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SPRING 2000 ISSUE

50th Anniversary Day
Seminar and AGM

maphilia Bociety will
be marking its bOth
anniversary and AGM on

Saturday 20 May with a day seminar

at the M at Hmlm* Hotel, Oxford.
xfor osen as the
h}émicm Beesatise it was there that so
much pioneering work took place in
the early days of hacmophilia
treatment. This event will celebrate
50 years of the Haemophilia Society

and look forward into the next
50 years of haemcp ;
If you-would: like to join in the
celebrations you will need 10

hrmk eariy as piaces are hmzieﬂ,

choose either-to ﬁay
the night before the &emmax
when there will by
| reception and dmner orjust
come for the day seminar,
There is a full programme
planned for Saturday 20 May;
beginning with the AGM whicly all
paid up members of the Society can
attend. This will then be followed
by speakers talking about the
history of haemaophilia, the Society
and future treatmernts. Our special
guest speaker is Laureen Kelley, an
international ambassador for
haemophilia and author of ‘Raising
a Child with Hemophilia'. (see p10)
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The H50th anniversary seminar is
open to everyone with: haemophilia
or-a related bleeding disorder and
their family. The registration fee for
the day seminar is 86 and 825 fora
residential place. We hope 1o see

you there. Eng r}ﬁtﬁ with t}uﬁ Lﬁﬂu& =
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Duncan Goo c:iimw port Award.
The win ok hiere
with Duncan Goodbew and Karin |
Pappentiein: The boys all excel in
a sport and each received a
cheque for $100, presented by
Duncan Goodhew the ex-Olympic -
wininer. Well dore t4GRO-A ‘
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THE HAEMOPHILIA SOCIETY

Working for the best possible care for peopté g

with -haemophilia and related bleeding
disorders
Chesterfield House,
385 Euston Road; London NW1 3AU
i, 'Mi‘ 0207 380 0600 Fax: 0207 387 8220

dnsorship by MCI Worldcom the
Boviety has a free Information and advice helpline.
The helpline number is

0800 018 6068

Maonday to Friday 9am to 5pm

espnail: infol haemophilia.org.uk
website: www.haemophilia.org uk

Regiastered Charity No: 288260 -
Company Limited by Guarantee Reg. Not }?fi&&
Member of The World Federation af Kema

Pavron: HRH The Duchess of Kent
President: The Bt Hon Lord Morris of Manchester
Chairman; Chris Tlodgson
Editor of The Bulletin: Dr David Evans

SOCIETY STAFF
Ohief Executive: Karin Pappenheim
rsonal Assistant to the Chiefl Executive:
Stie Hooks
Benefits Advisor/Services Co-ordinator:
Info and Advice/Benefits Ruth Taylor

fWandnesdtont pr, Thuvstbong, Feideoy Saom-3pm]

Info and Advice/Benefits Joan Doyle
(1 R T i, Wrdhnesdooy S~ 2

ehar

Children & Families Worker: Talia Barey .
EMowdiy, Taesthny, Wednesdoop eond Thursdoy 10an - gpal- -
Hepatitis Worker! Duey MeGrath B

HIV Worker: Post Vacant =
Communications Otficer: 'E*:tm;B?é{ﬁéy : =
Fz‘mdmiﬁmg & Mmimting Offic i

Mtzﬁmb&*mhm & A«immmtrm ion ()fﬁeer*
Julie Kershaw
Press Officer: Mark Weaving, i\‘fyriad PR,

Opindons expressed in The Bulletin do not-necessarily reflect
those of The Haemophilia Society:
Weweleome reproduction of articles on the understanding
that, acknowledgement s amade of The Bulletin as source.

he following pharmaceutical companies

whm arecproviding valuable support in 2000.
Aventis Boboing « Baxter-Baver - BPL
Gritols « Roche s Schering Plough -
Wyedh/Genetios Institate
of the Hacmophilin Society’s comumercical

CONTACLY LIST FOR GROUPS

In-order to establish contact with vour local Group
yvou should write in the first instance 1o the national
office. We have Groups in the following areas:

ENGLAND
BRISTOL & SOUTHWEST » CAMHMDGES"M
CORNWALL * HAMPSHIRE » HULL * KENT
LEICESTERSHIRE & RUTLAND » LINCOLN & DISTRICT
NORFOLK & NORWICH * NORTHAMPTON » HORTHERM
NORTH WEST » NOTTINGHAM » OXFORD
SOUTHERN » SOUTH ESSEX « YORKSHIRE

WALES
i S NORTH WALES » SOUTH WALES
R SCOTLAND

o PERTH » GRAMPIAN » TAYSIDE
“WEST OF SCOTLAND * SOUTH EAST SCOTLAND
; NORTHERM IRELAND

NORTHERM IRELAND GROUP

T
BIRCHGROVE GROUFP

SERVICES AVAILABLE FROM THE SOCIETY

« General information about haemophilia and
related bleeding disorders

« Information about Social Security bepelits

« Information, advice and support on he
HIV

* Information for parents of newly-diagnosed
children

s Parent support network

. # Hardship grants

-+ = Aventis Alert pager service (previously ealled

Centeon Call)

* fi&ra%an holidays in the UK

* A&fentm holidays and weekends for childeen
\?ﬁnéra}smg support

=-Assistance with media enguiries

= Information on treatiments

Travel advice and travel insurance advice

» Haemophilia Days and Family Davs

= One-off meetings on specific issues, such as
hepatitis

« Hepatitis C Support Network

e (. Issues

* Von Willebrands Support Network. -

* Mild and moderate haemophilia summn contacts
For more information about any of the above
gervices, please contact the national office.

Full details of our services are also available onour

web siter www haemophilin.org uk
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Editorial

bg; ﬁr David Iﬁ’mns

here has been g lot of
discussion in the media
I about: the problems of the

NHS - long waitiog lsts, a lack of

' ently
mbummry %ﬁ and no money for
drugs and treatnrents.

Nearly everyone agrees that we

need to spend anore money o ouy

health services to bring them ap to
16 level expec invacmodernsworld: but theve is no
easy way to-doit,

The two main options are to crease taxes, orto raise
money through some sort of health insurance. Few
politicians of any party like the former, and Labour
politicians are opposed to the second, with its
nplications of encouraging private medicine. 5o there
does not appear to be any way forward,

How does this affect haemophilia? We want more money
s that everyone can have recombinant products in
adeguate amowmts, so-that the best treatments can be
provided for all with HIV or hepatitis, 8o that new joints
car be provided as soon as people need them, and so
D
Woild health care financed by insurance be any help for
haemophilia? Any extension of our present schemes of
m ivate xmfcizmj 1mmmme m unlikely to be helpful: the
tave. il

re wh ch
of the first to of

their publicatia

Tk

financed by some sort of Insurance scheme, with varying
A y

degrees of state control: People with haerophilia still
rgceive proper f:mmwr&t in lew vmmmm Mmy

should be looking st new ways of finanecing health care
i the UK, because we are not getting what we need,

One remarkable fact brought out by our recorbinant
sirvey which was sumarised n-the last edition of the
Bulletin, is that over balf the health authorities who
replied had no details about all their patients with
haemophilia.

Bearing in mind the cost-of treatment and the fact that
there is awellestablished system of haemophilin centres
across the country, it seems remarkable that they do not
have this information, How can we expect those who
ook alter us to do their job properly when the people
who draw up the policies do not have all the wiformation
to do it?

The management ol inhibitors is a particular problem,
For the patient, treatment is difficult and worrying. For
the stalf, it is a big demand onthelr skills and
knowledge. For the administration, it is a heavy expense.
Many suthorities do ot have the resources inskill or
finance to cope.

sensible ideas about this worrying complication.

Annual Draw 1999

Winning Ticket Mumbers

ist prize 113513
ond prize 006316
| 3rd prize 218776
| 4th prize 064968
| 5th prize 010633
| 6th prize 218296

Membership renewals
- a reminder
Please remember that vou may not-recéive futiire

issues of the Bulletin unless vouware a fully paid up
membm‘ of ttw %mna}f The mmaty mmm& ¥ m@um

¥ n{‘
vnw i Mwm)m ﬁmi m g,f*m*m! m-z"*m 1. fi ymt area
few rm:wr, whv nm 3<}m tw mcmw I* or mn aietmh wi
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lood Transtosion Centres all met their targets Tor

removing white cells from blood donations by the

end of Oetober ] This was introduced to
reduee the admittedly remote chance of transmitting
D with blood transtusion. Ttwas also confirmed that
the supply of blood products from imported plasma
remained secire. New techniques for sereening for
hepatitis: B oare wider discussion.

Management of Inhibitors

v Hann of Great Ormond Street Hospital for
D Children,; who is a member of our Health

Sub-Comuittes, has drawn our attentionto
the massive expense of treating someone with an :
inhibitor, either for managing a serious bleed, orfor lmt%{ D as “normal” may 1
attemnpting to eliminate the inhibitor: Buch treatment individuals who are tested
ey cost as muchoas 5200,000 to 5500000, Not
only do-local health authorities not have such sums
available, but manyare quite Timaware that they iay
be asked to find them, Our survey showed that many
authorities do not know Bow: many patients with
hwmm;@h; ia t;hw aw mmmg K}r Eizmxt hmtﬁ that

mmm}, funds and sdvies, but §o fm‘ t;lmy have ‘m:;t
bieen willing:

The Health Bub-Coramittee will be discussing the

h - tood group O carriers of severe type 3 vW have
miatter at their next meeting.

about 40% vWI antigen, and group A carriers
have about 66%. IF someone has only 40% vWE
Ag, do they have a disease or not? Based-on blood tests

‘)&/& H?E’}ﬂﬁf Q}f “ Wﬁ pﬁ"df%ﬂ uc ﬁ» 2‘!&;:)21&’3, mz»xr%y ceptres used to believe that one in 100 of
Meve: Greenivood, Sewior Product Manoger, BEL the-population has vWi but many of these people have
o svinptoms so bow can it be said that they havea
disease? Professor Carol, a well-known haemophilia
expert from the TSA thinks that the true incidence of
people with vWD who actually bleed abnormally is
more like one n 10000,

HIV Services in
Quthampton

PL has achieved continuity ol supply to all

pat edoat centres who provided volume

predictions Tor-8Y, Replenate, and Beplenine-VE
Negotiations with centres throughout the country are
now imnderway to ensn is commitment is
madntained for-the nextecontract period,

dw uﬂt mal
Recmnbmant %nrvey

o ‘ rticle i th
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by Dl Bloees

arwin's theory of natural selection was based on
the idea that spontaneous mutations (which are,
after all, only genetic modifications which occur
naturally and by chance) result in some sort of benefit

advantage over others. The reason why Asian 'flu -
affects so many people 18 that every few years the flu
virus undergoes a genetic modification, and although -
we are resistant to all the different types of 'flu that we
have et before, each time a new strain comes along,
welack mpnunity to it and consequently get infected. .

Genetically modified foods are causing a lot ()f anxzety

modification itself. Mother Nature has been doing it~

i he beginning of time. The problem with GM
foods 18 more to do with the way that the large
international corporations have tried to force their new
GM products (which may or may not be improvements
an-existing products).on the market without proper
discussion and agreement,

binant clotting factors are produced by methods

sing genetic manipidation, and we think that they are
an:improvement. Al of 'us involved with haemophilia
have a keen interest in seeing how genetic modification
can produce not just new treatments, but also a
permanent cure, So we must not let anxiety about the
possible dangers of GM foods give the impression that
r‘wwtimm to do with GM 15 had.

\ Lan i% ymr«)ld /’mwu an wrth a c*tm&&miai
hwr (im;rdm" due to an enzyme defect died asa result .
of an experiment in genetic manipulation. The gene his
body lacked was attached to 2 modified virus of the

type which causes wocommon cold, and injected info
hime I has now beern reported that the Pennsylvania -

leading to a reaction which fatally damaged his liver -
and other organs (which were already damaged by the
disease for which he was being treated). All similar
experiments at the Institute have now been suspended
by the US food and drug administration (FDA).

which:might-be tried for haemophilia, are licenced by
s Genetic Therapy Advisory Committee
TAC): No similar trials aré under way in the UK, but

ag arway of curing haemophilia. The problem with all
treatment aimed at giving someone the normal gene

| which they lack is that their body recognises the new
| geneas Moreign” and reacts against it to destroy it. It
* was the reaction against the new gene injected into
twhich led to his death.

The pros and cons
f genetic thera

~conducted should not act as a brake on other research
“of asimilar type conducted by honest and

forthe plant or animal concerned, so that they are . SET L S - S .
i ¢ 4 <o eonsclentious scientists. Gene therapy studies involving

passed on to successive generations and give theman-

variety of diseases. None at present involves

permission-for such research must be obtained from

However, there is nothing wrong with genetic R :
‘adverse-effects must be reported, and the Medicines

- Control Agency. British scientists insist that what
“=»- happened in the USA is not happening here.

“anesthesia would have been set back if it had failed.

Institute for Gene Therapy where he was treated had
deliberately flonted the salety regulations. The Institute -
has been accused of giving too high a dose of the virus,

T the UK, such experiments, including any similar ones

the: possibility of a similar treatment has been discussed

The Institute in Pennsylvania did not inform volunteers
of the possible risks. Consent formg were altered to
omit reference 1o the monkeys which had died. The fact
that this research in Pennsylvania was dishonestly

modified cold viruses are under way in the UK fora

ALI10S VITIHAOWIVH THL 40 INIZVOVMW

emophilia, and none involves injecting the cold virus,
ich research isvery costly, and the researchers,
cularly those in the USA, are under pressure to
roduce results by the people who have provided the
funds, who are often commercial companies. Inthe UK,

e-:Gene Therapy Advisory Comumittee, to whoin

All new treatments carry an element of risk, and there
has to be one man or woman who is the first to receive
any new treatiment. The first man to receive a genetic
treatment for haemophilia may or may.not survive:; bt
we hope that such research will bé conducted openly
and frankly, as well as successfully: Oy old-fid "
Queen Victoria, the world's most famous-haemophilia
carrier, was:one of the earliest women to have
chloroform as an anaesthetic in childbirth. It was
suceessful, but think how the development of

1 3nSSI 0003
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Action on Pain Campa

P n-four people living
. : e pain s driven
to contemplate suicide
as noresult; decording to research
findings published in support of
No Pain Day which was held on
Nevember 1h 1998, Startlingly.
this nimber rises to one in three
for people aged between 20-29
vears of age,

These Tindings have been
compiled from a questionnaire
carried out last yvéar by Action
o Pain to investigate patients’
perspectives on patn-and paln
manazement. Although modern

catments Tor haemophilia are
elyeffective, pain
rermains an issue Tor many
peonle Tiving with
haemophitia,

ot

The findings confirm that

chronie pain is experienced by young and old alike
and alfects both men and women. No matter what
tlw muw common to all who experience pain is

v to-talk about it or ask for help.

Cthree regpondents say that they suffer in

BLENCE.

Uhronic painaffects as many as one in 14 adults in
Britain today and is a problem that is increasing.
Fifty six per-cent of those affected ure between 25
and 65 vears old. The Haemophilia Society has
been working with- Action on Pain, an-awareness
campaign run by the Patients Association, Arthritis
Care and The Pain Society, toingrease awareness -
mmm;mf the general public and health o
onals that millions of people are livingin -
vochronie pain. RS

The campaign aims to encourage people to speak
up as their pain can be managed successfully-and
their quality of life vastly improved. The Action-on
Padn PainLine constantly receives calls about the
pmme«; facing people in chronic paincand N

Yain Day ‘%1;,%"&“&;&1#(‘? the need and value of \uch
sepVie The helpline offers practical advice
about: pain management in{*h;ckmg a booklet
Ahout Living in Chronic Pain™.

Many people and clinicians agree that the ideal
zw f'm' pain to be managed successfully is by a
; st wiho:adopts a holistic approach and
dnd-expert advice.

With six out of 10 respondents reporting that their If you would like to know more about Action on Pain
pain has put close relationships under stress, it is not please contact The Patients Association, PO Box 21086,

surprising th@t many people feel 35‘.151‘“’75_ a2 result of London, WIA 3DZ or call the PainLine on 0116269
their pain. Pain may be caused by acute injury or may 5568

result frome s chronde condition such as-arthritis. : o - !

Whatever the cause; people face similar difficulties - For further information about pain management and
' ~o - haemophilia; please contact your Haemophilin Centre.

learning 1o Hve and cope with it

WITNG6392149_0007



Help for Carers

GRO-A i Press

by

0

Thg Carers National
Association (CNA) caims 1o
support ared coavipaign for the
5.7 nmillion people aeross the
UK wheolook after aovelalive,
pertner-or fricad who five o
Loy teveniliness, 45 disablid
tevliy cond fregl, Hds
estimeted there arve 51000
carersamder 15 years helping
Lo took after o povent, sibling
o other velative. Some people
core through cheice, but others
e s becouse theve gre no
suitable alternatives.

GRO-A

Support groups and
branches

AL31005 VINIHdOWIVH 3H1 40 INIZVOYW

CNA has d
branches and support groups across the country to
peach as many carers as possible. The importance of
accessing information and services at the right time can
really help acarer to manage their situation better. Our
advice line for carers deals with queries from people
asking for inférmation on benelits and other financial
Ml’"lg ‘l“!ﬁl‘{i‘) iri'the home, respite care centres,

taking:a break fronvcaring, to making adaptations to
the home and buying special equipment,

GRO-A

eveloped a range of advice networks, :

- Wiales to develop new short term break schemes over
“the next three years.

"'ﬁxﬁeﬁr the Employment Relations Act 1999,

family-emergencies

;de.‘

- a8 a carer. Contact Joan Doyle at the national office:

it from
th(*ir ex;:nerimwe, uﬂ'er each other support and share
local information about resources and h

they draw carers together from a range of

AN

backgrounds, the brane also actas a local carer’s
voice.
Campaigning

The government has allocated & 140 million in the
National Strategy for Carers to guarantee more respite
breaks for carvers and their families, This money will
enable Social Services departments in England and

CArers are
wow legally entitled to take time off from work for

NA will econtinue to campaign throughout 2000, Our
in pfiaﬁgies will e to er financial deal for
rers, This will be the main focus of this year’s Cavers
Weék to-be held between June 12 - 18, It is a UK wide
iatfetm raising awareness among the general public,
Government, health and social services of what carers

Too many carers tell us they ave just not getting the
help they need. We will continue to campaign o
persuade all those who take devisions which affe
carers to adopt policies and practices which will

deliver: real choices; a-decent and sustainable income
and a quality of life which is acceptable to carers and
those they care for

f

For further information on the CNA please call Cavers

Line on: freephone 0808 808 7777 or write to us at:
20-25 Glasshouse

ard, London, ECTA 4T

1 3nssi 0003

Note; -H you or someone you know is a carey;, the
Haemophilia Society would like to hear your
experiences and to know what support would help you

WITNG392149_0008



Aost people with Hep C not developing liver toxicity
on Highly Active Antiretroviral Therapy (HAART)

By Keith Alcora, Editon; Aidsmap.com

ithough people with hepatitis. C have a four-fold

higher risk of developing liver foxicity on

HAART, almost 90% do not suffer any significant
lwm* problems as a result of thelr anti-HIV treatment,
aceording to a new 1S study from Johns Hopkins
School of Medicine, The findings challenge the view
amongst many doctors and people with HIV that
protease inhibitors are especially difficult to tolerate if -
youare co-infected with T

muieh higher rate of liver toxicity among all patients.

Researchérs looked at 298 patients who had started a
riew regimen between January 1996 and January 1998,
T1% of whom received protease inhibitors. 52% had
hepatitis O infertion: 10.4% of all-individuals developed
serious liver toxicity (defined as grade 3 or 4 elevation
of ALT and AST, adopted from ACTG standard
measiires) alter a median of 188 days, but 30% of
ritonavir users developed severe toxicity. Ritonavir
accounted for half of all severe toxicity cases although

nly H0 of 298 patients were receiving the drug. Rates
of severe toxicity were similar in those who used
saquinavir in combination with ritonavir.

Ciosinfection with hepatitis C made no difference to the
rate 02’ re tt’}xic*iw in riu“mavir uwr*s but %evm‘e

o carried out an muuuhmt Sury
/ xla.bh. ACrOSS (lu' l k for pv()pl» w uh

ohn },Uund-mnn Steve
will be much m and we wish him well in his new

post.

titis C. However, the study
also confirms the view that ritonavir is responsible fora--

without hepatitis C, but this trend was not-statistically
significant and only 8.1% of HIV/HCV vo-infected
individuals experienced severe toxicity on Pls other
than ritonavir.

A CD4 inerease of more than 50 cells alfter starting PI
therapy or a baseline CD4 count below 200 were also
a:s‘am‘mted with an increased riskoof severe toxicity
ardless of HCV status. These findings suggest either
zmmmw restoration effect or that CD4 increase in
eontext is a surn ogate for superior drug absorption

d hence increased risk of liver toxicity,

~8evere hyperbilirubinemia (another marker of liver

toxicity ) was seen in 10 (3.4%) individualsg; and-was
associated with indinavir treatment (RR 2.3, non-
significant). All but two cases ocour red in individuals
with hepatitis C or B.

Twenty-five out of 31 individuals with severe toxicity
stopped therapy, but six continued with ne sig
consequences, and there were no deaths aimhum% L
drug-related liver toxicity.

References

Sulkonwski MS ot al. Hepatoloxicily associated with
andivetrociiad therapy in adults infocted with lsmwm
immunodeficiency vives and the yole of b

infection, Jourual of the Amervicon Medicoal Associotion. 283 (1),
January 5 20K

Rty / /v qdsmcgpeom/ news/story

We thank the Nigional Adcls Movaed (NAM for supplipirag this
article

Find out your options at aidsmap.com

Booklet: HIV Treatment Information on the World Wide
Web.

A practical guide to help you get to grips with the
growing range of HIV-related treatment information on
the World Wide Web.

Make the most of the wealth of resources available on
NAM's acclaimed website www.aidsmap.com by
ordering your free booklet.

Telephone 0207 627 3200, e-mail infofnan.arg.uk, or
write to:

NAM Publications, FREEPOST LONZ2TT, London BW4
7YY
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tis Update "

Hﬂpﬂhﬂ s C (HCV) study

o

* *0 &
S5 G Irish Tribunal of Inquiry

of Hygeine & Tr agm,al Medicine n Irelanida Tribunal.

Rooder in Ecorvgics of Public Health ; I Inquiry which'is Tvoking fnto
3 an

5‘3‘%?%(1}7/ Wheitten by Lucy McGrath, Hepatitis ha er::g::hg?;“v)\}g‘g }ig;'e{?w d with

Worker HIV and hepatitis C has just

he Haemophilia Society has commissioned a pilot been set up. InJune the Terms

study into the social and economic impact of s , Of Reference for the Inquiry

hepatitis C and haemophilia. This study involved - -} were passed by the Irish

telephone interviews with about 20 people affected by~ 15 Parliament, and the first
haemophilia and HCV and was carried out by Dr -~~~} Brien OMahoney of _ preliminary hearing was held at
Jennifer Roberts at the London School of Hygiene and ,mi@g@e”mﬂ”‘“‘ the end of September. This was a
Tropical Medicine, with her assistant Sarah Bond. The Society .- hearing to allow interested

gamas tD se&k formal legal representation before
the tribunal. The tribunal is due to examine how
blood produets contaminated with HIV and hepatitis
-Cwere given to people with haemophilia and related
“bleeding disorders. There is curréntly ongoing

full study findings will be available soon, but: here are -
some of the key conclusions of the n"«wmrcha 3 -

® [lepatitis € has not been handied well in the care i}f e
haemophilia in many parts of the country.

® There appeared to have been no national strategyto - discussion between the interested parties about the
inform staff about the appropriate way of dealing ~ -~ | interpretation of the Terms of Reference for the
with the issue with respect to testing, informing -~ pinquiry. It is hoped that full hearings will commence
people about the illness or conveying information - { inthe Spring. For regular updates on the outcome
about treatment options. of this tribunal, please contact the Society and ask to

go on the mailing list for C Issues,

® Provision of information was largely left to voluntary
agencies.

alth care professionals in many cases have not
~appeared to be fully-aware of the discase or its
implications,

® Counselling facilities are not available generally and
there is a particular need for help with young people Date: 17-18 JUNE 2000
and their families.

: Jy 8§ ~ A
8 Access to treatment has been patehy-and Shedleld Swallow Horel

information about treatments is not routinely R
svailable. L A weekend for voung people and

8 Some reported stigmatising comparable to eariss HIV ‘ i - young adule (14:30) with HCY
sutlerers: e and
pgrmm, pariners, friends oy siblings

Thnerewill bic;a simall vigrisiiasion foe

® Uncertainties about likely progress of the\gkiess
were causing deep anxiely to many with the disease
and to the parvents of those with the infection:

L Separate evenes for 1517, 1830
® 4 comprehensive strategy that addresses the health - - & parents/ouardians

and social peeds of these people-is required at o : '
national level. T Luxury hotel with gym & pool-
: set in beauriful grovunds

il B st o &

Hepatitis C- morigages
Issues covered: health, careers

‘ *

i:‘lﬂd ﬁifﬂ ﬁ%% sulrance relationships, feelings, swx,,,w:

¢ have o new hepatitis C fact sheet called

ancial Issues! which looks at life

assurance; mortgages zmd saving for the

fottre-for people infected with HCV and/or HIV. 1If
vou would like a copy, give us a ring at the Society.

Videos, information sessions

WITNG6392149_0010
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‘Raising a Child
ith Hemophilia
]/)y GRO-A -

Review by

Chris Hodgsan

A new edition uﬁL book “Raising a Child. -
with Hemophilis - a practical guide for parents’, has -

recently been revised and updated. She has a sorcwith.
haemophilia, Aswell a5 the medieal problems invelved:
fora personand t

[

eir family living with ixaz:nig};}hﬂia, the

‘A Guide for Women
and Girls with Bleeding
Disorders’

The National
- Hemophilia Foundation
(NHF) has published a
booklet called A Guide
for Women and Girls
‘with Bleeding
Disorders™. It

book covers the ings and
the psyehological issues which
we all have to deal witheat
various tmes throughout-our
lives. Tt is o book Twould
recoranend. 16is available
threct from yor Haemophilia
Centre free of charge. If your
Centre has no stocks it is also
available from Dinne
'Whitf;*wx‘md at lm‘nt‘i:»;

GRO-A

t« obtmn ﬂw bcmi\ for
Any other difficulties
obtaining 4 copy, please

coritact Torn at the Society.

describes the issues
-+ -which arise for

1 women and-girk who
| are affected by

2 bleeding-disorders.
The guide answers
many-questions abou
-avariety of bleeding
disorders, treatment
consideration and

- obstetric and
“Cgynaccologic concerns, - Th
from the Haemophilia Society. eI
contact Tom oni GRO-C (I you:have any
queries about women and bleeding disorders don
Joan on the above numbéi or-e-mil
](mn(u. !

GRO-C i

Comprehensive Care Centre sinee its inception asth
Soutteaipton Haemophilia Centre. T cannot speak -
too highly of the treatment and care I hé.ve received

Abthe beginning of December my mfe and 1 atieﬁé
a meeting at the centre. We had a very interesting -
evening, the highlight being the tour of the: . .
laboratory where we were shown how blood samg;les )
were received and dispatched, what happens to the
sagiples and how blood products were stored.

Unfortunately attendance was not high so the staff
would like to repeat the evening at-a future date. 1
was asked i Twould write to you to give a “patient’s
eye view” of the evening and to ask if you would be
pr('[mx‘ﬂﬂ formention the forthcoming meeting in any
s anay send 1o members of the
liaBociety

L sure Mrs Rath Yates from the centre would be
pleased to discuss any future plans of the centre with
VENL

Fhave been aspatient at the Hampshire H&é;;iéphﬂia ~

E-mail Friends

If anyone wishes to communieate with others by e-mail,
~eontact Talia Barry
- {talia GRO-C

"My name isi GRO-A i

Tama 30-year-old haemophiliac living in the southern
_partof India-Tam a software engineer and my hobbies
“are ham radio, short wave Hgtening, amateur
—astronony, bird waiching, reading and learning foreign
Janguages {at present French and Esperanto)

~Talse practice "Reiki”
- My e-mail isd

- The Hemsby Bungalow
is be singly
popular for holidays and
has had yet more
improvements for the
year 2000, Also
available this year are
mini breaks for $70.
(Friday to Monday and
Monday to Friday). A microwave oven wi
at the end of 1999, and many of the curtains will be
replaced before this season starts,

Full details can be obtai 1wl office
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B Ruth Tolor, Bewnefits Advisor

The new deadlines for appealing against benefits
decisions are now in place. You have one month in
which: to reguest a revision of a decision or appeal. If
‘ tter notifying you of the decision does not give
for the decision you ean request the reasons
md ask to see the evidence on which the decision was

biased. This will give you a further two weeks.
Disabled Persons Tax Credit (DPTC) and Working
Families Tax Credit (WETC)Y have now replaced
Digability Working Allowanee and Family Credit. The

Kenneth Moove who lived inj, GRO-C_
sudly passod mmy on me GRO C ‘HMES year.
He leaue

i (Mug}kw; G
eﬁaugfzmm

ot treatment would have
meant days or sometimes weeks
) edrest, Barly types of treatment

. %wmmt& available during the 1950s. Having cheated
death many times, it was his courage and the love
he had for his family that gave him the
determination and the will {o fight for life. Ken was
probably the oldest severe haemophiliae, at 72
yezm%, m i;%w %“}' 2{ M a yfmﬁg mm hfa mmmd to

tmf sone &mm«. "ﬂmm%;fzr wzm m; pmia»sﬁrs
Oxlord Ken was lnsionental in the design of
frat Home Treatment Kit” which was contained
a portable case Indeed this was the forerunner of
todav = DY treatment. A sample of Ken's blood was
sent up into space during the shuttle progranune of
the early 1980s for medical research. During his
retirement he became a local Councillor and a
£ or of three schools - and when time
. ould spend many i\mns ﬁshmg, Ken and

? i{m mli he miﬁm& i}y .h:fs famﬂy?_ many

{riends and fellow patients and hospital staff,

13}3;313? either for DPTC because you get Disability Living

efit Changés

new:benefits are much more generous. Anyone who was -
refused the old benefits beeause their income was too. -
high would be well advised fo apply again. If you could -

“Allowance does not-come into force until April 2001,
“We will deal with it in more detail in the Autumn Issue,

o l “haemophilia or related bleeding disorders with
S the cost of essential items which they cannot

- afford themselves. The items we give funding towards

\ “The Haemophilia Society will endeavour to assist all

Aﬂnwanc e or WFTC hecause you have children, DPTC
is more generous.

Since October 4 1999 disabled people and lone parents
returning to work are entitled to continue claiming
Housing Benefit and Council Tax Benefit at their
existing rate for the first four weeks after they mmm m
work. Ask for form NHB TEP as sooi a8 you kiow:
will be starting work. You have eight days after your
income support or job-seekers allowance stops:to claiin
the run-on. This time limit cannot be extended.

The Welfare Reform and Pensions Act 1999 which
aholishes the Severe Disablement Allowance and niakes
changes to Incapacity Benefit and Disability Living

IIHdOWIVH FH1 40 INI

y— his fund was set up to assist people affected by

are usually a fridge for treatment or household items 1o

ensure safety or comfort for a ehild or adult. Our budget
is limited and we receive more applications than we can
fund.

It is therefore necessary for us to give grants to:th
priority need which are directly linked - with haemo

There are items we are unable to provide funding
towards and these are listed in owr ‘Guidelines for the
Hardship Fund® which is available from the Society.
These guidelines will give you detailed information
about applying to the fund, how we assess applications
and how we make payments to successful applicants,

pplicants and where we are unable to help with funding
rectly, wewill provide advice on other possiblie

ou require any information about the Alan Tapner
dship Fund contact Joan Doyle or
mazi }aasxg GRO-C

| anssi 6002

i

:\:Eargm Pappenheim, CEO, receives a cheque for $15,000 Jrom: Stephen
R@@g & Matthew Pinsent from The Hospital Suving Association (H51)
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vave had a suce ful Christin wpeal in 14
which raised the Grand Total of 525,184.96 for the
Society. This includes Anoual Draw ticket
Christmas s and donations., !
thank all our supporters
the appeal. The winning

GRO-A

= inspires
fﬁChm%y% 3ike Marathon
toraise £2,810

- Top fundrais and friend!
“embarked upon a mammoth evele ride from Jolin

20 Groats to Land’s End in September last vear to raise

s well as raising
shv in organising a
o the support ol the Pirelli
arid total ui 52,810,

money for the Haemophilia Society.

sponsorship moneycero-abwvorked tirel
charity auetion and ga
Clubin Cdl’hfalﬂ,, and raised the g

i GRO-A proudly nit # his certifical

ero-a personal bestin
Junior (:rmt Nm th Run
GRO'

deficienc y

3 an‘un)hiti;ﬁ ﬁmzieft;y; He raised the grand total of
12,60, with many donations coming from the

gl completed the three mile course in 16 minutes
‘%Q B¢ mmm wmm was m::,L {hma nummm iwhmd the

(f{mgmmtzz 'GRO- im‘ dmng, sowell in t!w rumn, gnﬂ
being an excellent fundraiser for the Society. Iwep 11;}
the good work!

\ successfu year
for the
GRO- GRO-A | have again shown their |
A commitment and support to the haemophilia |
community through raising £6,000.in 1999 for
the Society’s services. Trustee Keith Colthorpe ]
attended their Christmas Dance to regeive the {
L chiegue. A big thank you goes out to! GRO-A i
i and the fundraising
Comnittee for all the
hard work they have
put into raising this
magnificent sum for
the haemophilia
community.  They do |
awonderful job!

GRO-A

SRS RO ARAPREA Y
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elp with Insuranc

By Richard Bryant, Bryant Kesele & Partners However it is anticipated that CGU will be able to offer
cover for the Home and Motor insurance of the vast

Mareh 2000 sees the launch of two niew insurance majority of members.

schemes which will be available to all members of The K :

Haemophilia Society, offering Home and Motor Bryant Kesek & Partners was formed 15 years ago and

insurance with excellent cover and very competitive ~ has built up a reputation for providing a insurance

premiums. ST broking service based ona very personal service to

‘ ) . - L Hents backed up by high technology:
Both schermes are being underwritten by CGU Insurance . :
ple and are available exclusively through Bryant Kesek -
& Pariners who are Registered Insurance Brokers izased
- Cranleigh, Surrey UGU is the niew name for ﬁ}e ‘
recently merged General Aceldent and (,’mmnereiai; .

ey specialise in the arrangement of Life Assurance

| have many years' experience in financial planning

1 life assurance through to mortgages, pensions and
estments. They can also advise on immediate and

Union. g-&arm care, raising additional income in retirerment
e '6 many other important areas. Part of their service to
HOME MOTOR n embers of The Haemophilia Society is to remove the
Choice of cover - Choice of cover - - . stram of finding a suitable Lile Assurance Plan.
“Standard” or “Wider” CO?“I‘"”T%Q“S,‘:”? A 'full financial review is available to all clients but they
"New for Old” cover Th}rci p‘?m! _P 1re ancf are equally happy to discuss specific areas in isolation:
Buildings or Contents - or i}:;‘;ﬁ or Third party All fld\’¥ct* 1§, of course, impartial, confidential and
both “N(; Claim Discount obligation-free.

Niy:Claim Discount Protection” option Bryant Kesek Financial Services Ltd is 4 member of

oloe of excess Courtesy car option * Countrywide Independent Advisers Ltd whichuis

hour }tleihlin@ Approved Repairers * regulated by Lho' Personal} Investient At‘xth(‘)ril;ym‘t‘m life
Uninsured Loss assurance, pensions and investiment business only. The
Recovery Option PIA does not regulate general insurance;
24 hour Helpline
*if Comprehensive They can also arrange Travel insurance with-a *Top
cover Ten” Insurer at competitive rates, An article about

travel insurance will be published in the next issue of

“the Bulletin.
For information about travel insurance provided by
Ezyam: Kesek & Partners contact thenm on 01483

CG willnot be able to accept each and every proposal=
put to them. However, in those circumstances, Bryant
Kesek & Partners, being Registered Insurance Brokers, -
will be able to obtain quotations from other Inﬁufers,z

wnivers MW
Celebrations

This year the Haemophilia Society is half a century old. That means

for the last 50 years we have been working to secure the best
possible eare, treatment and support for people with haemophilia and

Montreal July 16-21 2000 related bleeding disorders. That is a good reasonto celebrate.

ix representatives of the Has your local group or Haemophilia Centre any functions i.e. party
S Haemophilia Society will be or event planned to celebrate the: 50th anniversary of the

attending the XXIV international Haemophilia Society? If there are any events planned, et us know
congress in Montreal this summer: and we will promote them in the Bulletin.

“Chaliran and Vice Chairman Contact Joan Doyle at the National Office, and don’t forget 1o
Chris Hodgson and Philip Dolan. Trustee Mark Weaving know on| !

Keith Colthorpe and Chief Executive i

Karin Pappenheim together with two
local group representatives of the
Society The Socie i
Look out for a full report in the had @ baby girl. !mtw GRQ-A' was born oy
September issue of the Bulletin. Mother and daughter are doing well.

ALI1D0S VITIHAOWIVH 3H1 40 INIZVOYW |
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® :
Elections 2000
: AN TR W R TS
% he Tristee election process gets underway this
month: Thecall-for nominations goes out to Society
members in this mailing. Nominations are invited
: the three Trustee places which come up for election
- this year, representing a third of the nine elected
Trustees. Two current Trustees; Carolyn McGimpsey and
Alex Susmar Shaw will be standing for ve-election; whilst

Dr David Evans will be r emmg after six years as-a board

membet, o

The pasition of Chairman-also comes up for election this:

vear. Chris Hodgson, the Society's chairman for-the last
three vears will be standing for re-election. Members
may alsa choose to submit other nominations. Piease 5
remember that vou must be a fully paid up ‘memberto
make a nomination, which she mid be *»,ubm;f:{ed\c}ﬁ ﬁze
official form available from Tom Bradley at: natmna’i

office. Nominations must be returned to the Gfﬁée by 12 ‘

noon on Wednesday April 12: Results of the eieﬁfmn
will be armounced at the AGM on Saturday May 20.-

Achievement Awards“

~ Weare now calling for nominations for.the 2000
- Achievement Awards. Below are some of the winners
i 1999, Anyone in the haemophilia
ominated for an achievement
may either be nominated or can
“apply. personally. The letter should state the name,
“address and age of the candidate, together with details
of their achigvement, edueational establishment (if
appropriate), accompanying letter fronu thieir Centre
Director and any other supporting documentation.

Mx engquiries and wndm;., nnm:mtmm please conta

Duncan Goodhew Sports Award: thereare %Wé

awards of a cash prize and certificate given anmiaﬁy and -

are for children up to 18 years old. The.award is given
to c}ui{lwn who have excelled or-achieved in spﬁrt

f;iemim;, {izsm der studvmg ti‘se
arts, Preference will be given to a
stm“li*m amdvmg muwz A5 A

¢ Haemophilia Society Au ard: this award is
sented to anindividual who has made a significant
itribution to th i

aerhophilia: i the

fm & zcm;mmi ac hm vent. ﬁnwvwr it ped that
~-the executors of her estate will be able to continue the.
~awards in her name, and we are awaiting their reply.

The group has expanded fmm its two founder
members to over 40, providing not only muotual
support t& i infeeted, but also to the Gamilies
ives much of his time to the
aved and their children.

With his tremendous commitiment and passion he also
fundraising for the group. This enabled the
ave weekends away, ¢o and give

‘lmmkw to those having the constant
. Even

now been encourag
supporting groups.

but has now mketx
group of the Haemo

Qur best wishes go m and his family

Chris Hodgson

WITNG392149_0015
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PARTY, PARTY, PARTY'!!
Celebrating the Society's 50th Anniversary

he Hasmophilia Society has been given the -2 T
l Quentin Blake Award 1999 in recognition of our - ﬁ“‘ . -
work undertaken with children and families. The . {k hm i”w‘fm hm%mmp )‘MM 4

award will enable us to produce party packs feit‘eszéry and is on hvm wtmem
Haemophilia Centre in the UK and the local groups: This -
award will help ehildren and families to get togetherand
share their experiences of having a ehild with a bleedmg

mwx der and kids can have fun!

The party packs will contain lots of goodies and will be . ;
illustrated by Quentin Blake, the illustrator of Roald Dahl -~
hooks, Each lotof party packs sent out will include an
organisers pack so that whoever is hosting the party can
have a checklist of what to do, suggestions of games to

play and basically, how to make the party a success. haemophilia rule your life and that you can try and

Ismile at everything even if ymu are sometimes fe 2l

Every Haemophilia Centre will receive a number of party Ivery sad inside. Sometimes it ¢

et few months, meanwhile if you have ﬁyoung person with haemuphﬂx o]
Hy quiries, don't hesitite to contact Talia Barry at the ldown!

Society,” Ivenare part of a local group and are :

interested in the party packs please contact Talia and

she will arrange to have some packs sent out to you. Well done

The-first party will be at Greal Ormond Street Hospital "The Baetor ﬁ 8
ot May 1892000, we can’t wait! ! H

Lastly a big thank you to Quentin. Blake for the Roald
Dahl Association award, we hope the parties willbe -~ - -
erjoved by many children and parents: e or ‘a grc}tip Q.f_}?_@f_’f‘ W‘m

git} and 1s is px( m md

iving his sports
cher for hisefforts

o "llr emly Secking Willing Bodies...
S s re vou a nmw/duzmpl y@mtigapm who
: Awnuld like to come away on an adventuie
weekend for young people with haemophilia?
If you are interested there will be weekends where we
need you on May 12~ 14 -and September 22 - 24 and
September 1 - 4 in Seotland.

. . available for so(‘ialiéing with-the other adults, AH
“We would like to say a big thank you to expenses are paid:

BBC Children in Need, ?axter, ?ayeb Please give me a call or email me at the Society at the
Centeon, Wyeth/Genetics Institute and address/telephone number helow:

other trust andw corporate éaﬁt?rs who ' “Talia Barry onf . GRO-C. ]

support our children and families work."” ~ Email: talia@d GRO-C

WITNG63921 49_01 6



The Oxford Haemo yhilia Centre
go on a trip of a hfetlme to

Disney World

esikon Haemophitiac Nurse, Churchill

Fourteer ¢hildren with haemophilia took an all
expenses paid holiday of a lifetime to Disney World
Orlando, made possible with $20,500 raised from a
three year fundsraising campaign by staf?, friends and
farnilies Trom the Oxford Group of the Hmvmuphtim
Boeiety,

The boys ranging from nine 1o 17 years were
ietl on the trip by a specialist me{imzl team.
d Dr Helen Eagleton and Dr Randall Jones
mywi! Clinieal Nurse Specialist Lara i}yesﬁm aﬁ{ii i

avies from the Oxdord H‘wmmphxha {Zeﬁtre

‘wmmn Osborne and Catherine Rugg: >~ \\r{_i

We were given concessions 1o the &i?tiﬂﬁ~§3€k€:£§ e
adventure parks including Universal Studios; Sea
Warld, Magic Kingdom, Wet "N Wild and a spine
chilling Alligator tour-on-air boats, to name but a‘fes?:
A barbecue organised for us on Coco Beach by the -
Haemophilia Chapter-in Florida, was good fun! One <
the boys said "It was the best adventure holiday I've
ever had, making new friends on the trip was great a
the roller coasters at Busch Gardens were just brilliag

The tmp was M”gamfacd o give these children a drean
xperience, positively helping to develop &
nee their self esteem in a safe and caring

t‘nvir‘m&mmﬂ albeit action packed at times, where the

medical needs could be met:

anks to the prophylactic treatment with recombina
or VILAX given daily the boys were able to
participate fully-on the holiday,

GRO-A

Although the majority of the boys could treat
thenselves, those unable to were assisted and T
g to dearn for thems One boy, who
initially could not treat hbmself, learnt to do se, mear
less jonrneys and long waits hm local hospital! H
ame away from the trip with his newly ieamt skill
fun filled memories,

Would you like to know ho :
families are living with haemo

Has your son recently been diagnosed with
haemophilia? A video has just been released calle
‘Every Dav A Milestone which can give vou basic
information about what it can be like to have a child
with haemuphﬂia. ’ft. miks the viewer thmugh

ﬁm is df‘slyted fox paz ents of
dren and for teachers and any

haemophilia. 1f you would like a copy, please call
the society and we will send one out to you. The
video is free 1o members and an administration
charge of £10 will be charged for anyone else who
would like a copy

: \f(}r‘gﬁﬁﬁg people.
e - %iav 12~ 14 Ross-on-Wye PGL ages 8- 10 yvears

The dates are as ollows:

September 1 4 Dunfield, Perth ages 8-16 yeurs

September 22 - 24 Ross-on-Wye PGL ages 5-13 years

The weekends are great fun and involve getting wet
and muddy but having lots of fun! There is a.small
cover charge for the holidays and Tforowi mmtxm«w
families the holiday is free. All htﬂlddw ;
to siblings if there is enough space, o
Holidays are open to ¢hildren from all over:the UK
and we can often assist with transport.

If yourhave a child or know of a child/yvoung person
with a bleeding disorder- who would like to vome on
one of these weekends, please contact Talin Barry at

1 the Society and she will send out an application forni,

WITNG6392149_0017




