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a0 continue, Having achieved a breakthrough
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THE WM@W%M SOCIETY

Working | im‘ the best possible care far people with

haemophilia and related Mm:iing disorders
- Chesterfield House,
385 Euston Road

; nésﬁtA Advisor: Joan Doyle
 Worker: P@t& 8rc:»wm

Opinions expressed in Th Bulletin do not necessarily
reflect those of The Haemophilia Society.

We welcome reproduction of articles on the understanding
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the future

by Karin Pmppenhetm, Chief Emcutwe

haemophili ‘
space to publish all these contributions _
Bt some have had to be held over for | 7| months. We have a zmmhe

whother issue. However, this edition o and initiatives to be launche ,.ail backed up

% . ¥ .‘ - .‘4 2 i i ‘ m“'" f‘ eXh LR
inelides a larger selection of readery’ with an intensive fundraising dm-m 0
o o TR . S X 1hc~ money fo support this much
letters, because it is Important for us o know what vou feel

abouf the Societyand what we doing. 8o L hope that
vou-willcortinue low I’i(ﬁ‘ ard send inyour letters and
aﬁzdm

AL

3

ydﬁ{:@ s pont ol
ant from the

tdevelopiments which shoule
thaemaophilia;

ment plans to ban
for people

SO, amar&nn of governmen é}h{)}é&f ;
problems ke the {itm&tﬁf‘» mi}u}ulaiwna uigut ’mrgérvaf o
Br}sw thedootors’ nrg‘uwmﬂm are going to take &

mughm line toeseet imi dﬂ {imtcm e)ikm the best B

s EEf e Hones - The }Lm:wptum &mww office will
(ln\(ult Spm Thurs ‘)4111 I)w ‘

at Yam. - -
We would like 1o thank everyon
over the last vear,

- ommmummh m mw*f ut}wr« mruugjx G eVents .md

meetings. And remeinber that The Haemophilia Society relies W M e & Merns NZ Claigtman

o income from o members a5 part of our funding base - . i { & H o Vs

so by paving vour £10 mermbersid 1are helping us 1 héi s 1
A R ? ~ %&eﬂ%é&‘ Ve aff a1 e fsmwm f”%ggm

all people with haemophilia and related bleeding disorders..
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Dr K.J. Pasi is a Consultant better Tonger lasting treatiment than present fagtor

in the Haemophilia Centre replaceiment therapy:

at the Royal Free Hospital Y

and School of Medicine, Why is haemophili W borged

London. Jor gene therdapy? :

We do, afterall, have good treatment in recombinant fd(l("fr

enetherapy is often Vi and shortly recombinant factor IX. Haemophilia is a
talked about he cure - major target for gene therapy because it isa chronie,

-+ for haemophilia. Many - - disabling disorder thatds dug to a defect in just one single
peaple it as the n R . gene. Hence it is strapler; in concipt, focorrect umuwmi
treatment advance i tfz,d;se*aws that umﬂw mu}mm gene problems,

: : > lespite safe

wiork?

ismtm againsl 8
correct Taemop

( : Te e goal for hie nophilinis to de :
hmmwpmha th;w is an sﬁ}x ~ or factor 1) s patienis with severe haemophilin that ¢ v v
gene. Most getie thﬂrapym%merm:am‘li!ia is gene addition : per vear by injection, This 'gene therapy dmg’
b ' that would raise factor fevels to 10% or sufficientio stop -
spontancous bieeding episodes, This i the iy
for a normal one. Gene scientists working em haer : ;

How can we pul genes into cells?

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

EX VIVO

Direct injection of
genes into tissue or into
bloodstream. Cells
modified within the
body.

1. Removal

: 5 G i
of tissue 2. Modification of cells

by vector in laboratory
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their lifestyle m;m% to pm wnm ke wﬁs are ca imi
vectors: E”’imy inchade retroviruses, smdenoviruses {eommaon
cold virug) and adeno-assocl
e introduced into-cells either outside th
V), see e B
sly: Ti-vivo syat

1y fexvivia)
yateme ar
ild e

“ie the dong

How far have we.
~Retroviral vectory Herve heen eomirronly 1 Vi

gene therapy but-haemophilia, models have tot been
particilarly sue il Adenoviras has been extensively
explored and initially gave encouraging results. However as
would b expected from a compaon cold virus there Is an
immune responsé Lo the adenevirug-and the dmmite
system kills the cells that have had theclotting Factor gene
dadded to e by the virus, - Thisaneans that these cells
only pmd wee factor IX or factor VI for lnited ©
eof antibodi

itis diffic niﬁ o L
genes: - Much:w ing pirfo
to rediee the mane response.

: i z{»m}}y
srdmmals with b

G ook atsa
Ffw» will probably be )
fuzpnw fofor patients s,m}c severe haemoephilia B. 1]
rwe, assurne that the present stodies indogs are
arnid: thesystern proves tobe safe: Haemophilia iy
siderable way off.

first-clinieal frials, " Thisis nobvet de ¢
many-different wiews orowhich patients may hv ,st %,» m
volunteer for-such studies.

ety
AYEAS

.iw
0t Hm

el s veryi
W Trnatine
kit ds Teu

; aber fhat sy ge
defined tobe safe and ¢

horpanuse, 0

This articl: s modified from one written by D Pasi for
Centeon News and is reprinted with thely permission.
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fromn: Karin
s forth

hispoke ol t
Imw; e oy

4

yenralen
was. followmdw

: 1.4 m el
Prophvlaniand Port

Jobnt problems dnd enal
ifes. *I‘hffz*w hiave heen by

passible.This preve
it a full dnd active
poneeing egdrding F
D Calling

haemophilia
iiszfmm 1 i'

works
homet
&
sl

by

mmrw This

cliarly described how mmnm am shcmm knwn A BN A
egchildren

HArens W

Hster and

Foy

Py wriahied o
rehildeen we
aboiy, an
ren the day hie

{0 emmm e wt
eEoving ooty ristol Yoo snd-
irteractive e B
thie-Saidety o plare furre dverits:

Thank yeutoevervone who helped tomakethe
siitcess, B

o a

by Lucy McGrath

aeein Novermber at s hotel dost vubside

st Over 80 adultsand 30:¢hil z!m t mmmm thie
day which wasa great-success with-workshops ona
variety of sub frommevon: Willebrand's Disease to: Living

"tk Hepatitis:

Wi W give el wigléon

for their help i organising the day, and theirwarm

hospitality. Thanks:also o the %‘Hk’k‘%iiﬁﬁ facilibators whe

shared thelr kzz&w}eaix{w arl experience }HW B,

he Toeat Novthe
Teddanid Gronp, and special Dl miost g0 to this g,
particilarly-Shave Graham, Cathy Kerr and Gordon Clarke -
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Hiighes, Clinical Nurge Specialist & Virologs
at Mid Kent Healtheare Trost spoke on thechealth and
t‘rmr1‘1‘;&*{1!’}&;%w searonnd cosinfecti

+. Raffi Babakhanian of the AIDS
meimz hosted a gquestion
elapments it HEV g
onference in Geneva, }?iz}%ff“w &
f\‘ presented-and well rmﬁ:&iw& o
- : Group on
’\/Mn{wm were able tomeet each m}w and ﬁtaff fromm the

a,u;:»pmtlns,
i,,}f ihw countrys -

The report s bein
Trust will b
riesponsive.

If vou haves any questions, please contact Steve Fouch o
the MacFartane Trust on D171 283.0542.

ring at the Society Office, A}Lvmaixwiv, }.em; caneontact
; AT on 0645 470047, or the THT Helphne on 0171 ""4‘5'
worth checking out, 1010,
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Letter to the Editor - "
Haemophilia Society
Chesterfield House

385 Euston ‘Road

‘London NW1 3AU

€ Grroup wriles
icle in Issue no.2

en umge mhms m follow poor pmetim, and Tdo

nk that something like this is likely to lead to ‘

other young persons with haemophilia doing the
same, I .am sure thaﬁ GRO-Aimade the commentsina
light-hearted amempt: to describe the problems. of
travelling by train, where facilities for disposing of
used syringes are difficult and sometimes impossible
to find, and did not intend to set a bad example,

was rather dismayed when [ read:
article frvthe Jast issue, T know her m‘iic:lv is written
fromn the heart, but Twas conticerned ahmxt theaffect it

gy have had orcother parents, or wouli-be parents.

fact, g
aborit
misleading.

Perhaps it would Tiave been useful to print arearticle to
redress the balance by providing factual information abont
thie tests available in pregnancy and information about th
genieticwork that ideally should bo done ?rwfnw :

rbarked upon

un;!, and can provide valuable legening and support

othier members, 1 feel that we do no-serviee To the

shee Weastoby,
vl Ve

express their fmﬁn‘gs inThe Buﬂmm. As membem
frequently reqy more information mrt discussion
added a very strong parmnai view, I agree that a
follow up article giving factual information on ante-
natal iesf;:mg would be 0quajiy z;s&fut ina fnmw

| 1 The Bulletin Issue 3, Inioticed the ‘Letters to the
Editor section.  Ihaven't noticed it hefore and was
Cpleasedito see it inclusion:
When yéu meibion the death of s;zr:rri’xmm&w with haemophilia
iri the obituary see 3 :
thsiicde

Editor’s Reply: So would 1, tmt we do consider the
relatives™ feelings too.

WITN6392059_0009



g f ’%, : e i ‘fdk Bt y N ETRN - lgi . ) i - Py SN wE iy b st atter 1ol §
%% %ﬁg% g; %ﬁj%ﬁ 10 % %g:ﬁ C - Wemust move forward with the issues that affect all of us

; : . - - and [ would echo Mrs Clarke's guestion: *Is the Sociely
would like-to respond to the article by Mary Clarke, S . :

e e o o cgatering for these people?” As a Trustee of the Society,
speaking in her role gs Chaiv of the Hampshive Group, . . )

in:The Bulletin Issue 3. Sheis cone:
Tt groips,

wothie answer,

very dersory payment for being infec :
have young people who will be receiving recombinant

products now coming on-dine,as they should, What have

the people of my own generation-been given? Abﬁﬁiiﬁﬁﬂ}% - concerns, ¥

nothing, N ~have been far too many nistakes made pense of

Siice The Bulletin was printed 1 have received a =

sand we need to shoubabout i

Mary Clarke should keep herupsetfing remarks to herself, ihe ] from Mary Ularke,
L S < NS ol (The Bulletin, Issue
Finally, David Evang: in his Editorial stated that t : ( 5

e and say thanks for il
1 raarried for SO vears to i man with

I the few

& 1
b i 2 S K R0

Reply: We need to help e : " . »\‘X 1y, Wi .hh . L
haemophilia. ‘Al those T'speak to agree that we ucliie recently, which-hagsel up
must continue the HOV campaign, and we shall.

15 to his usual treatment.

However, I'would like to see all of us helping each
other, and not just following our own particular
8.

-~

needs. (See Editorial, pog

re Clavke’s letter contained a ot of subli
messages and, Tf ronising remarks: I
vwhat she really

means. oo am privileged 1o belong toa g:):n‘ti(tii}&rgmt@“

wiukd have pre

clhismore

supportivesand united than any other I

have experienced. The MHG are my family — in that t
probably know e betier than some of my relatives, e
Clouds do have silver linings. Without Hep € T would

perbapsnot-have Touod such-wonderful friends. Ho

- higerndivid
ifeetions through thely confarinated T

ed everginge some peoplerec

shall
continue to be divided until we can secure safe treatment - . ' e -

forall, and until there is sime recognition by the

Giovernment that they have a moral obligation tous.
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by Liz Rizzuto

i & District Group of the
pophilia. Soclety Wwassetup some m,arﬁ ago asa -
support group. Primarily the wir funetion
it funelaralse, Incthe past-year the-Northampton Group
has radsed inoexeess ol 85,000, A spring dance with the
Johving Harris Big Baod madean tmpressive 32,071

The coimmities hers would like to thank all
sberg who giv S-pheir thine and organise
Cfunderaising activil Future plan

\¢ 4 motorised scooter for on
nbers and lens and pay for the upkeep: af-
andn Henisby, Where possible, helpis also.
10 those who are nol members of the Group:

R W O ret
by David Frans : R T e cauthor LR mmlm”mmt tory avmmm 1oyl

4 New-virus
4TV trshisionstransmitted
sinall like parvovirus,and

dlled by blood and blood products. Tt has
people all rol

problems. Hm«;
in lver function ie
Lver-failure

treatment appears to d ; tected
after solvent-detergent treatment, bt ity infectivity
seems Lo be inactivated.

These are-early days, but-at present nosone really knows
i CAUSES }mwwtwm liver-disease; P vm e*vmeme
isunlikely; and that:itis not aserious

We really need to know a lot more about: .-
his virus before we can make-any firm remarks about ity -
bint we folt that members woitld prefer to hear ahont it
earlier vather-thaf latér, Wesshall keep yvouiinformed as

news comes through,

Mearwhile, this re-enforces our-opinion that

WITN6392059_0011



vere were two memorial services for those who have
ghied a2 result of HIV and/or hepatitis € in October:

LA Thefivst vas i Birmingham, at Al Saints Church in
King's Heath, Thiyis the'secomd year that they have held
wcaned it was well attended By those in the West
Midlands whio have Jost Toved-ones. The organisers hope to
fun this event:again next vear < watch this space for details,

The second servico was held at- St Botolph without
Bishopspate-in London, and zm:hzziwi a-dedication of the
Book of Rempmbrance that will be kept in the church: If
attended and touehing service,

TR VELY W

an wmzﬁ,, af Hzmr” breglment
prode

fodepicts St Like the Physician, who was himselfan icon
pairiter, ;zm(i shows hir holding ancicon of the Mother and
Childs D the background iz awinged ox, the evangelistic
syinbiol wl s Luke Behind the Mother and Child, in the
friadivional Greek lettering, & the title Jesus Christ the
Viehor,

Betow e deoris the Book of Remembrance which records
fhenames ol peaple o who bave died. The Book of
Remermbrance is open to the publicowhen the chureliis
roanended that vou ring first to

tat the Memeorial and
drrargemnents made mr a f,::;w”f’iev to be HE and placed i the
Churchorythe aoniversary, Hyouwwish tovisit, orto havesa

name entered vthe book, please contact Mary- ‘axm’i’mmer . 3 Sguare Mile during the woek, b is open ?mm
gt 5t Botolph without Bishopsgate, Pishe L@Ré@f& : v o Friday, and hos an 'Open Housed!

s-ortelephone heron 0171 B8
whe gave-detalls-of a loved onecangeta o Qi}? {}fi ¢
i the book by contacting her. NS

St Butolphowithous Bishop

- Ektachrome; Mistral: The Dogs of War: Gretsche Rolling Reel;
tn giw asense of Mudh, ~Blood, and The Cdalouir of Gre o
To Catel A Thief: Dot Look: Now; Olvmapus, Ohaoé
Beano Chant: Perrari; Ken Kesey: Doctor Stiange: Beatnik;
fgnions;: - Bewitched: Don  McCulling };:i Terriers; Ackrington Palg;: The Old Man sod thie Se
Transtormer; Bxehange & Mart: Calcutta Cup; MS 27hec: Hall Lite: Westwood: Night-n. Tunisia; Bucky B
L0 ¢ g; Blood Makes: Noise; Dugatty, :z;()(;'l‘ Delaney; - Balsa; . The - Satamander; - Slicote;
vane  Babel 17 Mambo; Silver Surfer; Accountess;  Fractals; HBE; - Uncertainty ' Principle;
Eftiot Erwitt; Tropical Fishy  Avedis; Nuteracker; Miles; -Roferon: "The Night  Studio;  Stilssy;

lmi{)w Wi ;mmdvd inchis funeral se ssi Revond . €

the things which were important td

mw»t,z

ol Mandelbroty Bacchus; Suicide - Is Dancing Woo Lee Masters; Cumbia: Lemuning: Bazooku Joe;
I; I The Middle Somewhat; Hang Ten; -7 Plasma: Cutter; Zeitgeist; The Ashes; Popular Mecharics;

Electrie; Butterfly; Twin Webbers;

Lotus 7. -

WITN6392059_0012



]

Four C

orners Cy

GRO-A icviied arpund the fonr corters of the'B
"""""" izt ﬁétm‘m% on 16 April and ending a

¢

i . i mm:e%mﬁv m}nmiﬁtx‘d »‘xzc) miles of “As vou canimagine, it was bardwork ab tioes, bot it wag
cyeling. My atrns were to visit as many friends and relatives also veryvworthwhile and enjovable. T have been touched by
ible. and Lo raise money for the Hoemophilia Society. the generosity of poople who have sponsored

prmcmimimin

ave been very encouraged by the Well tlmwiGRO-A"uu hard workwill ¥

and have raised 52300 to datet” work of Hw bm jery,

GRO-A

o, the pony
s ealled Teddy Bear and by

mazmgs’u I"{i:" %um :&imfe Wi 5&21&571*4;:5;&:& Champlonatthe Roval
Show at Stonelsigh,

Bob and Teddy have wi o with many television starg
. Eric Pollard:of

e Fred

Gladiators Hunter, Panther and Wol
Fmmerdale, Wendy Tirmepof B

Ingland Show, Herts Co ~Show, Lambourn Nostalgis

%é o g %@M %/% 318 %%i E%fﬁﬁ% England Show, He n:{; “mmt} Show, Lambourn: Nostalgia
GRO-A &~ GRO-A i GRO-Aiai GRO-A \
alb took part-in the Medite Half Marathom on 1l Teddy and Bob wonld be delighted to seepeople
Cietober ombehall of the Haemophilia Soctety and Wi nh_h‘wnmpmha at-any ol these.e ‘ms:, W wialithe

aised aograndaotal of 851500, Well done! the hest of lack.

Med

Show and Kast

GRO-A

WITN6392059_0013



ot bea friend ol the Haemophilis &5
Frank Lenton has foranumber of vears been a keen
e findrais t" fory wsven though
il Ha

GRO-A ¥ and
their fi gj vﬁmﬂ

&z;a(’tif*w. The pvent was

GRO-A

ITILM w&m along with ﬂwir fmmhm ’mw st ;rlww g
rlernariding part of the event was acone hour swiva o the
We vinitial joy of
divirginto a g wis soon-overtaken by the slog that
followved, - SHI we dich 1120 bl thands vou goes Soall thos
whes voli aid sy 4 GRO-AL 51111l GRO-A!

1! cwmmw& by M,m steward of the € %%’md
Grown where o il

A A A A A A RSB A .
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The Family Pages are coripiled by Pete Brown, Children & Pamilies Worker: Pete would Tiké to hear fron

parent, child orte wrowho bas artd

ocomies bom this Ll desonh

onatight udeet

Send your answer in 1o Pete at the Nallonal Office and
you could win g prize!

shraighl avay, Olde
will b

mgrabiatic
d itk produ frm% he
dhrawir

as for fnclusion on these pages,

i GRO-A

Parvent of w8 year old with severe haemophilic A,

Thie ABC of Maemmphdm is available fmm Haemophilia

wearwin g

'imi Soorrect entries pach wina
I RS emt Al vorreet

ety enarel

ar-Christoias come From and
Other paoes 16 he kneven by

b
FEOL

He hada b

ciwdl v Litle e wf ('}wf?i/f

Hheeel - shook wbven he Jowghid.
What's the next linel

cWhat s the all-time
wiling Christimasg song?

mmmmw MW i eomimon
Cexeent this lnstione)?

Send yowr answers to Pele
at the national office.

W-FI'N6392059_001 5



o mtmn Pérk i the Shropshive commirvaide was the
i mu smmui Adwm Ui week d wi '4;1} Lok organisations wi
Thi . ostandards.

Watch out.for d ail

Activities included abseiling, kayak canoeing, archery, rifle
shooting and a low level ropes course. There were also two
new aotivities: desk top publishing on computers inthe
aew [T suite and the infamous ip-line’ Gaerial runway)

sy fast slide down g steel wire

which was g l;;zirmrm&), [

These short bres ‘
and provide g short brmk of fzwi
olds, We alwayvs take two fmm‘nm;

a familis
inease th
sopeone spotied
Pavent of iy
speakersy :
thought-oft Was La speaker? Lhoped-that the delegales
booked Into oy workshop were not expecting a \ )
presentation, That was one thing they were definitely not o
soingt Agfar as Dwas concerned it was their gr&mfil o
arelmy purpose was simply toencourage them 1o open up - ‘
and:talk about whatéver-they wanted to. Inowstarted to . K ; s8¢ 1bs speriences
getconcerned again, What it they all sat-insilence? What if “good and bad. Conununication: that seers to be the km»;
nobody- turped wp? Well, not to worry, ibwas a lovelvhotel commurication with-schools, wit ii ( m wzei most
anchl wag enjoving the outing

i wh ﬁamlm;, h ,xl)\ thtmi @M» all hd’ﬂ‘(lm f’mr Bt it ds dmportant o realise

borgives thés opporiunity fm fal} WS u! ghﬂr

disordéers Lo get fogetherand talk through the many issues that weare not alone. “Thave felt isolatéd fora Tong time bl
that.are ar tother,. The main diff bween this Lhave never before beervable totalk about it Lthought other
and other workshops is that Tam not a healtheare professional. - people would-not understand.”

{toparn s pavent Chenee the Hitleon ay badge). My function s~ St -
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%ﬁsardﬁrs,~
And finlly, T
trusteesa.

pariure
Ailing for ihe

mzmgn zngz
enlicim sxppmﬁm«:i Ch

diagniose ;
i,mti Al Morris, Dr

,{m(iwm m
fﬁ‘é’)i%ﬁm‘%‘m‘m@imi blooed pmd wets, A S
was alsamotnted in the-chureh

» Department of Health agreed t

Cuir thanks to-Alan Tannerand ineparticularto Mary Amn
hisidanghter for thecreationrof thetleon and the Book of
Hemembranee al f stolph without Bishopsgs wih{zai

WITN6392059_0017



