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50th Anniversary Day
Seminar and AGM

and look forward into (he next
50 years of haemophilia care.

If you would like to join in the
celebrations you will need to
book early as places are limited
You can choose either to stay
the night More the seminal,

when there will be a wine
reception and dinner, or just
come for the day seminar.
There is a full programme

T heHaemophilia Society will
be marking its 50th
anuiverstuy and AGM on

Saturday 20 Mas’ with a day seminal
at the Moat House Hotel. Oxford.
Ox-ford lias been chosen .is Ute
location because tt was I here that so
much pioneering work took place in
the early days of haemophilia
rteulKient. This event will celebrate

>b years offhc I la> -mophilia Society

planned for Saturday 20 May.
Ix gmning with the AGM which all
paid up members of the Society can
attend. 1'his will then be followed
by speakers talking about the
history of haemophilia, the Society
and Titure treatments. Our special
guest speaker is Laureen Kelley, an
iiiicrnational ambassador for
Haemophilia and author of ‘Raising
a t hild with Hemophilia', (see p10)

Society Details 2

Editorial 3

Treatment Epilate 1

Red Ribbon pages Si

Hepatitis l.pdate 0

Fundraising 12
Society News 13 & 14
Family Pages 15 & 10

The 50(h anniveisaiy setmnai is
open to everyone w it h haemophilia
ora related bleedim; disotdei and
their family. The registration Ice loi
the day seminar is Mi and .S 25 for a
residential place. We hope Io see
you there. Enclosed with this issue
of the Bulletin is a provisional
programme, a registration form and
details about the event. If you have
any Queries pjea.se contact .Joan
Doyle oni GRO-C ; < a
e-mail joanfd GRO-C i

Four sportins heroes!
Il a w II I< h d:t\ III i

' ' al! wit I < i
haemophilia made i heii way
down 1 1 < ( 1 h < Spun* i at< m
Piccadilly. London. m ><•< ww a
I I’incan < Tuodhcw Spoil Award.
'Hie uinners are piciiired here
with Duncan Goodhew and Karin
1’append, im. The boys all excel in
a sport and each received a
i heque fol MUX), presented by
Duncan Goodiiew the ex-Olvuyiic

.....AWimmtT. Well done tdGRO-Ai
GRO-A j(discus thrower foi his
county and the SW of England )

[ GRO-A |(surfer
supremo in the cold waters of the
North Sen*| GRO-A iflhree
slur kuyakciTiniT'h^^ '

i GRO-A irewcpihmnl merit in i
toofbulh. More abouf the awards 1
Oil page 11. [.

i
i
t

i
*

GRO-A
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•'i-' itMMOPHlUA SOCIETY
H ,i king for the best possible care fur people

u Uh haemophilia and related bleeding
disorders

(Tivstcrficld Hoii'--.
38.3 Fusion Hoad. London NW I 3AU

Admin TN: 0207 28(1 OGOU Eax 0207 387 8220

KT Worldeom the
ami advice helpline.

iih< > -s

01a ^68
Monday io Friday Pam to opm

< -mad- info <r haemophilia.org.uk
'wrh«irr, wsv.vjiaoniophilia.org.uk

•■. \ -: '.>8200
.mg. No: 1763011

c < \ s .vji J -a of Hemophilia

I’m roti: 1 1 1 i U The Duchess of Kent
0< csident : im- lit Hon Lord Morris of Manchester

Chairman: ( hrv Hodgson
Editor of The Bulletin1. in i Javid Evans

SOCIETY
Chief Executive: Kann Dappenhehn

Personal Assistant to the Chief Executive:
Sue Kocks

Benefits Advisor Sen ices Co-ordinator:
Info and Advice Benefits Huth Taylor
( inn. Tinirviitu, f t ubiif 9afii-5pmi

Info and Advice/Benefits Joan Doyle
' /. Ph Kirita bfymh Hi <htf fhiHi - Jptti / ......_

t Jhm'n A Families Worker: Talia Barty
. '/ ' ,>

’
» Hr. ' nt ttinl Uiutsihttf Ifftftit - ipm)

Hepatitis Worker: Lucy McGrath
Hit Worker: D »t Vacant

Communications Officer: Tom Bradley
Fundraising & Market hig Officers GRO-A |

I- hunter Officer^ GRO-A i L 2.
Vs o;ip .y \,im i n ist rat ion Officer:

Julie Kershaw
r - , -.- officer: Mark Weaving Myriad PR.

GRO^C. u is-—,) in Tin Bulb’tin in .-.I necessarily lell.st
; those of Tire Haemophilia Society.

! We welcome reproduction of articles on the understanding
lii.1t -a ku. -wii i ig.-n-stt |S made t.| The Bulletin as source.

Thanks go to the following plrarmaeeutk-al companies
who are providing valuable support in 2000.

Aft i:Si> D r ..< s Bayer* BPI
. ’IS<{ h,- . .... Des Dig Plough •

Uu-tli Genria-. msiitulc
i '< t>f the' Haeniophilitt Soviet tfs rotntnerciol

•nohno tt re acallable upon request. i

CONTACT LISI . "
•

• ? v : ;: <O :e ' v
In order to establish contact with your Imai t >ro,sp

you should wtite in the first msiatue to the umu.im:

office. We have Groups in the h >11. n\ ing areas.

ENGLAND
BRISTOL & SOUTHWEST •CAMBRIDGESHIRE & DISTRICT

CORNWALL •HAMPSHIRE •HULL •KENT
LEICESTERSHIRE & RUTLAND •LINCOLN & DISTRICT

NORFOLK & NORWICH •NORTHAMPTON •NORTHERN
NORTH WEST •NOTTINGHAM •OXFORD
SOUTHERN •SOUTH ESSEX • YORKSHIRE

WALES
NORTH WALES • SOUTH w J v,

SCOTLAND
PERTH •GRAMPIAN •TAYSIDE

' 'WESTOFSCOTLAND SOUTH EAST SCOTLAND

NORTHERN IRELAND
NORTHERN IRELAND GROUP

SPECIAL INTEREST
BIRCHGROVE GROUP

SERVICES AVAsLAOiE FROM i

* General information about haemophilia and
related bleeding disorders

• Information about Social Security benefits
• Information, advice and support on m put j: t- and

HIV
• Information for paienls of newlv -diagnosed

children
• Parent support network

I j '

y y \ \ < / J:
• Hardship grants

• Aventis Alen pager servi< c . m. \ :<

Centeon Call i
• Caravan holidays a 1

• Adventure hohd- -
• Fundraising v

• AssisUmev Wiii

• Information on 1 1 cm m- ; .

• Travel advice and :ra\i i m-m -.v

• Haemophilia D.nsaml Faimi; bv-

• (Im -off meetings >m >.peeiti<- issues. > u

hepatitis

• Hepatitis C Support Network
• C. Issues
• Von Willebrands Support Network
• Mild and model an- haemophilia support contacts

For more information about anv of the above
services, please contact the national office. i

Full details of our services are also <>m

web site: www.haemophilia < >t g -ik

WITN6392149_0003



Editorial
by Dr Darhl Erans

here has been a lot of
discussion in the media
about the problems of the

IwUs, « l<a.K o>

nurses, and most, recently
i >ry staff and no money for
aid I real met its.

everyone agrees I hat we
> spend mon- money on < >i ir
wtviccs to bring them up to

the level expected in a modern world: but there is no
easy way to do it.

The two main options are to increase taxes, or to raise
money through some sori of health insurance. 1'bw
politicians of any party like the lormci. and Labour
politicians are opposed to the second, with its
implications (>f encouraging private medicine. So then-
does not appeal' to he any way forward.

How does litis affect haemophilia? We want more money
so i Itai everyone can have rei ombimmt products in
adequate amounts, so that the best, treatments can he
provided for all with HIV or hepatitis, so dial new joints
can be provided as soon as people need them, and so
on.

Would health care financed by insurtmce be any help lor
haemophilia? Any extension of our present schemes ol
private inedii al insurance is unlikely to be helpful : the
insurers are not interested m long Itou liinesses,
particularly those as expensive as haemophilia. However,
in many other European countries health care is

financed by some sort of ii istn'am -e scheme, with varying
degrees of state control. People with haemophilia still
receive propel treatment in these count ries. Many
doctors mcludmg mysell believe that some similar
scheme could work here. As a minimum, the authorities
should hi- looking at new ways of financing health care
m the I K , bccatise we arc not getting what we need.

Oue remarkable fact brought out by our recombinant
survey, which was summarised in (he last edition of the
Bulletin, is that over half the health authorities who
replied had no details about all their patients with
haemophilia.

Bearing in mind the cost of treatment and (he fact that
I hole is a well-established system of haemophilia centres
across the country, if seems remarkable that they do not
have this information. How can we expect those who
look after u.s to do their job properly when the people
who draw up the policies do not Imw all the infoimation
to do if?

The management of inhibitors is a pan iciiiai problem.
For the patient, treatment is diffictill and worrying. For
the staff, it is a big demand on their skills and
knowledge. For the administration, it is a heavy expense.
Manx' authorities do not have the resources in skill or
fi I KU U < • Io cope.

in me ion.mg moniiis. we m me uu< mopliuxi Ominj

must put. out heads together and come up with some
sensible ideas about this worrying complication.

Annual Draw 1999
Winning Ticket Numbers

1st prize 113513 rGRO-A'>lfast
2nd prize 006316 LZgRO^
3rd prize 218776 iGR^West Sussex
4th prize 064968 i GRO-A i tancs
5th prize 010633 Aberdeenshire
6th prize 218296 ] GRO^ i -: - --C

L !

IlliiO
Izio

Please lemcmlicr that you max- not teccive future
issues of the Bulletin unless you are a fully paid up
mcmbei of the Soi U>1\, The Society Hormallv issues
two reminders belote removing an individual from the
nwnihuriihin .»>•,, ill.Hl !isi As ppid im mnmK.r vm.

will receive four issues of the Bulletin per year, and
a rimge of special diseolltll-C you ale also entitled Io
vote in elections and al general meetings. If you are a
new reader, why mH join the Society. For full details of
tiienibci ship contact Tom Bradlej to Sue IbaAs at the
national office oni GRO-C i i

l ;
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Blood 3 cnnsf hshhi
Safety
BloodTs aii-dii'-K-n C( nti w. ail m< < I h« a !,u gel-. J. it

t< III* A Illg wh’lc ( f Ih II 01*1 Idooil dolialKHl-. hl m<
rid ol < h'i<>b< 1 last. Tin-. v,a~ aiiiodm <-<i 1 1 .

1 educe tin- .11 hint u dh iciiioh riiaiK rd 1 tanMuiifnip

< '.JI 1 with 1 »!< >1 al tiahsl'iistoh. It ms aha ronin Iul-d 1 hai
I Iio Mtj.ph ot blood plodm Is liom ili(p< >t ><•< I plasma
ICHI.lined sei ill < \ XeW leehmqtlvs lol SCO Oiling fol
imp,till is B ai। in i< |< -i dis* m.uoti.

Management of Inhibitors
1 •” * n HioiKl '<iI > < i Hospital h>l

S 1| ’ biidl on, a ht > |S a uo i;Hn*i ol am llcahli
al X.m ( 'oinmith e. Inis dtawii mn atietii n >11 f < >

Ha massif expense ol treaurn: so mo with an
iiihihihii eiimt h>i mmiagmu a su urns blood 01 h>t
jiwmpime. to o|,minute Hie mhibiirn Pm H tieaimon!
mm i osi as mm h as S '(10.not) to \ ant onn Not
'Ulis *1" local health ant In >rit 10s irnl lime such sums
available, but many ate quiw unaware ihai 1 hey may
be asked to find them, ( hit sin w\ showed 1 hat mum
authorities do not know lion man,', patterns wit It
luu-im iphiha 1 her me tn Ming. I >1 Haim ‘hmks Hm:
the Department of Health should be providing
,„„,..„.1 r..„^ •.a-'.-e i,.„ r.,r a.„.. t,n„„ .....
been willing.

The Health Sub-1 < > t u u i it 1 < •< > will !»• <lisi iissing the
mailer at then wm png

Siiiiiyrf
MtW I P'lTKlt I’nHpll I MoIHKICI, PPL

BPLlias achiewd <■< .ntiiuiity of supply io all
patients hvaied at centres who ptovided volume
piedictioiis for SV h’eplenaie. and Jteplcnine-VE

Negotiations with venires ihmiighoiii the count i y are
now mult i way to ensure this commitment is
maintained lor the next ( ouirmt period.

Correction
We apologise for the following errors in the winter
1999 issue of The Bulletin. Hmdhi was incorrectly
spelt. ( Infols is not a subsidiary of .Alpha and they
do not make 200 unit phials of factor VIII.

Recombinant Survey
Eolhmmg mi mtn Ie m the wmtei issue ol the
Bulletin Kecombuuint Survey Dr Lwlhim has
pointed out that there is no national consortium for
haemophilia care or treatment in Scotland. There is
a National Consortium of Health Authorities which
arranges contracts for recombinant factor VIII and
IX and also agrees national criteria for patients who
receive these concentrates.

taio<! fector Wl!
M easuringthe amount of factor VIII and

other clotting factors is a complicated
business. Professor Carol Kasper, a well-

known haemophilia expert, from Los Angeles, I ISA.
has recently pointed out some problems. The 100%
level was originally set as the standard amount of
factor WIin the plasma of apool of normal donors.
More recently the standard has been made from a
standard concentrate, usingnewer assay techniques,
wit h the result that doctors find that the levels they
get after infusion do not always tally with the result
they expected.
Most of the plasma used Io calculate the normal level
of factor VIII comes from working adults in the
developed world. Normal children and old people
may not have quite the same levels. Nor may people
from other parts of the world. So the levels that, we
think of as "normal” may not be normal for lots of
individuals who are tested.

Blood tests
...... .

B loodgroup <1 carriers of sewre type i W hau-
about ItDb iWK antigen, ami group A emriers
ha' o Huo1 (Hi it mnr m< h.isom., U 1 \ VVi

Ag. do Huy have a disease or not? Based mi blood tests
alone, muni centres Used to believe Hud one ill 109 of
the population iias AV: hm mam of these people have
u<> symptoms si। how can il be said Iha! they have a
disease? Professor ('mol. a well-known haemophilia
expert fiom the I 'SA thinks that the true incidem-e of
people with iAVD wh<> actually bleed abnormally is
more like one in I 0.000.

HIV Services in
Southampton

up to date wsonico library, uni's to the Interne! for

WITN6392149_0005



The pros and cons
of genetic therapy
bit l><n id Ei mt''

D arwin'stheory of natural selection was based on
the idea I hat spontaneous initiations (which ate,

after all. only genetic modifications which occur
ev .uui i >\ chance) result in some sort of benefit

lot die plant <>r animal concerned, so that they are
- • ^i\c generations and give them an

. a . . - 'Hie reason why Asian 'flu
e-.o, m cry few years the 'flu

r :• o.. - ; e teton. and although
o- .,i. .. , r, ;>es of flu that we. : . .tin comes along.

. .mcntly get infected.

a : : are causing a lol of anxiety,
e- 'atong with genetic... i( Mother Nature lias been doing it

beginning of time. The problem with GM
is mote to do witlt the way that the large

international corporations have uied to force their new
GM products (which may or may not be improvements
oit existing products) on the market without proper
discussion and agreement.

Recombinant clotting factors are produced by methods
using genetic manipulation, and we think that they are
an improvement. AH 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 no! let anxiety about t he

dangers of GM foods give the impression that
everything to do with GM is bad.
' - . . -e .ne problems. Last yeai.iGRO-Aj

I GRO-A old American with a congenital
‘ e — e .. defect died as a result

' > , . ; ' . nipulation. The gene his
; "I e m virus of the
:'-■■ .d injected into

him. Il has now been reported that the Pennsylvania
. - :c a. re he was treated had

C' cm A > '. i ! <nt> icgulations. The Institute
. ... i giving too high a dose of the virus,

a ; o jet ion which fatally damaged his liver
a ; ; organs {which were already damaged by the

i < a>c lor which he was being Heated). AH similar
experiments at the Institute have now been suspended
by the l;S food and ding admmisUation (FDA).

In the LK. such experiments, including any similar ones
which might be tried lot haemophilia, arc1 licenced by
the Governments Genetic Ihmapy Advisory Committee
tGTAC). No similar trials are under way in the I IK. but
the possibility ut a similar treatment has been discussed
as a way of curing haemophilia, 'flic problem with all
treat mem aimed at giving someone die normal gene
which they lack is that then body recognises the new
.■■ ip a- "foreign” and leads against it to destroy it. It

' o .i' lion agamsf the n»*w gene injected into
; which led to his death.

The Institute in Pennsylvania did not inform volunteers
of the possible risks. Consent forms were altered to
omit reference to the monkeys which had died. The fact
that this research in Pennsylvania was dishonestly
conducted should not act as a brake on other >e>.ai< h
of a similar type conducted by honest and
conscientious scientists. Gene therapi, sin-! ,

modified cold viruses are under way m । I-
variety of diseases. None at pre- a
haemophilia, and none inmiw- :■ e, v ;

Such research is very ,. •■

particularly those in .
; - \ .m u :■-.■.;.

produce results by t he p, C.
funds, who are often comme; ,

permission for such research mu < A
the Gene Therapy Advisory < ommim , ,. .■ ,.:

adverse effects must be reported, ami Of -i ;

Control Agency. British scientists insist litai wim.
happened in the CSA is not happening here.

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 treatment. The first man to receive a genetic
treatment for haemophilia maj or may not survive; but
we hope that such research will be conducted openly
and frankly, as well as successfully. Our old friend.
Queen Victoria, the world's most famous haemophilia
carrier, was one of the earliest women to have
chloroform as an anaesthetic in childbirth. 11 was
successful, but think how the development of
anesthesia would have been set back it it had failed.

WITN6392149_0006



Action on Pain Campaign
M[“““"GRO-A"n

ne in *'our pe<-'Hv
® S in ehrmm: pain is driven

io cnnlempliitc mih i.Ic
as a result, a< lonlmg b> n si-;inh
findings puldished in support of
No Pain Day which was held on
November 15 19W. Startlingly,
! his mimbiT i i><-s to one in three
l'< h people aged between 20-211
ears < >1' age.

rilese lindiligs l<a\ e be< Il
eonipiled fr< an a questionnaire
।al i hh out Iasi torn In Virnn
nil Pam to Im i -s| |ga| < • pabeels
poiap. <livs m, pmti and pam
man.men,on! Mqimm.h modi i i.

1 1 c.iIiia -nis h >; hammiphiiia me
evioliu-iv ot><’< tlu- pain
n matte ,m I's.ie for m.m\
people In mg With
bacmopliiha.

The findings confirm that
chrome pain is experienced by young and old alike
and alTei ls hot ii imm and women. No matter what
the <;mse. coimmm m ;«H who experience pain is
that they arc unlikely to talk about it or ask lor help.
Two out of three respondents say that they suffer in
silence.

Chronic pain affects as many as mm in 11 adults in
Britain today and is a problem that is increasing.
i'itp. six pm rein oi those affected are between 25
and Ob mir- old. The Haemophilia Society has
been wmking with Action on Pain, an awareness

i'mieiits Association. Arthritis
u-o n, im lease awareness

,.mm;ps! the greet al public ,md health
mde are living in

’ll.I'o CSS,a;, ciltu. p; i 1 1 i .

pie to speak
I- ci ssfully and

o-. rd. The Action on
•< • r>- s calls about the

up bwai-. !m 'nit p< op|e in enronic pain and No
I'pi' Dm 'mjihulm'd die need and value of such
•<r s» « I'iw mTpime offers practical advice
,riu>nt pum management including a booklet
’About Living in Chrome Pain".

Many people and clinicians agree that the ideal
way for pain to be managed successfully is by a
spm ialist who adopts a mmsth approach and
offers individual and expert advice.

With six out of 10 respondents i (-porting that their
pain has put close relationships under stress, it is not
surprising that many people feel isolated as a result of
their pain. Pain may be caused by acute injury or may
result from a chronic condition such as arthritis.
V. h.o * । die < mtse, people face similar difficulties
Ie m i- < <me with it.

b V; y<.> PsS ..OeJ '
w I ' . f!

If you would like to know mme about Action on Pam
please contact The 1’mwms Association 1’0 Box 2 I Ob.
London. WIA 3DZ or call the I'aiiiLim- <m bl I1; 2b!.*
5508.
Bor further information about pain mana.gemem imt
haemophilia, please contact your Haem. -phiha ( .'rm

WITN6392149_0007



Help for Carers

GRO-A

biji GRO-A [Press
Officer

The Carers National
Association (CNA) aims to
support ami campaign . for the
1 T million people across the
t'K alm Inui, lifter a rclatire,
inuhmi m 1 1 nmft n ho hare a
lorn) h > m ilhn -.s, Is ftrmble'l
'1 ,'hie, I,, omi 1/ oft fl is

i einmh ft ii,t mm, 3/ .min
< fill I -imh , I S Ifn.u\ I,, Pup
:< lout oft, I o. jOn ,.e mhllmi
m oftn i 1 1 Im ft • . Sonn pi nph
oo Um, bih । hmm , Im' oftn i\

•Io m o, , o,i ,, I ft, o < nn no
omilft oft. , noli, c

Sapparf groups and
branches
< 'N \ Ini'. dm, loped a jaiige of advice networks.
In mo and support groups across the country to
.■w n .1' many carers as possible. 'I lie importance of
accessing iidormalioti and services at the right time can
really h<>lp a l ap-r to manage their situation better. Our
advice line for carets deals ml h queries from people
asking for information on benefits and other financial
help, getting help in the home, respite rate centres,
taking a break from caring. to making adaptations to
the home and buying special equipment.

All CNA branches give carers the < has- > • . ..
meet people in similar circumstamis. to ixmmi n.,,.
their experience, offer each other support and sin;.-
local information about resomecs mid help. Because
they draw carers together from a range of caring
backgrounds, the bian< Ites also act as a local cmi-r s
voice.

Campaigning
The government lias allocated A 1 10 million in the
National Strategy foi Carers to guarantee more n-spite
breaks for carers and then families. This money will
enable Social Services departments in Engkeui .nd
Wales to develop new short term br< -.k s. mo¬
tile next three years.

Cniler the Employment Re! .t;. ms '

now legally entitled to mi.,

family emergencies.

CNA will continue। . • . ..
main priorities wm
carers. This will be rm
Week, to be heki beiv • . .
platform raising awan-n* s m -
Government, health and so, i,.,

do.

Too many carers tell us they me just u< ,t .eeuiiiq 'ft.
help they need. We will continue to campaign to
persuade all those who take decisions which affect
carers to adopt policies mid pimta cs uhicii will
deliver: real choices, a decent and sustainable income
and a quality of lib- w im b is ,n ceptable to . aiers and
those they care for.

Eor further information mi the CNA ph ase call f’mers
Line on: freephone tigtiS SOS 71 77 m wito to ns at

Glasshouse Yard. London. E< I A IJT
Note: If you or someone you know is a carer, t he
Haemophilia Society would like to hear \ our
experiences and to know what support wool i
as a carer. Contact Joan Doyle at the n.<;io::.:! bl,

s
1
H
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RED RIBBON P^GE
Most people with Hep C not developing liver toxicity
on Hiehlv Act ivc Antiretroviral Therapy (HAAR I )
Ui/ Keith Adorn. Kdiioi. AidsHKip.coin

A ll hough people with hepatitis (' have a four-fold
higher risk of developing liver toxicity on
HAMIT almost Pin, do not miller any significant

hvvr problems as a result ol t heir ant i-11 IV treatment,
m < Hiding to a how I 'S study from Johns Hopkins
School of Medicine. The liudings challenge the view
amongst many thcnim and people « it h HIV that
protease inhibitors are especially difficiih to lolerttle if
you are co-iiilWled with hepatitis ( However die study
also coiil'iniis die \ mw tied tHnnm.it is responsible for a
Hindi higher into (,| hvo Uah Hy among nl! patienls.

Reseau hers looked ai A iM patients u|K, had starfvd a
new icgimen between .lamian 1 idtG and January 1998.
7!"-> (l| whom ma rived pmw;fse inhibitors. A2% had
hepatitis C inter lion. I u. I,!» of all hidh idiials developed
serious hvor mxu-ity (defined as grade 3 or 4 elevation
of ALT and AST, adopted from AtTG standard
measures) after a median of 188 days, but 30% of
ntunavh users developed severe toxicity. Ritonavir
accounted for half of all severe toxic ity c ases although
only AO of -IPS patients we re’ receiving the drug. Rates
of .severe toxicity were- similar in those' who used
saquinavir in combination with ritonavir.
i omfeetion with hepatitis C made no difference to the
rale of severe toxicity in ritonavir users, but severe
toxicity in people taking non-PI coutainmg regimens
(usually !w<> kVa only occurred III individuals co-
infeeb'd with hepatitis ( ' i p-0.06). individuals with
hepatitis ( ' taking Pls other than riiotimir were (»0%
mole Hkc'ly to develop severe toxicity than those

without, hepatitis C, but this tiend was not statistically
significant and only 8. 1"<> of HIV HCV co-infected
individuals experienced severe toxicity on Pls mhet
than ritonavir.

A CD4 increase of mote than An cells afici sinning PI
therapy or a baseline < I) I count below 200 were also
associated with an increased risk of seven- toxicity
regardless of H(V .status. These findings suggest either
an imnm:- - - •

this conn xi misiiimpic lor supcrmi ding absoipnon
and hem .
Severe hypcrbihritbinemia (another market < .[ 11. < t
toxicity) was seen m ( <। t;; l '„j mdn mind',, ami win

associated with indinavir ireal iu<?ii! (RR non-
significant). All but iwo cases < icemrc-d in individuals
with hepatitis C i >.t 15.

Twenty-five out of 31 individuals wills seven- toxicity
stopped therapy, but. six coutiinwd with no stgnifi< aii;

consequences, and there were no deaths attributed n>
drug-rehm d liwt toxicity.

References
Sulkouski MS el al. HiijKUMtumtMi/ associated with
aiilirelw thempy in adults inliited icith hum...,
immiimideficienc// rirus ami the nd m In put/hs ' e> A . .re.
infection. Journal of the Anu u uh U.<ii< <ii Xss>« biimu 1 1 -
January 5 ACM).

iMp;/ /wit uutsiMy.i mi, nmm. 1-nu

We thank the \dtiumu ht\ < \ <W< M ',iyi>h<ni.i Um-
article

Qi - I -a/v ’al
I n a > - '■ ; 5

Ihid oth -
Booklet: HIV Treahmmi Information on lh«' World Wide
Web.

A practical guide to help you gei to grips « it h the
growing range of HIV-related treatment information on
the World Wide Well.

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

Telephone 0207 627 3200. e-mail mfom num.org.uk. nr
write to:

NAM Publications. ER'KKPt 1ST I.OV'i 7 London SW !
7YY
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Hepatitis Update
Hepatitis (? (IICV) study
(Mgiwd article by dennifer Huberts.
London school of Hugein? & Tropical Medicine
Reader in Eawnnics of Public Health
Summary Written by Lucy McGrath. Hepatitis
Worker

T iirHaemophilia Soviets has commissioned a pilot
-■mk into the social and economic impact of
i" ; .mH- ' and haemophilia. This study involved

rni. i- i. '.v- with about .20 people affected by
haemophilia and HCV and was carried out by Dr
h-nnilVt Roberts at the London School of Hygiene and
li • •!;< . w-d, . •। ’ mi Satah Bond. The
full study findings will be available soon, but here are
some of the key conclusions ol the research:

•Hepatitis (' has not been handled well in the care of
haemophilia in many parts of I he country.

•him ;..oe been no national strategy to
; m i s-m: ,ii".at the appropriate way of dealing
cm i< .-sue with respect io testing, informing
। • c (lie about the illness or conveying information
about treatment options.

•Provision of information was largely left to voluntary
agencies.

•Health care professionals in many cast's haw not
appeared to be fully aware of the disease or its
implications.

•Counselling facilities are not available generally and
there is a particular not'd lot help with young people
mid their families.

•\< i ess to iieatmcnf has been patchy and
iiilotmatmn about treatments is not routinely
available.

• ?■ > - ..'. comparable to early HIV
siiffeters.

•I merimmh's about likely piogress of the illness
. ' c. w \ • . . .uh the disease
and to the parents of those with the infection.

* -a nm addresses the health
au<l social needs <>( these people is required at
national level.

iepatitis C- mortgages^
anti iife assurance

Wehaw a new hepatitis c fa, t sheet called
‘Financial Issues' which looks at life
assurance, mortgages and .saving for the

future for people infected with HCV and/or HIV If
von would like a copy, give us a ring at I he Society.

Irish Tribunal of Inquiry
InIreland a Tribunal of

Inquiry which is looking into
how people with

haemophilia were infected with
HIV and hepatitis C has just
been set up. In .hint' the Terms
of Keferems' for the hiqmrx
were passed by the Irish
Parliament, and the fir-:

Brian 0 Mahoney of preliminary hrvi^ .w- a <
the Irish Haemophilia the end of w ; a . r < - m- x .- .
Society hcarinr to allow interested
parties to seek forma.1 h win s< .a i. t ...
the tribunal. The tr:t. rai - .t.e - \ a ww.
blood products contaminated with HIX’ and hepatitis
C were given to people WU W-- J .< mJ ;■ S

bleeding disorders. Theo is < .n o i,d\ . a
discussion between the intel e-u it c.w:."- ..ww
interpretation of (he Terms of Reh iem . a :
inquiry. It is hoped that full hearings will comeu o .
in the Spring. For regular updates on the omcome
of this tribunal, please contact the Society and ask l<>
go on the mailing list for V Issues.

Date: 17-18 JUNE 2000
Sheffield Swdhw Htm i

. I tdcos, miunnariim scsshm»

&

. Z«wes coi on-d- health, careers,
relarionships, teelinps, urn

. Si ;WoU- Vi cue: tor ,ity

& porvnt^ 'pn.trdi.iu--

, Luxury hou I it idi pi ui A- yoni.
set in beautifulprounds

r A weekend l>.r x.ihix pot.pi- .ipg

young .uhihs iH-Ug -a uh HO

fnuu. contact: 1.«^ NUGrath. Heparin*
Worker ra [""gRO^C""!

0800 018 6068 Monday - Friday e
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Raising a Child
with HemophiIia
|1vi GRO-A

Rrtirii btf Chris UtxhisnH •{

A new t ditiou oi[ GRO-A |book Raising a Child
’.'. a!. I h'l.p .philci - a practical guide for parents', has

;md updated. She has a son with
i i :!■■• medical problems involved

':vmg with haemophilia, the.
i i

w all but m p.ai wilt. ;li i i
,i. ;> •). • mi*- . f j o > >->rr- >ai on i f

H. < s ’i . C„A I Mil I I
’<■<■< ..... c I '; ,- ,i.,d i-A' j i
du <■< l I : • hi: o.m I I.i< 'Ho >] ihllia i k

..i ci.atav. It your i i
1 > u.' h.;" uh ^ocKs it is also i i
:o nibble (join Diane i GRO-A p
Whitewood at Aventis i h

Jki.iiuigltto
J GRO-C i
[ GRO-C |bui ask your
‘■■■■«Tenu’e'to'obiam tlv- book tor

you. Any other difficulties
obtaining a copy, please
contact Tomtit the Society.

joanto GRO-C

The National
Hemophilia Eoimdat ion
( NUE) has published a
booklet called A Guide
for Women and Girls
with Bleeding
Disorders'. It
describes the issm s

which arise for
women and girK
are affected by
bleeding disorder-.
The guide answer-
many questions ab.mi
a xariety of bleeding
disorders, trcalinem
consideration and
obstetric and
gynaecologic comerns. '1 his guide i.- mailable
from the Haemophilia S<,< icty. To mcciu- a top-,
contact Tom on| GRO-C I If you have any
queries about women and bleeding disorders contact
Joan on the above number or e-mail

‘A Guide for Women
and Girls with Bleeding
Disorders'

. 1 lampshiie Haemophilia
: . -m> <• its inception as the

' ‘re. I cannot speak
are 1 have received.

•y wife and 1 attended
>d a very interesting

< 1 • umg i|.t- H.-.-uliv.l,: iM'ing the tour of the
•-..•o- -howu how blood samples

wci<. r t ..)■ . <( and dispatched, what happens to the
• .unpb1-' and Imw blood juoducts were stored.
I iihiiumatcly attendance was not high so the staff
would like to repeat the evening at a future date. I
was asked if I would write to you to give a “patient’s
eye view" of the evening and Io ask if you would be
prepared to mentum the forthcoming meeting in any
hteratmc you may send :<■ m--m>-eis of the
Hacmimhiha S< >■ -iet y.

I am sure Mrs Kath Yales from the centre would be
pleased to discuss any future plans of the centre with
ypu. A • ; <

'

f A : •• •

'

: A- • A- w
Thunk yon.

GRO-A i Aomhampton

E-mail Friends

If anyone wishes to communicate with othm- by . -in, A
contact Talia Barry

GRO-C I

My name is[ GRO-A I
1 am a 30-yeai-old h...-.
pail of India. I am
are ham radio, sh<

My e-mail is: GRO-A

HMM

astronomy, bird wm
languages (al ptesi mb'
1 also practice "Reiki A

The Hemsby Bungalow
is becoming increusmgly
popular for holidays and *
has had yet more
improvements for the
year 2000. Also
available this year arc
mini breaks for sT70.
(Eriday Io Monday and
Monday to Eriday: A mictowa'.e oven \

at the end of Ki:>u uni many oi the cnr.iic.- wifi He
replaced before das s<a-.m slsiis.

Eull details can be c-iil iii wd r -
or from Keith Colthmpel GRO-C 1
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it Changes
Ihi llnHt Tafjlor, AcMsw
The new deadline* for appealing against benefits
decision* are now in place You have one month in
whic h to request a revision of a decision or appeal. If
the letter notifying you of the decision does not give
reasons for the decision you can ivqncsi the reasons
and ask to see the evidence on which the decision was
based. This will give yon a funner two weeks.

Disabled Persons Tax Credit iDPTCj and Working
I midies lax Ciedit i \\ Fl <’> h.n c now icplaced

•U s Urnking Mlowanx and Faintlv Credit. The
’* ate r >■<< h mon genet ous. Anyone* who was

• • .. m tn* O' • au*e inetr income was too
' I** <1 • apply again. If you could

K< „ th Mmn. „in, Hi i d GRO-C ptniuttU
inf, GRO-C \lhis i/eru:

h n- . s his det tiled « Z/itGRo-AiZ/u"/r son; gro-aj
inin.iith r [GRO-AiomZ bio Ulllc <w'aud

, in i is.

As a child Ken lived iniGRO-Ci Somerset with his
Ine brolheis.। gro-a ;
There wtis link: known about haemophilia when Ken
was a boy and no forte of ttfatnient would have
been aioimd. which mean! d.i.y* oi sometimes weeks
<il pain and bedrest Early (vpes of treatment
iiectmie available during the- 1050*. Having cheated
death main times, it was His < oiirage and the love

ti nt for his famil'. that gave him tlie
.■•ii ti :> *i . ;md the will to fight for life. Ken was

a .. -('re hacniopliiliac. at 7?
's :■ .mg num h<* moved to

i :::< better when he met
i gro-a I 1 i y io i. <• immy md in love and married in

I b- • • ;md v v-d m[ GRO-C ] He
c and retired in

li I Oxfordshire.
.■ .il Oxford group

professors at
m the design of the

. hr ". hie It was contained in
fu.* was t he rorertinner of

1 -tr i'ii i-.i. A sample of Ken s blood was
p -pace dming die shuthe programme of

'1.' .illy P'.SOs foi- medical ivsearcii. During his
reiuemvnl lie tier am', a local Councillor and a
GiA'THor of three s< imols - ami when lime
permitted would spend many hours fishing. Ken and

iGRO^Iteliiriird In the Wes; ( iiimtr vj GRO-C i in
Comwidl io cimlmne their retircmi'ni m I 98">. They
me well known in their hila village There was a
large congri'gatii m at his fiium’ai set vice which was
held ai th** Wesley Rock Methodist t hurch.

i-.-.pAQ.-A.-.J ken "th be mi**id by hi* family, many
a * md fallow patient* and hospital staff.
Hyi GRO-A i Cornwall Group.

apply either for DPTC because you m t im-.-
Allowance or WFTC because you have umdi'-n. imA
is more generous.
Sima* October I 1999 disabled people and lone parents
returning to work are entitled to continue claiming
Housing Benefit and Council fax Benefit at tln-ir
existing rate for the first lout weeks after they return to
work. Ask for form MIB 1EP as soon as you know you
will be starting work. You have eight days after your
income support or job-seekers allowance stops to claim
the run-on. This time limit cannot be extended.

The Welfare Reform and Pensions Act 1999 which
abolishes the Severe Disablement MIowanec and m;d« -changes to Incapacity Benefit and Dmabilitv Lit mg
Allowance does not mine into force m.nt \pni ”
We will deal with it m mon- detail m th. v

The AIf'
Hardship
|FT«-^ his fund was M-t tip to :i**i*i

haemophilia or relatt'd blei ilmg

JL the cost of essential items which they < mmol
afford themselves. The items we give fundmg
are usually a fridge foi ireatmeiH or household item* m
ensure safety or comfort for a child or adult. Our budget
is limited and we receive more applications than we can
fund.

Il is therefore necessary tor u* to give giants to those m
priority need which are directly linked with haemophilia.

There are items we are unable to provide funding
towards ami these ate listed in our Guidelines for the
Hardship Fund’ which is. available from the Society.
These guidelines will give you detailed informal ion
about applying to the kmd. how we assess applmmmi.-
and how we make payments to successful .mplmm -
The Haemophilia Society will emiem -m .
applicants and where we am mmba •
directly, we will provide adv i.-<-

sources.
If you require any im : • ' ..
Hardship Fund coni ip : i GRO-C |
or e-mail joantdT GRO-C i

"v L -J

Karen Puppenheim. CEO. rerriren a tlu-que fur S.15,nmi imm siepp, •

UrdgrareS Mattheu Pinsent fmm Dir Hospital Smiini 1- •
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GRO-Aiprwid/// uhou-x hi* certificate

I gro-a | personal best in
.Jiinior.Grea t \orIn Rim

1 GRO-A i aged 13 and who has von
iWjih-biand’s. look pan in the Junior Great North

; iRun last year to raise much needed funds for the
nacmophilin Society. Ue raised the grand total of
S 1' • ! < >' t w n li Homy donations coming from the*
I r'.c^ ,n>d I G;-l ‘hem Ltd.

i^ROT^'oinph led ' to !m< «■ tml<- course in 16 minutes
; .... • - ’ o।pjejj.ciuw.es behind the

iGRO-AjVVe would like to
। < me, i .il iil.itdGRO-Ap* n dnmc so wo|) m (he run, and

• . aty. Keep up
til*' 2* I* "I w।>!i '

; year I
GRO-A

gpQ I GRO-A h, ar .igdtn 'liiAvn their
A I 1 'ii" o' । *1 mppoit to dm haemophilia

;। <>i inn ihv through laismg Sb 900 m 1999 for
im swuh sseivtU'. hitstre itti ' whhotpe
attended then ( husimas Dam < h> o i.cbj.lbe.

(
cheque X big thank ton goi s on* to; GRQ’A

and the fundraising
( onmum * toi all the
hard work they have
put into raising this
magnificent sum for
the haemophilia
rommumiy. They do
.i wonderful .job!

Chris
We have had a successful Christmas Appeal in 1999
which raised the Grand Total of £25,184.96 for the
Society This includes Annual Draw ticket sales,
Christmas Cards and donations. We would like to
thank all our supporters who generously supported
the appeal. The winning ticket numbers arean page 3,*

GRO-A jh;
Charit v
toiwsto / ;•
Top fundrai-* tj GRO-A ; mtoh imidi GRO-A i
embarked up* m ..
O’Groats Io Land's End m sepp.mh. i uni m-.u <•> i.'jse

money for the I lacm* iphbi.i bo* >*•<*, V- 'vi! .s

sponsorship moiie.iGRo-AjnoHo u tn* I* -tot in * *i yiimii j .*

charity auction ami gain* <t tin snppon nJ f h*- l’i>Hh
Club in Carlisle, and iais< d :*,• -mini ;m...
They were helped by iheir ti icmir"GRO^a”]« *•■

followed them in a van which contained two wneK'-
worth of supplies for their trek across tile UKIoro-aiwus
inspired t<> undertake the journey through knowing his
friend's Huh' boy. [ GRO-A It pictured j who has Eactor V
deficiency.

GRO-A
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Help with Insurance

Bi/ Ki< hind Hrumil. Binmd K/^h .V Hutners

Mao n :ti(M > sees the launch of two new insurance
i: e — whn ii will he available io ail members of The

Haemophilia Society, offering Home and Motor
insurance with excellent cover anti very competitive
premiums.

Both schemes are Iming mulct written by CGU Insurance
ph- and are mathable ewhtsiwly t hr '< mgli Bryant Kesek
<k Partners who are Registered Insurance Brokers based
in ( ’raiilcigh. Smuy. CGI' is the new for the
umcmly metged < .cm-tal Accident and ( ommereial
Cilium

home
( 'hoiec <>f cover -
"Sfaudard" or "Wider"
"New lot Old" cover
Buildings or Contents - or
both
No Claim Discount
Choice of excess
24 hour Helpline

MOTOR
( ‘hoice of cover -
Comprehensive
Third Parly Fire and
Theft or Third party
only
"No Claim 1 H-count
Protection" option
Courtesy car option *
Approved Repairers *
Fninsured Loss
Recovery Option
24 hour Helpline

"if Compi ehensive
cover

OGC will not be able to accept cadi and every proposal
put to them. However in I hos,- circumstances, Bryant
Kesek & Partners, being Registered Insurance Brokers,
will he able to obtain quotations from other Insurers,

However it is antic ipated that ( Gi l will be able to otter
cover for the Hottie arid Motoi insurance of the vast
majority of members.

Bryant Kesek & Panners was formed 1 A years aw- .

h;rs built up a reputation for providing a in- mo .
broking service based on a very pi m-v •, a.
clients backed up by high mcmw-

They specialise in the cat. i : : n
and have many yem - ;.

from life assuram- . : ; । ..:

investments. They .
long-term care, raising .cm - ww w . .. .. w
and many other impormm w ;

members of The Haemophilia 'so. a . -
strain of finding a suitable Liu Assmm - m
A full financial review is available i<> ;di clients um a-
are equally happy to discuss specific area? m i.dmc,.

All advice is, of couise. impartial, confidential and
obligation-free.

Bryant Kesek Financial Services Ltd is a membet of
Countrywide Independent Adv isers Ltd which is
regulated by the Personal Investment Authority for lift*
assurance, pensions and investment business only. The;

PLX does not regulate general insurance.

They can also arrange Travel insurance with a "Top
Ten" Insurer at competitive rates. An article about
travel insurance will he published in the next w-w ..
the Bulletin.
For information about, travel iii'.ur.-w m. \ i< d
Bryant Kesek & Partner- com .. Gi c w, o; :s '

274792
or by e-mail at insm • • t>: v.n;' k. •

i?: '!ixt«G(fia

Montreal July 1(1-21 2000
ix representatives >>i the
Haemophilia Society will be
attending the XXIV international

congress in Montreal this summer:
Society Chairman and Vice Chairman
Chris Hodgson and Philip Dolan. Trustee
Keith Colthorpe and < 'hief Executive
Karin Pappenheim togethei with two
local group representatives of the
Society.
Look।mt for a full report in the

o: w of the Bulletin.

50th Annh
Celebration
This year the Haemophilia Society is hall a eemury w:: ;T..
for the last. AO years we have been working to s( ( me tin -•
possible care, treatment and support for people wnli h.n mopi,
related bleeding disorders. That is a gong reason to celebrate.
Has your local group or Haemophilia Cenire any functions i.e. party
or event planned to celebrate flic Both anniversary of the
Haemophilia Society? If there are any events planned, let us know
and we will promote them in the Bulletin.
Contact Joan Doyle at the National Office, and don't forget, to let

WITN6392149_0014



Society News
Elections 2000
W*He Trustee election process gets underway this
gj month. The call lor nominations goes out to Society
IB members in this mailing. Nominations are invited

for the Unee Trustee plat vs which come up for election
this yeat. leim senting a third of the nine elected
Trustees. |\vo current 'hustees. Carolyn McGimpsey and
Mey Susman Shaw will he standing for re-election: whilst

’ >■ i >a-, id Evans will be ret iring after six years as a board
member

.Iso comes up for election this
,i : :e >.,< i. iv s chairman for the last

. . : : 7 re.(.|ection. Members
‘ t ominations. Please

• . • . : id up memberto. > , m uv submitted on the
' m Bradley at national

,<e iwurned to the office by 12
mem ,rn Wednesd;^ ApriJLU- Results of the election

cd at 'tie AGM on Saturday May 20.

Awards
We are now calling lot nominations for the 2000
Achievement Awards Below tire some of the winners
for the awards in 1000 Anyone in the haemophilia
community can be nominated for an achievement
award. Candidates may either be nominated or can
apply personally. The letter should state the name,

address and age of the candidate together with details
of then aHm-iemem. edm atiou.il establishment (if
appropriate), accompanying let let from their Centre
I hrecior and any other supporting documentation.

: ..nd s. ndmg nominations please contact
["’TGi^A :,i Scieiy ITeadlinc for all
"nmnimflnftSTs May H,

ihntfun (,oodhcn Spoil.-, Award: there are two
; me given annually and

< the award is given
: i hieved in sport.

I GRO-A j V / tn m'm- dm, is a cash prize and
(•ertilkam and is open to students r —
with haemophilia or :t related i
bleeding disorder studying the i
•tris Preference will be given to a i GRO-A
.simhmt. studying music, as a i
reflection of] gro-a i love of music I
developed in later life. i :
The Haemophilia Society Att ard: this award is
presented to an individual who has made a significant
contribution to the well-being of people with
haemophilia in the I 'nited Kingdom.

Catherine Cookson Awards
following the death of Dame Catherine Cookson, we
have been unable !<< give the < atheiine Cookson Awards
lot . .im-aiional achievement. However it is hoped that

imus ,.! her estate will be able to continue the
cam. and we arc awaiting their reply.

the realisation that people with haemophilia wen’
becoming infe<led wil h i he I!IV vh us j grc£a] with
[ GRO-A I founded I he Birehgruve group (named

after the Birchgrove pub in Cardiff 1. SadlyJa^o-Aihas
now died and mm h of this award is also an
acknowledgement. ol[GRd-Aj work withl GRO-Ai
The group has expanded from its two founder
members to over 40, providing not only mutual
support to those infected, but also to (he tamili
affected, i grcsa'i gives much of his time u tn
bereaved and their children.

With his tremendous < ..mm .m tew.,..

spent time fundraising for Hie group. This enabled the
group to have weekends away, conferences and give
much needed I- to those having tin* constant
worry of HIV In l!i!H the group went national. Even
seven years after the diagnosis of HIV there was no
national support, an<[GRoSj mi-' A m . r , m
first national conference in Ho

As the chair of the National Birchgrow < mmp m w
been a powerful force, expressing the is <■! p. -yb
with haemophilia ami HIX' to various funders, bin
to the Haemophilia Society and the Macfarlane Trust.

By his enthusiasm mid his ability to motivate others,
the younger people with haemophilia
now been encouraged and helped to
supporting groups.
Not content, with these a<
handed over the Chair of N;
but has now tak-m over the . hair of Um
group of the Haemuphilm Sx-'iit

I fu/S LUXlySOrt.
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PARTY, PARTY, PARTY!!!
Celebrating the Society's 50th Anniversary

The•philia Socjri.v has been given the
•/ . V. ; : <• UI recognition of our

.ml families. The- : for every
Haemophilia ( cni re in the ( K and die local groups. This

.■ o get together and
.. o h • -. । tl < mid with a bleeding

dismder and kid- < an iiavo J'uu!

The parp।>ai u ’.Mil < < >maii t lots of goodies and will be
; : ! v pK-inm Blake, the illustrator of Roald Dahl

. i.a> n lot 'it party packs sent out will include an
gaimeis park so that whoever is hosting the party can

nave a checklist of what to do. suggest,ons of games to
play and basaally. how to make the party a success.
Every Haemophilia Centie will receive a number of party
packs in the next few' mouths, meanwhile if you have
any qiu-ries. don't hesitate to tvmiad Talia Barry al the
Society. Ifym am pan of a Im ai group and are
interested in the prirty packs piea-c contact Talia and
she will arrange to have some packs -ent out to you.

: , ill be at Ureal Ormond Street Hospital
•m May id k it >< t. can't wait!

Easily a I>ig thank von n» Um-Min Blake for the Roald
[ tahl A>sociaii'm a«anI «<• hope the parties will be
eujmcd by iimuv Hubh > m am! parents.

"We would like to say a bis thank you to
BBC Children in Need, Baxter, Bayer,
Centeon, Wyeth/Genetics Institute and
other trust and corporate donors who
support our children and families work."

I

!
GRO-A

^■■1
iGRO-A;

upset because >m .a................;
! GRO-A Ito cause him pain when she treats i. ; t.

wipes her tears away and mUs her it is going to I >e ( >K

IGRO-Ahs a lesson to us ah t hat you don i have to let
haemophilia rule yom hie .md dm! y.n e,m ;iy amt
smile at everything ever, if you an- -omeiime- Im-lii
very sad inside. Sometimes it can v
young person with haemophilia
down!

:GRd_.GRO-A..rTpb! and c co Lm-.-b
i h” "f^' -■ V.. ..c-;

Well done[GRO A|
"The Factor Fjiser< was ,
the name t hid GRO-A i
came up wit h when Tie was"
asked to suggest a name
for a group of boys with
haemophiliigro-aus f> mi

years old anTis’pictured
receiving his sports
voucher for his effort
from Baxter Hyland
Immuno.

Urgently Setkins Willing Bodies^
re you a nurse'docior.physivimt.m:-! >. >

would like to come away mi an ado U".s

weekend for young people with haemophilia
If you are interested there will be weekends where wo
need you on May 12 - II and September 22 - 21 and
September 1 - I in Scotland.

The weekends are great Ilin, vou can get ;i.s w(.f as you
like (or you can stay dry) and there is always imu> made
available for socialising with die other adults. AU
expenses are [laid.

Please give me a call or email me at the Society at Um
address/telephone number below:

Talia Barry oni GRO-C |
Email: talia^r GRO-C 1
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The Oxford Haemophilia Centre
go on a trip of a lifetime to
Disney World
Hu foint Ofjt-s/l.u. Ifot muphHht Nurse, Churchill
Uospitar Oxford

Fourteen children with haemophilia took an all
expenses paid holiday of a lilct nue to Disney World
Orlando, made possible with $20,500 raised from a
throe year fund-raising campaign by staff, friends am!

’ ->m tiie Oxford Gionp of the Haemophilia I
Aouvty c - c • i

nine ;>ears were i
• a specialist medical team!

or, and Dr Randall Jone^
' ’ ma Oyesiku. and twi

ophilia Centre. i
i

’o ;f.< action-packed i
• mea ! mvers.il Studios. Sea i

. : . . Wet 5 Wiki and a spine i
..g.r<.i tom on an- boats, to name but a few;

o’ganised tor ijs on Coco Beach by the i
I laemopltilia ( 'hapter in Florida, was good tun! One d
the boys said 'll was lite best adventure holiday I've i
ever had. making new friends on the trip was great ai

the roller coasters m Busch Gardens were just brilliai

fiiv t ftp was otg.-miseu to give these children a drean
tome true experience, positueh helping to develop a
enhance their selfesteem in a safe and caring
environment albeit action packed at times, when1 t lit
medical needs could be met.

fhanks to me prophykit tic treatment with recombinai
f.K toi \ jif/IX gncn daily the hoys were able to |
;i hilly on the holiday. i
XiHo midi We majority of the boys could treat

• - -• ..o.h.k to wete assisted and
.c H :in mselves. One boy, who— i!. learnt to do so, meaning

local hospital! He
ewly learnt skill and

hm lilb-d iiK'iuoi ,e-.

GRO-A

DO YOU WANT
IMHWWVd C

iwwn».i><
WinIKENOS
We arc running tin; .
for young people. Tm :

May 12 - 14 Ross-on-Wye PGL me - • -i-

September J - I Dimfield. Perth ages 8 W '.-•ar-

September 22 - :!•! Ross-on-Wye PGf. ages 8-12 yem.-.

The weekends me great tun and involve gening wet
and muddy but having lots oi inn: Inere is a small
cover charge for the holidays mid fm low income
families the holiday i- neo All holidays ate also (,pel(
to siblings if theic is enough space, so just, ask;
Holidays ate open n. < m;m<m from alt over the IK
and we can often assist w ith transport.

If you have a child or know of a ehihlAotmg person
with a bleeding disorder who would like to i ome on
one of these weekends. please contact faba Hun m
the Society and she will send out an mmA m
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