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THE BULLETIN

Dame Catherine
Cookson, OBE, MA
it Is with regret that the Society has
heard of the sad death of its President,
Dame Catherine Cookson. She has
been a staunch supporter of the
Society for many years and will be
greatly missed.

A full tribute to Dame Catherine
Cookson will appear in the next edition
of The Bulletin.

Royal Visitor
...l.l.me.,oai u!d[ GRoIa j ond His fatlv-r,

iGRO-Aj/j.ai with HRH the Duke of Kent at the
oHk-mI onemng of the Osborne b'Hiding <n
I eif ester Royal Inwm.ai yi GRO-Anas severe
iwemophihd A and attends leicestci Hdc*monhili;>

Comprehensive Cate Centie which has moved to

new accommodation within the Osborne building.
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On dm L: m Urn nmt AGM wH he me subje: t <0
change lu the cm.tAiluUum We c<m dicose to decide
how we elect the Chairman and honorary officers, for
how long the Trustees should serve, and how much
time should pass before they are eligible for election
as officers. We can reduce the number of Vice-
Chairmen from two to one. and elect Trustees from
outside. There are pros and cons for each of these
npfinnc Km Ka l.«H^
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dlf-m K W<’ send bio- amj Ins Mtr.W nost v.istum fm a
sty. od, r<" rrmi ,

Publications available from the Society:
Introd.irtb.n W HdemopM a
H-mm.pn I,a ntuj Schoc.s

* Haemophilia and Inhibitors
* Hepatitis C Factsneets
* Joint Care and Exercise

5 Haemophilia Care in the UK
» Haemophilia Centres in the UK
• Passport - A guide to Haemophilia Centres Worldwide
« C Issues - a quarterly newsletter about Hepatitis C
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More recently, she has been acting as a consultant in

public affairs and communications for a range of clients in

both the private and not for profit sectors. She is very keen
to get to gups with the problems faced by people with
haemophilia.

Karin Pappenheim has a strong

background in public affairs and
communications previously having held posts as Director
of the National Council for One Parent I'amihos and Head of
Publicity/Public Affairs for the UK Family Planning
Association.

Karin Pappenheim was appointed
as Chief Ewcultvc of the

ia Society earlier this
. Here the Bulletin tells you a

little more about her history and
how she sees the way ahead tor
the Society.

oducing
Pappenheim

Karin said: "Working with the Haemophilia Society will be a
challenge, nut one that I mhsh. I will be concentrating on
the campaign for recompense for people with haemophilia
infected with hepatitis C through their NHS treatment. It is

a scandal that they have received no financial support from
the Government."

She is also keen to address the issue of prescription by
post code, where the availability of the best treatment
depends on where you live rather than on clinical need.

She said: "The Society is already engaged in a dialogue
with the Department of Health on the provision of
haemophilia treatment. This is a very important issue for
the haemophilia community, as it directly affects the quality
of life. We will continue; to press for the introduction of a
fait commissioning system for health services that is of
uniform high quality across Hie country.”

Chris Hodgson. Chairman of the Haemophilia Sock b sanI:
"We woe delighWI that w<> w-m able to pci -.era Ie Katin to

join us as Chief Lxm.utive. She bungs wth her a wealth of
expmience which is particul.«iv appropriate lot a

campaigning chanty such as oms."

Section 64 Grant

o'"
' r ?

approximately £88.(X)0 compared with last
year. This Is particularly disturbing at a time
when the Government Is apparently dragging
its feet over a decision on whether to provide
financial assistance to people with
haemophilia infected with hepatitis C.
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New Society Member
9.R.9:A J was horn at

Leeds General Infirmary onl GRO-A *1998
dla..wej£ll£Ol^^

I GRO-A
months - he has severe haemophilia. The
photo shows (he boys with their sister,
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information^ pteme contact Joon at the national office.
Dr Steven Deaiier is an authority on CJD. He is consultant
microbiologist at Burnley General Hospital.

it's no good worrying about new variant CJD (nvCJD) without
knowing whether it is actually a risk or not. At the moment
'1" re-i " i.st it .< < i, s- •• i' ,U it/, •; - j a „11<
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Different strains exist: they differ in the way they build up in
different tissues. They seem to produce different
symptoms in animate and patients and produce varying
appearances in the laboratory, whether they are examined
tinder the microscope or when the chemistry of thenw
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oafled-tam
affected people in New
Guinea who ate the brains
of their conquered
enemies. These TSEs
share many features. The

J i ill
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Age of onset younger people
Wme wJw XI yrsi

older people
65 ar oMtr)

Progress long CfiKm.: short (Mima;

Encephalogram (EEG) features non'Specific specific
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be expected to have been
infective when donating
blood. This means that
less than1in 20,000
blood donations would be
from enmenno incuhafind
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Jem with nvCJI) is dif teroot. We simply do not
incubating it. A maximum
by one official group. Because

this could indicate that between
ood donors could be infectious
s may not be 100% safe, even after

CJD Ims n

the dilution effect has been taken into account. Until we
have some idea of the number of people who may be
incubating the disease we cannot assume that a risk does
not exist, The Department of Health has decided to act
accordingly, by importing plasma from the USA where nvCJD is
not known to be present and by recommending recombinant
factor VIII.

With arc new disease there is always me problem that at f t st it is

difficult to know i' the diseasi presents a tnaioi health ust -ji n<(t

People with haemophilia have suffered repeatedly from
maderiuam achor taken h, the p^st. but thm cine it seems that
the Haemophilia Centre Directors and the Department of Health
are determined that, until the nvCJD risk is shown to be very love
the possibility of tiarsmitting i’ through plasma derived blood
products will be eliminated.

Adventure Holiday -
Craigower, Scotland

Unfortunately, the holiday is not going ahead this year
1 due to a poor response in 1997. The organisers arc
* • . r i;
' hoping to run it again in 1999. Contact! GRO-D c

I GRO-D tad GRO C |
h .
u GRO-C ।if you are interested.

Russian Visitors - Can you Help!!!
Two Russian boys, aged 16 years, are visiting the UK for
two weeks around the end of September. We need
families to look after them. We hope they can spend a
week in the country and a week, in the London area. So
we need four families who can look after the boys for a
week each.

Both beys have severe luieincphiha A. speak a little
I nghnh. <ne quite matem and mu > self infuse. This is ,i

i.ne npooitumty for them and hope to onsnm thev
have a good tttrw If von mm help and would like more
mfoi inahon please contact Joan or Joke -d the Snce-ty

Meet| GRO-A

j GRO-A I
[ 9J?P:A j

v i;

been asked to write
something about
myself. I have severe
haemophilia with the
odd virus or two and

am a social worker by profession,

di ri'
I «emn rn i>> the MirthwU nirtm-wtemil Uro

gggStggfatgBgstgegegg^

WinsfiWSWiiBftw® rick rifw

rii V I e g m - । c hyp -

GRO-A

rinifrlSiiOf*tSBf
tiBSvifSlstO •

BitIS.it IiOlldyBIftW ;

igafesitet-w^ c ' f t I

ii®iiirsBiWiWJriW

ggggggKggggg^
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Hepatitis C Support Meetings
;> < uj GRO-A L

iJlteitetteifoftt’O '

Lincoln. The first was poorly attended but the second:
was overflowing with people. In Newcastle the
speaker was a Professor of Hepatology at a major '1
transplant centre and at the second a consultant
haematotoglst who had taken part in research on
interferon treatment for haemophiliacs. The
mt etit.im m omait'wvi In w- hv-fo rmium in t»v.

gEHtnis- • < iI IL
1 fo Ifo

i •1
:foijtefofolteitlfodWfo6jit^

ifsiLtitcio
ill

iteoltfoSiltefofofoifotetBfStew^
itefoifolttetet I

gHiftKgigigiggiieKii^^^
tftfiiBtS.illtwiWriflWftBt11iosilifiiilW
lilBWfiOiiiWliislBiHtft!®

isstKtgt iggagigiit git- • • TiI
I T I ii

folffofofofoiitfoteifofotfofoliti^
tanf ttfiWfoBal^

The Society's hepatitis C worker Lucy McGrath
Wrm€®f»" . ..

So far. we have had meetings in Newcastle, Hull,
Lincoln. Bournemouth, Cornwall, Southampton and
Liverpool. All had a very different feel. Some wore
nd- K-d out, wfo utters wc<c im!x r f "rp’v Vs !hv,.

Amp mvJ i t hC!ifj) tn hew <« wide '<f gSihi'.

a- II! ,11 Hu- meetings tf w«e ack lots ol cpn -stWHs .u.u
informal discussions covering: latest treatments,

foc-ings .fount iMr.g v.-itt, HCv, < o i>ife< tion .fob HIV.
W< fW • to '|.S- ,p.u 1,111 -fo m-e. Mil, 111 '1u-oges.
i'. ! ith-st A < I angcs Iteo jo But ufohe; i»a Hops

steSteitefoteteMtete ttsg i

I SlBiineitfof i :

walk-In fridges of clotting gunk and usually one room
with staff grabbing a coffee between clinics. It will be
even stranger at any of the half a dozen centres I
used to go to. t can also get rid of my used gear
rather than carry It home. I tend to pack light, so
losing half a dozen empty bottles, assorted spites
rn"I wi.ikVW.Iirtem JMiru ten<n rnihr-r Ifo m lour.

iteteitelfo.itifoilllilillfoi'M^
iteitgteiSSfoWWO

litefo#i itfoiSlfot ifofofoafogi tifo^
iJfottfftefoiteitW^ i : ri ? :

fillSslaei#tfti
ttfgfgiia.gggiggtsssi^ i i ii

foatetelW® tagiiw •Ir i i ii
tittistgggttSt^
tgKitiBSig tete<fotetesfofstete-tBfote
ttititgHBgggtutitgi^
foitiateOtefofoBtetefosIfoi®^
gagtlttBgggftgg^ i
iteHteilHfosfoftTiS^^
iteiBtiisiOteteBIteteiws^
ittfiiiteteitei
wfolIffoT^ foiteWilte:।
ilteforittelifoWr
fotiteSifoBfifotefofottl^
itfojfotefv1 :i 1 i

piunneci. as bekm. Please sg Luc, or i GRO-D
for details.
Personally I have found the meetings very useful, it
has certainly helped me to meet more people who
are living and dealing with hepatitis C and to hear the
different concerns. I hope to use what I've learned to
inform my ongoing work. Thank you to ail those who
have attended teter as a sprater or a partirip.nn'.

Imini you Ii <u 1: all the teal group mpit-seiitAivt's

'or ofoe>sj who !hu• berm m.olved >n ontainun g hum
tlir- O";,0| t f Ml

Cardiff- 14th July. Northampton, 30th July. Bristol
and Manchester: dates to be finalised.
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just talking over the telephone, or possibly
meeting together in a group. Contact either Lucy
McGrath or Pete Brown for details.

part in a project to
hepatitis C, one for

ear olds who are infected, one for 16-21
for parents. This would involve

MTED!
m young people with hepatitis C. Can you

IW>» would be very interested to hear from
any parent of a young person with hepatitis C who

WOoiOIllnW
A oinhinaiii Victor IX product is due Io be

launched this summer by Baxter. Tins is good
news for people with haemophilia B. but them are
some doubts whethci the Government will provide

funding for children to use it as they do for
recombinant factor VIII.

The Society is monitoring the situation and wdi
mpoit developments in the next Bulletin,

Video Delay
I The Society would like to express sincere
1 apofogies for the long delay in the production of

the video Every Day A Milestone. This has been
due to a difference of opinion between the Society
and the videos' producer that we regret could not

toiTmm.ic

gygrgrM ; to
mm.rn to

GRO-ID course successfully, with
Richard crossing the line
in 3 hours 48 minutes,
Philip taking 4 hours and

gggtBgiaEggiyggg^^^
tgsiSfgigggggitlM

totilSS’ii •Ito®

toJlritot®

i

.................J ..

We have received a number of enquiries from
parents of children with mild and moderate
haemophilia who would like to be put in touch with
other parents of mildly or moderately affected
< hildren. This may include the parents of recently

diagnosed children who want to know from others

WITN4504003 0007
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The hjh®i, bungalow at Ht,nibl>> Hi hoi folk is iw.

available tot use by members. Il lias recently been
redecorated, inside and out. New bed linen, duvets,

pillow cases, bed settee, firmchairs, colour TV,
fridge and vacuum cleaner have also been provided.

only two shallow steps, Die living area and kitchen
are spacious and fully equipped. It sleeps six, in
two bedrooms one wlh a double bed, the other
with two sit ;g®s ns we-l ns a hi') szed necl settee
in the living atea. All rooms have oil tilted electric
radiators Thore m no '.hmge for flectnnty Keys,
bed linen and tea towels me pollock® from
reception on anMil so all you need to take are
towels and food, for details, contact Keith
G'jPhmpeJ GRO-C ; Lsstm
GRO-C ielephonei GRO-C pr mobile

GRO-C 1

The Government is looking into setting up new
arrangements on the commissioning of specialist
health cam wvirp^ inrhidina haomrmhiiia Th»

new arrangements which will come into force from
April lO-nn. ml1 mvo've the sehuig up nf w gionai
spc. wlised commissioning gionps.

The Society's response to the Government's
consultation document bus berm to highlight the
piobh.ms nt titutm>‘ht 1,. [.o^fcodc tr>n to po.nl oof

that tnc level and quality of <.am for haemophilia

OlliWiBM iftoii-

i oEWlttaf ;
i
। ।

1 1 GRO-A
GRO-A '’presented with the award

at the Hilton HoteH in
February by John and
Norma Major in a

WwIfrT®g H®gif|JrS®

; GRO-A i

c 1TiwifiB®®wfif®O

< ? leljjhwifs®
; i®ill

def ; • c < r

i®firtaillycSBloi® ItIbbS® ftj if,I
JJt

. . . ...
I GRO-A
i

vanes in ditfuiont aieas of the ouuiiU >. Kann
Pappenheim said: "We are hoping that the
consultation will provide an opportunity to iron out
inequity of treatment and ensure that till patients

thp camn hrah raialih. nt The

Government has said that it wants to put patients
needs mte wishes al the top ot <ts ugtmda, whuh
ini,lndes consulting 'with patient gmups We womd
Itee to see mmpk mth ba« mophiha involved m me
< ommissioning of h.icmoph'lia swv.ces and

mpo. sc nted on tm; < onimmsiooing .gmnps tmi*
is p,-n t of the thrust of out response to the
ons'al’rtlioo document."
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LIVING WILLS
F GROA

Bi0/^ Irer reiMitW re,to ;* urn
B|BBi ' «4 ‘living W>to,

: IXCW aiv nprrcijt. w

about what treatments er medics!
procedures people do or do not want to be
given if they are no longer able to make
those decisions themselves (e.g. if they are
in a coma, or suffering severe dementia).

IGA'/-
I Although their use is advocated by a number of

groups, including the Voluntary Euthanasia Society,
they are not a way of enforcing euthanasia. A
properly prepared Living Will is now recognised as
a legal document. As such, it cannot order medical
staff to do anything illegal.

The use of Living Wills has been recommended by

the British Medical Association, the Law
Commission, and Parliament, Although no specific
legislation currently exists, it is widely accepted by

legal and professional bodies that a Living Will,

made by an adult of sound mmd, m full .w.mervms
of the possible consequences of the choices

outlined in the will, and making the decision
without coercion or under duress, is a legally
enforceable document. In other words, if you set
out spec it ic instructions about stopping w
startings certain treatments if you become critically
III. the doctoi must follow those instructions, uen

if he disagrees with your choice. It ensures that
you retain control over your treatment, men when
unconscious or incapacitated, a principle central in

all British Law. The main reason for having such a
will is to ensure that your doctors and family know
what your wishes are if you become seriously ill
and are no longer able to make decisions about
what you want to happen to you. For that reason,
any Living Will should be made in consultation with
your Consultant, your family, and maybe other
relevant professionals, such as voui GP or olher

Haemophilia Centre staff.

Also, to ensure tp.jt vmiyoni' is aille to to’hw yo’jr

will, you should ensure your < onsuttant. GP. GmvK
and any other relevant individuals or orgams.ilions

have a copy of it. You can update it as often as
you wish, but do make sure any old copies are
destroyed, and new ones distributed (o all parties
as soon as possible.

In addition, you can appoint someone as a “Health
Care Proxy". That is a family member or friend
whom you trust is appointed by you to make
decisions on your behalf if you are no longer able
to. Although such a person does not have an
automatic legal right to make decisions on your
behalf, if the appointment of a Proxy is done in
discussion with your doctor, it wilt usually be
accepted.

If you want to set up a Living Will, the best tiling to

do is to discuss the idea with your family and your
consultant first. The best way to write a Living Will
is through a prepared form • this means you do not

need the services of a solicit^- want
one. forms are available ft on GRO-D j yK

L !

national office or from the Terrence Higgins Trust
| GRO-C haepfionc

GRO-C lor over the Internet from the
Voluntary Euthanasia Society at
http:/ /www.netlink.co.uk/users/vess/vh.html.
Alternatively, if you want more information, or to

discuss The issue or Living Wills in more detail,

please conract Steve at the Society Office

Th Horrent/ AhhfhtIt’h *■

CrwBrMwc

irei wuitwnre uiitngww umma m wuy.'miun nun

Macfarlane Trust and the Haemophilia Society has
organised a National Conference on HIV Therapy,
both conventional and complementary to be held at
the Stakis Hotel In Bath from July 24th-26lh. There
.wilL.be..sessions^^ devetopmentsdn. ... .

combination therapy and other treatments, details

T||f/WinilitO : • /

TBlsiBtBBBBBBriBK
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RED BBON PAGE
uicM as

Of f k c Sieve fi»k:h, HIV Hmfrer

nave used the centre ana
'oof. bmmusc in audition
hav« a gwnnasr.im and a

with qualified physiotherapy
Oi' nM s,i\ i h,,s nmp,<j

ttn us iimiwrW'A A"

a poou sv. fot a gentle
Au'cr <>nd relaxing surro

ilaih n’uiessi d

thfMO11Is c.n rail at m

you can always get help and advice on exercises and
SO forth.

ibbi • •

Ihcre .»>• two r< memlnanre vi

tins vent. Hi memory ul tho.->e wh
a iesuii Ui niv uiluUuOH. bull! Sei

October. The first is at the Parisi]
Saints in Kings Heath. Birminghj
10th at 3pm. The second is at
without Bishopsgate in London d
also at 3pm. If you want any mor
either service, please call Steve
national office.

Ihey are available from the Post Office.
for a list <>! ms'iianm' r.ompu'tiGS contari Turn a’

the National OHice.

ne eriuue useo io ue a puorre oatns. and still nas
ry warm and bright atmosphere. It is used by a
cross section of people, tind what struck me

;l was the friendly manner of the staff and
. who went out of their way to make

e feel at home and at ease.

ipr

haem
and HC
am msuw

to
complete an E

has compiled a list of
which cover members with

renditions, including
.•brands Disease. HIV
I that when you travel you

of an mr tgency If mu me
an ‘jt'.icn <,<> n hy. ahems

m bufo'c you b w I

The Globe Cmitre on the- Mile Lod Ho
drop in and support sorviro m the ho

End of London, just ny Stepney Gr
offers a number of services from
tn>-idpi<-s ut,d rmi'mching, to wolf
GP sei wee Some Huemopm u

wSfvk :

’■kXs’
* - »

*

ou live- anyAherc m London. w nearby, and yo i

kl bl' mrrm s’n.l m-v g H p • uv<J-oth' rapy pno',

of ’ne other sowts on of 1o>. just < an m-
01/1 /91 2855. Alternatively, d you

omu mom inhumation, please cull me

pool n in use.

me society neia ns nrst uouncii meeting of the year
this April at St Thomas' Hospital in London. The
meeting was attended by about 30 representatives
from the Society’s focal groups, national office and
officers. It was chaired by the Society's Chairman,
Chris Hodgson, who took the opportunity to introduce
IMremWIv v <i<r, nr< h.

llSiSSH : f
O f 1/ ' 2 < I Iff/lu x 1/ i I? fw

:ia^ I
nwnuymwi o<<u o-i mwi -(iitwuA m me rwoamw
campaign. She added that her campaigning
background with other charities would help her in this,
and that It was a challenge she relished,

There were three other speakers at the meeting:
"GRO-a" m Or* B tM’iftu C < rm-ram Hr

firifflfcxilffllliO
Ispif

:jiBiSliiHiffreliti®tSWriijilfriRfloji:tfee®Si®।S
•liixsi/iicirof
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jGRO-Ai lives in Cornwall with her three daughters. All have von Willebrand's disease. 7 tw HLf
Ml tvrfn<g 4 M-p- fat m(v (ftttr In Zi/w TAij- tvrtt 4 4>rX J fiAttteA

: g ' 7
'

•' 7
' 7 ~....... > T

I GRO-A i lives in[ GRO-A I She used the network soon after i$RO-Aj was diagnosed.

0« ttuppmi N't warn <4 O rt.i.-MopUj,.,, p ,, 1V, ,,iliW f„,,, ( r , ,t)l/, />. p„ svn, p , ..,
ask smmi p«. 5'P^- who Iwx u .mi *ru- m.rw > udmt the, (bought nt it

AA'- g- Ag^ MmFi A 7 T<. in north London and used the network sitor tly titter her son.i GRO-A yas diagnosed.

^giig^gggfgggigiggggggg&gig^^gg^ig^^
fMrtrtf tvfa fad it m£U&- vk'igi tmu wry UMfWblitt. 'J tAmk tkt imla ti tiiMtM Mtv

iGRO-A

Heit jnowtl^w^ 7®^^

Superstars
Fundraising Event

who has two sons with haemophilia.

Over a number of week'. 12 cGut.'Staiits ' cmpMed
in 10 different sporting activities and al ih<- end of
lh(* a x t ip,‘iil i< g। ,j pmsenfation r'ceniiii’, oas
unanged witn the p>ocoeds going to ihr* Snr 'eb A
tohd of £400 u/as i.'iiscd, A lug thank you to ail

those who took pat I in the event and helped io

make it a siicm-ss

;81iffjtO17O®ili7®lili^^

A.Chanty Casino evening organised bylGRO-Di 7 7

GRO-D i GRO-D had Hepworth Minerals and
Chemicals I Id has successfully raised more than
£1.500 for the Society. The event, which was held
in March at Whiston m Stuffonlshin-, was a gieat

night tor all who attended, including Melissa Watson
from the Society's national office

Thanks go out to all those who helped to otgamse

the event and to those who put them mone, on the
gambling tables. If you have any ideas for a
fundraising event, please call Melissa at fhc
Society and she will be pleased to help.

WITN4504003 0011
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LNGLAND
CAMBRIDGESHIRE A DISTRICT •
CQHSWAU ‘ HAMPSHIHt •KFV
•LIICFSH HMHPl A RUTLAND •
•lM\i * A *H«.rPlCT SQHFP.t.
& NORWICH - NORTHAMPTON •
NORTHERN NORTH WEST •
NOTTINGHAM •OXFORD •
SOUTHERN •SOUTH ESSEX •
YORKSHIRE

WALES
NORTH WALES •SOUTH WALES

SCOTLAND
PERTH •GRAMPIAN •
TAYSiOt •WEST OF SCOTLAND

NORTHERN IRELAND

SPJ^AMNTEREST
BIRCHGROVE GROUP •MANOR
HOUSE GROUP

*!:<* S<P' r*?V

The Family Pages_are compiled by\ GRO-D ^Children and
Families Worked gro-dwould like to hear from any parent, child
or teenager who^fiasahy articles or ideas for inclusion on
these pages.

Bristol Family Day

BtBefltOMStifBJt®

OtfiiBIIttBtWWtttf '

liHstiitiHititiiBBiittfiBK

Assistance with media enquiries
Information on treatments

- Travel advice and travel insurance advice
• Haemophilia Days and Family Days
l One-off meetings on specific issues,

such as hepatitis

. wwn-.h.irinophili.i

hoc.demon.co.uk
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I

and various activities
and teenagers. These

visit. to The Exploratory (a
centre), a visit up the River Avon

to see the old steam ship, SS Great Britain, and

11 ggrggyilgigfygKKi^^
iBitoWffW \ i t 5 ) to ur 1 Til

ifggggfgggxgs^
®igfaitiBBtoa£iS^ I

i; )

application form. The cost of the day will be £6 per'

adult. There Is no charge for children. If you
haven't been to one of our Family Days before and
would like to know more, ring Pete at the national
office who wilt be pleased to help with any queries.

* *■ *mi.»■*'•■** jw- -iW. •?*. •■•■■*■*■•■• wy
his GRO-A it

rxt^onbrwy MJfiewmimts

GRO-A

| GRO-A i

msSiOctiM
g—— I i)i; id js
tosi GRO-A iia'n SpOrting achievement is to have gamed

Ins bl.Hh belt III the matted mt o* ‘IAISUDO' 'iK-estyla

Korean Karate and kick boxing).

After dmc u‘'Siou with h-s corsultant. Er Pete Jones
I GRO-A book ap the mai tml art of townIo in Dmwuw

ItoM when ’ic was ong C ycais old. Sium that date he

has p'ogressed through his grades and .s now a 1st Dao
Black Belt.

<d GRO-A LntOuHr toot' up tosut Io as a moans of hinidinp up

ms nmsCes mound toe n ajor joints, which in turn would
help to ptoWl Iver ih> mid he h«S not looted hack s m p

He is only the third person in the world who is known to
have haeinopnina Inal rias auueveu Uns uilmiate ievei m

Tkmahy'WtfetW GRO-A ims?

GRO-A

j GRO-A I also excels in other sports, playing both football
and cricket for his school team. He has also represented
the school .n totetics and w- o Km w.mwAhn ..'ipm

hioimt.im biting olid lulw hot top. His spoitinp .imbitow

in Ide is to !»_• <> profc ssimto kc Inw.Wy plmm mid In
< mto-mlly inks that if Iw. hm mopt'iki p, t med i W?
pl.'iv ice hoi key He is, in fad, a tremendous, highly

< nmixtoiw- spin tsman v.Ih < n-fus<-, to allow hi- dis-iteto
to pct in tin way of enjow-s bnnself.

Dope o< ms actwitu s Irave led to any
smious OKcds, uHhc.upi; ho tow 'mrmed

s<nn<‘ tieatine’.t whn n Im would not
normally naw needed.

When [GRO‘Aifound out that he had been

successful in being selected to receive the
i GRO-A |or Achievement
in Sport he asked if his presentation could

Jjfijaasl? at an Ice Hockey game (both
| GRO-A iand his father are season ticket

holders for the Newcastle Cobras and

members of the supporters clubj.

.... fo GRO-A i
w.is nt* ni.my im-smitod <,wii ’lie Awmd <>t

the ujiii.hwu’i o’ Um Cteum v Cmdilf DmiK
Ir.i’ch by om- nf his tuvoiltlte plumm. th<

untie m4 iiiiinh'’ St< >pl’< mi f ostoi
1 to,raw ns tow- io ms fans).
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Living with | gro-a \
; J GRO-A ; mien ,ibe.<» a, t

-• w rwem w<tn h>*r son who

m-wh i< A

i GRO-A | was diagnosed as having
haemophilia when he was 6 months old.
We were aware that it was in the family
but even so it was still a shock to us all.
One Of the main rieri«inns the tomilv took
was »o insert ।port n.mn ,md tr,rn to piv<-

Iwan Ins treatment This stage was very

difficult but we pulled through He
dr yehjped inh Ntms whr h < ompln died

Hengs a bit. As time /mnt bj, w»h all tho

Int Cm tr< <it \ sbyh Gw modii, Baugur Ims bo. n a
tower ol strength triroup.hinit and has always
supposed us etni ymitmrngcd us to '-.Of; the
positive Side OJ llliemoptllhd.

has
i The Cwihe’b team am on mill for us at

«>i uiues uno iui Uns।win always ue
grateful. Alder Hey Children s Hospital
have also played a vital part in his

GRO-A treatment and for this I am also
grateful.

| ,
i My famih and blends unaiGRO-Aj two
| little cousins, who also have
L- haemophilia, have been supportive and

L?R.°lAd
\’.h<'n abated to >>cbi>ol.

worries, piogmssion was cleairy to be seen. The
inhibitor Ii?m i disappeared und the amount of
treatment was >edu<cd Iwan sUn’ed s< rmol and is

doing well. He leads a normal ‘ife and is given much
care and suppoit within tin sdiuM environment.

isRo-Ahs a very nappy child and he himself has always

been positive about hm tonchtirm and seems to
behem- that Im is no different bom anyone else. He
took to his treatment without any resentment and
Huw lias helped me momoiisly.

9.R.?:At [gro-a j
myoi® io

The Haemophilia Society is twinned with the Russian
Association of Persons with Haemophilia. We have
ilrmd, up, -irmw :(oo found mr,tarts betwooi,

>,l uh jicn in the UK and Most ow and now the
Russian Association has found some children in St
Petersburg who also want pen foemis.

IGRO-AI , ' 1 GRO-AJ

English.
v[gro^ hIgro-aiis interested in computers,

He has haemophiia A and wants to write in
English,

'1GRO-A|ag»d g^GROAps interested tn computers and
iofillfclite

i GRO-A i I GRO-A i

i GRO-A| . '

ir£gg||toftot8s^^
I • ;■ .d'; r

If you want to write to any of the children please
contact Pete al the national office,

ilOlfit?
L J i GRO-A

i GRO-A i
f WBB®IBi WB®BiltV r।

parents would like a child from Britain to stay with
them in August or April.f" GRb'-A"'l has severe
taemo^
i GRO-A |aged 16, who is a

> tori'" '/ fHi-i'Viphilm .v tod tor to / g in hi ton for
i GRO-A i

iGRO-Ai
i GRO-A \sBra^gKbir'tbSf^Bt9^
ritoStoaitotoiS tofiM1BVM

• voiifctWBtotBehigg^^
[or more details, please contatf Pete a.s.a.p. on

, gr5‘.c i
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Adventure Weekend

GRO-A

GRO-A

GRO-A

v -

GRO-A

GRO-A

.ml juims in this p.,d>s d r'l.tion nf m B< .P. •’ si .. buf lo.a- on* mi llx-m n t>«. a < .s.lu.ii

WITN4504003 0015

WtV! II 1 h.Ki fin como-'lJtnt,

Indoor activities involved work on computers and
included producing and printing a newspaper page,
surfing the world wide web and a toy car race
programmed by a computer. Outdoor activities
included abseiling, archcry and IIhc cvcr-populat
Go-Karts! The weekend was exciting for the
children and teenagers iand a iesttui nreav tor hie
parents';. A couple of y cuuget chi'drcn had a go at

self infusion under the guidance of nurses

Staff at the centre were surprised at how active
our group woe and now have a mure lealisuc uk-u
that haemophilia doesn't usually mean that
children ca'inot e^joy hvuiy .yfivmim.

IS TITANIC THE
BEST FILM EVER? K

itaMstswwwwtaiWWMiwtWM

Pete would ike to thank Sian and Louise, our
haemophilia rv irsus: David, the phyeioTheiupist mu
Stuart, who helped supervise the computer

a> Iivitics. John, oui group loadoi at ’.ho PGL
Holiday Centre also helped to make rhe weekem1 a
great success. 1

sillftffiB C • v j •

A ci 1
'

Ga • lil

WMC ***** A
ki/tT nriuwtfMwmwcw* l NUI KtL

; EVANT

Gui f.mr Adventuie Weekend look plm.e on 11 -19th
Apm m \t< it diants Hill, near Hindhead in Surrey,
f freer, ctvidism and teenagers between the ages

,..jrt in the weekend, which included a
mixture of indoor and outdoor activities.

kb^ 01 yu- ..

stowMb

, . \ , lx'SL
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Society Chief Eveutivr Karin
P.ippenbeim write'.:
Ill tin:like corirei'JtlLC in rwilcrna wab

attended by three UK Society stall
members Joan Doyle
andL.GRQA La.fflember.pf the
Northern Group,! GRO-D |and the
Society’s Chairman. Chris Hodgson,

The packed programme mcludeo

these meetings was extremely valuable tor
the UK Society. 11 gave a strong sense of
world-wide haemophilia issues, and the
fact that 8O'< of people with haemophilia
world wide- receive no treatment shows rhe
importance of international work

There were, however, some notable gaps

A; .-AI •/ .ur-।mm -cc- -I a -I btru • • im- .-.as w<>r» n ,,.<d

b-ceda,;1, <hSiWB. Hw.w i. !i i p-m-tm!:ilmns m r u- tri

th-.-?- topi impl-??! ih.it tin <<• ,!<(■ A mny- < iiimiH.t ut
with nndmghosi-u bf -i-diiip (iisordi -i s wml-toidm

.vl>" I- '-uvyjsis t<-d! !<ns > i? A.< i | >. , aiaa i -wi

mainslb-.i'n ismi? a>->l is • "’? wi- ,m • H-«-n to .uhlr-. -n
the UK.

IM! M f*1 X10 <tn * Ac"•lACiilVf/lnHM wV%*IV A j ’W’l tCMI » <wf*yV*>»’w FlMM'JJoWf* rVJS

I have haemophilia, I was most interested in attending
the psychosocial programme. From the first session l
realised that this was an aspect of haemophilia care that
has changed for the better. Workers now listen to the
mtopnfs at <i roll) rm tn fc imb in Ii-ma wdn ’.hi
fStlijgtoiitiaSiSttBOftlW

t :I p r •

' - I; - . • - i : "• y : p :

/A w i ' ?

.i d

ntfginggtgtg^

liiefKiBgggg:^
f f - ro ? I : h i ji^

rSfalllBfIB:OSiSastfBit

ItltttlOCtilir®
twinning with Russia he will carry in as much factor VlH
as he can by hand to supply the children's camp of the
Russian Haemophilia Society in September.

i was proud to represent the UK at the.General Assembly,
of the World Federation. The UK Society is held in high
esteem by many countries for the services we are able to
offer our members. I feel we have to work hard to
rilgttii®:!*:WSiswirWWtoWBlfc ;:t -:t

liiWSJf tBriitbtiifSO
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