future and dealing
with problems that come up along the way, The training
that I'myinvolved in recognises that people with long
rm Hlnesses hay tional problems and seeks o
1oh them skills to-overcome these. The groups learn
e planning and problem-solving technigues, then
lythim to i Csueh s communicating with others
aranid
nedications and
talking to health wai‘mwmmls Irz min’zlmn we learn

Obviously o course like ours dopsn’'t replace treatment.
What it does is give us skills tobetter deal with whatever
life throws our way.

How did you become interested in it?
Pyvealways been interested in non-medical ways of
dealing with my conditions - gt first because there
wasnt el in the way of treatment available and later
because I realised that they lielped. ve-always used
complementary therapies aid been interested in
personal development.

What motivated vou to became a tutor?
I'chanced on o Haemophilia Seciety advert wanting
tutors at-a time when Iwas keen to find new roles in dife
fin common with many people:-with HIV, combination
therapy changed my expectations and meant I felt the
need o do wnw!hzng} It seemed an ideal wayto
develop something I'd alreudy done and to hv!p others.
Anitially Fwas s»wpt}ml about self- nmnfzgz:fzrwni o e
busis that “I'm doing well, it van’t help nie”, but 1
rapidly became a convert. I's helped me-and Pve seen
it help most-of the pfﬁaplﬁ wher've par i‘lup{iﬁ{’d in the
groups I've worked with.

What impact has being a tutor had on you?
I've learned so much from working with the groups -
about the similari the fssnss famx pc*mpirﬂ with

The courses rin-once a week over o six-week period for
roughly three hours a session. There's o certain amount
of work to carry out between the sessions - but we don't
set-and mark homework! The learning is very inferactive
- you need to come willing to talk. We take advantage of
the faet that every group is made up of expertson living
with a long<term condition. Most people arve shyat first
but the groups are very supportive and the course is
~designed to invelve everyong.

LI W E

i
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Cortipiled by John Moris
Hepatitis Worker

Wltal sart of peeplp come n:n the courses?

All sorts. On the courses I've been involved in, the ﬂg(‘
range has been between 17 and 70. They've had a wide
range of conditions inchiding im(mm;ﬁzdm HIV, HCYV,
ME, non-viral liver diseases, arthritis, heart disease and
depression. We've had representatives from many ethnic
gmups Qﬂd have (:Ism manmwd when animh isn't t}w

i .,omhmm. ’Nus Mmm U :
mrzdztzrm is ‘spectalund it staps the gmupk gmnnn Hothorpe Hall, Nr Market Hari}maugh. ng,,
bogged down in the medical details of their condition,
ratherthan focussing on the personal issues thal resull
from it, However, single condition groups can:work loo,
It's a matter-of preference.

Self-managing vour life will be a theme thmtwhmzt this
woekend, The Society’s four tutors will be wmkmg with
vou to help you to take charge of vour condition and/or the
way your life is affected by it. Yow'll also be able to hear the
latest about HCV treatments and learn about all aspects of
HEV healtheare from a leading expert, You can choose to
f’*“qﬂm‘ﬁ‘% alternative thertapies or simply relax in your own
way in the beaatiful sett uw of the (smx‘gmn Manor, It's
chance to meet others affec Ee(i by HOV and there will be a

special focus for partners, A booking form is avai lable from
but be quick! Places are going fast.

Do men and women respond differently to the idea of
‘self-management’? -

P not sure. However, women.are generally more-able
to talk about their conditions and willing to aceept that
learning new skills can-help than men are. I've been
involved in some groups that were mostly men with
haemophilia and they were harder to 'get going’.

What do people get out of the course? c ﬂﬁS U Eﬁ

It varies. Some people begin to make really major life

changes; most enjoy it and learn new skills; a few hate -~ CISSUES is a quarterly newslettor
it Evaludation work earcied out in America {where the for people affected by haemophilia

course originated) and more recently in Britain suggests and HCV. It covers news and

that people feel more in control of their conditions and  developments in greater depth

adopt more healthy behaviours after the course, The than space allows in The Bulletin.

evidence also supports the lasting effect of the courses. — 1f you would like to receive regular
) ‘ capies, please phone John Morris

Babs Evans ) at the Society or e-mail .
HIVIHCY viorker GRO-C !
GRO-A |

GRO-A

i the past have dong lullm o snmll aned ng,w frwupa o m;ung with
haemophilia and co-infection. When 1 first heard about self-management I
didn't know what it was. But after being encouraged to train as a tutor this | GRO-A_iself-management tutor
May I saw what it was all about — and realised 1 could have been doing something positive about my conditions had
I'done this sort of course earlier in life. ‘ )

My vision for the under-thirtv age bracket is for “them to-be able to feel more s ahgut whot and who
they are, and to be glven ways of managing theirown conditions. I find it hiard to the positive feeling I got
whilst I was training;: but I h(}ws others will share it when I train thent on the Birmingham and Sutu

(Www . naemorHitLl

R
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Compiled by Babs Evans
HIV/HCV Worker

- Atotal of 122 people attended the one-day seminar on
HIV and Hepatitis Cco-inféction held at BMA House in
London on 28 May, The event was mgcmmﬁd ag part-of a

project (primarily funded by the Department of Health)

to improve the g
peaple with h
and hepatitis €
‘were purses, b
voluntary. or
haemophilia ab

e

ilig who aré-co sted with HIV
. The greatest numbe
nsultants, repres wva of HIV
1s:and people :

ar HIV/HOV so-infect fon.

v of treatment, care and support for-

erof delegates.

- period should be-

GRO-D

JAR REPORT

expertise and experience — joint clinics with HIV.and

HOV specialists are essential and smaller contres

without m;)mwﬁce must refer on.

- Important res uestiong have tohe

©interactiong b HIV and HEV and their

“freatments, who trgat; who will nd, what is a

pure, does treatiment failure result in resistant viruses,

sevival load/dn e (4 count?

ne early in the Srsatment

veldped, to identify people who
will have an undet ble viral load at the end of
treatment; hut whose vival load will then break
through during the next twelve months

# Alcohol reduction for those with HCV is crucial

» Better information is needed for treatment providers,
individuals with HCV and their families

¢ Theissue of funding for the provision of interferon
and vibavirin needs to be addressed

Gui

ddressed:

“does interferon:
~A'test thatcan |

delines for the treatment of

Avwide-range of expert speakers, including peaple
living with haemophilia and HIV/HCV co-infection,
diseussed topics that included epidemiology and the

- natiral history of co-infection; provision of carve in the

UK treatment issues and guidelines for the teatment of

people living with co-infection, The following key

points were raised:

Epidemiology

# A UK-wide HCV screening programme is needed
toodetermine numbers of those with HCV. A national
programime:of research into the epidemiology of
co-infection is-also needed

= Funding for good quality data collection in the NHS
is essential —or it won't happen

o Thie rate of sexual transmission of hepatitis Cneeds
fo beclarified

Provision of care in the UK

- Audit and acereditation of all Haemophilia Centres is
neadad o
Information t
intprovied

pammf Iv mlv ors wamlmt nuram}
» Treatment nm’fi‘i are nobthe only issues that must be

Treatment issues
« A very individualised approach to care and treatment
of peaple with HIV/HCV co-infection is needed.

~WView the fullrepost at wenw e
- oontack Ba
copyvlny post

addressed in delivering care for people with co-infection

Treatment should be managed only by those with clear

people living with co-infection

= There is a need for official guidelines for treatment

©and vare of people with HIV and HCV go-infection

- The implementation of NICE guidelines should be
reviewed

iﬂidm otk or
‘mu ‘;’fem (ltken

iﬂa}
Evanps at the Soeiety
o esmail

i

INFORMATION, ADVICE & SUPPORT
By phone: ‘

Babs Evans at the Haemophilia Socl myi
9.00am = 4.30pm
The AIDS Treatment Prcxmm M&ig&m& 0845 9470047

......................... o

: Man&ayﬁ am Wedﬁn@&days Ao - Som, nmgdaya 3pr- Bpm

If ymg We uw,pmfer not to give other organisations your

details we can get information on reatments ot any jssie
? n to you via ost or e-mail.

‘ ’mm telephone number or

60 %8
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Dr Charles B M Huy, vice chairman of the UK
Ilnwmzphdm Centre Q{Jumm Chrganisation (UKHCDO)
s Lhe cunent

nf}rmdlh “ust*d inthe UK. The other
manufacturers had “little or no” surplus supply and were
unable to plug the shortfall, The UKHCDO, working
with The Department of Health and The Haemophilia
Society, acted to rationalise the use of recombinant
factor VIII to make the most of those supplies that were
available to us

Action taken

Following poligies similar to those being adapted
throughout the western world, adults, and, in many
cases, olderchildren, were taken off recombinant factor
VIIL, some elective surgery was cancelled and many
patients were laken off prophylaxis. Some older
children were faced with the cheice of prophylaxis with
plasma-derived factor VI or secombinant Lreatment on
demand, UKHCDO also redirected recombinant from
some adult centres to other gentres for the treatment of
stoatl children who would otherwise have had to change
to plasma derived factor VIIL The supply situation is
now relatively stable and it Is hoped that it should not
be necessary to take any more patients off recombinant
factor VIIL

Alternative treatments

The shortfall in supply has been made up using high
purity plasma derived factor VIIL usuallv v x,ml‘]y ‘
inactivated using two methods, These products have
an-excellent safety record overa ;'wriﬁd of more than
15 years. Although Monoclate is in Shmri aupplv t}IF‘I’P
aregene: ;

fatior

: Dewmlmm from ti“w umm} remm
iTe cevencif they have no effecton-the
inal product. - .

Baver had been found to have alter
details of their process; had excess bac
the wateratun emr] y stage inthe proc

S

(WWWAMAEMWWH?&_

i o
A AN ABA U oR A

SOME Minor
dain some of
and were

e

itmnd not {o he rimﬁm@mtmgﬁ, ¥ amcmf; stages of

manufacture adequately. BEach }atc}z of product
ss several il nts recording every

W ol n up‘m:m- s
nfmmm and lx,as lmm,thmwd he time it takes t

been ver ¥ damagm for Baver, which has annmn‘ﬂ‘wd
two. profit warnings in the last vear, as-a result.

In July, Bayer announced that they should not be
regarded s a regular supp ier of recombinant factor VIII
until further notice. They held a meeting at the
International Society of Thl“mnhm{s‘ and Haemostasis to
present the gurrent supply and production sitnation and
their forecast for a return to normal supply

Outlook for supplies

Bayer are ‘re-engineering’ their workforce, many of whom
have been replaced or retrained. Thev estimate that they
will not returm to regular normal supply until the thivd
guarter of 2002; Although Kogenate and Helixate will be
redeased -during the intervening period, there bas been no
prediction of the amounts that will be available:

Our bestinformation at the present-time indicates that,
from September, there will be a modest increase in the
supply of Baxter's Recombinate. From November, some
supplies of Kogenate are expected, though the amounts
are uncertain. It is expected that the supply of Helixate
may be slower to pick up. Barly in 2002, Wyeth hope to
open their new Refacto plant and that should also lead to
an :mpmvmwm in supply. Supply should therefore begin
to pick upin the autumo but may not normalise
completely patil next surmmer. New supply will be
allocated to the youngest children first, and consideration
mustalso ba given to restarting prophylaxis amongst
those small children who have gone onto treatment on
dam&n{i This will b? co- sordinated by UKHODO, to try to

l opinionon
We will upd
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U Rosemary Biggs, Haematologist
Bas
NR Died 29 Jupe aged 849

{this ohituary appeared fn The Times on 8 Julyl
“Resemary Biges was internationally renowned for her
work on the dingnosis and treatment of hapmophilia. Az a
medical student at the Roval Free School of Medicine she
helped with casualties in thestrests of London during the
Blitz. In 1944 she moveil 1o the pathology department at
the Radeliffe Infirmary in Oxford, where she speit the
rest of lier ;m)iwmmtmi lite, Aswellascontributing to

the understanding of haemophilia, she helped to develop
preparations of antihaemophilic factor for treatments,
Shestrangly believed that there was no point in
Taboratory research, unless it was translated guicklv into
henefits ta patients.

[ the 20 years from’ 1950 she wrole astring of
research articles, and in 1958 sheand Gwyn Macfarlane
published Human Blood Cougtlation aned its Disorders,
Biges took over the Medical Research Coundil's blowd
goagulation research laboratory from Mactarlane in 1967,
and also became director of the nowly established Oxford

xmmmmmml wmptwa in Mo ‘E”vs "zhu was awarded the
Faines I Mitchell Foundation International Award for
Heart and Vaseular Research in 19710 and the Maclirlane
Aveard of the Haemophilia:Society i 19787

%%W’@iwg @&*&3%

A AR A A R

HSOC0023043_0016
WITNG6392234_0017



