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A Theoretical?

0On 17th December 2003 it was announced that a
UK Patient who received donor blood during an
operation in 1997 developed variant CJD and died
six years later.itwas reported that this patient died
“sometime in the Autumn’ but the news was not
broken publicly until the same day Saddam was
captured. Cynical Haemephiliacs may ponder
whether this was “ a good day for burying bad
news The Sunday Times on 21st Dacember ran a
small article stating that this was the first time that
blood has been shown to be capable of
transmitting the disease between humans. In the
articte Haydn who has haemophilia said "When
HIV first appeared the doctors dismissed the risk
to haemophiliacs. Then they said the same about
Hepatitis C, and they were wrong again. When |
heard about vCJD | made a point of asking about

Recombinant Roll-Out

Although recombinant for all people with
haemophiliayias announced in February 2003 the
roll-out did not start until December. The access
to recombinant in England is however only
available to people under the age of 40 years at
present. Those over this age have been tald this
will not be available to them until 2005. The
government have chosen this route because they
have not found the funds to treat all patients
equally and fairly. For many years English patients
over the age of 20 have been denied recombinant
products although patients in Scotland andWales
of all ages have had a choice in their treatment.
Birchgrove feel that this course of acticn is not
only unfair,unjust and discriminatory, but also has
cnce again caused unnecessary clivisions
between our patient group.

For those that have been given a choice and are
under the requisite age band there have been
conditions set into their accepting the treatment.
Not only has more emphasis been put on
treatment diaries and recording but also more
importantly on actual factor use.The recombinant
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it. Again it was dismissed, and ance again they
have misled us."

John Reid The Health Secretary pointed out tnat
the person that recently died may have contracted
vCID from a dodgy burger and said "It was
impossible to be sure which was the raute of
infection” but added "the possihility of this being
transfusion based-related cannot be discounted”
For people with haemophilia who knowingly
received factor products made from the donor
blood of vCID victims, and who were told not to
panic as the risk was only theoretical, John Reid
was quoted as saying “the CID incidents panel
considers the risk 10 this group to be even lower
than for those who received whole blood” So
hopefully that puts your mind at rest.

usage has mainly been calculated on patient's
consumption in the previous year.This may mean
tnat pattents on blood derived factor “strikes,
those that did not need much factor last year or
those that used blood derived products with
extreme caution may be restricted to their usage
of recembinant in 2004. This also may have
imptlications with elective surgery.

To ensure that all hospitals do not become
dependant on a major supplier of recombinant
factor, different products, and generations of
recombinant, are being offered to different
patients in different PCTs. Again this means that
your postcode vill determing your product choice.
Birchgrove hope that those under 40 years who
have campaigned for access te recombinant do
not become complacent and that those over 40
years continue to have your support until
everyone in the UK with haemonphilia are offered
the same equitable treatment choices.

See DoH Website

www.doh.gov/ukblood/rcfwg



Hepatitis C- Financial Assistance scheme

The Cepartment of Health has still not announced
its proposals for tha Financial assistance scheme
for peaple who have contracted HCY via factor
products. Althaugh this was announced in August
2003, people who are affected are still completely
in the dark, (at the time of going to press], as o
what the proposals actually mean to them. There
has beaen much speculation about who will be
included in this scheme and what the payments
will actually mean to people.and how it will reflect
on the impact that hepatitis Chas had on owr lives.
Any news on this subject that should be
announced before the end of the financial year
and will be posted on the Haemophilia Societies
wieb site,

For those living in England and Northern Irefand
it is also possible to join a DH mailing list for this
information {details of how o do this are available
o the Scciety's website:
Pwwewhaemophilia.arg.uk newshevinfad993.htm)
Additianally, the Scottish Executive Health
Department has made an eguivalent facility
available to those living in Scotland. Those wishing
thair name to bie added to the mailing list should
contact:

Fiona Richmond, Scottish Executive Health
Department,Health Planning and Quality Division,
GER, 5¢ Andrews House, Regent Road, Edinburgh

EH1 304G or by phone 0137 244 2433 or e-mail
fionarichmond@scotland.qsi.gov.uk with aname
and postal address only.

On the ath January 2G04 the Afl Party
Parliamentary Group on Haemaphilia, chaired by
Michael Cannarty MFP wrate 1o John Reid asting
for a meeting at the earliest cpportunity to discuss
theissues surraunding the undisclosed proposals.

House of Lords debate on the

ex gratia scheme

Lord Marris, president of the Haemophilia Society,
initizted an hour-long debate on the evening of
11 December. He hightighted the four current
campaigning points, namely the possible
exclusion of families of the deceased, those who
hawe cleared the virus on treatment and the HIYV
co-infected,and the disappointment with the level
of payments suggested by the Scottish Health
Minister, Malcolm Chisholm.

Lord Warner responded on behalf of the
government to say the OH was actively working
on the scheme and that the Chishalm progosal
wasnotsetinstone. The full 8,000-word transcript
of the debate is available from Hansard.
wwrveparliament.the-stationery-office.co.uk/pa/
139697/ dhansrd/pdyn/lds03/text/31211-
13.htm#31217-13_unstarQ

Another legal case
about HCV infection

in the Autumn of last year Peter Doyle from Ulversten in Cumbria agreed £75,000 in compensation for
being infectad with HCV from a drug called 'Gammagard' manufaciured by Baxter Healthcare Ltd. dr
Doyle was given the drug after being diagnesed with immunoglebulin deficiency in 1991, 1t was also
agreed that he couid return to court for a further compensation payment if his candition waorsens,
Birchgrove wrote ta Iohn Reid, the Secretary of State for Health, just in case he had missed the result of
this case asit might be usefulin working out the financial scheme for haemophiliacs infected with HCV.
{£75.000 and a chance for more if you get warse is certainly a bigger sum than the £20,000 Malcolm
Chisholm in Scotland suggested!) Also it seemed a good precedent as Mr Doyle already had a medical
problem that HCV added to and the treatment was made by a company that makes haemophilia
treatments. Mot having the time to drop us a hand written note one of John Reid’s minions replied with
the following:

At this time, the size of the awards and many Gther details ore still under discussion but we
expect to make a further announcement about the scheme shartly,

The Department of Health is aware af the settferment between Baxter Healthcare and Mr
Peter Dowle and also ather litigotion that is being pursued between individuals and private
companies. As these cases do not directly involve the Department, Twould not wish to
camment on them. But with regards to youwr request thal they be considered during the
deliberations on the hepatitis C scheme, | would like to point aut that financial assistance
will be provided on compassionate grounds, and is not compensation. With this inmind, the
poyments cannot be expected 10 foke aocownt of loss of egraings or compare with punitive
damages avarded by [he courls,

Having said that, you will be interested to know that we are considering a number of
compensation based schemes during cur deliberations, including the Canadien
Government's hepatitis Cscheme and the recommendotions made by the Hepatitis CWarking
Farty to the Haemophilio Society.

the announcement and wonder if any money will come through to any of us in time to buy next years

! The usual non-response but at least they had to read the |etter and think of something to say. e await
Christmas presents.
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Information and support
British Liver Trust

Information, advice, support and
campaigning on all aspects of liver disease
including viral hepatitis (A,B.C atc). A variety
of publications and web based datails

Tel: 01473 276326

Email; info@ritishlivertrust. crg.uk

Website: www.britishlivertrust.org.uk

Hasmophilia Society

nformation, advice and support.
HIVHCY worker Babs Evans
babs@haemaphilia.arg.uk

Hepatitis worker John Morris
jphn@haemophilia.org.uk

Tel: 0800 018 6068

Email: infe@hasmaophilia.org.uk
Website: www.haemophilia.org.uk

HIV and Hepatitis.com
Cnline publication about treatment.
Website: www.hivandhepatitis.com

Mainliners

Support, edvice and information for people
affecled by drugs, HIV and

hepatitis.

Tel: 020 7582 5434

Email: linsrsmain@acl.com

Website: http://members.aol.com/
linersmain

Hational AIDS Manual

Frovides up 1o date factual treatment
information via free publizations and website
Tel: 020 7627 3200

Email: info@nam.org.uk

Website: www.aidsmap.com

The National Hepatitis C
Resource Centre

Infarmation and advice for HCV+ people,
professionals and the general public
Tel: 020 7735 7705

Email: advicedinfo@hep-coantre.com
Web site: www.hep-ccentre.com

Positively Women

Feer-support services to HIY positive women
and their children. Drugs and alocohol support
group and ki-monthly newsletter,

Tel: 020 7713 0222

Email: info@positivelywomen.crg.uk
www.positivelywomen.org.uk

Positive Nation

Monthly publication providing a platform for
all people afected by HIV anc AIDS in the
UK.

Tel: 020 7564 2121

Email: subscriptions@positivenation.co.uk
Website: www.positivenation.co.uk

Monthly publication about HIY and quarierly
issues about hepatitis

Tel: 01895 637878

Email; andrewb@akilanet.co.uk

Website: www.howsthat.co.uk

Booklets on hepatitis

A rough guide to hepatitis
Focket-sized booklel with information about
all aspecis of hepatitis (from A to G).
Froduced by How's That Publishing Limited
Tel: 01895 637878

Hepatitlis C...meating ths«

challenge

Aimed at adults living with 2 bleeding
disorder and HCV or HIV and HCV
co-infection. Produced by the Haemophilia
Society.

Tel: 0800 018 6068

National Helpline

Numbers

Mational AIDS Helpline

Tel: 0800 567 123

24 howr helpline offering advice on HIV/AIDS

Terrence Higgins Trust
Tel: 020 7242 1010
days per week 12-10pm Advice on HIV/AIDS

Positive Line

Tel: 0800 1696806

staffed by pesilive people mon-fri 11am-10pm
gat/sun 4-10om

AIDS Treatment Phone line

Tel: 0845 947 0047

Treatment advice from positive peaple
Maon + Wed 3pm-9pm Tues 3pm-Gpm

HIV i-Base

HIV treatment information and support.

Tel: 0808 800 6013 (ircatmeant inle halpline}
020 7407 BASB

Email: admin@i-Base.org.uk

Website: www.i-Base.org.uk

Immune Development Trust

Offers a broad range of holistic therapies and
advice to HIV+ people

Tel: 020 7704 1555

Website: www.idt.org.uk

Haemophilia Wales
1st Floor,

100 Whitchurch Road,
Whitchurch,

Cardiff GF14 3LY

Tel: 029 2037 7187

Birchgrove North

cfo Body Positive Morlth West,
Lawrence House,

City Road,

Hulme,

Grealer Manchester M15 4DE

Email: birchgrovenorth@hotmail.com




Diary Dates

MEN ONLY WEEKEND
Friday 12th Sunday 14th March 2004

Aweekend at the Renaissance Solihull Hotel for men
living with a bleeding disorder and HV.The Weekend
will focus on looking after yourself, body building,
fun and friendship, 2n opportunity to talk to others
in similar situations and healthy living. On offer will
ke a pool and health suite and complementary
therapies will also be available. All for £20 or £10 if
on means tested benefits. For those not interested
in the healthy bits there will of course be comfy
armchairs and a well stocked bar.If interested contact
Claudette Allen at The WMFT. TEL 020 7233 0342
email:socialworkerzmacfarlane.org.uk

Update from the Haemophilia Society
Babs Evans has left The Society where she suppartad
pecple living with and affected by haemaphilia and
HIV for over three yaars, | am sure those of you that
know Babs wish her well in her new role at The
iHational Telephone Helplines Association. The
Society have restructured their services recently and
Babs post as HIV/HCV co-infection worker has been
changed to a moare general role, all HIV enguiries
should now be directed to: John Morris, Information
and Advice Worker on 0800 (118 6068 or email:
john@haemaphilia.org.uk

if you would like to speak with someane personally
affectad by haemophilia and HIV at The Society
please feel free to call Richard who is in the office
and on the same telephone numhber most Tuesdays
or email richard@haemaophilia.org.uk

The Society also operates a confidential volunteer
telephone suppaort netwaork, simply call 0800 018
6068 hetween Gam and Spm  or  email
john@haemophilia.org.uk and ask for a trained
volunteer to call you back, you will be asked a few
questions in order to match you with a volunteer
viho has the most relevant experience and a
valunteer will ring you, usualiy within three days.

MFT WEB SITE

The MFT web site is now up and running which is
designed to offer information and facilitate accessing
the MFT's services. [L also has a Bulletin Board where
registrants can confidentially leave messages and
comments. Check it out on wwrw.macfarlane.org.uk

Want to have your say?

Do you have guestions you need answering
regarding the Hepatitis C financial recompense
scheme and the lack of communication wath people
with haemophilia, or are concerned about the recent
news relating to vCID, or you want to register your
thoughtsregarding the recombinant rell out and the
discriminatory age basis on which it has been
adopted? Maybe you may feal that all the above
issuas are equally important and would ke addressed
by a public inguiry into the issues of contaminated
blood products in the UK. A public inquiry that has
so far been ignored by governments.

Write 1o the Rt. Hon Dr. Jahn Reid MP, Health
Secretary, Richmond House, 79 Whitehall, London,
SWI1A 2NS

Send acopy of your letter to your local MP and ask
him or her to answer your questions and concerns.
Birchgrove would be interested to see your
satisfactory (or not) replies.
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