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ISSUE 3

“It 'was particularly up rg that he has offered
nothing - not-even a hardship fund for people:in dire ‘ . .' ,
need. All that has been offered is funding towards a The delegation preparing to hand in the petition to 10
young people’s project. While this will be useful, it must Downing Street during the day of action in July
surely leave older people with:-haemophilia and hepatitis .
C feeling that the Gov nmwm thinks that they arealost:. | Mr Dobson’s announcement ¢ame just over a week after
cause. ‘ ‘ v and Manor Huum Giron

“We will continge: to-fight thig:.carmpaign. We have a jus
cause and many strong s tww)rtm“ Most importantly, 1L
people are suffering and dying, thev need help and we Powning Stl?aet; in the Irmming, and §nass kzhhy of
will ot stopuntil they réceive it." Parliament in the afternoon. »

e

three e::b;if%srirm;:
arandchildren:

,1_} Buthha,
Mm‘rxs ‘asan um "éamhng %“’Miwt’cwnlmmn sy (leserve grate
wcenﬁy as a mernbier of the House of Lords, has hcm
one of-the Seciety’s mosth staunch supporters in the HIV
campaign and latterly has beenvinstrumental inthe
campaign for recompense for people with haemophilia
and hepalitis (2.

Dr Peter Jones: b director of the
Newcastle Haemop sinee the early 19705 H
is-the author of the hook Living with Haemophilia'
which is currently i iy foiethe edition, with a fifth
planned for the millennitm: The book has been
transhated into seven Tanguuges to date. Heldsalsoa
member of me m eative compnittee of the World

ia ami is @ha;muﬂ ofits

Socicly News
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*Working for the best possible care for people with

haemophilia and related bleeding disorders’ - Group you should write in the first instance to

‘ ; ' . the office. We have local groups in the following
Chesterfield Hoiise, 285 Buston Road, London NW1 3AL } :

) Fax: 0171 387 8220
oy ey By ) PEIIH « GRAMPLAN »
e<mail info@haemophilia.orguk | TAYSIOE § WEST OF SCOTLAND
. L ' NORTHERM IRELAND
wely site: www haemophilia.org.uk = Northem bretand Group :

, S = . SPECIAL INTEREST
wase note chtvge of Bowail & Website addross , : Biicharove Group « Manor Ho
. Girougs :

» General information aboit haermophilia and
related bleeding disortery
» Information aboy ity benefits
 Information; advice port on hepatitis
 Executive: Sue Rocks and HIV
Advisor: Joan Doyle * Information for parents ol newly-diagnosed
Children & Familles Worker: -  children
&bpatiﬁs Worker: Lucy Melrath S s Parent supporl network
* HIV Worker: Steven Fouch : ‘
. ‘Communications Officer. Tu Bradiey

:‘rgﬁem those of The Haemophilia Society.

We welcome reproduction of articles ohf the ne meetings on specific issues, suc L as

understanding that acknowledgement is made of hepatitis
s Hepatitis € Support Network
» Von Willebrands Suppirt N

The Bulletin as Source.

ARG i
Sanies wheysd For more information about any of
contritutions L Bl ice sl eusty Bund belp us ko services, please contact the National Office. Full
PRovide sebvices. . details of pur services are also available via our
g
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s 1 near the six months mark since joining the

Sa

sty Treflect on hidw quickly that time has flown

by. Tt has beenca stesp:ledrning curve, and I'still have

many more people:tio: laces to visit before my
induction into the'f philia is complete. Of
course, work inan organisation sueh as ours never standy
still and to borrow a phiase o 'the newly appointed
Opposition spokeswornan on-health, Arm Widdecombe, |
have had to'get stuck in' traight away to many important
issues,

I

Not leust among these is the campaign for ﬁnan( jal

assistanece for those inifected with hepatitis G i&lm,h
culminated inour Lobby of Parlianent on 123!311? A

fous amount of work wenb into o the event

8) g mwrmz nmm g
with hepatitis C. Li mﬂiﬂm wireds of
written to and briefed, and we won wid
suppc;,} for our carnpaign.

'I‘fﬁsfmakes the response from Government all the niore
disappointing. But we kniw the decision was not taken by
the Health Secretary Frank Dobson alone: The Cabinet and
Prime Minister wi
interms of taking ouwr case b0 the highest level we could not
have done more, e Soeiety cannot accept this
decision as fair oriju ving niow been turned dowz by

k"IlLb "
sion h};( y
by beswonin

wr\m,es Iwr hmmum trmmwm and m*magefmmu St
we must do our utmo snsure that proper.medical
care is available throughout the country. For this we
shall need to join Tord
incliver disease.

As has already been rwmrtm] tlw inc ome nF the
Haemophilia 8¢ :

CCONOMICS are’ |y hgpiesto be able to
continue to-provide a:full vange.of services fromethe
office in Chesterfield Houge, it we have had to
reduce the cost of theeBulleting This edition has had to
cut down the use of colour. We have managed to
maintain the same mumber of pages, but the pictures
inside:are now black and white, We shall have to see
how things go.

onsulted as well, Hence, we know that

botha
Jonservative and
Labiour
vertment, the

3‘5&%%% in the
autumrt the

futiire direction
of the campaign,

Meanwhile
thiere are nther

which we mus
ha"« active,. Tt

treatment go
orL H‘;ngwn

Karin Pappenheim

of e“mr.s and ﬁmdmg for Lhm wﬂi
press and media coverage shows (sec page 10) the sftfety of
our blood supply and products continues to be a major public
health concern. The Society still has rouch campaigning to do
] Mhieve our x‘nission of 560 urmg the mm possible

’ ‘ sm'dem

" Dr David Evans
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MM BV GRon

o extra work to ensure
oroat " he*r(« was a ;m;m,mz nt hm dnkh enin thte }4;&.’», sufficient money for
[ Bulletin: Shedeseribes the problems she had with my four children to

have a good quality of
Before i

da born | had three.
parktine jobs

14) and GRO-A | c;

______ e sovering all seven GRO-A
) 1wwr‘i\mg he NHS. Whe i iwas be days of the week.
in 1984, Lixem wag Hitle done about anioon; eats Flexible but very
ol have g fardly hmnrv <)f hm\rm}pmh arduous:

Ak me hv (& rwd a EnL and slept

The back-up-from
5 zm a;'};':mmn{; reason. When | St-James’s Hospital is
' told that | was encouraging, but
}mvzzz;«) tojustify the

dwn to the bere

and care

g
L affe

. *amz;., parents ?Ehﬁ -
chion-and mdvrﬁt&{lémg

ly xxrl1ﬁt‘g§are§t N

Lo bring himup
mmxd in phys jue ] ont hegan. Loveand
ia, kindness were top requisites. This desperate situation
ing of the foetus 1o is now trebled. My dear daughter also needs our love
usive, The notion of and care. My marriage is undér-unbelicvable strain. My
et in. own strength, stability and muw are being stretcehed
‘ wafer thin,

| ‘ 'Tkw imts are me‘xe* mr ‘
dlld care at St Jamag ! \p al had \pumculax& fecis r ks they
improved. itail fora -vtm.v Wmh h, moyiuha is truly
......... :,werwheimmg.
Both my (:hmghtm* : GRO Al iand | have now been :
daagnasrad as carriers. My previous result was [ecan nniv qumo Lr}z“@nm Dow{1 m i who: -
s Bedng more m;phxaﬁca&ed anl ‘ i “‘mu will'be
refim‘:d tests nowsavallable

idf‘(i 1o ‘w "u«"rilia@d but 'w;

By Joan Doyle, Services Co-ordinator &
Benefits Advisor

he Alan Tanner Hardship Fund was set up to assist
The baby was born in 1998 and was a bonny BOY. He people affected by haemophilia with the cost of

was diagnosed with severe haemophilia A within 24 essential items which they cannot afford

hours. All my-sons have the same diagnosis: themselves., The budget ig !mum and-we receive more

‘ applications than we cary give ing for, Jtis therefore

easary for us to prioy rig and give grants

for those in priority need which are direttly linked to

haemuophilia.  The HaemaphilisSociety will endeavour to

The shock of all three sons being affected and the assist all applicants and, where-we are unable to help

effort of caring is overwhelming. I am desperately with funding directly, we will provide advice oreother

and was rmi nee wwax*}h’ accurate, [ “as -also nrmlv
assured that the baby was female. .

Our fragile
again.

van-erashing down aboutus;

seeking support and bick-up. T am the wage-earner in possible sources. I yvouwwould likea copy of the
our family and must go back to work as Pharmaeceutical guidelines forfinancial assistance, contact Julie or Tom
Advisor for Barnsley Health Authority Talso need at the national office and information will be sent to-you.
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“you where ther

By Robzrt Jamzs, Hepatttxs Pro;ect Worker

he series of meetings has now finished because

it is holiday time atid there is no more money

in the kitsy to keepmeon: In the past few
months | have got to know thednsides of Virging
South West and Connes traing very well. Amazingly
only one got in late and i&lmt was only going as far ag
Northampton: :

’Fhé meelings all happened without any major
disasters, all the speakers turned up as did:their slide
pm}’ectm*q am‘i i‘ﬂ*if’s ’ﬁw rm ’standané

back fri;}m one of ﬂ?t‘—“ VETILIRS hm t;hv hmei seemm

happy to look after our bonks and leaflets foran ¢
week at‘nocost. D managed to leave my own stuff
nd'in 4 }mim POOTH (mm ciﬂ(i was Jate for-one

~.

eirly, with all the udymg up

done by quarter to ten.: (Llove
you, people with haemo
South Wales). i

The evenings themselves seemed 1o go tuite well
-too. It.is strange how an issue &.up at'a meeting
and appears to be of paramount imiportance in that
mmx bt at the next is not nwnnmmd and &

of members for some years has
nse with well over 700
t*eiumm;., ent out earlior this year,
Our-ainvin ca _ sto find out more abo
how members uw xSocietys services, and o learn from
xweds mt, lwxm., met. bv (3

resting, and we are
sorne early findings
: se members who returned
questionnaires, the maj ‘
parent.or. gﬂm‘dimx to:sor

The stirvey has provided nsefil Teedback oncthe Bulletin,
which the overwhelming mujoiily of respondents-sald they
read themselves and passed on (o others in their household.
Thisds very good news for the Bulletin, underlining what an
essentialmeans of comraunication the publicatipniis with our
wiermbers. Alsg encovraging were the very positive comments
about style and content, At ne time we take careful
note of the fact, that of those who answered our question
about whether the Bulletin could bieimproved, over half
replied ‘yes'”. o

The other iraportan
uptake of the Society
responding appear b

ssge from the survey concerns the
rvices; Cverall, the members

e infregiient users of the Society’s
services, This may bea ref) Gt the chagicteristios of
that particular group of members whe actually completed the
guestionnaire. But among the responses maty commented

atitis é;, hauaophma and so xmf& ane h& @ wzth

h questions, and express: -
views abf’mt thie work of the Soci Joan Doyle will be
- available throwghout the day to disciss benefits gueries,
“ineluding Disability Living Allowang

mfa for z,, e ::m dx( 1, wnm amwmm fm‘ the" err ones :m,d a
ereche for the megm Ones. :

For more details-and a registration form, please r’mxtat‘t
Julie Kershaw or Liey MeGrath at the Society. The {rimrgge.
for thie day will be:§6:for adults and free for children.
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Aﬁi . IDERING ’ | s it‘?
by Nigel Hughe&, Clinical Nurse Specialist HIV & Yirology, M:dKznt Healthcare NHS Trust

he followingarticle is a revised extract froman haemophilia without the need-Jora biopsy first. However;
article by Nigel Hughes, a Clinical Nurse Specig il a biopsy is performed onssomeone with haemophilia, it
in HIV and wirology who works with many pg gnecessary to give the appn ¢torconcentrate
with hepatitis m are co-infected with fare-the operation Grals
Nigel has a special i vest in hepatitis C. and will e ‘ stopsy should be performed by o skille
presenting a workshop on litest developments-in this adequate pain relief.
field at the Belfast Haempphilia Day. This article first . . ;
appedred in the Mainliners Newsletter in July 1998, it youl elect to have & biopsy, d:8coring svstem is used

1o measure the amourd- of inflammation, cell death and/or g
ﬂgpaﬁﬁs C: The Gold Standard in eirrhosis. This:grades the severity of liver diséase soa '
thetapy Choice

deeision can be :mdn on the need for therapy, .
There continues to.bemuch rifwmte;aba Nhe : IFyou elect ﬁt to have g hiopsy
disorder, manzf (i{}ﬁlm‘\ will still offe

o practitioner, with

eoatse of a bieéémg
arinterferon. -

people with haemophi
erferon and the oral antiviral Ribavirin
L : %’u} gy work in 4) 50% of clients
Clinical appointment sy Lk v very general figures,
“ as rmpmnsns in various eonununities and client groups
\ will vary dependent on viral, host and behavioural factors,

mination, history, etc
itherof these is routinely availabile)

4 & - tectable HOV via viral z
Y 4 ¥ / 0 ¥ 0] o
No ier biopsy, possiol uasaund Liver biopsy ad possioly utrssound load). The new AMFAR trial commencing in the US in up
to cﬁ ueh individuals may provide more mmrmm ionin

Decsion on therapy

morothesoy InterferonBioavinn - Otfer Clinical Trials pe mhiv poos
4 1a, b or s

appointment & discussion

At present many centres in the UK Muuffmmg
Interferon monotherapy to chients with chronic HEV

follow-upappontmentmonth 3 increased risk-of liver disease as evidenced by their liver
& biopsy and poessibly by their viral load. A few may now be
offering combination therapy to new cliends, but
Qutpatient follow-up remember that; although this was licensed in the US on
June 31998, it will not be licensed in.the UK for some
This is-a suggested tmlow~x3;; process whichimay vary months, The majority of centres offering monotherapy

between cent tial is the need for miay offer combination therapy ients when

adequate tim arious issues, partieil onotherapy has failed at {HOV still
the tests required, therap 3; side-effects and howito o fetectable) or when clientsrelapse-aftera vear of
manage them, the goals of therapy and the end results therapy at six months post-therapy.;

you can expect-to be achioved.

Interferon Alpha is administered by injection
It is urdortunate that the liver blopsy is still the best subcutaneously ina 3 million-unit dose three times a
diszgnostic method for assessing liver damage. Many week for upto 12 months. Some ce mr% may give more
doetors will offerinterferon therapy to those with or for ézmg,f*r hu( asarule incres
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i given asa capsule orally twice aday, either 1000mgs or

o

200mgs if you are less than or more than 75kgs
respectively.: Combination therapy is given for either six
or twelve months, dependent o the centre, but
inereasingly it may be given for the longer duration.
Recent studies have suggested a response rate of 33%
months; compared to 41% after twelve months.

Am | eligible for therapy and what about
side effects?

It is extremely important to remember that both
monotherapy and ibination therapy do not suit
sveryoneand that they will not work for everyone.
There are side effects, which you should be informed
about, inéluding the wavs you can manage or E‘f"dL!QB
themnt,

There are a number of side effects with Interfe;r@n
(mostly reversi 1 therapy is stopped) among
pressionand -
irritability, ;}Edmm mzd xwmmpm, , Y
on, skifdryness, hair fhmnm;,, logsof
a, 1oss of appetite, d‘ turbed sles

The main-side wts for Ribavirineare haemolytic
anaemia -—a particular concern for patients with g low
haemoglobin or heart problems —irritability, depression,
rashies and naused. There is also a risk of Ribavirin
ausing defects inthe unborn child (teratogenesis), so
clients using this therapy must be on adequate

‘ nduring therapy and forat least gix
ter therapy stops.

These may all sound very coneerning, and [ would
teinforce that theyv should not be viewed without
caution, but many of these side ef 5 are at least

ablc i not as cominon as ¢ effects invanti-HIV
wrapy. HOV is hiw any viral infection in
therapy: Unfortunately antiviral
rivmedicine are usually potent

nvarving mzrzmws of clients. 1.~

i5 wort&n s b fully discus
fw various ways o m.;mcma them ¢

¢ Iw;m the »-,m@ Wffectdb m ¢ minimal or can be effectively

managed. e

Some people are not eligible fortherapy because of -
an increased risk of side effects orworsening of
privious healthoproblems. They include:

Mental health problems such as clinical depression or
peyehosis and/or personality disorders; lung or heart
x:immwm, particularly i considering the use of Ribavirin
araemic: some autoimmune diseases,

‘ o be investigated as Interferon may
ke soime worde,

It should also be noted that the amount of support
tnvolved in deciding oreand using therapy ig significant
ircyour response. Medical care needs 1o bea
partnership between theclient, the physician and
cenbre:

inerease your risk of side effects. Ribavirin in combination - - ,\ll} conclusion

-or combination therapy with Ribavirin then make sure

If.you decide on a course of action that uses Interferon

you are in control as much as possible. For the future
when protease, helicase and other therapies are
developed in HCV-we may see some much more
promising approaches after the millentium, hopefully
with a vacecine as well. Until then, find: the therapy tha
most available to you and likely to be ‘of iost
only person that can decide thatis you, bat inake xsum
you have the information, support and if needs besn
advocate to ensure you can make a choice, whether it is
Interferon, with or without Ribavirin or Western or
East ern Complementary Therapies.

Sj\Hepatit:is  Jmportant Treatment Advance:
with Douglas Dieterich. MLy AIDS Treatment

Perspectives in Gastroenterology
Tt simsmmssmerson v

i S A

If you want to discuss the issues raised in this article,
please contact Licy MeGrath at the ophili Sox y‘

IMPORTANT...

...do you or someone you know have

- hepatitis C ?

Lucy McGrath, Hepatitis Worker.

Of Lhe;- patients Wim hepa
A,-and althoughoon se had some

liver function abnormalities, they all recovered

Most people who contract hepatitis A donot-develos liver

faihire, but the conclusion of this study is that people wzih

hepatitis C-have a substantial risk of lver fallure 4

they contract hepatitis A,

This data suggests that everyone with-hepatitis.C
be vaceinated against hepatitis A Mostpeonple w :
hacmophilia will have been vaceinated, biat i you dre noany
doubt. about your immunity to hepatitis A, you should
contact your centre to have it checked.

Reference: ‘Fulminant hepalitis associated with hepatitis
Avvirus superinfection in patients with chronie hepatitis’.
‘eenm tﬂ al; New England Journal of Medicine: Jannary 1998
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ewonild love to hear your stories or responses to
the letters printed. Please share your
periencies; 2ood or bad. Your story may help
sorneoneslse;  Please state i your naree can be printed.

U.S. Plasma Concerns

e brepidation
uctiareto be i
7 g i

WS {fﬁmi/@x’,ﬁ f? o Many
: éi’r;fgm:m, mmﬁ St

which may or may nol be transmissibl :
oulibpighs the visk of importing what may be hwkly
suspeet supplics from the LS.

Whal seewns to have been ignored along the way is
the ‘window period’, where a persori may have become
infected with HIV, bt the tests will be ‘negati

t}wugm oul p&m b:y Mr l)z’)ba:cm and the Departiren.
Health or am [ the lone veice i th tlderness? T
wildl be interested to know,

Yours sincerely,

LG

Editor’s Reply
E ne is conce

when plasma in the U : ed
row’ donors have long gone, Most US plasma is collected:

s bested every cks or 50, They are s
regdarty @ here HIV and other viruses are
less corarmon than in the big cities like Los Angeles-and
New York. The enormons sums of dollars that might be
claimed in negligence by a US citizen who became
mfected from DS plasma or plasma product gives the
plasma producers the inceritive to produce as clean a
‘ cf-as possible;

Ajacket was found after the lobhy at Westminster. If you
thirk it's wours, give Sue at the national office a ¢all.

Letter 1o the Editor .
Hagmophilia Society
Chasterfisld House

306 Euston Hoad

London NW1 3AL

Wpﬂ i ?m e
years. Sadl

We are still
T}zasg %f‘?ii e

_Inoour particular group
encouraged wity and fr
each other through sonwe of
painful timmes, What T ve '
that we fe ' ittt i of the funn

na nuatter how ¢ vy 17 j SIEHCes may
be. People with haemophilic and their fomilies.arg
a pretly tough and resilient bunch, we

At the end of the day life goes o, L

There must be a whole bunch. of people who do-wgl
pleased and thardgful

“problems pe
: S group-and
it’s time the Society thi oot
does-not get bogged. do UITENL CONCErRS
sl w people whose

,q mnq[ ARG
urnstane

I'byno means wish to appear callous,
wnsyrmpathetic, or to trivialise anything. However,

[feel the Society must find o balarce aid work

tagether across a united front for all people-with
haemophilia.

There are so many issues ot stake, with bubies
and young children, recombinant factor, nuCJE,
DLA, HIV, HCV and Mobility/Thsability, The list s
endless. We as a cormvunity of people have had our

Sair share of fighting and it seewis we will always
have to fight to get the best sovt of treatment avd

services.

WITNG6392148_0009



- By Steve Fouch, HIV Worker

inee 1996, there has been some concern that - _effects. There is obviously a lot that is not understood

people with HIV and haemophilia being treated 3 '

: with the new class of anti-HIV drugs knownas
© Proteuse Inhibitors (Pls) Indinavir (Crixivan), Rttcmm‘

{(Nervir), Saquinavir (Invitase) and Nelfinavir

{Viracept) have been at risk of mc*remm bleeds. Un

sently this was entirely hmmi on a.I“Wi'ait}l d.l !‘epa

but atthe World Pederat

- the Hague this May, a numhw u% studies were

- presented on z;he subject, .

Some points were comnion fmm aﬂ the papers
nbed: -

pr 7
is any change in my bleod; ng?
1. Increased bleeding ocoursin:some, but not all
people with haemophilia on Pls, * What steps can [ take 1;0 minimise any abnormal
bleeding?
2..8ome of these people have had to increase their
factor prophylaxis. * What are the other side effects T may ﬁxp&ﬂ nee
L combination therapy?

Ag riany as about 1 in 10 people have such severe :
gide effects that they had 1o stop treatment, but ¢ What alternatives are there if I cannot manage on
evervone else was managing to control the Pls?
bleeding to some extent on increased prophylaxis.

: It is important to be aware that fost-people with HIV
~ 4. Noeone has any idea what causes thi aeffect, (armmd 80%) show a marked improvement inchealth on
: i lv caused by Protease es that include Pls. The problems reimvd o
Inhibitors. . ; em to be managed by most
. - well. These side effects are nol a réason (o
. Inereased bleeding seems fo oceur equallvin - ) nent, nor a reason to be refused it by your

5
i x
people with haerophilia A, i% orvon Willebrands Y it they should be talked
disease, - S - L efore-you start ¢ mibination therap:

o b Bleeds can vary from an inerease into target join

i to bleeds into museles, knuckles and toes, nose
. bleeds, blood incurine and :»ms;}s, and heavy

’ ;mmom Inwomen, :

7. These side effects are not'seen in people wit I’tout
; haemophilia on PLtherapy. -

8. These side effects do not seem to-oceur in people
with haemophilia treated on other classes of anti-
R HIV drug.
side:effects seem Lo be equally common to The new National AIDS Manual & British HIV
of the Pls in current use. Assoctation Website at htip://www.aidsmap.com which
has up-to-the-minute treatment information on-line,

What is'not clearis how marny people are affected -

studies vary from 59% of people with haemophilia on The Terrence Higgins Trust and Body Positive both

HIV combination therapy in'the Birmingham study, to - have extensive libraries and information resources
C12% in the Dablin study: Nor is it clear how or why this (mc-ludmg Internet links) that you can book in o vigit
Chappens; nor who is moest likely to develop these side _aswell:

"WITN63921 48 0010



v Frank Dobson, Secretary of State for Health,
ced thatall children with haermophilia under the
agesof 16 years would receive recombinant factor VI
{efVIIDY treatraent. This announcement was a great, relief for
the parents of children with haernophilia. However, the
Socdety has received a number of telephone calls from
metbers whose childrert have not yet begun (o receive
vfVIIL

growth in deman
thronghonl the country received guidelines for provis
L there was a surge in demand for this product.

Production of 1Vl has been increased but the demand
cannot be met at this time. The reasons for this are, firstly,
there is no way to rush (and no one would want to) the
production of treatment, REVII has to go through several

_treatuient, the consultant has to be sure that the supply is

--and the child having to be treated with a plasima derved

- production and more tfVIIL will

mls lrv atment before the Annow \(‘amf-nt,. 'I'hem rmmh M‘
riVill available for all eventualities for these individuals as
there is no question of them having to return to a plasma
derived product. - Before a child can begin receiving VIl

consistent so there is no danger of running out of the produdt

: ym{im*t is available for
spanies ho

e new prodi
ERLICE
silable.

;ﬂau in f)t pmmm t

If you have any queries or information reganding
the provision of tfVIII, please contact Joan Doyle at
the national office.

) PRODUC

aper and media reports have
mghitgivwﬁ CONCETNS 1e sty of blood
aumﬁ; aned products. In ful‘« as reported that
were xrtax{ie«mu; ?mmmg btemd tmnsfusums

exf the d{*kbeﬂmimm uf” &h@ Fiprmg,xtz T E B
“%ﬁﬁa} Wl

mssible risk of infectic
Government. Following SEACS 1
{;rm rnment, all blood supplies are tobe pt -
thratigh the Jeucodepletion process to remove white blood -
pells which are theoretically the likeliest part of blood in -
which infection might exist: In taking this step the
Department of Health stressed again that the risks are
theoretical. Deputy Chief Medical Officer Jeremy Meters
said: “'I”hm is.a purely precautionary measure. Blood in the
] VELY. safe and lencodepletion will make it even

However, Oxford hasmophilia centre director Paul
Giangrande commented: *T don't think this will totally
eliminate the risk and we desperately need a proper
sereening test.” The Haemophilia Society responded by
sleoming the new move to rediice any potential risks,
while tinderlining the imporfance of moving towards: -

SINTHE M

ﬂ when the British Medical J
“treatment with human albumin for burns v

\}mxizén albumin, the Ha
-members might be concerned. Clearly the study:looked

sy

E

synthetic treatment products for people with bleeding
disorders.

Within the same month further concems we
Journal reported a study of

sxamined evidence of {re
ed the-albu et WS o

rpreted with caution.
As clotting factor products contain small amountsof
ietyis aware that

“purely into-albumin treatment for burms victims and drow
no conclusions about other treatment uses of albumin,

-

ollowing the Deparbiaent of Healtt
in May, BPL is now moving tosupply pmdxwm
made from US plasma,

The company is producing booklets and information
sheets in consultation with the Society aimed to answer
some of the questions patients may have regarding this

cmove, and some of the wider dssues surrounding nvCID,
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tisnow the

tirne of year

when the
Society looks Lo
you for much
needed support
with our
Christmas Appeal.
Following the
reduction in our
Government
funding, we dre

this years Qhﬁs{;nas: Appeal and hope that 5&}1;‘
lwizr, - )

Inyou will find l
alogne dand

A ur 1998 Anmial

Draw. L

i“hc» i‘hnstmas mm catalngue ¢
festive designs that we hope you will like, We.
an overprinting service i you woulil |

vour cards: This is available through-a separs
brochure which can-be requested from: Tom Bradley at
the national office;

Do you know anyong else who may beinterested in
buying the Society’s Christinas Cards or Draw tickets
such as family, friends or a local business? 1f you would
like additional catalogues or tickets please vall Tormat
the national office. Thank you {oF ¥o0x support.

e

?HANK Yi){? 1o M&mm Hiux ,gxblw and § eve
Jupp of Atlas Dies Ltd., who have kindly donated the
necessa hamware‘m get-ihree POs up and running,
With t:sther genemm donations (details to follow in
thenext ed;tmn} we hope to havean e I’iméﬁt and up-
to-date I'I‘ systern in place very soom,

outhern Gr
Denation .

he Society would Hk hank the Southern
Group for generously ; ti%ng Sﬁ,{}(}{) to the

years, zmcj hé’:tS mcemly had to ﬂ,i”\f‘(;’?‘ up his ;;msiiiun
due to ill health. " His commitme

ell doneto Bryn Davies, who raised 5160-for the
Haemophilia Society

Bryn Davies, alocal headmaster, ran in the Man vs.
Horse race in Llanwrtyd Wells-on Saturday 13 June on
behalf of the Hasmophilia Socist or another charity
which helps people with medical 1 The race is a

cross country event of 28 miles where the runners
compete against a nuraberof horses, with cash prizes for
those who beat a horse to.the finishing line.  Bryn
mmpieted thn;n ru e in 3 hrs 37 ming. A big thank-you also
-w}w isa member of the Saciety,

e L ——

ialsota i,xz,g, part in the event.
They success{ully raised the wordderful sum of $600
for the Haemophili ety - We would like to offer

WITNG392148_0012



HM OFY ﬂf Eng%ami in P nghsh
izy & m&:ﬁ}k& ou can praduate

L m 33 pmp:}s m ot class

We have 4 termns diring our school year. After ev
we have Iwﬁdays whi h are nm; mare &hzm IO davss smd afmr

(Jurw, July,
because of bl
knee. In such

“Doctor, doc
“T've got s

We %’I‘iﬁii(ﬁé ‘g‘*idfm The

_role o the captain of

Anapa’s resort
and watercure
with ming

Phave th i
There are coins of ruany European, African and Ammmn
countries (1:’3’7 coutitries) inmy collection,

I'd like to: haw apen friend (ﬂ'mt Britain. [ am waiting
for youir reply. Sorry fi

I ymx"d like: to be put RO-A icontact Pe ;

Brown at; the m onal office.

ke miore information about
.

WITNG3921 48_0013




This video is now available fromi the Society, Parents of
children with haemaphili vt their experiences in
a-helpful and illuminating v will bea-welcore
Source of support to-all pagents. Areas covered include
First Bleed, Schools; Holidays, Spiort; Hoite Treatioent,
Dental Care and Support. Running tinie 80 minutes
APPIOX. -

The Society is gratefud tothe Persula Foundation and
the Lloyds TSB Foundation for their support.

To reques your copy please call Tom at the national
office o GROC__ -

Wi%ﬁ? m&wmmmm

GRO-C

t}'teme‘ﬁiﬂéﬁéaﬁ‘éﬁs 1:)1{-‘*4 e call %’Mn on

- give Pete a ¢

THE PARENT

SUPPORT
NETWORK

Don't forget, if yoi are'a-
parentand would Jike £o
speak with another
parent about your child’s
haemophilia or von
Willebrand's disease you
may benefit from
(}{}Riaiftim, the Society’s -
- Parent Support Ne work. -

"fhe netvmrk exists gs .
an additional s

Phittivg puvouty
S ckihdenn with
Bmeinghitne wad
o WU it
irsas b nwEh
itk bk i
B seiah iy

If yc
on 0
you.

?arvm Support
s 2 1998).

ihe si or Wmi

H&”fﬁﬁ Ki DEFIC = i Wﬁiﬁ HELP?
We have had d request frm"w 2} 1”xax‘mr of i boy with
FACTOR XI DEFICI EM b ¢ wim wmum hko fie) talk 0
another parent of a h )
Please call Pete oni_m -
el

)lming the final
whnse three

BRISTOL FAMILY DAY

WITNG392148_0014



he BHC is arvanging 4 sumﬁx@x camp sailing
in the Gree shipelago for young people
{18 - 30w Chaemophilia;

icipate incthe
hdiling and in the ch&xily mxmmg of the boat, -The
whole week except one fm; will b x;,;vm on 4}
he day on sho .
small sailing
be

on may be |

he Society’s AGM was held in July at St
Thomas’s Hospital in London, attended
s. At the

sasurer Nick Law On was
th&nked for his hard work and achievements
in improving the finances m,mr:,auun,

stood down as a Trustee this year. Chris
Hodgson sent the Society’s best wishes to
John Pepper! GRO-A

GRO-A

The question of further reform to the
Constitution was discussed. After thorough

2nd European Haemophilia Consortium (EHC)
Summer Camp, Greece, June 19 - 27, 1999

number of-applications for the trip. The criteria for
selecting-participants:is

Datecof receipt-olapplieation form. Closing date
for applicationg is'March 5. 1909, Applicants that
have not participated in previous caraps will be
given-priority.

Geographical spread: - As wide spreading as.
possible-among European nationals: :

consultation with the membership, and .
,éénsiée‘rable debate the board has decided -0

tha.t adéltmnal con nal reform is not a
priority at th remam;, and has accepted the
Chief Execi s recommendation that this
should be looked at again next year. One of
the key issues examined in the consultation
was that Qf whether members should
continue to elect their chairman or whether

The Society will be holding its second
Council meeting at St. Botoloph’s Church
without Bishopsgate on 31 October 1998,
from 1lam to lpm: d by a light buffet,
This meeting will take place before the
Remembrance Service for people with
haemophilia who have died from HIV and
HCV. For further information about the
Council Meeting, please contact Julie
Kershaw or Sue Rocks at the national office.
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