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THE BULLETIN

Dame Catherine
Cookson, 0BE, 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.

The Society s attempts 1o put the campaign into
higher gear have been boosted by two
developiments: an allbparty meeling of MPs in the
House in Aprll and a debate in the House of Lords
al the beginning of Jupne.

A full tribute to Dame Catherine
Cookson will appear-in the next edition
of The Bulletin.
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At the allparty meeting, which was wellaltended
by MPs. it was agreed that a delegation of Mbs
would ask o meet with Secretary of State for
Health Frank Dobson, 1o impress upon him the
urgency of the need for Governpient action, The
MPs, led by Roget Godsift, have now wiitien to Mr

L ; . haemophilia A and attenda Lexc:mmr Haemophilia
Dobson and are awaiting a date for the meeting, P

Comprehensive Care Centre which has moved to
new accommodation within the Osborne bullding.

The debate in the House of Lords, called by Lord
Alf Morris, was on the subiect of haemophilis and
hepatitis C. Among the speakers were eminent
members of the medical profession, Lord Winston,

but merely sald that the Government was still
considering the situation,

The Society will continue to put pressure on the

Government. The next planned event will be o

lobby of Parliament, which is due to 1ake place on

July 22 1f you would like to take parl in the lobby,

please cantact the Soclety's national office, St
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ditorial
By Bulietin Editor, Dy mgxﬁ Evans

On the agenda at the next AGM will be the'e subjectof
change to the constitution. We can choose o decide

‘ : suppmt from members for any great change, A though |
:\} Registered Charity No: 28&280 . am sure that the Society’s organisation needs some.
- Company Limited by Guarantee Reg. No 1763614 - fine tuniﬁgg “many changes can be made without :
i altering the constitution; ‘but do write ﬁr“ph@tw in with
your wews and make sure they are re;)re«mn{w al
the AGM. - i i |

‘ ~Member of ’-Ff;e World Federat onof

Inrecent yé‘ars;, there has been a tendeﬁcy for the
Society to divide itself into different sub-groups; each
with its own focus of interest. Let’s hope that with new
Trustees, arevised Constitution, and a new Chief |
Executive, the Society can turn over a new leaf so that
we all work together for the benefit of all. Lastly, we 1
have just heard that another Trustee, John Pepperis
in the Royal Victoria Infirmary, Newcastle, with a heart |
attack. W& send him aﬁd h is Tamily best wishes fora
speedy 1 aﬁsvery L

w introduction to Haemoéh’%’
L Haemcph ia ame:i Schoozs

o !muﬁs}w a quarterly newsletter about Hepatitis

Most of our publications are now available ondine viaour -
web site. Click-on the:“publications’ jcon on our home page.

-
_

-

o

o Wealso have g ovariety of publications about maermmhiiié

Getlobs & Bavar » ~  suitable for children and young people. Please reguest
Bantar Healthcan » Dention - lgsan ! ourcomprehensive Publications List for fuller detalls or
place an order via our web site.
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istory-and
how:she sees y-ahead for

the Society.

Karin Pappenheim has a strong
hackground in pubhc affairs and
communications - ;xmvmusty having held pests as Director
of the National {:cane for One Parent Families and Head of
Publicity/Public: Affat& for the UK Family Piannmg
Association. ‘

More recently, she has been acting as a consultant in
public affairs and communications for-a range of clients in
both the private and notforprofit sectors. She is very keen
to get 1o grips with the problems faced by people with
haemophilia.

Karin said: “Working with the Haemophilia Society will be a
challenge, but one: that:l relish. | will be concentrating on
the campaign for recompense for people w;ih haemophilia
infected with hepatztns C through their NHS ireatmem s

a scandal that they haw; reéceived no ﬁnaﬁmal support from
the Gavemmem

She is also keen :t@ -address the issue ﬂi‘grtesgzriptim by
post code, whe:éth& availability of the best treatment
depends on where you live rather than on clinical need.

She saidi"Th
‘with the Depart of Health an the:pj
haemophilia treatment. This is a very i
the haemophil '
of fife. We will ,
fair commissioning system for héalth services that is of
uniform-high qguality across the country.”

Chris Hodgson, Chairman of the Haemophilia Society said:
“We were delighted that we were able to persuade Karinto
join us as Chief Executive, She brings with her a wealth:of
gxperience which is particutarly ap;}mw:a{e for a
campaigning r,harztg such as ours.”
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New Swmty M&mher

Section 64 Grant
Thie Bociety hag been informed by The
Department of Health What 18 Section B4
Grant for peopie with: hasrmophilis.aod
hepatitis- L tag boenreduced by
approximately ERADO0 compar
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New Variant CJD - by Dr Steven Dealler

The é‘*mwmﬁw o the $§fﬁ@! of Medicines has giamfm Hhat pim«wm for ﬁi@ prodhuction
of blood prodacts can now b sourced from the USA. The reason is the theore
new variant CJD from British blood. This article éx%ﬁm sehat new variant CID s and
Blime ;mwm mm« Hod it z?mm}mg ¥ W% Have ;mzf mreries o wm;&:i like further

-t no gcmi worrying about new variant CID (nvCID) withy
- Knowing whether it is actually a risk or not. At the-mornent
“the risk-must be seen as minute: and the changes made
by the Department of Health must have made the risks
evern smaller. However, it is possible that someé people with
haemophilia will have had injections 'of clotting factors
made from the plasma of blood donors who were
~incubating these diseases, soitls woﬂ:m&fhﬁe expiai:ﬁng

the differences between these two disorders,

- Creutreldt Jacoh disease s a rare di sorder of oider a&aﬁs
“ithas been known since the 1920s and is similarto a -
“series of dxsea%b in-animals-called transmissable
spongiform encephalopathies (TSEs): These three long
words mean that the disease ¢an be spread frony one
_ahimal to-another, that it affects the brain, and makes vt
f ook like a sgmg.ﬁ

“Bovine &mmg;fcrm encep! 331%@1%11; %E} ics the best -
~known, but the sheep

Honl rekot

unﬁer the microscope: o when thebhemmtw mf‘he prion
protein is analysed. The science is complex but it is a brave
scientist who will not admiit that BSE and nvCID are closely
related, whereas sporadic CJD is.a different illness. The
changes in the tonsils of people with nvCID led to worries
about blood transfusion, 1f the cells Involved with Immunity
like those in the tonsils-are affected, then blood could bea
m.;rca of infection because these cells-are also found in
the: fmi - :
The i}%ﬁm from péémﬁ with sporadic CID has éiwzm boeen
a-worry because experiments showed that blood could
carry the disease to.a small extent. However, the fact that
the ‘age of people showing the symptoms. is high and the
age of the people who give blood is gererally low, i}
suggested that these Individuals would have donated blood
early in the incubation period, or while they were not
infective at all. This would not be true with nvCJD because
. the age of the cases is

- disease, scrapie, has

* been around for longer,
and-is thought by many to
have been the source of
BSE incattle and :

- sibsequently the causeé ﬁf ‘

- vCID in humans. A

'fmm lar dise ___e mﬁed kurt

The differences between nvEID and sporadic CID

“almostexactly the same
as that of blood donors.

It has been calculated that

about-1 in 20,000 people
- die of sporadic CJD and
_many of them would not

kb pi
i

LT

- - period-between picking up the-infection-and showing the

- lisease (the incubation pe{md )isvery long, and is often-a

~ large proportion of the animal’s natiiral lifetime. They can
 be transmitted between animals and even between

~ different species by inocufating tissue fromone o %mfi
" wother. Theyare fatal, There is no cure. They seem 1o be

involved with the bulldup of a-specific W()ti%iﬂ {called the

prion proteiny in-the brain and other tissues.

o “from someone incubating
the disease. When making clotting factors it would mean
that infectivity In-any one of these blood donors would be
hugely dituted by the plasma made from nortinfective
tdonors. When this is done, It indicates that the risk from
sporadic CID 1o @;ﬁlfﬂ% with haemophilia must be minute.
This is borne out by the: fact tha“‘t‘faimw%ﬂg—up reciplents af
blood: donated by individuals who later succumbed to

WITN4504003_0004
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GRO-A

sporadic C1D has not found anyone 1o have developed sporadic
b

The problem with nvCJD is different. We simply do not
now how many peapleimay be ingubating it A maximum

: en suggested by one official group. Because GRO-A
his could. indicate that between

ey b Lo write
soristhing bt
i Vi e

er to
have.some idea of the nurmber of pedple 'whe may be
incubating the disease we cannot assume that a risk does
not exist, The Departmient of Health has decidéd 10 act Ll o T s WATeH Bty o vt wiei i e
accordingly, by importing plasta from the USA where nvCIDis
not known to be present and by recommending recombinant
factor VIl

@ social worker by professien

With any new disease there is always the problem that at first it is
difficult to-know if the disease presents a:major health risk ornot.
People with haemophilia have suffered repeatedly from
inadequate action taken inthe past, butthis time it seems that
the Haemophilia:Centre Directors and the Depariment of Health
are: determined that, until - the rwCJD risk 1 shown 1o be very low,
the possibility of transmitting it through: plasma-derived blood
products will be eliminated.

i . —

' Adventure Holiday -
Craigower, Scotland.

Unfortunately, the holiday is not going ahead this year
due to a poor response in 1997, The organisers are

| hoping to run it again in 1999, Contact, GRO-D sith Boreless eople

GRO-D !ati GRO-C |

i

GRO-C lif you are interested,

Howmr iith

3 st

Russian Visitors ~ Can you Helpil]

weelin the country and a week in-the London area. 5o
we need four families who can look after the boys for g
week each.

Both boys have severe hagmophilia A, speak a little
English; are quite mature and gan self infuse. This isa
rare opportunity for them and we hope 1o ensure they
have a good time. If you can help and would like more
information please-contact Joan or Julie at the Soclety.
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st Sl OF Glothiin gk and usudily o tdom
erchinies, ILwilk be

Linoles The fest wias poory: attendeg But te s
was over flowing with people., In Newgastle the

mwmmm trsatenent ”fm Mwmmmi s T m%"tﬁ bl dize ety mm W Besorted spilkes
e webe brpanised by e Toosl grbing e ot mvivies Befprec gl P et tse R
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?%@;@, @ i ?i% g%% “%}; %%2% %@; planned, as below, Please ring Lucy or GRO-D
for details.
Personally

Lincoln,

Bournemouth, Cornwall, Sﬁuﬁhammcﬁn and

Liverpool, All-had a very different feel. Some were inform my - ongoing work. Thank you'to all those who
packed out, and others were rather empty. We have have attended eftheras a speakerora participant,
been lucky enough to have awide range of speakers

and at the meetings there were lots of guestions and Thank you too to-all the local group representalives
informal discussions covering: latest treatments, {or others) who have been involved in organising from
feelings about living with HEV, vodinfection with HIV, the other end!

access to liver specialists, Issues with mortgages, Cardiff: 14th July. Northampton, 30th July. Bristol
and lifestyle changes. There are four further meetings and Manchester: dates o be finalised.
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« héiw’? We would be very interested to hear from
any parent of a young person with hepatms Cwho

Haemophilia
Lane, Birmin,

. Haemophilia

%mmw%%ﬁ@@i Factor IX

Arecombinant faciﬂr X product is due 1{} be

L launched this summezr by Baxter. This:is g@aﬂ

news for people wgth haemophilia B, but there ‘are
some doubts whether the Government wﬁi pmwde

Cfunding Jor chi ldfeﬂ to use it as they do far
recombinant factsr Vil -

The Society is ni?hitt)riﬂg the situation and will
report developments in the next Bulletin.

B8

Wdderwis
Phareg

3 ?{R}

’ GRo-b

wmi GRO-D |

GRO-D

ngreon i ho

fromtheie run,

wihthem in

kwwkaavbﬁ!t%%i&ﬁ&owﬁwaaﬂmomm i s ﬁw!mt&!t;n&w wwwwwwwwww B

Mild and Moderate Haemapm&m

We have fgﬁ;ﬁiV&d a number of mq;xiriea from
parents of children with mild and moderate
M@mcmhma who would like to be mt in touch with
other parentﬁ of mildly.or moderately affected
children. T‘h{s; may inglude the parents of recently
diagnoseé chil dren who want to knew fromeothers
what kmc& of issues are likel yio be faced. | Fyou are
able to help, please call| GRO-D

..............

‘ WITN4504003_0067
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Haemophilia Society
Holiday Bungalow at
Hemsby in Norfolk

The hati@ay bungalow at Hémsby in Norfollkis now
available for-use by members, It has recently been

The bungalow has a full size entrance door and-
only two shallow steps. The living area and kitchen
are spacious and fully equipped. It sleeps six\,‘in
two bedrooms - one with a-double bed, the other
with two singles as well as a fullsized bed-settee
inthe living area. All rooms have oil filled electric
radiators. There is no charge for electricity, Keys,
bed linen and tea towels are collected from
reception on arrival -« so all you need to take are
towels and food. For details, contact Keith

Colthorpe GRO-C | Essex
i GRO-C_ felephone;  GRO-C  brmobile
GRO-C T

0 A O T R R R AR R R R

SERVICE COMMISSIONING

care services; | :
new arrangements, which :ﬁiii come into force from
Aprit 1999, will involve the setting up of regional
specialised commissioning groups. :

fuiding: iaemophilia:

The Society's response to the Government’s
consultation document has been to highlight the
problems of treatment by posteode and 1o point out
that the level and quality of care for haemophilia

Child of Achievement Award

ol the prey
Child ol Aohie
Adare

GRO-A |
GRO-A
senbed with th
the Hiltbn Hote
vty by ki

GRO-A

X

i fr

id .y .y
ARG Was se

B iesaviog 8
Water ang ivloe o

ooooo g e e s B R R R R R

Government has said th\atﬁ wants 1o put patients
needs and wishes at the top of its agenda, which
includes consulting with patient groups. We would
like to-see peoplé with haemophilia involved in the
commissioning of haemophilia services and
represented on the commissioning groups and that
is part of the thrust of our response to the

consultation: document.” -
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; mbers have mmmtiy asked me
Wmie suh}wt ﬂ ”Mwﬁwg Wills.

Atthough their use is advacated by a numbet of
groups, including th@ Voluntary Euthanassa Sf:xc iety,
they are nota way of enforcing euthanasia. A
properly pr&pareﬂ Lw ing Willis now remgﬁiééd as

alegal document, ﬁss such, it.cannot order medical
staff to do zmyt{}trjxg 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 mind, in full awareness
of the possible consequences of the choices
outlined in the will, and making the decision
without wew'on‘ or.under duress, isa legaﬁy
enforceable c:icrcument Inotherwords, if yeu set
out specifi nstm&tmns about stopping: (cr
starting) certain treatments if you bmgm&;r;tmaﬂy
ill, the doctor fmust‘foimw those instructions, even

if he disagrees with your choice. It ensures that
L you retain c;omrei over ymur treatment, men ‘when

main.reason for ha v
tyour doctors ‘and
e:if you become s
ble to make decis

&

any Living wm shcum be-made in consi
your Consultant, your family; and maybe other
relevant-professionals, such as your GP or other
Haemophilia Centre staff.

Also, 1o ensure that everyone is able to follow your
will, you should ensure your consultant, GP, family
and any other reiesfam individuals or a}rgamsatmﬂs

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 to:all parties
as:soon as possible.

- In addition, you can apm%m: someone as a “Heatth

appointment of a
R with your doctor, it
accepted.

If you want to set up a Living W?ﬁ the hest thing to e :
dois to d;scu% the idea with yaur family and vour
consultant first. The best way to write-a-Living Will
is Hrough a prepared form - this means you do not
need the services of a solicitacifsegon’t want
one. Forms are available fron GRO-D { the
nattanai office or from the Terrence Higgins Trust

GRO-C

tel ephone

GRO-C or over the Internet from the

Voluntary Euthanasia Society at

http:/ fwww.netlink.co.uk/users /vess /vh.himl.
Alternatively, if yvou want more information, or to
discuss the issue-of Living Wills i\f{marﬁ detail,
please e@niact Steve at the Society Office.

EE R R AR SR R R R R R R R S ‘@ﬂ%ﬂﬁ}x:;iﬂm&ma“w%mayw»}m»»fx

T mmmﬂw and A!twwa‘tm&s
Conference

i g It i E e

QLB thie Maen Stitiety nag
Gian atiomel Conlerans WETheEny,
both onal ahd cormplen o e Held it

26th. There
e in
s, details

RN R

alternative sod aomolpmentary msdicine,
there will be-plenty-of Hie to wiax and sovialiae,
i e b st ola g ot s'mfﬁtﬂrmmw*

Thyal
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REMEMBRANCE SERVICES
There are two mmmﬁbfam& servi
this year, in memory of those who
a result of HIV infectic

~you'can always get help and admce on exercises and
- soforth,

national offme

you live anywhere in London,. or nearby, and you
ild be interested inusing th‘é‘ hydrotherapy QQGL

HYDROTHERAPY POGL M EABT LU
The Globe Centre on the Mile End Roa
tirap inand support service i the he
End of London, just by Ste;mey Gree / T
offers a number of services from ntary. é}ﬁ%‘ég
therapies and caunbetimg* to welf
GP service. Some Haemophilia S
have used the centre and reco
look; because in addition to all t \t;‘bmmuons including
have a gymnasium and a hyd ‘ ¢ ! Mﬂa inds Disease; HIV
with qualified physiotherapis
the pool say it has helped wi
stresé immensely: Aftﬁm
a ga@ size for a gentle e : ;
water and relaxing sirro - - They are available from the Post Office. :
vafﬁeuiar}y impmme& 2y have ‘x;u{ﬁtiﬂead L “For alist of insurance wmpames contact Tom: at
therapists on-call at élf‘zimﬂza the pool is in use, so ~  the National Office ‘

e T RN B R R R R T e e 5 e e e e R e Bk R R wwmuxg,m«»«kAmwmaMi»a{:inyw*mxm

Society Council Meeting
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The Parent Support Network ~ Two Years On

The Parent Sugport Network of The Haemophilia Society was launched two years ago, We thought it was
time to ask some people who have used the service, what they thought of it.

.1 GRO-Avas diagnosed. 7
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Charity Fun Casino Evening

Ve %%ﬁ; .__;}_&_Qﬁ,gg}_;y__(:aﬁm evening organised byGROD

GRO-D | GRO-D ind Hepworth Minerals and
Chemical sz, Lid -has successfully raised more than
£1,500 for the Society. The event, which was held
in March at Whiston in Staffordshire, was a great
night for all who attended, including Melissa Watson
from-the Society's. national office.

Thanks go out to-all'those who helped to organise
the event and to those who put their money-on the
gambling tables, If you have any ideas for @

fundraising event, please call Melissa at the
Society and she will be pleased to help,

Over a number of weeks 12 contestants competed
in 10 different sporting activities and at the end of
the competition a presentation evening was
arranged with the proceeds going 1o the Society. A
total of £420 was raised. A bigthank youto.all
those who took part in the event and helped 1o
make it @ success.

Bcoaneers

|
|
|
E
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; m %tabmh mr;tam wsth yt::w local
Gmup you should write in the first instance
' . We have local groups in the

. ENGLAND ’ The Family Pages are compiled byx GRO-D _children and
. by bR i i Families Worker, Gro-DWwould like to hear from any parent, child
‘ or taenagw who m‘a’b Ay mmm or ideas for lnclualm m

A e e e e e s

, . . ¢
The Haemophilia Society works to help
people with haemophilia and related
bleeding disorders from its national office in
central London and also vid local groups.

G@nm&é mmrmat on am}m haﬁzmﬁ;}h la
and related bleeding disorders
information about social Security
Denefils

Information, advice and support on
hepatitis and HIV

Information Tor natents of newly
diggrosed children

Parent support network

Hardship granis

Centeon Call pager setvice

Caravan holidays in the UK
Adventure holidays and weekends for
ﬂﬁfidt&ﬂ

| \W
o il

. Von Willebrands Suppc:zrt Neatwmk

For more information about any of the above
services, please contact the National Office.
Full details of our services are also available
via our web site. www.haemophilia-
soc.demon.co,

WITN4504003_0012
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b writes about his son| croA s
extraordinary sporting achievements

GRO-A

(9" /2 vears)
Haemophiliz B (Factor level 3%)

GRO-A air sporting achievernent is to have gained
his black belt in the martial art-of “TAIBUDO [freeslyle
Korean Karate and Kick Boxing).

After discussion with his consultant, Dr Peter Jones,

1994 when he was only 6§ yvears old. Sincethal date he
has progressed-through his grades and is nowa dst Dan

Black Belt, None of his activities have led to any
..................... serigus bleeds, although he has required
GRO-Amma ity took up Taisudo as a means of building up somie treatment which He would hot

his mus;c:;!% around the major joints, which in turn would normally have needed.

helpto prevent bleeds and he has not looked back singe. -

He is only:the third person inthe world who is known to When | .GRO A-fgumj out that e had been

have - haemophilia. that hm achieved this ullimate mw‘i " ﬂumm};ﬁ;}'mm selected to réneive. the

any of the martial arts{ CRO-A s GRO-A bor Achievement

holders mr thie -Newcastie Cobras. and

and crmmt for:his school team. He has ama represented members of the Supporters. club),

the school in athletics and is a keen swimmer who enjoys

mountain biking and roller hockey. His sporting ambition On Saturday 17th January 1998 GRO-A |
indife s 1o be a prafessional iee-hockey player and he was officially presented with the Award at
constantly asks that if his haemophilia js cured can he the conclusion of the Cobras v Cardiff Devils
play ice hockey. He is, in fact, a tremendous, highly match by one of his favourite players; the
competitive sportsman who refuses to-allow his disability Newceastie netminder Stephen Foster
to-getin the way of enjoving himself, tknown as-Fossy to his Tans).
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Living with

GRO-A 5 writes about ber

exporiences Hving with hm s00 whc has

The Centre at Ysbyty Gwynedd, Bangor has been a
tower of strength %hrﬁughout and has always
supported us and encouraged us to see the
positive ﬁzé& of ha&m&;ﬁﬁ ia.

severs hwmunhitm A

but eveEn aam"

C:me of the'ma 4 ,farmzytook
‘was 1o ingert a portacath and frain to give:
~lwan his treatment. This stage was very
 difficult but we pulled zhmugh He

The Centre’s team gre on call for us at
~all times and for this | will al N
grateful. Alder Hey Children’s Hospital -~

-have also played
“treatment and fm‘ this: am alsu
3 grawful

GRO-A

My family ar;d friends and; 'e A‘ two
little cousins, wha also have

devee oped inhibitors which complicated
things a bit. As time went by, with all the
worries, progression was clearly to be seen. The
inhibitor level disappeared and the amount of
treatment was reduced. lwan started school and is

doing well. He leads a normal life ‘and is given much
“care and mlpport within the school &nvirogm@nt,

RN R B T Py S TP

ﬁmm Wﬁ Friends mmm

REsenrae

The Haﬁmﬁpiﬁ}ia Soclety is twinned with "thé Russian

Association of Persons with Haemax:zhéiia, We have
already set up some pen friend contacts between
children in the UK and Moscow and now the
Russian Association has found some children in St

Petersburg who also want pen friends;

GRO-AljS wﬁe‘mwu m pUtErs.

Hereis g wctt;re af GR
_ wheti-he started at %h&m

DR R e

haaz wophilia, have been supportive and.
thamk them-all tremendously,

...............

imen positive about his condition and seemsto
believe that hie is no different from anyone else. He
took to his treatment without any resentment and
this has hefped me enmmusiy,

if you 'want to write to any of the childrer please
contact Pete at the national office

FAMILY EXCHANGES - SPAIN AND
@%@%ﬁg

5] gy e
For more details, please contact Pete a.s.a.p. on
GRO-C ;
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dventure Weekem took place on 17-19th

archants Hill, maaf“ Hindhead in Surrey.
dren and teenagt;am bwtw«sem the ages

GRO-A

included abseiling, afch@ry and the ever-popular
Go-Karts! The wgékend was exciting for i:he
children and teenagers (and a restful break for the S
parents!). A couple of younger children had a go at 3%
selfinfusion under the guidance of nurses. GRO-A

Staff at the ceritie were surprised at how active
= our graup were and now have & more r@aiiéﬁs idea
that Haemophilia doesn't usually mean that
children cannot enjoy lively activities.

Pete would like to thank Sian and Louise, our
haemophilia nurses; David, the physiotherapist and
Stuart, who helped supervise the computer
activities. John, our group leader at the PGL
Holiday Centre also helped to make the weekend a
great success. Our second weekend will be at
Boreatton Park, near Shrewsbiiry on 25th-27th
Sopomber %:»:%%ﬁ@@ Pete Diown ot the &%ﬁmmi
Dffice for details and a e T
ook fommn, -

GRO-A
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Report on the WFH
Conference 1998

Society Chief Executive Karin
Papmnmim writes: [he World Federation

information on the lalest medical
developments, nursing and psychosocial
iss0es as well as the opportunity to meet
tepresentatives from haemophilia
sovieties from around the worid,
Preseniations ook place simulianeoushy in
len difierent conference halls thioughout
each day. The delegales managed to
attend around 70 ol the sessions between
ther - showing the value of having o large
delegation in atlendance

The delegalion also ook the obporlunity
1o meel Up with othier haemophiliz
societies and exchange views and
information on issues such as hepatitis ©
and the Tight fol Iinancial recompense, HIY
work, women and bleeding disorder
projects. Among those present were
representatives from our twins in Bussia
and the opportunity was taken 10 talk
through developiments in the twinning

process, The information that came out of

i the programme - HIV MGV coinfection
treatment issues and new varant CID on
which very little was presented. These are
of great importance in the UK and will
doubtless become more high profile in
other countries,

Ancther area that received lithe thme was women and
bleeding disorders. However, the presentations made on
these toplcs implied that there are a large number of
wormen with undiagnosed bleeding disorders worldwide,
which sugdests that this:could become amore
mainstrean issue, and s one we dre keen to-addressin
the UK,

woniophilils Sop b Moy

: o Haermiaphl
Wiy mm@m i the Betek Workers now Heten e
vatbebd it ety S S s bo s with thig

sl Wuwm Heowlil clirey b de miuen W*W Vil
s e by B B su bl e phiidven s, Saiil o i

ot Worl

P G Sty 16 et e bl
pateeo iy e cbusbong for thé-services we wreable 1
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