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by Dr David Evans

ASam we haw received mon*

articles than we can publish. This
is a really positive* sign of the

। i interest, in The Bulletin from the whole
. ' haemophilia comiminity. I wash w<* had

: aBfS' space to publish al! these conf ribtit ions

safe some have had lo be hold over for
MM Mt another issue. However, this edition

includes a larger selection of readers’
p i- because it is important for us to know what you feel

ii,> Sui re'v and what we are doing. So I hope that
."I're .• i *■'■»<> and send in vour letters and

nV I< •

It,* 1 ’ a * • 1 : • >f the Manor House Group
a- re'n- • < • -appeal (in the Letters

<>rk together as a
; lire • H. Gm 1 i' ><’w that The Society is

spin into difLai^ iiioWs,rud clearly feel that priorities of
'I • d’ . -• ‘i , are •: iioin those of everyone else.

v. de ilways be people with different
p: id m ;। il.T-rent pomts of view; but we in the
I l.i- mophiiM Society have to represent everyone's point of
view. Wo are more likely lo get what we want from the
Government and ot hors by speaking with one firm vok The
Manor House Group have told us what they need The .society
to do; we have not wt achieved I his, but we are and will
continue to do our best for them and for all other members.

Previously we .have had .cotnplauits thatihere was t oo much
depressing nows in The Bulletin. s<> it is a pleasant ••haugc
to report some of the recent developments which should
help people with haemophilia

For those who are disabled I he Government plans to ban
। :■ r.He increases m the cost <>f insurance for people with

h . .ci. ; jbohsh the Benefit Integrity Project which
• > 1

r- ’ ; ‘ e'' ' ’’vahves

i . । > i < re , recent discovery of the way

' re,, ; o, , i its way into body cells
"■ i.i- 1 H >p i „ t, i > • ... mes and drugs to treat

i- , । away of getting into
j .i <i < - ; ! 1 1- < in're •" . • 'veil!

: ...< re .i • ' uH’ -,i government action over
pr>>l>i..|!i hl : >:• < k-.a.a 'is with children's heart surgery at.
bi i H(l organisations are going to takea
' re -i. i lire io see that all doctors follow the best
te. ommended practice. This should help us all.

Looking to
the future
by Karin Pappenheim, Chief Executive

Thisis the lime of year when plans are
being finalised for the c„ming year. And
1999 looks set to he tt very busy twelve

months. We have a number of new projects
। and initiatives to be launched, all backed tip

MH with an intensive fundraising drive to
Mfe__JMi provide the money to support this much
needed work. Looking further ahead, the year 201it) will b<
our 50th anniversary and we want to use that oppottunii '.

to the full in fundraising and public relations i -h-। \ ’e r s

anniversary fundraising drive is piaim-re, :

«ri up a new Friends i.f the Har-mophu :

u:? this forward.

Other objectives for IBB!) are:
To improve co ordiniitii r ,m-.i .
national office and all th'- ..reap.
bn a! and special irien st

Please return jour Local Group Fujimi yteniu: :

The infonuation vou provuj. will help us Io reach ths re
objectives

'S To raise the profile- of the Society, particularly ottr
services amongst pot -ntrai users and health professionals
Vbi a marketingTeei namem lih>

® To impure* the range and quality of cm serwees,
particularly m the light of teodback received through our
members’ sin v < y. to meet the ’m-.-ds of people wai-
haemophilia and other bleeding disorders

To continue our eamp.iigning for highest quality and
safest treatment. specifti ail?, areu'id provision of
revumbinmu and for Gire naiu-K' rer. ;n ft; •
plight of those infected w Hi HGV

Among i he plans lor new pi- i - are ;*iitiat .
young people who are H< V or HIV infer i -.
informalim. u:d Mlppml din < :iv for*;

We also want in develop a prcvir;-'
Ilie med*, of women with blc'-'e
continue to jirm , le .support .
All this will involve a tremendous .iireuii:! . ,i held w..t k re>
the part of our national office staff icat".. • .e>p, r n t ’many loyal volunteers we reh on all »wi ire- - - .me >

We're looking forward to a g-.>ud ibtnl an ! in tm :
may I wish all Bulletin readers a very hapjn Chrisima.* .uh

New Year

.Memberships, please.. .
Memlwship renewal letters are now going out : it costs just
i> HI a year, and in return yon receive four copies of The
Bulletin, full voting rights in Board elections, important
informal ioti about treatment issues and Society activities and
opportunities to nwt others through our events and
meetings And remember that The Haemophilia Society relies
on income from our members ;is part of our funding base

u.nhig your Sin memberslupyoii an- helping its io Itelp
,i!’ I - ii -I. v i‘ b haemophilia and related bleeding disorders.

The Haemophilia Society office will
close at :ipm Tlmrs 241h Dec and reopen Mon 4th Jan 1999
at bam
We would like to thank everyone for supporting the Society
over the las! year.

wia/sW A Me/l.'iy.
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ene therapy is often
talked about as the cure

2. Modification of cells
by vector in labotdiom.

Dr K.J. Pasi is a Consultant
in the Haemophilia Centre
at the Royal Free Hospital
and School of Medicine,
London.

future. Wi
true cure

belter longer lasting ireatineni than pecseni faettir
replacement therapy.

3.Transploooo u >n M'nmdtfk-d calf
to original .a

Hoti ran we pul genes into celfs?

Genes can be put into cells by various systems, by directly
injecting them, or getting them into cells using modified

Ihrccl iniccUon of
wins mtn tissue or into
bloodstream. Cells
modified within the
body.

Why is haemophilia o titp Inrgrt
for gene Iherttpy?
We do. after all. haw good treatment in recombinant factor
VUI and shortly recombinant factor IX. Haemophilia is a
major target for gene therapy because it is a ch-c
disabling disorder that is dm- to a defei I .- .
gene. Hence* it is simpler, in con.-. i>t m। । t>। |

Today Hie goal for haemophilia is to develop a tn .it -i
for patients with severe haemophilia that can he given one-
or twice per year by injection. This ’gene t herapv drug"
that would raise factor levels to 1 < ba or sufficient to stop
spontaneous bleeding episodes. This is the target for
scientists working on haemophilia gene therapy.

I. Removal
of tissue

i ><■!><’- ,H<‘ i

ifbtliB'lj
betSHiiiiii

duct ion of
f gene leads
rotein or i
notion of
I version
I. In Hie case of
VIII or factor IX

aemophilia is gene addition
it is to say a normal copy of

Hie cell rather Ilian
a normal one. Gene
gene for an abnormal

but remains a long way in the
one therapy cannot be a

tin alternative and hopefully
.

'

. ' therapy for Haemophilia
by Dr K.J. Pasi

mi haemophilia. Many
people see it as the next big
treatment advance in to diseases that involve mu!: mi.

genethera] idhowfar Replacement treatment .m wi. i - '■ ;at. ,o
a onre? How s being avail-? m j

I about po'"‘। | s .• c . > । ;< .
reatmen’
eonh* hop ' : , .1 : • . ; • 1 .
hilia. Lastly eta c .p.o.im”. ><,. .- s; , r,

’Vels to .r> Hb’w o'

agamsl spout at toon.- i -r
haemophilia completely , i . .i- <i •• •- •
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Up il ill’-- Ji P C < ' •• < p ,! -•• • - U' >■ ' -
•.<'?!■!> Ph : «■ b t • t - •', • > 1. >,- , , .।* -
> ,,M .Hi, i .m i ,1 ,> 'I • '.|.i „lt' , ..;.| - - >. P. - < .. '
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or within the body (in-vivo), see figure. Both systems an
imiiw expl-n d but obvioiisiy m-vivu sysn-ros wmki
better in the long run.

Htm>far haoe u>e got?

genellwi®i®SiiitaittiiaeiH®^
pparHctfl^ jitcleflbM»

:piploreBiSnclfiiitially'gays®cimragi^ liswewit
wwM®®exj»ect®l® • j
jiiniltipeiiresiMiJseW

' ;i
gystHttiiflttiBgfofe
MkleAfofiteint^^
wflyijwoftii® lactor iSwtfifttijr Iij||P':

tgcHtiiottIjetsBise•pfi&HMdieS:d£S8Io@iflfitoIt®ScftiifRiHis
jfcisylffigHiptp

®ii®liut®pto i pg । । i .p|® , t t : t

;e®£ien^ .1® pl® pi
i®e®w®ip»misingi®stem^
ipSAS®assiigeneiSiergj®esiiHft^
small animals wnn naemopiuna is aim is now oemg ;< ‘ .■•u in

dogs that also have haemophilia B.

Gene therapy lor haemophilia A is more complex th-.-
haemophilia B. This is because the factor VIII gene : h--
more complicated than the factor IX gene. As a resuh

progress® le®ihaa ' ' i
foaiMioiijfliaBpaltto^ । • • P P c
iaipoura^ ।p pPpp 1 1 P P

'

- pig। p Pi p • P

'®ll®fciStailW<leSJJIWdiW
®EStptaials®l®»fc®Siftj® i

;TM®vh11pj®babl®b®W ) Pp '

gjp|M®»eJtiS®|BHiStswi®^^
<4oes3jf®QUiwi®g.uJK®^
®ttcee®fti| proves toil® safe, Hacapp®jfflas®
ij®stfll® n .pp • p®। pp • >

pflirstpjlnssiP
inww

• jifttB®er®rAB^ P - ; I , P i p

The realistic prospects for gene thempy are cerlainl.’
getting better. There remain a number of research ai

and questions that, need to lie answered before gene
therapy can become a reality, but the picture is gelt h®
progressively clearer. However, il is very important t; •

remember that any gene therapy treatment must be

This nrtiele is madifieit front one n riltmi by lb; Twi for
( enteon .\eirs ftml is reprinletl irilh Iheir pelmission.

by I ftu id 1.1 tins

f. iris ri-ciwd ii-pori". ut ilm-i- ariivit.y
' •«<lid.!.', [qifor1onub-iy. wi- do nut have space Io

publish them all. and 1 r un oiily giv> a bre'f n-puri. of

Ur Ki>n> and hif'-i I ’r tiozz.-ir-i hmr b<" i> Gw mrdii-i^
-.1 •!,.. Nf.l li, U -,:... ><h >,,,’1.1:,« f.ir 11» I r.^l IS

i-.-Hup' ..lie, (hr Hi' P- I.A’» rViH>-- '■'■'Ils u‘1"

!i>-,(.i,..ibl.-’ aiid ii.-ipb'I

Ibeii.l-'i Bux:'.a!>! inmi i ii- Nicu . risi I. I'cntn- has i.>ld
>H al-- UH 11»- -.pi Ui-, llaitimg i ;iitip ii> baly. il Gkh tii

Keuiizzi. whi-n- <ii” and K-m J.fon:;- m u>"k five buys

North Wales: Dr DICozzard Tel:! GRO-C i
f.rmudiilm.. jilr. !-■.- fu. •; H,..:,.!. Hindi.las.
||||||||^^
North Walcf.: Carol Holliday Tel:] GRO-C |
•Sd B;<::llUii I i.ir-'fo;i-<. Pn'a.-Hyu. Ciw.sd i.i.ifi 7'J

I'.iil . lii< ni!.i Buzz.nd h l: GRO-C |

1
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The Bristol Family Day
by Joan Boyle. Services ( o-or Jinalor A- Benefits \<b isor

T i®day begun witn a wweutne spcern M>m harm
Pappmlidm. She spoke of the Society’s aims for the
year ahead and long-term goals for the future. This

was Mowed with an excellent, presentation 'tilled
‘Proohvlsndk :md Purl. A -Cut h«' !>v I Jr iMor Cojlhiu fl<-
cieMEly how.p.®p^ soon as
.possible; ®ilSfB®wsrtt joiM
ipfait* -it full and 'Hjere;hayel« 0
epncBiisTeganli^M

IWlKiiaiil^ ; '

<: "’’ill*

3JJf,swerksh^
Issues-ftHvpeopIti
’WiMhenIwfcSiij
Jjr
jiwnataj •

tBperiftgfffjlf

J .”1-f 1 ; 1 . ’‘ • s« .• : >■ • i« »

Parents wnrc advised on spon

= :• : i mi® •>■.. ; r-i- . I:

IjjaSlBwrM .

ijssHeshitn^^
Ijjisisljoul(He ;

||j||laHsO
Ifilltis,I® tf®15|H^
jMipgww^ s’eV

fcfflji;;JHHJIM
'did with haemophilia;,

id protective clothing,
pad® and also about the

ill their children.

Hane
WElssh©O|(tlii®iliBBt^^ i
harne-tiij|||IBti||Ji® '

Parents were able to relax, participate u they wished, or
listen and enjoy the experience while’ their children were
enjoying a trip to Bristol Zoo and The Exploratory, an
interactive science museum. Feedback from the day helps
lh(> «<wi<»tv In hI'.ji; <MK»ple

.Thahfcyott^ wh®

Tn®:jjjjj||j||ij^^ ectoejljfcnte®^ iiHIJ
aatl:cSBj||jijjfiiSues.

•

' ' - ; ; ft||

The Belfast Haemophilia Bay
by Lucy McGrath

j||||iHsTo^ <
J®--- r
.Ot day whjcltwasmgisst-s® • i
variety of subjects from von Willebrand's Disease to Living
with Hepatitis E.

We were given a wonderful welcome by the local Northern
t , > ; > । . • , ' > > > • , , ,

PMHiHilariyiSBajSraK
ifijr theirhelp iJiiSHWish; ; • c
Jtospitalit® TlianMplsM ti® wpyistwpHicMitjars®he • >
shaisi । , e| '
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RED RIBBON P GE
Feedback from The Treatments
and Alternatives Conference
by Steve Fouch, HIV Worker

: s . , ’ - '• _. ' ,

Uu 1 i> , . ' : 'll’. ' • oi

. • Lio L. nt Si. .C‘‘ • > !i<, i •; "> o.-‘ S ...it >:< I

..fb i’ , r Ki- 1 . < . •! iu\ .n..i , i*P.
< li,P:i r. ii, il i. ii. oi : lr XII 'lo-.i'.i mh t i;

II"-, < .-I,. । ;’...■! - , .--J
jawsentei-^ '

- ; p t । \ p Mt p

b -up,. ; . . o .ilA -I . I >■ ,. i. a... i ,■< 1 1 r- . a-

iSMetyiiBflitMMMMMieM
MwefiMHesiBaLaMioM^ - P -P- -

n.u..., < ..u.on.
P 1 p / / ;< /

T' liiri i uro'o in-rip lib1 .\l:nTaj Juin Jri.-i .M I®
S-.< b r • <4 uih.T moiit . ,u th.- fut use
P: tj.. . and ih<ir faioihi -■., If you have

v. < -i ;j. I ;;k< :. i a : !iio>r<

jOMSjlliiiilOjiiBiiil®
;ji#Sj||||||||||^^ •

|MehavtrettnUy
been contacted by

W W a young man with
haemophilia and HIV
inl'.a lion iir iiig tre.iii-d iii

iwitraiicifitr

Trust Review
.. M-i 11 if i<.u« i Im months, the MacFarlane Trust

kltm a f". v. di. • I •< I> of 11 •,

- Li.1*' p. Un' . i-b' to 'h
jj|j|jiijjff|f|fj||jj|^
• a io it. o'.;-. i- i- n Jitmi' a- ii-'Bit. ubI

!hr liii' iiui/iiiili'i -
IHV ih < t 5U,B", ... 'bn I : .'!!

h < I ill shf < h < -|| ||HI!•'1it of
n-M-nn Ii th,-it Luo .i4oiii. on
b -v. of tin -ti il - -r': ion1 siij<p

igHitlfS-MljjJj|^^

• ri' t<-t up f. - oo |. .i I ’!"• .-m i 'i-f. - p-i.r.1 1;mH , • ,| 'u- ‘r?Im, , B 1<

ng io pou: s lt L, nioff <'!osi Ip. L< Hb Mo
4 can !>•' mop' uq ; >r1r o ai'd

1 • I ; p p p p - i ; f pr ip p /

'ir ill a ' Toi ,| , >. o|p j p ; ; |>: ; (g

Information on Treatments

Anumber of people have called in recently with
oWoof*. ,,♦* ooinhiputinn

t h< t , » j •’ pi l '•. i» • f. ' । i‘ . . »"p" . i >.

I.o-:p(.>|,p o h-. . Um '.ill,1 is. \.i>r < . ill*.- h.iB i-T

v.ol’ll < "i 0 •< !■•><> O>H

If you arc- Itaving concerns over HIV therapy, and would like
more irifnmwiHoo on the frontw'ni«s wi»ibth|f» and f!u» >«idi>
teMHSiMtiiptsBleiMtiiiMitiW MMM
j.OC .!' flo So' ,. > < >Hl> o Ap.-lf ll.’.l''.. -.O’l'.ll 'Oi.l.l. 1

PTI'on i'-’.B i7'»H7. or tl» THT 1 h-hdir.. mi® 712
iop>

i
7

WITN6392059_0008



M&s t© tin Mstw

—

St! A t/‘l b

^8*<d hM"| (

irorm

' .1 Hi pin I mih % that used syringes

Aiite-Natiil Tests'

GRO-A

Lnttor to the biitu
Haemophilia Society
Chesterfield House
385 fcuston Road
London NW1 3AU

£

hilitor’s Reply: So would I. but we do consider the
relat h es’ findings too.

mimiiii

©©are

it given die mipicr.Mwii ill wt .kuw-tuui M-blitig » wwnys
poorly organised, highly ‘risky’ and generally inaccurate. In'
fact, the article contains very little accurate information
about ante-natal testing at all so the title is slightly
MBsieactng; \ © '

।
'

• ; ' I -

>. The Bulletin I - ,c ; II- r h r. - 1 i I<

Eliiti©S®©On,lxIlh©«^^
। I < - •

'

I

'tfginiectt

l>< i ‘I . •; h < ri. , H. p n.i, ।। I : ,

iit©ie pllhMr©s«©tfe^
their death, were mentioned. Was their death related to a
serious bleed or was their death completely unrelated?
This is a sensitive is-u.-. fon a> a haem,-phsma- ruysed I
x. . .i)t I Hix! if w Ti.!

I

c Group tr riles

arlule in Issue iui.^

"
bow . \ I T. I am

s

ely t<> present an map!

people.

y fPerhap.T^
n 'it- i ;x- i. ii.ii<. . । o e usw, > >< -'m, , r ,i < ,> !H.o . .i.xui

i > .. 1 1 o m m «' )• m। ;,i, . ,ii <1 I'duH’i.ili®. it xni ipt

I • (< ; .■ x . <i i. oi.j te> > 1 1 . i > x h : >< r x i ,,

l r ’ 't mi : I’.ixr ) . ' ।

x • i> ’ < I I / .i '1 1 • I - - <- I fl I x

t'o (■ - .uw. .a.<i ..>>)■ , !■ ' .< mip |. ,i im," ,ir '1 1 .os ;

>1 T '< - Hu'i Th < I f 1 1 , d< , ;i . 1 • x , ’ . IIr ‘

• <f ", <>■ . ।mr >"< 1 1 . ‘ ।i - L f - ,■ >i m>',

A dye p

.„cL

> Oil the floor <>( trains:
1 not mt end to

encourage others to follow poor practice, ami I do
not think that .something like this is likely io lead to
other young persons with haemophiha doing the
same. I am sim that, GRO-A; .made the tomtnents in a
light-hearted attempt to describe the problems ol
travelling by train, where facilities tor disposing ot
used stringes are difficult and sometimes impossible
to find, and did not intend Io set a bad exantplc.

Editors Comment: I picked this article because 1
believe women whose children have haemophilia
will appreciate I GRO-A j’s remarks. I
consider it important that members are able to
express their feelings in The Bulletin. As members
frequently request more information and discussion
of issues for carriers, we fell Mrsi GRO-A is article
added a very' strong personal view. I agree that a
follow up article giving factual information on ante¬
natal lesting would be equally useful in a future
issue.

BliM

e J,. . X. ,X .1 <iph..l.i P»-
1!« Bulletin

GRO-A
.'."tit : i;i! )'i

•'ll! I X'lxl bl a-lff x..

i iGRO-A i
a। x x u 'lx L> l . ix ! I ix . lx ! .A x i :: 1 8 :• ii

=:?
ClIpX.^

1 he ( huin.
regurflingi
oj The ^iuUusyeue.

il

teiM dropping Moody xyrHigos

UIU! a Ix >OK ‘HIT fl lll\

iety care should be.' ... .mix1. < ' x rr- ’ .iif

«f lx.x 11* x> 'tr

e
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111« i<i t<i Hif arHib Ie Man < 'ku! •
pl d .a-.; a- h- • 1 < d< ,1 < b <H >4 I ! i> 11 il: ,< 'a,, (

in The Bulletin Issue 3. She is concerned that Hie
Society will divide into differe nt groups. I must ask, is

she living m the clouds? The Society is already split inn.
several groups: we have haemophiliacs who have n-ccdveii
a very derisory |«jwitt for being infer ted with HIV. We
ha.i •, mm?. peop’< h- 1 A>h limy r< < < a i <i a :i,< i it

ptodiii i , iinv, । no lir> in,i;l.i WH.i; hv <•

d.o in <>pi< <4 '’I' *vi, 2- mT.'itio! 1 •< b in',. li ’ 4 < lull '.

bolhmi;

The Bulletin : :
ruiiH.i i > 1 pi • .».< .11' . ,r 1 Hr-, : i< • 'bi-, 4 <• ,ih,< ”
< 'U<) i >• Hi.n •)> • .-r ! h< - l-omd > : I hn-. !i.n II <t < a

i.ui hold <>ui inn h<>pc for He fit-palms ( e;mlp;ii'-'i

1 1< ' : < 1' . h n -,| p« k।..A i. Ui' ’.aipaih1 ll< :■

Mar. I'lnrk' should keep h.-t nps<-nmy r<-t>>;<rK n

I , ..ih I 1,1'. d E .III ,. I A I v.P* d Ip.il

'■anipaibii lor- in-.ihhMb 1 « i du- :it -I inr h-llt-r I v.i’

ba b"i' p,Hf"ii - Thr :■ •' -old i,.> I- 1 < <

T-inii Ir.Hr 'u<- H!\ 1 .iHibai.'.ii mid ;i'.: .in d1' ri

Sian Cockburn, y
'''l|bo

Manor House Group

Editors Reply: We need to help everyone wit h
haemophilia. \H those T speak to agree that w.-

must continue Hie II(A campaign, and we shall.

However. I would like to see all of tts helping mu ii
other, and not just following our own particular
needs.

। 'Tr' '• !>'ir 1 < >.><».!">. d ,1 in' • 1’ • urki..b d

< ' 1. 1, '1 i c , | . r .xu- a,. t> I'M'! ' I
v. . .rid ii.i'.'" [ r<'f< n • -d b- 1 Pi .sir-, v, hai >o;np

iiu .in* I Im am piTr!<m<'d ti, b.-ione n, ,1 piirp- 11I ir er. up
du. 1' - ">.rn 'll I o'l .• ,,n ! ,r,H, d 'hr .1 . • 4 < 1

: : a • M <c 1p cP hl <• MIH , ,>, • I., t:sr r I . , : 1 ,m f r

1 < • >1 <,if 4. i ii. eie I • r.-i । ..1 1 . r. n i.ilic

Cloud', do hire i.iht-i imiiiA' A h In.ii! lh-p c I vaiH

liSiWplTltkBaye
whilst I have la live with ‘these cruel burdens' 1 will not.
accept or condone them.

Wake up Mrs Clarke!! The Haemophilia community has
been divided ever since some people received viral
Ax'E'A H 1 , 11 1, t!,> ii .।ihdii’b.iii 4 • :•,1 b-i : 1 T'" b,T

< oo'iiinc I" 1» dr ,'!■ <! 4 -a > < ।n > '-.A' 'n 4;:

kt HI a,'id ue: d 4 • i o,. 1, p- r

<। m ; .1 'i> I .r. . 1 1 > ।m < a ax , ,v Ui .

’.v - ' 1 ' ,>*d . fb ; .< , •' .a 1 b.<i ,db •< i ah <4 u-

and I . iul< 1। eno Mi-, t i,irl..i s i f moil i< 1. ”|s im- S, \

< <4 • t III" for 4 IH'iiph ? ‘ a liIp-t < - . .1 l f 0 • S' =e|<'l \ ,

Mu Glatkc niiuukl Mtutt the answer.

Mrs Clarke is partially correct. Thore is a small minority
who arc virus free and they are now hojtefully receiving
recombinant factor. This small minority is also divided,

recombinant 144or IX is not available and the prospects
fitd f.U'ir' 1 •: "'bi' ' I Ui ‘I• !><>' Ii >< .'i. pi।Hiiismi'

A h- ib- 1 b|-i‘ i* b"i b" .io - a- d do la < >iii< ‘i;i

|"1> ' f'l ’ ei b>! !>;■>’ I / '1 ! , .1 . a ,1 "I lib ,1|||| d< al h Tin 0

ii.e." lai t<«. mair,' niirt ak. -s madi al Hm- < -a|» >■>< of
bm-mm.hih.K i. and v:>- la-'d In -dimit about il Ih4<.y\ h;c

f' ^ T i 4^
;w 4 1

a hal"l of :■ .a ' -if

L^GROAJ
i •

l in Ho Het in
Ie and say liianks for the
i-d f>i) ::n .van. h> a man w il h

ha-' : ' i.PGRO-A' l> a 44 ;n;d ' HU' > <f 1 1 1< - f> w.

.iaU.;wilr.Aci. HIM llp.-Jm now bmp

told he is HCV positive, but up to now has no ill health. I
!--'l tb.is ie’in r from M,.ty Clarke points to Hie fact that
people like I GRO-Aj have been forgotten. We feel guilty
that he ONLY suffers so far from bleeds. He has had to
:;tivr- two kms' r'-piacow i'.is recently, which has set up

f jflllllljf a : ; i f a p||| • a I

If >>u 4 IdhaiA hl., i GRO-Apl bo
bo S' .. aety bi-i-aii'..- Ilicy 1 iXLi
m < 'in oMi'i •- ihi '•i"ialioii,

IfMWittat pgjMlJjOoWty 'gOiftrHneiitto ihelfeif1

r'GRO-A"]

parent ol’a child with Hnemophili;. B liar
I i-riiaci.-'fl 10 iibi.ut a Irnig landing inhibitor |,.

tai lor i.X hi Jt uiK toh niiKc llterapy Im ; ia eii

-iiguo'-.ini iia Port a riatl. n • r omliai the miiitiiinr.
Tin I..irenl would like io (aii: volh ,mv oilier i.an ml

E:< a a । H' i1"'- 'bi GRO-C J : '.-tl
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Northampton & District Group
of The laenophiHa Society
by Liz Rizzuto

T heNorthampton & Dislriet. Group of the
Haemoi.hiha Six-j.-r, was re! s.-ir.- • ir a> a
support group. Pritnarily these days their function

)h - . • I , ., 1 ,, , •

jiitniiy HaiSisiBig -Barid SSJill, '
:

' "■ -ft "■ -■

'!P> . .h.h io- i> i. •ml >•" 7 ft: U . m in B di।lu > •

1 - td • f • • . : 1 i •> •.. •,<<;. > - J .. .
dlieiljifRtliHilgwSiBjH

•if jflfift local
;gronp on:af nexteiBiln
7* 7 7 70 7777^7 ' 7i«ofW^ •

seat® 1- - • B l|g[|!||^

• JfilliiiliillljiliJil^^
•anjj UI, U mrn, "7. ' 7 I . .
B8jljf jMlf|ill|||M^ forthe upkeep:of • :

g if finrSrofc ifllfc

virus
5... .’fo- :<! K’ aii'

•i|:pep||||||^ wSrji,:iiae|jftiftg

Bill
nnd'dm.s il-.w ri.

|||k1»Is||bi
ilaijt liiiiitg
I 70

IJIIJitif ill
JllierftiOBly

flits
•igti,

in:*tj|f fiiSctiontests,:#ik1
II'-' ‘ - 1 ‘ 1 UT >

transipj^
6ePa:®BBii

IIJlIlJ fl.VlgffS^

ini
seBRfiltiiiiBM

1' •> 7- I.m • : 7,1. I '7 • pn;iu 11<-n n .••■>!.- mil r:ii ••• !!■• >’

treatffleiit^ i jlraivM
Sifter ftSSeiiMletetgftttttS^ :
seerns tftW iriBMWftcI. Ii

' i 1'i ft ft ft

rlJIIIIII ; .,• • |i pd • .1 । •

5fceift« ’bift:atftiftsent»«
if it, causes long-term liver disease. Present evidence
suggests that this is unlikely, and that, it is not a serious
health problem. We really need to know a lot, more about,
this virus before we can make any firm remarks about, it;

„ .„.». ,■ .,1.1 r..»- !•■ .1 ..... .‘

• :nii> I ! ‘ ; i. I ' :i ,ift..i < : ft • ,! . ! I < < i >,< pff •. > 1 .
M> V. ‘ '7,» , 'll'-.Ik'!

OeiftWltBe^thlftre-erififtees ft 7 । ;

recombinants are thfe only safe dotting factor
concentrates, and we are renewing our requests to the
smthorities tn makRTPromhinant factors available tn all.

R -.-i’iiily. wish tin1 kii<'wl?< Igi- 11..it thr now St on iai.
rmiiamotii was t’.onui resp. <!T.’hiljly for
irc.iitii mat'.i ri, f J:'1 smioi:;' S- •< ! isl s Harmiiphi!'.;!

< mniir: iT.;-. abfo Gramoio-i Son'll Si -uland -md
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mortal Services
T herewere two nuinoriaJ services for those who have

•lied as a result ol HIV and/or hepatitis (’ in October,

The first was in Bhrtungham at MI Sainis Church in
Kings I leal b This is the second y» ar Him they have hold
this event, and it was wtfll attended by those in the West
Midlands who have lost loved ones The organisers hope to
run this event again next yoai - wat < h this space for details

The six end sen tci was held at St Butulph without
i; ’.■■•'ate in London. and inrhidrd ;> dedication of the

' A - • brant •• (lull will be kept in the church It
, 7 I and touching service.

. " . Memory
1 , ( picture, right) was

•• .1 - iti al feature of the
i . । : ophiha who have died

> ci, 1 • ,i riuiiammated blood
l.r-OliW.'.

' • the PhvsH-uni who was himself an icon
i mne-i, and shows bun holding an v on of the Mother and
( ’hild lit the backgroufid is a winged ox, the evangelistic
H.vmbof of St. Luke. Behind the Mother and Child, in the
traditional Greek 1<*I termg. is the hlk ’Jesus Christ the
Victor’,

Below the icon is the Book of th niemltraiu-i « Im h records
the names < if people who haw dh d The Book of
Romcuthraiwe is open to the pnlTi wiicn the chins h is

a!!h>>ngh it is re< omniended that you ring hrst to
• t • rs may be pl;u ed al lite Memoiial and

a • thr a candle to be In and placed in the
' f ' • i - "i . • . If you wish h> visit, or to haw a

o i.. -i ; . m' contaci Mary-Ann Tanner
,0.,; > ( .. • it, , ; Bishnp.sgate, London

i > ‘ 1 । .'I'.’ -MS TIS8. Anyone
» copy of the entry

iHklJteJjpdfc ;

! 1 '< h < » w S'ei ” a parish church in the

' y
A«an Tanner's sojjGRO-Aidied oni ! The text
below was included in his funeral service to give a sense of
the things whit h were important ftioRo-Ai in his life

Mingus;Jgnioih, Hewitt bed. bon McCuthn,
Transformer; Exchange & Mart: Calcutta ('up. MS
Dos; Rites of Spring. Blood Makes Noise; Bugatti:

Merry Prank«!ers. Trane Babe! 17: Mambo; Silver Surfer
Spanish Cabaret. Edict Erwin, Tropical Fish; Avedis;
Zvldjitm: The RcbeL Mandelbrot . Bacchus; Suicide Is

'v.ipjji pj(>-.;(4Jh The Middle Somewhat; Hang Ton;

' '1 A Iv Electric, Bill I m fly . Twin Webbers;

heart of ilc i'hv .>f Lund'- . '-.;t '<tm"

work in Ila- Square Mile <:■. i .p. u :-

Sam !•■ "ipu Monday li. Ei
weekend . Tg S>.p!eni!x r.

Everyone is welcome tuu.
check first that the ehurt it v. >■

above number.
...

Eklaehrome; Mistral. The I logs of War. Grelwh: Rolling Reef;
Mud. Blood, and The Colour of Grass; Beyond Colour;
To Caleb A Thief. Don't Look Now. Olympus; Chaos;
Beano Chant: Eerrari; Ken Krsey, Doctor Stmngo: Beatnik;
Bull Terriers; Aekrington Pals; The Old Man and Ilie Sea;
127.r>cc, Half Life, Westwood. Night in Tunisia; Bucky Balls;
.‘ioOGT Delaney; Balsa: The Salamander; Silicone,

oimtcxs; Fractals: HBE. riicertainty Principle:
Nutcracker: Miles: Roferoii; The Night Studio. Snissy:
Dancing Wot > Lee Masters, Cninbia: Lemming: Bazooka Joe.
Plasma Cutter. Zeitgeist. The Ashes; Popular Mot lucih
Lotus 7.
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gro-a fs four Corners
J

I GRO-A I is 35 :UK1 has seven- ha- . 1 •• ,

gro-F1992 he rescued an .'li'-mT'i" : h . .• .। >• >

A jivhh tender ran- H- - id - Ji
recovered and is now .• J- I 1- m W • a I i

been onstage in a • • ' ' ' ” . ' !

and been to coi.
Christmas he 1- ‘ ! ” , . • • ‘ ,

aid of the Oxforu a •>

London Harness he.. I- . d.' - . I ..d : : -
iGRO-Aptas also rest m-d , • ’< J 1 s •. ; .1 ।

K4>. who was ubnllf Io be shu. -• > -I

manage. He has shut mm Supreme i .;'•■* -i r ।

Show at Sbmdeigh.

Hob ami Teddy have w<irk“d with ninny lelovision stars
Gladmiois Htmb>r, PimHiei and Wolf. lit it Pollard of
Emmerdaie, \\obdv Turner <>f Pm Rescue, Bred Libnah and
I he Red \rrows. Next yea; they will be at the Easl of
England Show Horis t'-ounly Show, Lmnboum Nostalgia
•Show and East < 'hallow.

GRO-Ai Teddy and Hob would be delighted Io see •
with haemophilia ai any oi these events 'J.- •■ ' • - r, ,

the best of hick.

John « ) Grouts. I '.uG-esdiiiiv con i.y-n J 3,120 miles of
< : > lends and relatives
as irfissibl- . and to raw mon*-, i '1,; Haemophilia Society.
Three of a y brothers w.-re burr: ” i !• •mophilia. of whom

.a,. . .iu ii... . J t :■ ' r* ncouraged by the
genenfeii . efthe sponsorship an-: raised 52300 to date!"

"As you rati imagine, it was hard work at times but it wa..
also very worthwhile and enjoyable. I have been toticlied by
the generosity < if people Who ha\e sponsored me".

Well domjoRo-Abom hard work will be a great help to the
work of the Society,|

| GRO-A

Medhe Half Marathon
GRO-A i. an<C™ GRQA'lOrGRO-Al amf"GRO-a'”I

i all took part m the Medih* Half Marathon on 11
ii; > •••m behalf nf the Haemophilia Society and

J . ••* S.b I G lb Well dune1
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Society Friend

TilinByoMioy®
I'l.m! i.1 i?o|i l-.u- b If <01'1It f • U ' >

sBj’®6ijera^

•BetastHinrafrilHct

Soeielio/Sirt
teeBilfc
teyeBiHmigi
lisWttsuBB
ysSe- । III

jWllttimHlSTBseasBj?tt
!!.>■:■ p1 ib I • it. e. ;?>. 1 '0 ri o ,। I’.j । o* i, .
operative Sc iety who generously agreed »••.supi.-or’ : h<-
Society in 1998. Mil GRO-A i Chairman of ihe <■* rmw.il
Group, is a-i -i: *e< l iving tin r hemo of £33o Irop, Mr John

-' I K ." I ‘C < " ’,’, .. .

Road Runners

TaHi \ :■ -!i h’o , > !?,-।। , > . । 1,- y , < •• ,
fi. i, , a . - > i a , , J .' -k < >■ > .■

tte<HMiuesto^

Mini Triathlon

Group Disney Trip

A r. j- 'y .' • i ‘ ’ .1- ,o- > li - '..A.,< 1‘- ., i a-i.i',
tlFSjggj|g|gsijj<|y^

t k‘ t " '>•■■; ,i- ,> at f< i.m, lioui ku :,i-p(iti.i

M It’ Una -a > I,.'l -• < hi-tf a all ' - !>-t,i> t ’'b-o
i j O : jiii.i 0-i ’. • i '\|ofd <»nap Coo I;, n a ,■ k I

I ' • • ' "ii.-.1 -S' "■ , |gRO-a| di GRO-A I
I H- ( lf< || < P ib del :> ii , hih.

i GRO-A :

Oil,. -i‘ " , t « < of '!■> ( >\b >r I

: t t'O s I

|lj||ijj|||jjjjj||jjj^

I GRO-A I | GRO-A it.. a ; " >• 1 > I ' , • , ”
I i" • ii t ,i b an • Pa' a i . <1 • ' ’, i« । •• <
GRO-A i

i, i _ tip . . v, i > I ; 1 • i । i l • .■
summer, and iney were iuexy enough w have u on one oi

the only sunny days this year! Eight, volunteers cycled .12
miles around the North Downs, and followed it with a three*
mile walk alone with their families The most phvsicallv

GRO-A i. > -. ! I ; I ‘ • 5 , . I •!

1 . -I;" 1’ \ I .. P.h I . 'il-

.J:u '.Bu-.l.™.: U—.d -^UU^lujGRO-Al^^lGRO-AI

Tb.-imt<> im IC.",!.i< i i 'hl. of 1‘oul, v.i.o kc.-o
. o, io:.-? jofM? '<:■ i:,,. J,.’ ,i .'.oi >• k

- • i . ->!<>:• I 1 - . i.< i o ' i- , it > i oio ,।j .
meim.’eri GRO-A I

L i
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®anttlyi®agebaJSbC&ttipifediitK
• parent,:c:BflcLijFteei|a^^ ibibi

THE CHRISTMAS QUIZ

s» mi tjftw •HiMa-t in to Pth- til the \mimnd t and

i^m tanld a tn u pfizr’

S|jiIiifc>ebatfllKf®K
|it|||pdfci:giyeb • •'

:-• n-i '•■ - • -'■ ”'■•■; 1 I -
' ’■« ap,,' ' ' ,.!>-( I’,- “ 1' ,- T,-.- < \!.--l. ' •'

b-, tat v-bl. obi'ht.i < •-: a. />1, , : -n- '- - .< ixo’.b

r : >■ i ; >, i 'b-- t a :
iaiMilb^ -

> ; , - 1 - , , - ,

Parent of a fl t/ear old trith were haemophilia .4,

The ABC of Haemophilia is available from Haemophilia
Centres, The Haemophilia Society or direct from Baxu-r
Healthcare. To order from Baxter phone 01635 306 'Mb.

OsirblwisfiiiasptpiizMfor-c® anti|jarlntsi •

Ttflas®<iQWtbgrfc

HgaiiliOiW
Mtrigfl^libeea^
-bailer-® : r C bo

v. o i-.t • a- !•-,

b ji

Bt fHainBiflweifi»b®ai3rtt
< fff : ; b

® Why wiHa*^^
f pJXfsis&i

b la tv m oiin»liiM« biand,

>« ’ Who donates ttie Christmas tree that, stands in,
London’s Trafalgar Square every year?

'On lite tu (fifth day qfChmtmfw
Mu true lai’O a/ivr tr: me ' What '1

i f if aifixta fill

-i»r tSibhajrtio<jjrjple;Hsatfliytdo ott
li ft ' i fit: :;; f f

lb " c.,n- < 'r. • , - eft i r li I’,-

i rHahOi^
i|i»ii6Bifijj|teithe:f»I10b®iSrii/ i
ftftftlftaxftltfpftjftftfttgfftlm
ft/'’XlfpgKftftft^
;iSOt#rrtwattt»»

,n ri/ a .

TiiiSfitftdSofc^
b: ~O

>,.■1 - •> ,, •: !.■•■, <,. ,,,!,. ,:

b i
btfcWB|:ifttt^ b i bi b

। - A

<J. Whv 1' * ItriMm.-!- < -ail<«d
Ch:;sti:u..< W

5*. ^!>a: do ai. .J i: .•■->

qs u st is« is t ;av.? n i oim •k a:
(nv^n-l < t.e. t.yt A.W,V>

Semi n<un- iimm els to Pete
ilt the milhmul ufflre.
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Watch out for details of more weekends in 1999!

5 GRO-A

sfesi jmblshn^ Indi®ftwcfttisitift:
new-ffSiiWfflii-tfielift

steel wire GRO-A

I ' • < I , > m :«ery jicpii]
prcwitiOSta^ '.-of H3ye;

iHitsesfor 1ft

yjrfWwftw
Ml

GRO-A
GRO-A

till

II

GRO-A

..i< ,i* '< .| I'.iJ job <,f J : a. t ,t. c
aeUmg lot out mu und AdvmHmv weekend wnu it m/ur

place in September. This was where the pilot
weekend took place last year and we wore wannly
welcomed back.

oiganusaiiiHtb wiHi piupeny uamru stall ami iu^n salely
standards.

areie^
Wriftsiftwo

Sift ftftwft two

ftiicjiftftftftiftSift down
fttaclieftKtftMsitfto;

i|||||j|aftft^ .

t - <i i ..• * 1 c ! ' i in d i

GRO-A
fn,,'!,! <>l .1 < hild u t!h hoeinoiHnIiii ' < C W.

-I ..0 |‘, ! ’’ , o.. 3 •> r v ‘i > ’ ' a- vr। '. I* nd in '
ftftftft ftas,JaispjfteftIftjpefttt^ iftli
hpeftedHitBiwgrw • 1
fteseftatft.ShaftwaW®ieftHngtheywerftftftftrift •

ftifttoft,Mteftliftsftifttfti|ftfthft
mhJswpurpose was aftftftftftBftftftftoftftft
iftftfttlEftifttftlftfteftfty i ;
ft,cifKefteftftn,ftftftftftBft
iiftoftiftHiiftlSiftBftftn
siwftwasieftftnptte^ 3 ; o 3 r

The room provided for the Fathers' Workshop was comfortably
furnished and not too largo, which was good to promote a
friendly atmosphere “The purpose of a Fathers’ Workshop is
ft)ifteftftftgftiiftlftforift^ :
ftftfteiftlyftftl^ tftftftliftfftft^ ;

larBafter
Jloa-atH>jftrentftieiwsrftftM^

iililllBlifeffiiijjj^^ '

j|jij|jjij|ftwft^ Silt r- ft i

-■ ' >l o,' i i d n. UI'.I i!:->l •k-oIi In nr<
;mi|<"Lr -.—-e c willv tall >ih<> t j(c io I ,>•!-.■ n .>,.,ni Tb' n
ajftftrsftfte® ftaierftftnftftyi^^ Be•eftlitftfff
ftftftftt® ftoiftwsftft;Wftftftft
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Overview of 1998
by Chris Hodgson, Chairman
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Iwould like to take a moment to reflect on the past, year,
which was something of a roller coaster ride for The
Haemophilia Society. We have experienced some very
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treatment must always be available to those with bleeding
disorders.

And finally, I would like to wish all our members, staff and
trustees a Happy Christmas and a Peaceful New Year.
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