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NO GOVERNMENT HELP FOR PEOPLE WITH
HAEMOPHILIA AND H”WITIS C

Ina shock lol let c'-- < > cnnan < Jiris Hodgson m
the end of Juh , t1* --i i - i i>-,‘ Frank Dobson
announced that n- ipr.mii-i.i will not be providin'.-

financial help >• , !.ilia and hepaiiti

The news « . sbelief. Socif
’hief Exevul 1; "The

Government s . and don’t tai
fully into ace" . f people with
haemophilia m < . '.written to Mr
Dobson, telling hr। <- - i< c,s i further meeting

"It was partieulail,’- n; n>- ? mm he has offered
nothing - not even a pi’cnh;; find for people in dire
need. AU that lias been oil red is funding towards a
young people's project. While this will be useful, it mu ’

surely leave older people with haemopliiliu and hepatitis
G feeling that the Government- thinks that they are a lust
cause.

"We will continue to fight this campaign. We have a just
cause* and many strong supporters. Most, importantly,
pieople arc suffering and dying, they need help and w<
wall not stop until they re dvr ii.”

Nev Pre
TheSoei- " I Alf Morris। •

Maneb' director of i

Ncwca (*ntre. have
igreed to bee

Both have m,> i< n. m- !i"d contributions i

t he haemophilia v < o s v. "l . us n own sphere. Lord
Morris, as an outs' m he, b o h imonlarian and more
recently as a mend •। - । > J 1. .use of Lords, has been
one of the Society’s n., .' - • i.mch supporters in the HIV
campaign and latterly h,i. - Peen instrumental in the
campaign for recompense for people with haemophilia
and hepiat.il is C

Dr Peter Jones has been centre director of the
Newcastle Haemophilia Centre since the early 1970s. He
is the author of the book ‘Living with Haemophilia'
which is currently in its fourth edition, with a fifth
planned for the millennium. The hook has been
translated into seven lain nges to date. He is also a
member of the execute.- -."'mittee of the World
Federation of Haem. >. .id o. chairman of its
strategic planning i in,. u u .io commit lees. He has

Mi ! »■ >1»--, -n s announcement came just over a iwk after
ihi So i-n md Manor House Group had held a day of
<eiion ui. Westminster. Tim event < onsiswd of a press

t.n u -c t illowod by He handing ov> t of a p -tition and
9‘> while lilies, symbolising those who have died, to 10
Downing .Street in the morning and a mass lobby of
1 'arliamem in the afternoon. *

t en, ;w of wh

over from re' :
Biggs, who st ai . I Dr,IF

V. Ui- m "ii who, sadly, died ci • -- -1-': -;my on
pa ? H i. Both have served m. tic it, -all. -e and

? -rv>- grateful thank:. ; . - m mom and
e ;ii ion •
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The H/mwphilia Society ICONTACT L F OURS
‘Working for th.' !>".o possible care for people wilb

haemuphiliu and related bleeding disorders'

Chesterfield House, 385 Euston Road. Ijondon N\V1 3AI I

T-l: 0171 380 0600 Fax: (1171 387 82S ENGLAND
e-mail' infot^haeiuophilia.org.uk CORNWALL HAMPSHIRE •KENT.
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We welcome repm-hcaon of articles on the

understanding that acknowledgement is made of

The Bulletin as source.

Evans
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vices avail iety
Haemophilic people

a haemophilia disorders
m its national . ' ...ion and

m-re via local group

WALES
.ORTH WALES •SOUTH WAILS

LINCOLN & DISTRICT •NORFOLK &
HORWICH •NORTHAMPTON •
NORTHERN •NORTH WEST •
NOTTINGHAM.OXFORD •
SOUTHERN * SOUTH ESSEX •

•General informal mu about haemophilia and
related bleeding disorders

•information about Social Security benefits
•hifnrmation, advice and supjiorf on hepat.il is

and HIV
•information for parents of non lv- diagnosed

children
• i’arent support or ;

•Hardship grants

•Centeon Cali pm

•Caravan holidm
« Adventure I>, ; . for

hildren
“ Fundraising

Assistance wir
•information";

•Travel advice an- i m men advice
•Haemophilia bay? . r. bays

•One-off meetings on .tic issues, such as
hepatitis

•Hepatitis C Support Network
•Von Willebrands Sujiport Wrererk

Personal

Services
Children & Families W

SCOTLAND
PERTH •GRAMPIAN •
TAMIM •WEST OF SCOTLAND

NORTHERN IRELAND

Ce- mice Reg. No
17-

ecutive: Sue Rocks

Advisor: Joan Doyie
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* please -itfih KiMi.il & Website add. < -.

In order to establish cvm 'i< :1. with your local
Gniupyoii should wiio- m the first instance to

lib1 office. We hare local groups in the following
areas
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CHIL. ' JXini

AsI near the six months mark since joining the
Society I reflect on how quickly that lime lias flown
By. It h:«s been a steep learning curve, and I still have

many more people to meet and places to visit before my
induction into the field of haftmophilia is complete. ( if
course, work in an organisation such as ours never slanrls
still and to borrow a phrase from the newly appointed
Opposition spokeswoman on health, Ann Widdecombe, 1
have had to ‘get, stuck in’ straight away fo many importmit,
issues.

Not least among I h> "■< - 1 i !» • > ampsugn for financial
assistance for ih"- T oat it is ( I, which
culminated in oni l..Pb. -i l,;srh.tii!.-nt on22July. A
tremendous anr >1 mi W m >rf m m hm. organising die ev 1 1

and the sustain ng the months teioro
:t. This invnlv ’■ at the nummi
iffice. but Tr . local groups tu rn
the Manor Hou-o sp- i.d mbm--: ynmp for those infci > I
with hepatitis < • •‘'••ersandMPS"
written to and (c . i b spread cross p ”
support for our < -a 1 1 1 p; <i gi >

Tills makes the c-p m in -u. < mvcrnmentall the more
disappointing. But w<- k io »1,. decision was not taken by
the Health SecreUuy Fr.ml i lobson alone. The Cabinet and
Prime Minister were nonsuited as well. Hence, we know that
in terms of taking our case to the highest level we could not
have done more. Clearly, the Society cannot accept this
decision as fair or just. But having now been turned down by

COLUK
both a
Conservative and
Labour
Government, the
Board will bo
reviewing in the
autumn the
future direct km
of (he* campaign.

M -uiwliile
• h< are other
pi"V>1lig
i'.'।e-» rm <>n
"in- 1, a must
ii< ri 'he

i' a : • goes
. won the

••• anbinant facto? \ In 101 imw hew
•• wc want to see this। <1 . . And with

.i.pi iidmg launch of r.-»ial-u. . . < \ the question
.'11 id funding for tin.-, will i .-..on A.- recent

, an- i media roveragi- shows (sc>- page 10) Ihe safety of
"tir blo.«! supply and pnxlu-its continues to be a major public
health cunci-m. The Soden still has much campaigning to do
to adiit-ve our mission of securing the test possible
te- iiiu. tit and care forpe >ple with bleeding disorders.

Edito’ 'il by Bi>nitin edb
Dr 1 " ' { Eva '

Thecat . or people wi’
liepat -■ the hearts i

Governin' ni . The S," mr. .nmol accept thr-. m-
a right or jus1 • nt, but just im

this issue may Iio.>11. b. v-m in 1 h<* courts. Howen 1,

our campaign al .0 [■rdm B , ,| ij,- need for better
sendees for hepat d r, n - it 1 1 <- t if mid management, so
wo must do our utiii"-! 1 - noire that proper medical
care is available thr- mJ the country. For this wo
shall need to join fon • if b other charities interested
in liver disease.

As has already been reported, Um income of the
Haemophilia Society has fallen substantially, so
economies are necessary. We hope to be able to
continue to provide a full range of services from the
office in Chesterfield House, but we have had to
reduce the cost of the Bulletin. This edition has had to
cut down the use of colour Wo have managed to
maintain the same muim- < "I pages, but the pictures
inside are now bla- 1 mb '■ hi'- We shall have to see
how things go

WITN6392148_0004



ANTi . . ALTESL . f GRO-A

।GRO-A

the iiregnam k-.s and att eraaids.

GRO-A

check the sex.

J
Bl

oRo-Aj has a girl u • : ihree boys with haemophilia.
There was a picture of her children in the last
Bullet in. Site describes the problems she had with

The shock of all three sons being affected and the
effort of caring is overwhelming I am desperately
seeking support an'! ’ . k-np. I am the wage-earner in
our family and n-< , ‘ - • i '.wk to work as Pharmaceutn ।

AdvisorlorB.ii.' - ’J- i" b Authority. I also need

The back-up from i
James’s Hospital is i

m , waging, but i
!!।. iiig to justify the

>f my childn-i -s,
authoritii ire extra

for hard woi Tits who
Ives need siii .wsiandmg.

The tests are there for every woman, but the
decision whether to take the formidable risks they
entail for a POSSIBLE foetus with haemophilia is truly
overwhelming.

1 can only quote Lorenzo Ji.". < 1777-1834) who
w role in ’Reflections on।h< i .■ o - ,d’ - "You will be

I tinned if you do - And i "U i> ! mined if you
doii'i."

W

The baby was born in and was a bonny BOY. He
was diagnosed with severe haemophilia A within 24
hours. All my sons have the same diagnosis.

extra work to ensure
sufficient money for
my four children to
have a good quality of
life. Before ["groaJ
was born I had three
part-time jobs
covering all seven
days of the week.
Flexible but very
arduous.

SB

Our ft agib umM rraUnng down about M
again. . ..

By Joan Doyle, Services Co ordinator &
Benefits Advisor

IDELII
JRDSHL 1ANTS

andi GRO-A i (] j)

and we did not. ha-, • family history <>f haemophilia.
When! GRO-A 1'। h.iii he cried a lot and slept
fretfiihy^'Hrs s'k c . w.>-: erv -onsitive and blistered
easily. He also hrm-.'-d I .< i-. apparent reason. When I
voiced my ' "• it.- :■• < •• M! I was told that 1 un¬
being over pr. m-Hivo

he Alan Tanner Hardship Pind was set up to assist
people affected by haemophilia with the cost of
essential items whi< h they cannot afford

themselves. The budget is limited and we receive more
applications than we can give funding for. Jt is therefore
necessary for us to prioritise applications and give grants
for those in priority need which are directly linked to
haemophilia. The Haemophilia Society will endeavour to
assist all applicants and, where we arc unable to help
with funding directly, we will provide advice on other
possible sources. If you would m •• i copy of the
guidelines for financial assist ... i- ontiut Julie or Tom
.i I he national office and in'- He “ > ' v. ill be sent to you.

nconclusive The notion of
toned vaguely, almost in

$ was not a problem. In 1996 I
to our dismay he trip had
tely, by then, treatment
lai had spectacularly

• ni GRO-A prm mprepan-d
.' i>>niop’hnui’’’VVr I.; Ii was only

v itciU returned to torlTm- ih-to GRO-A iwas
lugriosedandthelt-ngn.it! i •।bring him up

sound m physique, mind and - m-mui began. Love and
kindness were top requisites. T!i;- desperate situation
is now trebled. My dear daughter also needs our love
and care. My marriage is under unbelievable strain. My
own strength, stability and ability arc being stretched
wafer thin. T- '

When' > was diagnm
severe h ; on 18 mem
the famih io evidence of ait i. :
or probb-:

Both my daughter i gro-ai and 1 have now been
diagnosed as cm•> ; Tv previous result was
explain. -! m n- >phisticated and
refined t. -i .

' 1111111111187 •

' .. 7 if tols-
I decided ' J : t by the time I g- -

, I r.-uhM'd that I might be pregnant .•igam.

The opti. • ' ation only to
slerilisa was distress
extreme, . could not g.
withit. Km ;m a to d m“ to take a lit th 'mu":
to come to a d>"-iM<'b. Tin mHsullant observed that al
eight weeks < A S risk.', tomiocentesis could b--
carried ..m u ;s weeks but was risky :

and was not j m » , urate. I was also firmly
assured that th< si. . .e, female.

rri-.- ' m >• "iH-r baby came al.
his tmi. to. .. . . tesis and < Imrmm
' ssampim. i w , m years old. It was dccid< c

to take then - . Hwre was a risk of the foetus
u.. eding, parliculai ? ,1' it. should have haemophilia.
The only test I ha as screening of the foetus to
. t. . t 4. 1

I have four children,̂ gro-a 14)
my first husband and 1GRO-A M2 months) and

I GRO-A j(4 months) hT'my'M comi husband. 1 am a
pharmacist working in the MIS. Whed gro-aI was born
in 1984, there was little done about antohiitiil tests.

passing.
gave bi
severe
and care at
improved.

GRO-A
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FINAL s JTIS SUPPv MEETINGS
By Robert James, Hepatitis Project Worker

Society's first mi 4'1net libers for some years has

•
' .>PHILIADAY

By LucyM Hepatitis Worker w

length of time in • >.”■ • uj' -to > ->ry of

i

o

for more details and a regist mt ion l‘< o 1 1 s please' contact
•h ih- Kershaw or Lucy Methath at iIp -to civ. The charge
s die day will lie £6 for adults m I h- > t >• I dltdreti.

ew on the hepatitis (’

ble shortly from the

3g

The other important message front the survey < uncems the
uptake of the Society's services. Overall, the memters
responding appear to he infrequent users of the Society's
services. Tills may be a reflection on the < liara< teristics of
that [articular group of nr-3 >ors wh< » actually completed the
questionnaire. But anv i. d r- ixinses many commented
that they did not knov to.i <i,- full range of the Society's

The day should provide a good opportunity both to hear
about some of the latest developments affecting people with
bleeding disorders, and to tdlow the sharing of oxpcwni es
with people in a similar situation, There will also be plenty
to do for the cliildren, with activities for the older ones and a
creche for 11te younger ones. s

The survey has pi - o : ; - * d t- > dback on title Bulletin,
wliieh theoveroh i> ; •” I respondents said thet
read themselves :im I y . , Tap.. 3 hors in their household
This is very gix>d new . (a > o Ailjeiin. underlining what an
essential means ofeomiu:.' •. it ion the publication is withour
members. Also encouraging were the very positive comments
about style and content, At the same Lime we take careful
note of tin- fact, that, of those who answen»d our quest i<>t i
about whether the Bulletin could be improved, over half
replied 'yes'.

respondents (tn a ri. h- < • to - ' <f one of theSotn. <

two siwvial mt are member-
local groups.

A report by।
project will

early, with all the tidying up
dope by quarter to ten. (I love
yon, people with haemophilia of
South Wales).

I attracted a sizeable n 'S[«>nse with well over 7l>0
-L returning the questionnaire sent out earlier t his jear.

( )ur aim in carrying out the survey is to find out more about
how members use the Hoddy's services, and to leant from
you where there may lie grips oi nwds not being mot by rr
'current services. We also wanted to known goal deal more
alh >ut t he circumstances of our members in < irder m tetter
represent vour interests, hence questions were included on
employment, uptake of tenefits and age.

Initial results have prov । /m interesting,and we are
continuing to analyse fi< t>.<' • i ionse Some early findings
are worth report ing n. - . <>•;' I T >se members who returned
questionnaires. He a- n
parent or guardian '• A' a H- haemophilia. Most are
longstanding m<। i‘ ' ai.‘ . m-boingthe average

The meetings all happened without any major
disasters, all the sp< -.d - r- i urned up as did their slide
projectors and OHP.- d’H* teplay stand and
accompanying lin-tour.- •’ h- i-divercd to all the
correct location- H,. . mi rs forgot to bring it
back from one > 0 m> * - tut. . hm t he hotel seemed
happy to loot - leaflets for an -
week at no < my own stub
behind in a I .1 • ' '•> .-uk cd v. as late for om
meeting, but ling oven finisi
a toTa '■ > T c PA : - a), to# t

Theseries of meetings has now finished because
it is holiday time and there is no more money
in the kitty to keep me on. hi the past few

months 1 have got to know the insides of Virgin,
South West and Cotinox trains very well. Amazingly
only one got in laic and that was only going as far as
Northampton.

Betin so that, readers am regularly reminded
of ways in which the Society < an hd[>.

more detailed Bih>miauun mi die survey in the
ssm- of the Bulletin.

(is is ent has been organ; • Am will, the
- Ji N '..and will

JL nteplace 'dm nA'AAuf>'< toa-kitthe
SlaMsi'arl. Houi. Tomplep nd W an .a . A'.A'ful to
Biaf an are the-. '<a

SlliilB . -■
' W»- <

' *,•( -s • day there will be i-a •-! a .i,a of
‘.o.il including: von Willi!,; nA - r a lia 'nophilia

n. "• • ids; family issues: lau -a.i- i, ca ,■! lye about
h< y niiis (.1; haemophilia and s. L >• a--, tx-i lr.ha with
ti> ;•..ms (1. There will also be an i Mr*a- i \ Karin
!' ippenhoim, andachance tn ask -pi a h.-. and express
- ws about the work of the Society. .!■ un Doyle will be
available throughout the day to discuss benefits queries,
ineludit ig Disability Living Allowance c.biims.

. - . - .
MEMBt . SURVEY.. rS Ki ; "

’ ' ' ' ' . rvic-Awre until they nx -h.d I hi r. hunnaire, This
points to a need formore effective publicity atemt what, is on

stop we are now listing all of our

The evenings themselves seemed to go quite well
too. It is strange how an issue comes up at a meeting
and appears to be of paramount importance in that
town but at the next is not mentum- d and a

.mpletel.y different one is rhe major '•liking point. .

’.into you I got to hear views .m :iii :h- The
! - ’Lack has all been very p. . m i - >• u h loads mure

;i< king the boxes im : than No.
di too polite.
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are > ^siderm .Apy for ms c?
by Nigel Hughes, Clinical Nurse Specialist HIV & Virology, MidKent Healthcare NHS Trust

Okay, but what therapy?

Iver orapsy «1poss.bfy ultrasoundNo liver biopsy

OUU®!

' io. ' -w ' J Xussm

i' O', wady)

' U”®r®2

< !..'Wrtiw3

CutpatirtV-'w up

It is unfort imat <• i ‘i '1 the liver biopsy is still Ilie best
diagnost.it metli'U %i .c ssiug liver damage. Many
doctors will el’1 • i’.i- r -i. therapy to those with

Interferon Alpha is administered by injection
subcutaneously in a 3 million-imti Jose three times a
week for upto 12 months. 3- i. " -ares may give more

for longer, but as a rul< r>' 1 a ip iho dose will

haemophilia without the need for a biopsy first. However,
if a biopsy is performed on someone with haemoptiilia, it
Is necessary to give the appropriate factor concentrate
before the operation to raise the factor level and tin*
biopsy should be performed by a skilled piactitioner, with
adequate pain relief) f • •

If you elect, to have a biopsy, a scoring system is used
to measure the amount of inflatmi.-Hion. cell death and/or

hosts. This grades 1 he m < i .1 % liver disease so a
r-ision can be made on the m - q mi tborapy.

There has also boon much it-., n ,-,0 >;i obi ml the
; csihie poor response in 13 • n< so ". it h genotypes
! ,1 lb or 4, but this mai i»- t- .< k--;!'1 % die longevity of
•I individuals' infei n m-. Hnpri q more recently

im ed genotype. If you arc
ned about this s can offer

-pn-.> i>e testing, bu! ' I.< - h s,. >• no u , nd not be
<ily viewed as based on

n -1 imit genotypes.

\t present many cen11 n tie I I-. c . Iforing
interferon monotherapy : > h- no v it 1 > > bronic HCV and
increased risk of ther dis.- 1 1 > •, 1 Im wed by their liver
biopsy and possibly by their ir >1 I- -id. A few may now be
offering combination therapy m c v> clients, but
remember that, although tins was licensed in the US on
June 3 1SW8. it will not be licensed in the UK for some
months. The majority of ventres offering monotherapy
may offer combination therapy to ( hents wh( n
monotherapy has faded at throe months (HCV still
detectable) or when < limits relapse after a year of
therapy at six months prist therapy.

S'

u are considc we a biopsy,
ee the Liver

St
iSW®!

J you elect not to hir. * < U , , , , ofableeding
I '• k r. many doctors •, ul < % • h- 1 >1, ron.

For instance, responses to Interferon Alpha therapy in
clients with HIV/HCV eo-infeetion are less likely to
progress to HCV remission (undetectable HCV via viral
load). The new AMFAR trial commencing m the US in up
to 2(H) such individuals may provide more information in
the near future.

2

imerferon used by it. H; : -1 ,< 4 i « 1 may be useful
I.- inducing HCV rcmissi m < ’ . - I < bents treated,
Possibly lower in people v.iil 11 . n, ( hilia. Combination
therapy, using Interferon at.' I '1;.. , -(-h .uitiviral Ribavirin
(Rebetrun or IFN/RBV) may w u i m 40 50% of clients
after 12 months therapy. These are very general figures,
as responses in various communities and client groups
will vary dependent on viral, host and behavioural factors.

This is a suggested follow-up process which may vary
between centres What is essential is the need for
adequate time to discuss the various issues, particularly
Hie tests required, therapies, side-effects and how to
manage them, the goals of therapy and the end results
you can expect to be* achieved.

history, etc

Of these is routinely available).

Oft

Ob Thefollowing article is a revised extract from an
article by Nigel Hughes, a Clinical Nurse Specialist
m HIV and virology who works with many people

with hepatitis some of whom are co infected with HIV.
Nigel has a special interest in hepatitis C, and will be
presenting a workshop on latest developments in this
field at the Belfast Haemophilia I fay Tins article first
appeared in the Mainiinors Newsletter in July 1008.

Hepatitis C: The Gold Standard in
Therapy - Choice

There conunii " n* b< nun h debateabout the b >t
options for pi-opF living with < hronie. hepatitis C v>n!
(HCV) mf> < ;i<ui and I hop'- licit i can discuss me > : 1
these issii"- in !iris art h h-. I am 1uingtoc0ncerHr.il" "i.

the ortlu hat 1 know bi
this is noi dismissive of
forms of ' ' :i or Eastern
compleme:
i T 1 %U -;' ’“llliKfc

If you • I-" I : . - . e possibility of orthodos
treatments you। > eider various possible step ,.

Possible mutes m; . :

rtettaonmomu -w. OteCIncd Tw
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tn.-raiT v>ur।isk of side effects. Ribavirin in combination
r. ,v,is <‘i i as a capsule orally twice a clay, either lOOOmgs or
1201hit,ns il you are less than or more than 75kgs
respectively. Combination therapy is given for either six
or t.welve months, dependent on the centre, but.
increasingly it may be given for the longer duration.
Ret ent studies hav suggested a response rate' of 33%
after six months, compar-d to 41% after twelve months.

Am I eligible for therapy and what about
side effects?

s: < "" ; c ' t T/ '

It is extremely important, to remember that both
monotherapy and combination therapy do not suit
<".<rv<<ni- and I hat they will not work for everyone.
Th> t< ar>- side effects, which you should be informed
abeiii. including the way-r you can manage or reduce
them

Then1 an- a muni « i -d ,id< . hi < ts with Interferon,
i >pped) among

< lh-m Hu lit- : \ mph.Kic. hnmiie, d>-pt> ssion and
imiabilit>, pl n>d<'t ;.nd maiirophil ( bone marrow)
depr, .-.non dm h-vm-s-. hair I limning, loss of libido,
HaHa' a. I>>ra 4 uppciji. , disturbed sleep pattern and
‘limd iicc i-e । g |t,. 1, mav not reverse).

'Ox • mam aide "ITei’ts for Rjbavirin are haemolytic
anaemia a particular concern for patients with a low
haemoglobin or heart problems - irritability, depression,
rashes and nausea. There is also a risk of Ribavirin
causing defects in the unborn child (leratogenesis). so
clients using this therapy must bo on adequate
contraception during therapy and for at least six
months after i hrrapy stops.

These may all sound very concerning, and I would
reinforce' that they should not tie viewed without
caution, but many of these side effects are at least
comparable if not as common as side effects in anti HIV

.mi -host r >ii therapy. HGV is like any viral infection in
rerm- of .".rrhadny therapy. I. infominately antiviral
it i>i o.dp.'.b medicine are usually potent

.ind > i’I’O .id > % o. in * .u\ mg numbers of clients. It
. : . 1. especially as there

.md take appropriate
i. pom »>> >> dm th. m . n;. H inm inplementary

. .ay not be eligible
I .i tli.-cm., m o.p,. mu. id,. :< . . o.ise. For some
-hmm।h< ch , 0. . m ,h minimal or can be effectively
tii.'imt'dvd.

Smii-' p, q .it < not, eligible for therapy because of
it, ui'T-'.is-'d risk of side effects or worsening of
pp'vtmis health problems. They include:

Mental health problems such as clinical depression or
psychosis and/or personality disorders; lung or heart
diseases, particularly if < onside-ring t he use of Ribavirin
and if you are ana-ink: s->me aun-immune diseases,
which will need to be investigated as Interferon may
make some worse.

It should also be noted that the amount of support
involved in deciding on and using therapy is significant
m yonr response. Medical care needs tn bo a
j>:h iiK-t.-hip between the client, the physician and
..•litre I

IMPORTANT.

i

Reference: Fulminant hepatitis associated with hepatitis
A virus suporinfection in patients with elironic hr pal h r-'
Ventoet al; New England Journal of Median. • -I-mumy PTis

SB

A

This data suggests that everyone with hepatitis (’should
be vaccinated against hepatitis A Most people with
haemophilia will have been vaccinated, but if you are in any
doubt about your immunity to hepatitis A. you should
contact your centre to have it checked.

1

Most people who contract hepatitis A do not develop tivr
failure, lint the conclusion of this study is that people with
hepatitis C have a substantial risk of liver failure ;uid death if
they contract hepatitis A.

Ri
References:
1, Hughes N; Patients and their treat m< a it: Clmn ai
Guidelines for the managouic-n’. >1 H< ;

interferon (workshop); Rnya! >' ' -
London, 1997 (unpublished
2. Hughes N; Hepatitis 1

developments in 1998; Mar : .■ . > : :
3. Galmiche JP, el al; Fnm h = .
hepatitis C; screening .md tre.ma c. : •

4. James JS; Hepatitis C Important Tn'atiu.-nt Advaira-
Interview with Douglas Dieterich. MD, All >S Tr.-.ini.aii
News 1998; 295: 1-5
5. Shiftman ML; Management of Hepatitis C; Clinical
Perspectives in Gastroenterology 1998; May:8-19

In conclusion
If you decide on a course of action that um s It h « th mu

or combination therapy with Ribavirin then make sure
you are in control as much as possible. For the future
when protease, helicase and other therapies are
developed in HOV we may seo some much more
promising approaches after the millentiium, hopefully
with a vaccine as well. I util then, find the therapy that is
most, available to you and likely to be of most benefit. The
only person that can decide that is you. but. make sum
you have the information, support and if needs be an
advocate to ensure you can make a choice, whether it is
Interferon, with or without Ribavirin or Western or
Eastern Complementary Therapies

If you want to discuss the issues raised in this .iriicie. |
please contact Lucy Met h at h at tin* Haemophilia Society.

...do you or someone you know have
hepatitis C ?
By Lucy McGrath, Hepatitis Worker.

A recent study by a group in Miu.-aivi 1 h.u
with hepatitis c %

ve a severe risk of k >■ ' :
s with hepatitis C

i ><-ar pwi<»l h- >m 1 tux > In ITT
Of the patients with hepaim-
contracted hepatitis A, and ofth« 7 d.-.T-p'-d '•.■■vt- liver
failure inui G died. Of i he p.iiiei J

contracted hepatitis A, and alt hougl i > no .>f ih. so had ->>'ii>'

liver function abnormalities, they all rw.vr- >
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8

setters to the l« >«
Y Y "Yd would love to hear your stories or responses to
\ A/ ^1C 'et'ters Please share your

V experiences, good or bad. Your story may help
HOntetHte else, Please state if 5our name can be- printed.

U,S» Plasma Concerns
Sir,

'11 „ ./h frepidatkm that I have discovered
'>><u > : it f.o.q.i. t-> >w to be imported owe again from
n,, t s i >dc^; 1 >1111 , cig much mistaken, which I

Is whim preciously infected
Muui /eople with. bleeding

--1 * "..died. Sincethena
>ped and tu)

, 1,me last). We now
^n u'e < me again. Frank

lie- minute risk ofmGJD,
:«■ tanisn,visible in this wan,

importing what may be highly
. . ‘ j sjrow the LS.

Weil e„,., I ./.( b w.. "ja aUmg the tray is
the ’window period’, where a pursmi may have became
infected with HIV. but the tests will be 'negative' for up
'0 thn ehrntbsi'Uwwni , . rslcm occurs

.-Is :/:• n stilt -i lunch m-fr < problem with HIV in
the US than here in the UK. i feel ire may be opening
another Par/duai's How with possibly fatal results.
Ikies anyaw else share my worries over this hastily
thought out plan by Mr Dr-bsou and the Department of
Health or am I the low vmcc in the wilderness.’ I

’cwresh / to know.

Ytmri riwi relii,
fff =|g- ' ", .

Editor’s Reply

. however, t ho days
aL< it pi.i.-m।hm h> I oio I states was collected from‘skid
• ' : r- ‘ 'U' A 'asi I:S plasma is collected
!r< 'in pla-maj homsis donors, who give plasma, and whose
bl< >od is t . st e< h \ .-n t Wp weeks or so. They are seen very
r- vnl.irly mid live in areas where HIV and other viruses are
li 'ss < < immon than in the big cities like Los Angeles and
New York. The enormous sums of dollars that, might be
< tainted in negligence by a I IS citizen who became
infected from I kS plasma or plasma product gives the
plasma pnxlueers the incentive to produce as clean a
pnxluet as possible

Notice: Lost & Found
A jacket was found after the lobby nt Westminster. If you
Uotik it'- yours, give Sue at the national office a call.

Letter to the Editor
Haemophilia Society
ChnstorfteW Hew®
385 Euston Road
London NW1 3AU

The Future byCS^:".
Hampshire Group Chairperson
Tn mg very privileged role as Chairi >-r-» I .w
f aware of the many problems p, , .ph ,1 Uri

JL hrwinophilia hoi c enibi-u
fifteen years. Sadly, nuiru.w ><> p.q > >> wj,

and their families, quin ,1 wb 1 wu wbii.l.,. Ui ,-h-t

the scene We are y,.

problems. These w,
our groupfeel that n e mi , > c . pb d wc i< u,w u
live with these cruel bunk'h.- ih-’i n -o.-t v
families are forced tn n>u;i . '>i!

In our particular group we hu- >101 -i., .
encouraged unity rind friendship and sn pp> •< '“.i

each other through sume of the most terribly
painful Hines. What I tun really trying to say is
that we feel there is light at the end ql the tunnel
m -matter hou distressing the eire/iinstawes may
be People with haemophilia and their families are
a pretty tough and resilient bunch, we need to be'
At the end of the day h]e goes on.

There must be a whole bunch rf people who do not
hare any viruses, and we are pleased and thankful
that they have not been e.rposrd to any mfrwtious.
We would hate to be separated from our friends awl
fellow members because of problems person.ii w
We have discussed, this as a group and ,< , m i ti.ai
it’s tim^ the Society thinks allow .a Io 1 uwi
does notget bogged, dmmi wall <->.,/1, ,w-,.
worthy as they arc Thro- a<-

needsareimportant, >i Ch .I-- > 1 .1 >iwl "opi>-i
difficulties Is the K

My opinion and cow >■> >r - >' .> < <b ,wi w. -
forward as a Society, awl »• >• >woi< cn-d wi >.<n-
present situation, we could iw»hi>> a Un yi iq
of people being singled out ri iwuv ! th, , .
particular circunislauces and hat wa u e m and
us’ Society.

I by no means wish to appear callous,
unsympiathetlc. ar to trimalew anything. Howerer, I
feel the Society must find a bahiuee and work
together across a united front km al! people with
haemophilia

There are so many issues at stake, with babies
and young children, recombinant factor nnCJD,
DIA, HIV, IHIV and Mobil ity/Disabi.hty. The list is
endless Wr? as a commwiity uf people hare had our
fair share of fighting and d seems we will always
hare to fight to get the best sort, of treat men4 owt
sereices.

float

ttSffb
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RED RIBBON P^GE
UPDATE ON PROTEASE INHIBITORS
By Steve Fouch, HIV Worker

that in inhibitor:-., Ih.-f an s> >mt'

Additionally, then .e •H. Bbn-.|s can vary from an itr t< -as< into target joints

WITN6392148_0010

B

What is not. clear is how many people arc affected -
M u<ii<-.-. vary from 59% of people with haemophilia on
HIX - -ri it >i! mt mn therapy in the Birmingham study, to
i-fr m th>- ! tnbliti »t i hly Nor is it clear how or why this
luipp1 n.-,, nf wli>- i(. m< mt hl'.-ly to develop these side

hi'Ti ifd hbi< diug s. ••'iie f > K-i'iir equally in
p.s.pli- V.K1, h.-K-mopliilia \ B or \ mi Willebrand’s
Ii • ,e,*

I Im-fif d bleeding occurs in some, but not all
people with haemophilia on Pls.

f blee.fs into mu -< 1> . Ihu. M< . and toes, nose
ld<" ds. HP e <■ 1 hi nriiie and .stools, and heavy
pen.Ills ill VeHUeH

I \<> ..in has ;m% idea what causes this side effect,
and indeed if it is din-Hl\ caused by Protease
Itihii >it < irs

What are the other side effects I may experience on
combination therapy?

S-uk I- .inis vi-re i ..mimm m>m all the papers
jm nil d-

3, As many as about 1 in 10 people have such severe
side effects that they had to stop treatment, but
everyone else was managing to control the
I'lm-ding to some extent on increased prophylaxis.

H. These side effects do not seem to occur in people
with haemophilia treated on other classes of anti-
HIV drug.

The Terrence Higgins Trust, and Body Positive both
have extensive libraries and information rosourct s
(including Internet links) that you erm I k in u> \i it
as well.

i ’i’ln .'-.i- side < ih-cis are not seen in people without
haemophilia on PI therapy.

The new National AIDS Manual & British HIV
Association Website at http://www.aidsrnafi.com which
has up-to-the-minute treatment information on-line.

What steps can 1 take to minimise any abnormal
bleeding?

9. The se side effects seem to be equally common to
al! four of the Pls in current use.

2. Some of these people have had to increase their
lotting factor prophylaxis

Hu'e 1!dm. ihorc has bis n some concern that
poopl.'Wiih HIX and haemophilia being treated
«itli the now H.-m-. ‘>1 anti HIV drugs known as

Pfiisf InhiMmrs H 'D- 1 It idinm it i < Tixivan). Ritonvir
i\nnni Saqiimmn HiidnwiahdNilfiuavir
( \ ir.u-cpl i Ii.o. >■ 1» mi at- risk %iwfu.vd Meeds. Until i

' : a reports.
I.ui at ih“ World ped'-rat i< <n m ikimw Congress at
the Hm'.uo Hus May. a niimlii r M studies were
|<1'0.0' 111I'd .III 111.' al >1Ip I 1

Body Positive (London) • Treatments Informal ion
Centre (Robert. Fieldhouse') on I GRO-C |

What alternatives arc there if I cannot manage on
Pls?

that can keep you up t<> did > • < >i > trmiimmii kMim .hM
help you to make an intonwd < hniro Tlif.' no -Im l< -
The AIDS Treatment Project, on 0545 47(h M7

It is important Io be ..mile r hut most peopb H. HIV
i around H0% j sh<.-< a marked improvement m In-.ilt h mi

ug regimes that imiudc I'is. The problem.- ivlaO'd n.
g seem to be manag- t % mf ..

-■ell. These sid. i-ffm h. .if nd a ihmi t <>
ent, nor a n an n n h- r< hr d h b< fir

but they*""" be tulkml ovr wiili \ < >iir
before y.-m ... .

The Terrcjiee Higgins_.llealt.h Promotion l:ui! i Mis-m
Gray) on i GRO-C i

effocts.Therc is obviously a lot that is urn uwhfim.d
about these side effects at this time.

WHAT SHOULD I DO?
\ /<■. V
If you are on, or < • : . - . . :

questions to ask ,v m .
'

f t : • ® ' i
•How have other pwl>. at fur <viitf mmiagrd mi

1«w
•H<n\ oftm will y..i; h«. n:unitori Bp, bb- iomm- if then-

is any changi’ m my uh ding?



<«pply and Demand Probit .

By Joan Doyle, Services Co-ordinator & Benefits Advisor

) PRODUCTS IN THE MEDIA

BPL NEWS

As clotting factor prodiv 1 - u i.ui- n ill Ju ^ii<'- I
human albumin. the Haemopiulni ,a n> th,ii

members might be concerned. Glcads the .duet .bui^d
purely into albumin treatment for bun in Um,-. -u.d .1

no conclusions about other treatment uses of albumin.

However. ( ixford haemophilia centre director Paul
Giangrando commentcd: “I don't think tliis will totally
eliminate the risk and wo desperately need a pro[M‘r

tost." The Haemophilia Society responded by
m l- >11 nog the* new move to reduce any potential risks,

>>>! 'led' ri:*-in.' the importance of moving towards

The company is producing booklets and information
sheets in consultation with the Society aimer! to arww-r
some of the questions patients may have r- cm - iuu- H„-
move, and some of lire wider issues si<u m> ! . - 1!>

I

fl«

synthetic treatment products for people with bleeding
disorders.

ollowing the Department of Health announetwnt
in May, BPL is now moving Io supply products
made from US plasma.

if you have any queries or information regarding
the provision ofrfMIL please contact Joan Doyle at
the national office.

Z:

TF n February, Frank Dobson,Secretaty of State for Health,
I announced that all childrt n with haemophilia under the
A age of 16 years would recene recombinant factor VIII
(rfVIll) treatment. This announcement was a great relief for
tin* pan tits of children with haemophilia. However, the
Society’ has received a number of telephone calls from
members whose children have not. yet begun to receive
rfVIll

processes to ensure safety and standards are at the highest
level. Haemophilia।..--i tin • directors have to ensure a secure
supply of rfVIIl foi those |wopk> who Itave been in receipt of
this treatment before the announcement. There must, lx*
rfVlH available for ail eventualities for these individuals as
there is no question of them having to return to a plasma
derived product. Before a child can b*gin receiving rfVIll
treatment, the consultant has to bo sure that th>- supply i--
consistent so there j.s no danger of niuning out of Hi- i-oIh-
and the diild having to be treated with ,i [ •Hm mh <b ir. d
product.

V-’ d ’ is- -mu H-H.-red.itcn in February, that
I irtti.sh।-i,i JM.< sh- mid im h uiib r be used in treatment

. ....।oviLu- risk'd infection, lias already
br<-;i ;tei"-p!.-‘d by Gov'i’iiment. Following SEAC’s latest
: i<i . v i • i < > i >. a < ti im< -nt , all bltxrd supplies are to be put
i himixh 1 1 1> • kin -odcplet ion process to remove wliite blood
'■••Us which are theoretically 1 he 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: “This is a purely precautionary measure. Blood in the
UK remains very safe and kmcodepletion will make it even
safer."

Within the same month further concerns won nire- l
when the British Medical Journal rep- 'ru d .< .-lu-h < t
treatment with human albumin for burn* k >im-- lb-
study, which examined evid> iv >1 in cm- w i "r

years, suggested the aJt'Ui’it" n- ,<i ‘i” m i- i-- -in1 !
with increased numb.'
why. The Depart m •

and researchers h.
interpreted with s-um -

The pliamiaceuui.T - . .
directors arc lookin'.
The supply of rfVi.
minimum required »■
children in the UK. Th oh. . ...
able to meet demand by th-- niMdli- --iii.-si vm nn..m-,n
positive note, Baxter are hopun io q - -i • 1 1 n* i e j hr H
plant in September this year wht< 1 1 w ill iu n o.v 1 1 e P • - 1 . U
production and more rfUIIl will become m ail;J >l<

11

•a Hi :!:- wax I Mil-go in demand tor this product,

I Wuction of rfVni has teen increased but the demand
cannot te met at this lime. The reasons for this are, firstly,
there is no way to rush (mid no one would want to) the
prcduction of treatment. RfVIll lias to go through several

Overthe summer, newspa{ier and media reports have
highlighted concents relating to safety of blood
supplies and products. In July it was reported that.

Munsters wore considering banning blood transfusions
Inmi British donors due to fears of new variant CJD
imiisntissj,>n. Thi-> imired out to be very alarmist reporting
• J •1 1 . i -1 11e Spongiform Encephalopathy

hi.- ay » ’> u>intit i •- - 1 SE.M ‘i which has beat lookinginto
ih< p<>.->sibl-.- ri-Ts > -I’m w wirimil CID transmission via

m-h findings.

J Un>- 1>. ••■it in i-.dit.iM with pharmaceutical companies who
piudiiri- ri\ ;n nli- > have explained the problems with supply
and d-mind. To b< gin with. Frank Dobson’s Februaty
aim- -hi n • ii t<-m waMi mnijJet <■ surprise which none of the

. - - - re; for the supply of
. I. Haemophilia centres

u -■’ r ! i Ind gauged demand based
n ili< pri-vi-ns year and what would have ten norma!
gireuh ill teiiiaii-lfor When haemophilia centres -

WITN6392148_0011



^hristma^ > A

Itis now the
tim« of year
when the

Society looks to
you for much
net ded support
with our
< 'hristmas Appeal
Following the
reduction in our
Government
funding, we are
relying heavily on
lie' income from
'll)- year's Christmas Appeal ..n-i n pc n: c ; --i . :m
i.> Ip

K"< losed with this F ,e -■! dr TiF Hr • i-n v rl m-.t
•ietys new lf)!t

ameo to win exci
i n,i,',

The Christmas rani I'atiiemi. .,,1,1 ,u>- w .•
!■ stive designsthat we hope .on ,il hi r ’A'< g < ..(pt

overprinting service if you w<-ut i jg < ;<•yi onahM'
your cards. This is available thrum u .i - ] „.i ,u <

brochure which can be requested 1T. >m T< Bradley al
the national office.

Do you know anyone else who may be interested in
buying the Society's ( linstmas Cards or Draw lirkt fs
such as family, friends or a local business? If you would
like additional catalogues or tickets please call Tom at
the national office. Thank you for your support.

’hank You to/ ... c; - W

TheSociety is tn th- p1"-- m upvc.dm: u
computer equipm- .
THANK YOH lob . h. / - • -•
' Atlas Dies Ltd
ry hardware n

" other generon I
the next edition) we hop'- ii.m m eflu ;< in .m-J iip-
!u date IT system in plac- w r, -u.-n

Southern Grob,
Donation

he Society would like to thank the Southern
I Group for generously donating $5,000 to the

JL national office this year. On behalf of the
Trustees and staff we would also like to send our
sincere best wishes and thanks to Mr[GRd-Ahvho has
been actively involved in the local gr :p for many
years, and has recently had to gio- up in position
duo to ill health. His commit m<-m icim b i< mcphilia
••-immunity is to bi* highly coiik,,! ml I

Man race
WeBdone to Br.u wno raised £160 for the

Haemophilia Sock i \

Bryn Davies, a local headmaster, ran tn the Man vs.
Horse raw m Lhnwrtyrt Wells on Saturday 13 .June on
behalf of the Haemophilia Society and for another chanty
which helps people with medical probit ms The race is a
cross country <>votti of 22 miles whore the nmners
compete against a number of horses, with cash prizes for
those who beat a horse to the finishing line. Bryn
completed the race in 3 In 37 mtns. A big thank-you also
goes out to Mrd GRO-Ai 'L : i member of the Society,
and everyone wh< siq *| ,.>> u G i in n

Can You Help?
Do you have any fundraising ideas you would like to
maki i mahr. m- w.mi m lo-lp dr S> i-i- r. in another
wav T a a- ti'ii'iigh vobiniiT-nng ' 'i ymi d: plea.v*
glVI It' !1.- -a a c ill at ! 11>' liallol' ll off!. I- ijwi liss

your.ijtlillflljf||||||

GRO-A

TTt is with :m:- i „ i. that v,i e p> >rt the death ofIt GRO-A'“'H , ' ' m-< d +l.[GRoiAi i
Xwasau -'/-•>>• ho mane years and
had haem : I

} He w . • - • । I friends,
'tin spec;-. • i gro-aI . nis local pub,
j The Cm . - . . ... .... ‘”i GRO-A । ..........wd a charily
|event invuhmy. .> 1 q - a m> oi and mammoth

j raffle. The 0’ 'i i - - u ,iia >. d U i GRO-A j,
1 with his brolhi-d_9_!?°:A;.-iL,c taking pan in the event.
1 They succosst'oll , im-'-l Hu -A'-udi-rful sum of £600
| for the Haemophilia Su, \V<? would like to offer

I our wann thanks toiGRO-Aitrinnds and family who
j have remembered him through supporting this event.

WITN6392148_0012



Family ;age$
A LET”''« FROM "OSCOW
Hi! My unknown English friend!
Tam writing 1<> y>u Ip.RO-Aj
11 gro-a! I am i> \ 'k-aniat
JLMoscow sehto.
such as History- ; ‘ ' '-'iiglish,
French. Russian English,
Physics, Geograp' .graduate
only1classesor 11 1 J hl i .au i i in •a T1ten*are
2.000 pupils in ourM u ' >1 md • , ; J . .u ui • lass (toys
and girls) . I like my !. Lsuher of
History is our rh ..■ man.i. I -,i n i-ih' •< mxwns, theatres
and exhibitions.

We have 4 terms during :-ur s. • « year After every term
we hate holidays which an- own- tlum 1»> daws and after
the fourth term w- hav- the longest, vacation 3 months
(June, July, August ) But sometimes I can t go to school
because of bleedings. I uav<- very often bleeding into my
knee. In such cases my mother phone-, to urgent medical
service ‘03’ and w- •are earned by ear to th«- children's
I laematologjcal Genin- in the hospital.

The liaemalologisi examines mt .md miise makes me
injections of cryoprecipitate. I 'an. iHs if takes the whole day,
t hat’s why 1 can't go to sdi> « -i > >met im> -s the Children's
Haematological centre ’-d , . "■ r and I can do
iigections myself. In si ito i • I 4m'f cu- -<hool.

This summer '.a . " p Vymper
not far from Klin ? vreises.

played \ >!:■ • i>d' nJ I swam in the pool, danced.It
wasfitii- m pe i>i< o be in the camp. Hook pan
in a!! sp r .on; •iinp- ’ >< i ••

Lost. Factor. I play.
r ; tn July mid in Au;
v. > Vnapa at the’ Black .-

Ai>,U'- lumau- i >i .andy beaches, shallows, mat
and vcm। . ur> 1 nd -i-. . i.i! ’••.orrises for my joints, cured
with mHW<al V III <

I have the tug • -It > t ions of coins, stamps and badges.
There arc coms < >( many Eurojx*an, African and American
countries (T57 countries.) in my collection.

fd like to have a pen friend in Groat Britain. I am waiting
for your r eply. Horry for my poor Ei iglish. ;

If you'd like to be put m tuucb withFGRO-A}onla< t P- 1.<

Bn-wn at rhe naimnal offiv

The Haemophilia S-x-iety is planning tn bring two Russian j
J tmiagerswtj.:.^ UK in 1999 for two
it weeks,! GR0-A I We n-ed families to offer a.

(
.... ...v v..„k,whlkT|,

j; the UK 1 -. .,i, know accommodate the
| boys '

< If '"i - c about this project pleas.-
j cecm : .f .,>• 1 n..l. <U7J

Some more dr-.-ro-i

Doctor to patient V,; r.j fn.. operating theatre
just as you wvi ah- >m u. ' .. <p- r d ion'.''
Patient “Be<wi.:>- ile nur. e . o- to draw' and that there war
nothing to witin ib-.ui .r it w-iaj'ist i mm.ir operation "
Doctor: "So? That .-.In mid ha'.'- pm ;,.,u ai x.mr ease."
Patient “Yes. but die was taikiiig t" t.ii>- snrg.- n!"

"Doelur. doctor I’m an im urabt" ;hh 1."
Tvo got something you e m Ink. ’’

"Doctor, doctei 1 Ie.'! tike a pair o! curtains.
“Don’t be so stupid pul! ’’oiir-i If i .g' ll i i '

Tell us yourj.A- :. t a Hk t1-.'. . Si ace permitting,
we'll print tlu-m .'!,।b< •

Who am > ?
• . .-.1:01.1011 lint not in a jab
• M . ... in biuterfty but not in a stab
* My tim . in lourni'juot and also in plaster
• My lonrih i-. in swab as well as disaster
•My fifth i< tn muss ie .im! also in bleed
* Tin whole is -i p.-r-v>n who comes to your

•To give you your fa>Tor and help you Io n» to
•To help out the ductor and to also be your

H’> i.i-h’ 1> :-’ i! n'iticjmil office
ii.i.'u T),‘- :href e-irrnct nuh't' s
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EVERY DA. THE PARENT
MILESTONE SUPPORT
This video is now available from the Society Parents of
children with haemophilia talk about their <-xp-rien< e- ,n
a helpful and illuminating way that will be a welcome
sour •* of support to all pan tns Areas . .wind m< hide
First Bleed. Schools. Holidays, Sport . Home Treatment.
Dental Care and Support. Running time 30 minutes
approx. '

Tia* Society is grateful to the PwiL Foundation and
the Lloyds TSB Foundation for th< n , <

To request your copy pleas- • । b- • r->nal
- nice on[' gro-g I

NETWORK
Don't forget, if von are a
patent and would like Io
speak with another
parent about your child’s
haemophilia -i von
Willebrand’s di-c.w y. .
may benefit from,
contacting the So<
Parent Support

The network > - - - .
an additional
support toexi t
services that
fi-.m <.ur Om
rxieiely

AU <>I tile pil ! !

th1- network ha\ >

experiences cl living w nn
haemophilia .a I the vnri<-i ii m k- and milestones one goes
t tin nigh

This includes coping with a new or recent diagnosis, talking
with the play >up or school, home treatment, sports.
sibling feeling isolated etc.

If you would like to use the miAvork, please give Pete a call
on til q^Q-C He will then arrange for a parent to contact,
you. '

Thioe parent k gave their dev.s on using the Parent Support
NetWork in (hr last edit inn of the Bulk tin (Issue 2 1998).

KELLEY COMMUNICATE
PUBLICATIONS
Parents nutlike to know th a v.« :■ < r tn:-"- -I
Applies of three intere.stm . v .m. ;»- •> L il

' mmunications in the I s ;-(i . ui v; p a
HANCE NEWSLET'
ted bj haemophili

rmauon and suppoi. uvity magazine for chi'-t- <■ . > -! " < ' u >1 • ’ ' '• > m
r’1 'N - an activity magazm- , t ms (l i,_ ; :

If you are interested in re- - r.n.c i- - >•’ n-- of
j these publications please e.tll !'■ :< - "i GRO-C

FACTOR XI c ‘ -V* you iW'
J We have had a request from a parent of a boy with
। FACTOR XI DEFICIENCY who would like to talk to

another parent of a child with the same condition
[1’lease call Pete oni_ GRO-C I if you are able to
Ihelps n

Further details about the network can be found on our web
site: www haemophihajjr.L? -hh !t .html

MILD AND 1PHILIA
Pete would Id mldren with mild
and moderat- .-ay they would
be willing t< v of recently
diagnosed < ।others what
kind of issw ,;w already
linked some।. . : io be added Io
the list or want I i>- i-। -m- i !..। mnly (or both) please
give Pete a call cd GRO-C i

Good Luck Message from the Society
(food luck toi GRO-A j, who will bo completing the final
part of his Four Comers Cycle Ride Igro-aI whose three
brothers woie bom with haemophilia, has boon cycling the
four corners of Britain this year to raise much-needed
funds for the Haemophilia Society.

|BRISTOL FAMILY DAY
|This will take place on Saturday HO'1 n -r-r 1998 from 9.30 am - Bpm at the Grand Hotel in ihe centre of Bristol.

I Thore are still a few places availal -i- f,. your place, 'phone Julie al the national ->h - < nun as possible.
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Bi®

I

isBs^ass!

New:
AC

‘ as TrnshM's.'

John Pepper F GRO-A

GRO-A

The question of further reform to the

A The route begins and end.s hi Athens Yon do not
newt any sailing skills, bitt everyone on board will
have to be willing to mdivelv participate m the
sailing and in the daily no.m ; <e the bout. The

that additio
priority at. the
Chief Execu
should be loo

Geognq l-i • c poMC As wide spreading as
possibh nil w.‘ ,,n> .p Titionals.

Ar- ---.o' •- ;• I <> p , wo mating ?? Would you
tiki •' •: - ,ii‘ >, r,। i

The Society will be holding its second
Council meeting at St. Botoloph’s Church
without Bishopsgate on 31 October 1998.
from I lam to Ipnt followed by a light buffet.
This meeting will take place before the
Remembrance Sendee for people with
haemophilia who have died from HIV and

Dato of receipt- of application form Closing date
for apphi ations is March 5, 11)99 Applicants that
have not participated in previous i-amps will be

:giyen priority: ycy

m
re
C

he EIIC is arranging a summer camp sailing
in the Gp ok Annipi-la&i for young people
(18 - tin years) with haemophilia.

number of applications for the trip. The criteria for
Sei. pari* ipants is-

nstitutional reform is not a
nt. and has accepted the

’s recommendation that this
d al again next year. One of

S . ' - - Council
J

ns being welcomed: Gimmi Taylor as
rerj GRO-A hind Keith

the key issues - amined in the consultation
was that of w h. Ter members should
contimn < < A it chairman or whether
the TTe cc, , , .ms appoint the chairman
from •> .-nm.-. ;; . - The majority view in

R<m ‘ s ,

tin : h ,, i.,o o r. ! was that membet
\\ ><< w> - !■ .is,; J;- chairman, and
value the postal elcciiou system introduced
in rJ!Hk

। - i - > - 1 1 . : 'i < - : -iropean
li nish Haemophib
St , i i -i ; ! . n- Jio-. A.oi.G I 3rd Floor DK,
1:'..' T-:-i- (Denmark!----- ;

Outgoing treasure; A ; --m was
thanked for his hard v ; i : <i achievements
in improving (he finance. a the organisation,
and thanks also went to i GRO-A i who
stood down as a 1Yust.ee this year. Chris
Hodgson sent the Society’s best wishes to

^he Society’s . was held in July at St
9mas\ Hospita’ London, attended
some • \t the

•i. < h.- Hodgson
the acie -oo year, while

iiw ® - cu presented
;f" isal ion’s work. The
r ocess for the

ere announced, with three new

n r: .1-. 1-. \ a A .< > I- a large

whole week except on- i «, / , a- '.pent <>n the
boat.. The day on sh'>">- ill I -- -pi-ni <<n an island
where smalt .sailing I-'"!.- - -i'- I--- oc'' >i Short
stops will be ma- h <w. ; । :.,nw. «(-'■< various
water aetivii ies : Ti-c pu-p.M- of the
trip: Try to <o / s much as possible.

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

It cost.-- DY erson.
: The fee cover - :c-w c ! activities

for the whole v. -. a srawllo
and from Atle t.

Constitution was discus- o After thorough
consultation with the * - -ship, and
considerable dehat. a i - us decided

HCV. For fit’ o -t information about the
Council M c : ph-ase contact Julie
Kershav - - ks at the national office
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