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ROALD DAHL FOUNDATION FUNDS
CHILDREN & FAMILIES WORKER

The Roald " - > w . in
-as gener : ; „ - o
jonsor . a
lildnm 8"

spot 1 " »,
iund f
'.an. to
ognifice s
ost holds - . 'S
he Roald ' - n

Children an . m.
If you attenc . 1 1

/ as
Sheffield Ch* . /'tai,
you may have ome
across the Dahl
Foundation's u/'i, and,
elsewhere, their nurses who
very soon will bo easily
recognised by their bodges.
The post will continue and build upon
the work of Liz Cox, whose four year
secondment from Barnardo's Positive
Options ended in June. The emphasis
of the work will shift r : " intensive
support for families n. mainly in
the South East to cc.- /• ;m. .'.hole of
the UK. We are airww this
by working clos.:;/ -•.■ o to
ensure that the m •. . • mked
after, as well as those members of the. mily who are .- m; • uv . !>r
their haemophilia. Many Centres have
already expressed positive* support
The scope of the post will be extended
to offer support to families affected by
'■.aemophilia m : ./ m- ' as
HIV, Interviews f- : ,-.mo ; m.mmed
person will take pm-

Ida BFG lend* a helping hand to cnUdrpn and

Amand. ; ; . . •• • •: me Roald
Dahl F ro.m - m m‘‘ I; "The
work m; to the
heart : e • *- > ningto
do. W* w -..m J m r .■ ; m ng this
postw*- . prove the
quality m - .mm m d families
througim m.- JK ' p-.-ia Dahl is
well-known for supporting haemo-

; -■ m-m . added Jr - -
Berry, the Society's Head of Fund
Raising. "However, this is the first
lime the Foundation has directly sup-

: S' .=■• / Au are deligh ;;
t m V. m ; r -rship with S'. :

> • . : ' ; md progress^
tn.'.- v -j- -• . . - • • of families livim;
with haemophilia."

HEPATITIS C CAMPAIGN UPDATE
ill-.' pm;.- ..J are miurested pleaseThe tactic of mmmm-rs writing to MPs

> thank ail of thoseSociety would

at their surge

who have c
ten to you
drop them i

j yet please
>ur local MP

recess. There was
before the MPs Ic
break when an
was held in the House

cmitact Grannm Barker at the natiunal
office.

We
inforn
to our

< about the sub¬
ject and how hepatitis C affects you.

edition of ’’ r. Biiile’m rue articles on
inter r?i- to avoid for people
with: • . tn., work to date, oI

mer
ate

remains

The Sor iely sA' • locate people
with haem, m atihs C who
are wiUinn '■ he told to

the issue of hepatitis
the Government posit
unchanged. The campa ' will build
up more momentum .,Jtu:’in.
when the Society unes
pressure on the Cm,

The hepatitis C campaiw. : as passed
through a quiet period over the
summer, as Parliam been in

just '1||
to get as much
Ie on hepatitis C

s, and elsewhere in this
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EDIT'... 1 '■ . • jfletin &'.■ . ' owe
The issue of v.' > snould be
available in < < a treatment
centres is of inters m alt people with
haemophilia. In tms edition of the
Bulletin we report on the work of the
UK Haemophilia Centre Directors'
Organisation in the accreditation of
Comprehensive Care Centres (CCCs).
This process has been very important
in ensuring that those Centres desig¬
nated as CCCs p . -k a complete
range of servk w haemophilia
treatment.

Unfortunate . y - w-.- , 21 CCCs
in the UK. This means that many
people ri stm n travel,
sometin , gain
access to the facilities of a CCC.

We web ;■ =,■ ' -ation
process • :: : >d the
hard mm : r, w- ' by the

UKHCL :.tiii some way to
go befm-- " ’ : , .omprehensive care
service is <> .mmble in the UK for the
treatment c; haemophilia, but the
work done by the UKHCDO is an
important step on the way.

On the front page of the Bulletin we
report on a major development in the
services provided by the Society.
Support fm families affected with
haemopl’' a rm। HIV or hepatitis is
vital. Tm- imrnms caused by these
viral -f um ; 'ot affect the
infected individual alone, but can have
serious effects on the entire family.
The financial help that the Society has
received from the Roald Dahl
Fountadion will enable the appoint
moot of a Children and Families work
er to ensure that the services needed
Im m.-. ..vaiiable on
nationwide basis

Publ '

' . 1 ' ' Service . . : om the
nophilia < ..

Publication;

The Society produces the range of books,
booklets and leaflets listed below to help
people with haemophilia.

* Introduction to Haemophilia

* Joint Care and Exercises

* The Essentials of Haemophilia Care

* Teaching Children with Bleeding
Disorders

* Haemophilia ami H>- nant <s C

* Children's Haemophilia Book

* Will matting guide

NHSME Patient Perspective Booklet
Past copies of the Bulletin

Swvic

The Sot efy miks to h- ip people with
haemophilia from its national office and
also via the local Groups. The services
currently ava-iabk f"'mi the national
office are:

* Information and help with benefits, in
particular Disability Living Allowance
Hardship grants

* Armourpage service

* Caravan Holidays

Adventure Holidays for children

* Fund-raising support

* Assistance with media enquiries Sri

infer ^at cm on tn mments and blood
products

’ Travel insurance advice

- Information on travel regulations
restrictions

Haemophilia Days

t •• . necific issues,
such as hepatitis.

For further information about the above
services, or to check on the availability of
Society publications, please contact the
national office.

We extend our gmuJui thanks to the
Bio Products Labomt'vy who have
kindly donated a cm” n> p-w for the
publication 1 ’’ s <*<!•••'•>. of the
Bulletin

In this issue

•RedRibbon Page 6

•Comprehensive Care for
pages 8 & 9

•What is interferonpage 12

The Bulletin mm'-- - m-.-..
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-LUENCING fli w

..ohm, :>> :y is taking part in a unique three year project
; ci hrcmHm ways that patient groups can work with health

Julies to influence the- services that are provided. The project is
being run by the Long Term Medical Conditions Alliance (LMCA) which
is made up of over 40 charities that work with and support people liv-
my wito long term cond^'otK The Hj^mcphilia Society was a founder
member of the LMCA
The project will atm to develop good
practice on how patients can work
with health authorities to produce the
swu e s that patients want Six differ
ent health authorities will each work
with three different patient groups In
addition to d®vt loping stiviies that

reflect these specific conditions, the
health authorities will produce a writ¬
ten statement and set of guidelines
about how they will involve people
with long-term medical conditions in
the future development, monitoring
and evaluation of services. The funda¬

mental philosophy behind the project
is that the person living with the con¬
dition is the expert, and that health
authorities must find ways of listening
to patients so they can develop ser¬
vices that meet patients real needs.
As part of the project the Haemophilia
Society will be working with Walsall
Health Authority. Members of the
Society living in this area will have the
opportunity of participating in this
project. For further information on the
project or the LMCA contact Graham
Barker at the national office

ON PAYS DIVIDENDS
•Oli

'
'

The card was fiom Tunstall Telecom
and was sent to the staff at the Inner
Control Contm, where Norma works.
Included with the caid was a competi¬
tion to explain what the Tunstall
Telecom logo, which looks like a coat
of arms, actually meant. One of
Norma's colleagues, Anne Booth,
decided to enter the competition and
won the first prize of a donation to the
charity of her choice.

"Anne is involved in a lot of charitable
work, and there were any number of
charities that she could have chosen
to give th® money to," said Norma.
"She very kindly decided to support
the Haemophilia Society as well as a
unit at Bolton District General
Hospital.

Norma (left) is pictured receiving the
cheque for £500 on behalf of the
Society with, from the left, Dr Poyner

of Bolton Distuct General Hospital, a
representative of Tunstall Telecom
and Anno Booth.

Daredevil Hepatitis Researcher Mandy
Cheetham is doing a parachute jump
to raise funds for the Society.

The 2,000 foot jump will take place at
Headcorn, near Maidstone in Kent in
October. Mandy has taken part in
numerous fund iaising activities for a
variety of good causes over the years.
This is the first time she has done a
parachute jump, however. "I'm really

ANDY
:<v i ”g forward to it,'' said Mm Tv
without a trace of apprehension. ।
nope to get a lot of sponsors and real¬
ly make a success of it". Go for it
Mandy!

You can contribute to the success of
Mandy's jump by collecting sponsor¬
ship for it. A form has been included
with this Bulletin.

ANNUAL
DRAW

UPDATE
Annual Draw tickets and badge
orders are pouring in to National
Office. Give us a call if you need extra
tickets or Christmas card leaflets.

BEST WISHES TO BRENDA
Sister Brenda Brown retired from the Lincoln Haemophilia
Centre after many years of service on 24 May 1995.

। me a1 group and all of her patients at Lincoln
:'-'spitai would like to express then gratitude for

t >er efforts on their behalf over the years.

wth h.i-.-mophilia was marked

during the Lincoln group's summer outing to Fun Coast
World in Skegness when the- group Dissented her with a
Royal Doulton Crystal vase and card. Brenda will cor.lmur
to be a member of the Lincoln group, so Sm -elv imn”'
will be able in keep in touch with he'

The Society wishes Bi-mii.i and lie-
happy retirement.

rhe Bulletin S^ptembe; 1995 3
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Left to right - Robin, Hannah, Angela and Sean, Chris.
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Robin and Maureen had their first son,
Srrphon With mi mishap But wbm
their second son Chris, arrived theie

Dani' m mnr yea's old and "-ici/fo
hr. TA-rrd *or hs ach'wrert' -n ter

Pi-jsi nliog tpr- jw!,Giuhar 1 ECuP,
cummuntr J that Dumcl'v mm-jrs

m-nts m 'eui'is wore m, .rompr t >
vonnrf pi Opie with h,n-mi»ph1 1m His

"Next wi; wore visited by oi.r doctor
who said ’hat Angela had von
VT illelnan I 'l.sease I nad alt-aib
guessed this nor the problems Inai

wool.-’Children with von Willebrand
Ivasr haw '1 u spne , nam a as an/
other chitd in life, Iknow that some¬

Cwm who r i a I olds din r <

juo as an electrical mai'Uenai >

neei has very few problems 1 , ''what problems he did haw •
caused hy ti ying to keep up , o',

brother, but Angela was in an .
hosp'tal wlh bleed.ng pit b • , -v
she me.v up. "Angelo has a fe ' '9'
, a,tv ' W'H her ai'Hi" as l e I
hu bbvds i,„t these don't st ' >• roy
affect nor walking," saici M er •<

She on< 1' hid quins/ which ’a ’to have throat surgery because >i < , or
nose and throat doctor would not hs
ten to hei wrien sho rolrl han s',- a,. ,
to v»- ., haainatolog.si bi foi- m,
tiling was do'ie The junu r doc , "i

n eeu Ins ,< .t •xpenwu, utiwm.i
m" cun Willcljr and d'se.ase hum be'
b,.I'-ind, i hu.lmri ,md gruudch'ldirm

nosebleed, but nothing outof the ordi¬
nary "

Uamr I will use the f 50 .award to buy a
now fennr, racquM,

The story really starts with Robin
Baker, husband to Maureen Maureen
knew that Robin had a bleeding disor
der < .rllwl thmmbocytoimmut, ptnpu
Id. d-a'i'iosed at the Radcliffe Hospital
Oxfoici when he was two, with bleeds
treated with snake venom, gauze and
nmrnal.ni' rhlnnde Sn>’ talkmj about
it at length with him before they got
married. They also talked about n with
their dm lor This was 35 yeare mm, '
said Maureen "we didn't know much
about it and the doctor hadn't seen
many cases. The doctor who was
very helpful rnassuied us mat the
condition couldn't be passed on to the
next gcwtatiun UnforUnmtely lie was
wrong in this opinion "

the case of a bad nosebleed will i-

my .m’l so.ike venom. Now he •> ‘mxt
ed with faploi VIII in the < aso < ,•b -d
bleeds, tint .an also urn Cyxloi w • "for mom minor ones."

times Stephen and Diana were jealous
of the titter,tion Chris and Angela had.
but all parents manage to spread then
love just that little bit further. Diana
once said ' Iho only way I got to go to
hospital was to go and work there"
ishe is a nurse).

flic- ”, rd genoiation of the family with
' , Ilebia'id d,coast are Anuela s>

< hihberi Hannah and S, the/ ,ue

b qu to 1b”l 'h irijr < hems r,| fur m
VIII They yr n ,q co rnO|or prob
lems;,'" sajd)Maurgpn, “Butlit is import
Tant to see thirigsfwmtheirpoint of
view. Foi instance Sean had a fall at
.' bool a few months ago mid hnd a

y bad i Ovebfeerf The ichoul
onrd Angeli mH he was tak- n h

Mpspitallandhw
, i.-- rm , ymi < < ml | me , „n bi
vjiryTrighteningoantf it is’itmpd
fc the paren' to Im th.-m fr, massuw

m and Ie' blent know th.il nveiy
tm, g will be all right "

Unfortunately DanielJ
no of the B'endan Fosbji Jmuo'
SportsfAWKl was unabJe to attend.
As n insult he received it a little later
than planner! from Society Director of
Servites, Graham Barker during a
mrei't vimI to Kent

Tbi m xt ur'i/a' in tin tarn Iv was
Dmiij who had Un pmble rs and
finally Angelaarrived,
gi ipunt brins ng when sn, vtas born
wh'ih was a sign nt irndt'm. m
come At nine months Angela fell and
cut the inside of her mouth and hp.
"She bled and bled," said Mauieen
We tour hei to the hospital and they

stitched the cut, but it continued to
or/r fury lent hm m ro a wml., ’a or
some mood tests

efforts, and successes, showed n-m
haemophilia need not nocoas.ui ,
bar V, chil’lmn playing a <u'l H..i. . ,
snmt'iiri m t vibes

, a, a bd m mins abn , going
back to school after this episode, but

The Bulletin asked hci wnat advice
.f.e would give to p.mrntc of children
with von Willebrand disease, "My
advice ,s don't panic when they have a
bleed ' .h>- ,.ud 'I know It sounds
very obvious, bm with a child it s veiy
i "wrtmit Children eari get mto a
-tale re y w aly, wh'< h , a i m tern
upset the p.m-uf If the cmId sees the
parent fo : upsat they 'become। even

frighten*^.iTsfAvici
From.aniBariyiaga'fdliyour'^

The presentation of the Haemophilia Society Awards at the AGM
earlier in the year was missed by one very important winner.

shoo tennis nnd won his gmnp In the
sum ycsii he ww lu'im,' 'ip v f H -
r.<! rrnudoi I >< hod yiuil Imni,t,u»i„i-
mont i-T ChlsW urst Ilw fonowimj
yoai hr ag.lin won trio liown M,b

"When my children had bleeds I
always did my best to remain very

.,»lm.TdTry;tp.:reassurAtta
'ft.may huitMyy,:ib<Jtit jwani'ttmrtfor. A.,'

help You haw to Way calm for the
child's sax- After the bleed was ill
owr I d sometimes go to pieces, but
not until it was safe to do so

known that there was anything wrong
at all," said Maureen. "Chris did
br i,s» easily and have Hm w i asiocal

mw, and Iwgaii »0 r oiigiw .it '• in •;
as woB as short tennis In 1994 ne won
a startr”- tennis competition, the under
9s i lub < ompetition, was the 11nd' '1 9s
wuiix'i in ths Midland Bant -a hook,
tennw tournament and, with his dou
Illes nartrivi wcri 'he O'pingtoi' sho”
h Uli V rloutrn s < oinpAlrl i a

Thisisummerjhe'hasirepresent^
elut> jin th# Ashford:uhdsrT3s teagus

. e , talk with each of the funn Mu-I:
helps if the teacher is fully informed
iWwfcachiitJ's.feeding, artel?
knows what to do in the case of an

-r - lency.'

years. "When I met Robin he was
treated by blood transfusions, or in

lb” Scciuty uqii.'i.s with th,r position
Tlmie am i mirmn nbout tnr> m i* of
'< l 0'111,1', d ,U |WHU life s i, >s m
imMbitprs developing) In preyiptisly sj

u> Ima • '1 put • n-s b i/r'm in •,-in j
I'l-rftmunr tine, mt, imodi.im prodm is

';.j';jto?'high''flUtityjanM
'■TtoustbAS>njim^ ? j:,

CreutHaldUacob W»«a»a and
Con, erns about Ihi-

mi pfesro.i d.-mwf pioou, ts
I ,11» hrun th.- uli| s t of ns mt m"'h
I 11 im I W, • w -r thr p< S' Inlrty of

the spie.ul irf f.’rel.tzfehl-Jw.'il)
Dll’.w iCJHi <1 p.iwn.iuis tiirouqll
I,loon pi I H11K'ls

Chi s wiiri Angola had no i”al
Ill's it school “Afe made urn " ,i m.
talkidl to the head teai I™ - n ' u,,i"
the si,ui said Maui "'n |.,

BRENDAN FOSTER JUNIOR
SPORTS AWARD

•' -Ion wc ’.'pi,rit I” mtiact nf a it 1 1 nt
I ferpiibifei, <1 in tlie I4rh August ”di-
' in of the BMJ by Prof fed
' id’lennam, a member cf oui Medical
V Ivisoiy Panel and Di Mike Laftnu
rl om the Ifemineisiiulh Hospital

'Puri’,cation jlono .viii ncr eliminato
rtstif "i'o I'iio Si.it i' sub .'anUi'i/

> JU- Ct b 1' I VOA o' tojrts mo
knowi til 'm H-"l< e mo issue of

,v life lm< u ns one salol i and
leh”e Iho P'l” i tfu f-1 to' VIII II"

'jjj.6ett»f.j'..,j?'.!:jjt'j,',tt;'jj'.j:..:j:
"Recombinant factor VIII is therefore
the treatment of choice, given its free-

in from virusf's fen'rod fm, life"
a 'adding jlbunun, wh.rh has an
-oM, in safe', iw mil do. ,not dm

' Si But W’lilmwit fe, tin fell i rwis
p pur unit 'Oiniia'oi! with 25p for
lb punty and fop fur interm, dm'i

e htyfartnr vllf flu NHA struggle, tn

Ormunrl Si Hospital, wlm.li < onfir mod
the diagnosis - Rohm had von
Willebrand disease, as did Chris and
Angela

pay for recombinant factor VIII, In the
n»un”iirt tor spuue id unkno vu
viius ro zms and those who < an gay
for purity and safety are right to lift'
SO." ’ I ' '11 v I

uw iu.K.i, h«.« »..» .v.. ««««•« »v. Thutrouinro-ulforvonW.lfeuranduro
thr«» swnr«tian«. Uniik« haemophilia wn WMeb'snif """ k” " "* "
?;«s. ;wei.' or Ifta Sururim -tj/trhe to Hw/s® BAka:
about how. tbi‘ farnilv had

btheteachers^erevary^up^ i. '.simpleigtermsfeas. ’possible what 'Js.
wrong don't wi.ip thorn In i otlori

Parvovirus is a common virus, partir u
larly amongst children, which may
cause an illness which normally pass¬
es wilnoui any lung teiui effects,
fimro is now considerable nvidoiici'
that pawn ran withstand most of the
I uni'ii’h isnl oral inai tivution sh ps
Paivo itself may not bo a cause of
great concern in the normal course of
events, however H does show that
some viruses can get thiough the net
and it is the as yet unknown viruses
that wo”y us must

CJD IS mute ccnlrovuisi.il It is a bm /
rare disease which attacks the biam,
and is raiisml by a part <-le smaller
Ii>a>, a /eir.hmvm ,i . i (inuii

;j„ fhefe’iSirigWtohceithttth^^ ’been, transmitted by blood products.
Howovm, the mmrn iplo apphos
is Ie parvn.i'Us We do not know
wl'.'it i., out wre thul n,.ay i ,uisn i

ri' obleiT, at sumo time in the fuliiro
Until Uien, -estni.tions on hospital
hudgots iimtiii.ting oui ai.ci-.s Io
probably safer products.

were problems At the age of four shB |)ad wrth tlie cut, so it c<»me os no not road hei notes, and uufoilunota.y;.ChnsApedad’3immor;®ppratipii,.,aftd."'.. surprise'.*'”’' 'hT.':".. this: - still”,occurs.,' ?Ang.eia.Ths^
... iths’ftosspit^^ ' appendixoutwhen'she'^’iChris’MdjA'W^^^ ?, Wr,fami.!x them.had itestst.® Stoat”'

oper itiori was piistpofind "W> hadn't

r-—i

______ — —
A tale of three generations

nia, whifei Am veiy impn.feoivu. He and iws won all of hi» dvuoles mauh-.'i;./&s>ai»hj^la¥in9’:>;1j992i^^
?.?”b'^'fohiM’jdf”1994”hW’Ohedj:^ '-”

tennis awards at gold level tn 1993 he |Wrtt, ,, 12 and 13 y-rn olds <m a num
pla/ed m Um Trevor May Knot open

WITN6392147_0005



Travel andHIV

lillt

over its

a definite link
between HIV and AIDS.

were infected wit!
those who were no

It will come as
members of the

s
on
for

the results h
as establish!

The study showed that the
death rate from all causes
among those people with
haemophilia infected with

n
f

For more information, con¬
tact the Birchgrove Group.

as
it

A comprehensive listing of'
net sites providing informa¬
tion on: HIV/AIDS-related

ucation, mailing lists, sup-
groups and social securi-
formation, with a special

n highlighting services
resources new to the
ite address: http://www.
tlink.net/-martinjh/

their symptoms or the severi¬
ty of their ill-health.

NANI Publications:
52 The Eurolink Centre,
49 Effra Road,
London SW2 1BZ
Tel: 0171 737 1846

HIV has
times g
uninf
thatt
infe
the
haer

The Birchgrove Group:
Tel: 0345 697231 Lo Call
PO Box 313, Canterbury,
Kent CT1 1GL

Itai
the
plas
treat
and
the

1 ' -
The Macfarlane Trust:
Tel: 0171 233 0342
PO Box 627, London
SW1H OQG

at
n hailed

nuwmu »
HIV/AIDS Home Page

grove Complemen-
rapy Weekend is an

ent opportunity for
e with haemophilia and

to discover some of the
many holistic therapies that
are available. Many people
have become increasingly
interested in the benefits
offered by the appropriate
use of complementary thera¬
py techniques. The benefits
of complementary therapies
may be gained by everyone
whatever the complexity of

Travel for people with HIV
remains a problem, particu¬
larly to more "out of the
way" countries. Russia has
recently passed a law requir¬
ing HIV tests for those for¬
eigners staying for more than
three months. Many people,
particularly those wishing to
travel to the USA, just take
the risk with no problems,
that is a matter of individual
choice. If you have any prob¬
lems, please call the Society.

misc.health.aids
The Usenet newsgroup,
misc.health.aids, is the only
world-wide forum dedicated
to a free and open exchange
of ideas about AIDS. There
are over 42,000 readers of
misc.health.aids world-wide.
Site address:
http://anansi.panix.com:80/us
erdirs/jscutero/

THE RED
oughly ten
among the
tion and

among the
enced by

everity of their

There has been widespread
reporting by the media of a
study carried out on behalf of
the United Kingdom
Haemophilia Centre Direct¬
ors' Organisation into HIV
and mortality.

The study, which was report¬
ed in a letter to Nature maga¬
zine on 7th Septem
examined the total mem
ship of the British Nati
Haemophilia Register
ween 1977 and 1991 - ,
of 6,287 people - and
at the fates of th

philia
er

6 The Bulletin - September 1995
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been looking at over

many members, complained to the BBC, who have agreed -I » IVV ll.U Kvpwvw W WB » f* W a

that the following announcement will be made during the J September,
next series of Cardiac Aim:.

The London Hepatitis Roadshow will be taking

—

11111111

tion of the Bulletin.Ill

The Bulletin -September 1995 7

.)

The Society is continuing discussions wiih me BBC about
the possibility of strengthening this statement and is also
registering a complaint with the Broadcasting Complaints
Commission about the programme

THE
For those
at 100711,
means of com
be a few teething

HEPATITIS ROADSHOWS
The Society arranged four Hepatitis Roadshows in

BBC CARDIAC ARREST
Many people will have seen u /m y drstimising incident
during this programme iifipictmti a person with
Haemophilia dying fro-'- a nosebleed. Ire Sccety, and

al grant from Schming Plough, is being sent to all mem¬
bers of the Society and a copy is enclosed with this edi

great deal that we can do to help p- : ? with haemophilia
who are less well served than wn are. The World
Federation of Hemophilia has c-ncnuracied national soci¬
eties to twin with a society f < < ontry. We in
the UK have decided to estmmsh • r c } operation
with the Russian Haemophilia Society.

'

—

There is also now a iUS based) haemophilia homepage,
to which we hope to contribute soon. (Note American
spelling) http: .www web depot.com/hemophilia

This is going to be a major enterprise, as the situation in
Russia is very poor. We hope to arrange for Russian doc¬
tors to come to the UK for training, some Haemophilia
Centres have already offered to help. We would also like

A: eutsode in th<- s": d Ddt.era with
haemophilia whose nosebleed developed into a torrential
-hemorrhage from wm?”. v v.ould like
to make clear that a haer of m-, ... b not typi¬
cal of haemophilia, and is m .-my case a veiv rare event."

>s for the best possible
ie issues that we have
about them elsewhere

HEPATITIS CAMPAIGN
The campaign has been quiet during the summer, but
once Parliament returns in October, you can be assured
that we will be piling on the pressure again. We will also
be having a presen- e at all the party conferences in order
to keep our conr

TWINNING THE SOCIETY
The level of haemophilia care in most of the rest of the
world is very poor, or non-existent. There is however a

September. The meetings were held at Glasgow on
4th September, Cardiff on 19th September,
Liverpool on 28th September and Belfast on 29

«t-tba-£gciety is now on-line
| (Try conventional

jswerr;~a!s there are bound to

—

1

»

basis, the work of the Societyr in terms of the servi
members. These range from the adventure holid
publications and lobbying the Department of Health i

a day to day

THE HAEMOPHILIA CENTRE DIRECTORY
A new edition of the Haemophilia Centre Directory is
under preparation and should be published by the end of
the year. Whilst this is not a "Good Centres Guide" with
ratings of one syringe up to five, it will help when travel¬
ling, and indeed to see if there is another Centre that
might be more suited to your needs.

On a wider point, if you ever have concerns about your
Centre, please let us know. We are always glad to help
members raise issues of concern with their Centre
Director, and to try and ensure t’wir।iw a A; are happy with
the service that they are getting.

- - —

place on Saturday 11 November at the Scandic
Crown Hotel, Victoria, not the 18th November as
previously advertised. Speakers will include liver
specialist Dr Mutimer and Edinburgh Centre
Director Dr Chris Ludlam. For further details please
contact Evangelic at the national office. The
Roadshows have all been supported with an educa¬
tional grant from Bayer.

O1J1I

—
HEPATITIS BOOKLET NOW AVAILABLE
The Society has just printed its new bookieton hepatitis.
Focusing on hepatitis C, the booklet is intended to provide
ba : information on the disease for people with. „ , „ ... . , . . haemophilia. It also contains a checklist on what to expectto encourage members to establish contacts, through . from Hur centre.exchanges, holidays and pen pals. This is a very exciting

-
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ARE FOR HAEM
.rein, Chairman of the UnitedI

HILIA IN THE . .
Haemophilia Centre Directors’

> . ople with
। . 1 ; ‘xford 6ro«p

; 1

' loiishmem of a
, . .ghout the Onsted

1 . ' . isncouraged by the
j*ca! Research Council

jo designate a series of
..i had a particular expertise m

. mti treatment,

In ' 1968 the Ministry of Health
published a memorandum,
HM(68)8, concerning "Arrange¬
ments for the care of persons suf¬
fering from Haemophilia and relat-
ed diseases" which contained a
list of 36 Haemophilia Diagnostic
and Registration Centres and crite¬
ria for the proper management of
'haempphi.^
At <abo.ut.dW'Si 'tlmb -the . 'first:'
''rneeiing;; '"bf. - -the;'"-,'United.ikih;gdQrih-Ha.ernwhiri/a.uCentre
Directors’'?- ?-..'Organisation '■

''(OK'HCPO).? '-took T/place./ -'in.'.
'.'Q.xfo'rd.''''',pu^ iattem-pts -to.
coordinate 'the..'.organisation "Of
-ha.em'O.p:hiIia,cafo' tn. ..LQfldqn'o
thre'e-jier- "■. .' -systemi.' .' ': ivyas'.

,?by- 'T9.7/6 /new
''national ''arrangement'S.' /.were
set out in HC(76)4 defining

'Reference'.??^ ?"'■■?"""; Centres,
•Haemophilia"' •;:.Cehtres. and
.Asspw't'e. •'. '• /Haemophilia
iContres?",. -■,.""?
By 1989 it was felt that a
regional system would be
/more appropriate because of
the pace of development of
services across the country
anel because it was hoped that
each legion would be better
able to co ordinate haemophil¬
ia care lot its own population.
Th” R>d<‘if nrp Centre Dirni tors
had 1 1 ready fu> n “d an
E'-ecurivn Committee and this
was <”pl.n ”d by th” R”g>ooal
Centre Duet lots C.H'uniltew
which held us first meeting on
11 Seplcmlx'i 1989

In retrospect the 1970s may
have represented the high
grunt of the eentt all y managed
NHS and during tire 1980s
signs appr-ared of the
<iirj.anisalioii.il min tinaiK ml

strains which led to Mrs
Thatcher's NHS Review in
1989. This heralded the end of
a co-ordinated and managed
approach to health care and
the old Regions and Districts
are now being replaced by the
"market" of trusts, purchasers,
providers, mission statements,
business plans, cost pressures,
cost improvement prog¬
rammes and bed closures.

F.ort.ufiatel.y. '• i.'fer- /people with
haemophilia..".it was /possible Tor
the.'^Haemophilia.
lUKHCQO.'/td.. • ;cHs.t?M:sts. .with1the

ofHealth'the-best/yvay
,'to /provide'haemophiliai'Carp and

::2E> /4bbP. "T993"A/ /new/ Health
iSwyfcp'', /Guidelines ' document,
HSG(93)30, was published by the
NHS Management Executive. This
recognised the special position of
haemophilia as a condition where
regulation of the contracting pro¬
cess was desirable and the con¬
cept of comprehensive care was
defined in a way which purchasers
would be able to understand.

Two types of haemophilia centre,
Comprehensive Care Centres
(CCCs) and Haemophilia Centres,
were recognised and criteria were
laid down for their designation. It
was acknowledged that all
patients with haemophilia in the
United Kingdom should be able to
obtain the full range of compre¬
hensive care facilities, whenever
necessary, although this did not
imply that each and every patient
should be registered with a CCC.

In 1994 UKHCDO responded to
tlni i.ipidly changing health
can; market by preparing a
Constitution which secured a
i.learei framewotk for its func¬

8 tin R i.lpim

HAEMOPHI JA CENTRES

UCH

®iil

Aberdeen
OilsJin
Bangor
Bath

Blackbum
Bournemouth
Bradford
Brighton
Bristol
Bristol Children's /

Bury St Edmunds
Camberley
Canterbury
Carlisle
Carshalton
Chatham
Chelmsford

Chichester
Colchester
Coventry

Devon North Barnstaple
Dorchester

?
N

Dundee

Peterhof®®®?!?®
Portsmouth
Roehampton
Salisbury
Shrewsbury
Southampton
St George's Tooting
St Mary's Paddington
Staffs (North) Stoke
Sunderland
Swansea
Taunton/Yeovil
Torquay
Truro

Chelseyunertsey

Eastbourne
Epsom
Exeter
Hammersm th
MarIawwn«if iuw

tions and enabled it to be
registered as a charity. At th®
same time a questionnaire was
prepared and distributed to all
haemophilia centres asking
them whether they would wish
to be included in the list of
CCCs or would prefer
Haemophilia Centre status.
Applications were studied by a
small panel of independent
experts and those centres
selected for CCC status which
had not yet been through the
audit process were visited by a
panel of two assessors"?
appointed by the Regional
Centre Directors Committee.
The current list of CCCs and
Haemophilia Centres is given
in the table but should not be
regarded as final or complete
since haemophilia care and the
organisation of hospitals and
trusts continues to evolve
rapidly. It is very important to
understand that excellent and
comprehensive care may be
offered at many centres which
do not appear on the CCC list.
This particularly applies to

those centres located in towns
or cities where rapid organisa¬
tional change is taking place
and to smaller centres which
do not treat the necessary
number of severely affected
patients (which is an essential
element in CCC recognition).

It should also be noted that in
some cities the adult and chil¬
dren's centres have combined so
that comprehensive care at all
ages in one location can be guar¬
anteed. It is particularly hoped that
additions can be made to the CCC
list in the West of England where
ihe comparatively low population
density makes it difficult for any
one centre to satisfy the criteria
for a CCC.

It is also necessary for the UKHC¬
DO to decide how to regulate the
CCC list for the future and whether
or not to move from a regionally
based committee structure to one
based on CCCs. For the past two
years we have concentrated on
the best way to recognise CCCs
but we also need to decide how to

deal with the changes which may
result in a CCC being unable to
meet the standards set in
HSG(93)30. Such changes could
easily occur as a result of popula¬
tion shifts or the movement of
staff without any suggestion that
the quality of the remaining ser¬
vices was falling, so the loss of
CCC status should not be seen as
a criticism of the care a centre is
able to provide. Nevertheless
careful attention will have to be
paid to this/ aspect of the regula¬
tion of haemophilia centre status
and the problems which could
arise in the future should not be
underestimated.

As we move towards a more
mature new NHS, a general
election and the next century
we must continue to focus on
our objective of providing the
best possible care for the
whole haemophilia population
in the United Kingdom. Il may
seem that we die in danger of
making life unne< cesard/। om
plicated for our carers: and our
patients but UKHCDO is firmly
Committed to the /maintenance
and development of the ser¬
vice which was created by
Professor Macfarlane and his
colleagues so many years ago.

COMPREHENSIVE CARE CENTRES

::?;//?0ir^
Birmingham {Children's!
Cambridge
Cardiff
Edinburgh
Glasgow (Royal and Children's)
Great Ormond Street

Liverpool (Adults and Children's)
London (Royal)
Manchester (Royal)
Manchester (Children's)
Newcastle
Nottingham
Oxford
Royal Free
St Thomas' and Guy's
Sheffield (Adults and Children) j

THE SOCIETY'S VIEW ON
COMPREHENSIVE CARE

f 6 /
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tTH*" rhe f {Hirt ' * 'i 4

vt work by the Society am!
th© UKMCOO,
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uTHERAPY A AID MUSCLE b
Buzzard - Clinical Specialist Physiotherapi ;l Royal Victoria, Infirmary, NewcusiH’ up

Site *.-f Bleed ‘•T’,
Sites a* Bleeds

4(o Psoas or Psoas F C*utcn**s may

4)

llio Psoas

Fureaim

5)
Uuadriceps

6) 4s

to th-

Calf nil

5i

6F

Forearm

Forearm

»- Hamstring therapy should be adopted.ment

R Rest

Calf

21
3)

1)
2)
3-

n
25
3)

3)
4)

1)
2)

C
E

Quadriceps or
Hamstring Bleeds

Compression
Elevation

1?
2>

limb bleed. Splinting r« jhihi..

form of rest.

For those with haemophilia the
following regime of seif treatment
combined with factor replace*

Pam
Swe&ng
Decrease movem-H:’
fingetfi. *vr.sl and
elbow
May have pvrnbnesg
of f»nq»rs, foreaim

with »•:<.

Pain
Sw^lbng (hard and
tense;
Warmth
Difficulty straighten
or bend knee
Difficulty wotgm
he«t ing
Bruising (if direct
trauma?

and physiotherapy ere essential in
order tn prevent complications.
The following table lists the
common sites of muscle bleeds,
their signs and symptoms and
suggested treatment.

or qrr«n
Hip and kf:ec bent
Numbness front of
thign
Weak quadriceps

2; admission
j? Send bn-J regt

4» Gradual
physiotherapy h»put
to restore function.
Recovery cat. take up
m IS months

If the muscle bleed is the result of
a sporting injury then care must
he taken to ensure that full range
of movement has been restored
and there <s no pain prior tn
returning to sporting activity. The
physiotherapist will direct accord¬
ingly and give advice regarding
stretching exercises, warming up
and down. Deep frictional mus
sage Is very effective in the treat
merit of muscle haematomas bv
preventing the formation of scar
tissue. The treatment of sports
injuries should be individual and
the aim of early treatment is to
relieve pain, minimise bleeding
and soft tissue damage and limn
inflammation. Exercise increases
the mechanical and structuiut
properties of joints and muscles
and therefore should be started as

ment syndrome' find warrants
prompt attention.

soon as the healing of the injury
permits Fhivaticm

By elevation or raising the in|UH<.
limb gravity helps to relieve the
congestion in a bruised area by
increasing the blood flow away
from that area. The injured limb
should be raised uhov* Him levul

* h* i
depending on sevniy

odm.ifiu an
.rilly of thr tool und

i.iusirig trie parson to walk
on tun toes.

Replacement therapy i
Pain ret ref ice. pulsed
short wave \
diathermy i
Elevation erf affected •

are>j ।

Early physiotherapy
for pain reiisf, PSWD.
manage, muscle
stretching »n.:

Icc is the most successful of the
cold treatments, ideally, crushed
(Ci* shmild h** us^d in a d.'impuiu'd
tea towel and placed over the

Care must bi- l.-.ken
to prevent ‘ice burns' hy always
placing a damp towel between the
skin and the ice ur other cold
source, ice should be? applied for
about 10-15 mins, two huurh' '

the first 48 nouis ’I h
;.tih| is tn reM*

tnd muscles.
.. has been placed upon

the early recognition and treat¬
ment of joint bleeds in order to

prevent disability »n later life.
However, for those with severe
factor VIII or IX deficiency muscle
haemorrhages may Im more com
mon and, like joint bleeds, may

occur spontaneously or with mini¬
mal injury. For those with moder
Hte or mild haemophilia muscle
haemorrhages are often a result
of a sporting injury or a direct
Mow Common silts for muscle

s the iliopsoas
-.di quadiiceps

i»! M isrle Rlaeds
mt bb-iidb »?arly dingno-

therapy

Pain
Swelling Uensa?
Warmth
Decrease in *:-'-l*:«z
movement
Diffhuhv’
beat
Rn

Complications of Muscle Blends;
Compartment Syndrome
The muscles of the lowet limb
and forearm run longitudinally
and are divided into separate
compartments by tough, thin lay¬
ers of connective tissue The lay¬
ers surrounding the individual
compartments are tight and
inelastic and therefore any
..■veiling inside a compartment

. •*,.• .! nv in pressure which
- the mu'.r.les,

-.'..J*. Thi-

Rest
Complete rest from aH activities is
often unnecessary, hut some rest,

particularly of the injured area, is
essential. Most soft tissue bleeds
requite a total of 48 hours test in
order tn reduce the swelling A
deep haematoma of rb«.- thigh in.-i*

progress to .i h.«r d«?<i*-.<l
exercised tr.o r

RICE is the most common and
affective form of home treatment
and when followed properly it
enhances the next stage of reha¬
bilitation. For this your phvxm
therapist will advise* y«y<i n"

gratnm*? nt mr.rr-
mcJwdinii -•

injury ant? the <?r

ths’ mof** pft nfttt ttu* ffsstity.

.veiling ib dispf.-r&vd
1 h If f f- .if V V ii f I U «5
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WHAT IS INTERFERON?
by Dr John Hanley, Lecturer in Haematology

Dr Christopher Ludlam, Consultant Haematologist Royal Infirmary of Edinburgh

Interferon is a topical subject because many individuals with haemophilia and hepatitis
C virus infection are being offered treatment with this drug. This article discusses what
interferon is and when it may be used as well as some of its potential side-effects.

12 The Bulletin - September 1995
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History: Imnfetcti -.v'- 1 hKov.Hcd T9S7 by
• *■>> iwu. siudyitw vituies.

' • n substance that "intcn fered" with
1 miAr: i> inm- immi. It is now

। , 1 m a :;noi. uf pro’eins
fv in MspOUSe Vitus

1 mhei -otes linked
'

1
1 r ' e la;;> 40 years

। . ' 'waled to the.
' uj that inter-

, 1

' 1 in treating
। s including

i people with. ' d to trea! both
WepatMfiBSjW id 1 ;■ o

i 1 ,ih!e interferon was
.pod colls. Thus process

.s and mcuhcd in rhe produc
, / emeU umowh of i.Hnrfcioo With

, , 'A gone mdiwTwqy A became posw
bh; to O'orjucf hepm inwols V synfi wit intwfoi
on l'‘nc.vnlmMt mlctfcmn"

Hepatitis & Virus Inter'' - 1

successfully to treat adiw 1

occurs in only a mino-' 1

infected prior to hep' ' । . .
able. The inirodum' — -
virus-inactivatif . .
factor concent 11 1

the vaccine '
problem thru

Hepatitis C Virus IHCV): Timm.; ail mdrvsmals
who U‘< 'WlV I <» W I nn< . (Matas pool Ci t.‘l» I'ftM
live use of ' । . iivah >i wi • <•

hepatitis C. in contr.w* 'a Hb , hiorm. mfw (ion
with HCV is common. The a u‘ ’ .ms<y liven <i flam
mation and may, ov»r u pwiod of many years,
cause serin •»>•. wwrwi paid V, p r
Interfai .n m the only dual 'n wised !m be- mua
meul HCV and a 'ypi< ai dost r- 2 uiugaunito mu
tunes pel vw-ck tn ,i'/ months Of lbw
about 2bS of pwento Ham tin* v<‘
victuals and those infected w:>'
HCV are more likely lo w
who do respond usu"'
the blood within 8 ' 1 .
So it is possible * । t ' ' ।

ing at a rd? 1

Individuals w
ment within • . . 1 . : , - ' >

feron as then, -
longer. In indwr . . . .
occur once miei u

iishod studies sug*? , 1

obtained using highe.
tiie beginning cd t 1 f.a tn
tredtment for 18 row.ths in... ।

rate.

Interferon is not a uihvu'mI t-mmt.. w :<•: Hm Pul u
appoms to Wer 1>w,dp to sowi- End; irdivm.tV'.
circumsrant '.st on! I- 1 idly di ,<"i- mb
at the Haemoo I'untu m onu>.t > time the pros
and cons of therapy ate < pilot to ’.tailing
treatment.

Ad.iunistratir.i-. t • . available in packs
control mu uy’.ti.ps n ady *ut . •, nt on” to make
IJ > •-‘lie I|G mm . . . .d , 'p.e , by an
irnpu too ymf h< m -.Pi tor- dm .s.ite-iitni ..-.nmi M<.st

wu >1 ow y ’i. 'dt ‘.’Timsm’ f 1(. ,njw taws
’maim < imtatiem .Hmud the site

otrwi problems, ihe
mils" j anef rbirntion of

moki to the cor.
i.harigns in dose

: . j , . r df.-pencling on
irssppHSdani^ । •Ii i i :k ; ’ f I . w -■ -. - f

J ‘ 1 atrnentmany. 1 - . 11 ptorns such as
, itide aching. The

as between patients
,g the injections at bed

1 1 .inis of prucicoiamol. Some
,.i?J pumbam whoHc'r, others are

v upset Therm eymdoin'., usually sub
,,..e dim 1 2 weeks as hu- huhy gets used tz< the
intuHemr, uiost people e'o ebd to < atty on normal
ar-fivttir-'-, .'hr.'ifj A mir-rint', < t w lividuals
do, howewu!, r i- Gauo.m} p, iblems with
Iftlhutgy and may U «i Wi p > full course
of intorfeton, In <•'!<' tim ‘i.l- i Vron may occasional,
ly ledmm th.- wtu ry .r the now . u -w so regular
blood checks sliuuid be rw> forme d rtitnng treat-
mem 11 Im m uh oth- Ith> efu-t-iiM, < ccur

-s w>,r ‘m-- >r a o. wgt->



.eSEARCH UlMDk.
; he picture up to now by Mandy Cheetham, Society Hepatitis Rescan. '

Many .hanks to wlw has
taken so fur in the Society's
hepatitis research.

The feedback which you have j' - c
nu, is an esbential i- a* । t ro.j t n
that the Society maam yum needs.
Vein .dea? ane cotmnwtls nave

r.een put to cimst' n> ihf
of >WW S'-.Vi ro 1n>„*7 w“

i ‘"fnnn the catnpaig'i fm
by going a

•i HCV is h*iv

. '
1 ‘ Socety

mepiW T ? c \ .

.|jroyJ®n> w
jmyByaJsoyciesig#

. ' , hop
® • • i । i

। people face !o face
, ptione, so i> you or yom

group would hkc tn feud back
cuggectioi.s, 1 car conic oil to you

It tit clean ewn th., faaty > a,- y
Huge, that people ha/r variety of
specific needs, rhe most oonu »>> . >• ,<

people mention is up to dab trf< f,r i

hon People have scut th u ihoy i.red
to feel hetVu udc iwd so that rhey
writ h><w wnat kinds of muroiiu-if. i.„.

•heu ihnt'tm .ibnut hep.-thPs C and
-•vitfdemte to do this.

, that thrrf- ,s i,r

of infot

mation being published about hepati
tis C, some of it connadii tory
Haemophilia Centres, trie Society and
the media vary in their interpretation
of this and so people receive different
messages

The Society is considering (aoducmg
I'actsheritv rmmit > brt- mnt areas of
tdCV What area- do you thmk should
be covered? Leet ns know! It is dear
that HCV is having far reaching conse¬
quences for some.

People have also said that they would
like counselling and support. How do
you think this is best provided?

What are your thoughts about a tele¬
phone advice line?

Would you attend a local support
giotip for people affected by hepati?is
CH

Are you or people you know of having
problems gettmg access to Inti-rteiou
for funding reasons?

What has been your experience of
Peatmeno'

Has your work or schooling been
affected by HCV?

Have you got extra financial costs
her am e m H1 V? o ?
Some people, nave made very specific
suggestions anouf service? they
would like to see provided. I need to
know how representative those ideas

but m .
m yoarr.u
w hut you vrn.
nrtpmrant 1 wilt
immdmmns m the cumin.,
tin1basis of witsI you udl me

W>i,e tins l' you have
u.M min smpK'moos or iriest to put
t iv ml g. t m touch I'm keen to hoot
from everyone, partirulnrly women
ami yt ting tmophj undo 25 who have
HCV. Your views ate currently under
'■ejuesfnted it < die rescan p

! look toiwmd io hearing yni.r '■

merits you can ton’"'
national office, H'
telephone.

The answer to this edition's
Dear Doctor question conies
from Dr Eleanor Goldman,
Associate Specialist at the
Royal Free Hospital in London.

I have heard that some hay fever
taiiieis. inctuduig Triludan should not
be taken by people with hepatitis. Is

i-' are there others that should
up avoided, and if so arc there any
alternatives that can be used instead?

In rhe March 1995 Bulletin Dr Charles
Hay dealt with problems of drugs or
anaesthetics commonly used by peo
pie with haemophilia which should not
be used when they have hepatitis C.
He explained that drugs that are
metaboi ised in the liver can be
eliminated more slowly than usual,
!".i.ii:ir| to an exaggeration of the

i.i.-. r/fect and possibly to

With most of the old antihistamines
drowsiness is a disadvantage, ability
to drive or operate machinery may be
impaired and the effects of alcohol
may be increased. The newer antihis¬
tamines such as Triludan (Terfenadine)
and Zirtek (Cetirizine) cause less seda
tion but although drowsiness is rare
patients should be aware that it can
occur.

Tnludan is metabolised in the liver and
increased blood concentrations can
cause heart arrhythmias, particularly
when given with certain othr?r drugs,
for example, erythromycin. The manu¬
facturers recommend that Triludan
should be avoided where there is
significant liver damage but it would
seem prudent for people with hepatitis
C to seek an alternative antihistamine
even when they have mild liver
disease.
Zirtek is also one of the newer antihis¬
tamines which is effective in relieving
the symptoms of hay fever and

Zirtek is available over the counter if
soid und-v Hie j

sion, for adults and chiiciren oror tHe
age of twelve years, provri'.-.: :

not contain morn than 1G u-.y miic. .
The dose is 10mg per day luswaiiy
triken at night1 or 5mg twice a day. The
10mg tablets are scored to allow far
division into two doses. Zirtek is not
recommended for children under 6

Beconase aqueous nasal spray can be
sold over the counter for hay fever in
limited pack size. Vour pharmar-.;
would be willing io dis. us*, d--
with you.
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cDICAL ADVISORY Px
uR PAULA BOLTON-MAGGS. / i../n-Maggs is a consultant haematologist and

। ' ^vpnHia Centre Director at the Royal Liverpool Children's
Hospital, Alder Hay - positions she has held since December
1B92. She is an expert in factor XI deficiency, having carried out
extensive research and published numerous papers on the sub¬
ject. She recently joined the Society's Medical Advisory Panel.
Dr Paula Bolton-Maggs is a leading
light when it comes to factor XI defi
ciency she has been researching the
disorder for nearly 10 years. She first
embarked upon investigating the con¬
dition - formerly known as haemophilia
C - while at London's Royal Free and
University College Hospitals in 1986.
Here (with others,1 she studied the
inheritance and bleeding tendency in
more than 150 members of 24 families
registered at the hospitals'
Haemophilia Centres.
Her most recent projects have included
looking at the genetic changes and
bleeding problems in 30 factor XI defi
t lent families from the North Wm' and
another collaborative venture, the
screening of relatives for both known
and unknown mutations.
“I'm pleased with my work in factor XI
deficiency because I can see the bene¬
fits.’' Dr Bolton-Maggs said. “We now
understand the disorder much better
than before.
"Also, because the condition is less
severe than other types of haemophilia
and because it affects fewer people,
I've found that patients have been glad
that someone has taken an interest in
them that's very rewarding too,"

When Dr Bolton Maggs was at univer¬
sity (Cambridgei she was unsure as to
whethm to pursue a career in clinical
medicine oi pure research. “Luckily,"
she wont on, "I was given some excel
lent advice - that if I did a degree in
medicine I would never regret it as,
among other things, it makes research
easier to do."
In spite of her affinity with the laboiato-
ry. Dr Bolton-Maggs maintains that the
most enjoyable part of her job is meet
mg tho patients and their families.
"The intellectual part of me enjoys the
quest involved in research," she said.
"But it was really once I started meet¬
ing the patients as a clinical medical
-t.ident that I realised how much more
clinical medicine had to offer. I have
learnt a lot from my patients over the
years."

In fact, one of the reasons behind her
choosing to specialise in haematology
was that it offered a mix of clinical and
laboratory work, Sne said:
"Haematology is fascinating because it
gives you the' scope to meet patients
and then carry out your own investiga¬
tions, you don't have to rely on the
findings of somebody nlv "

Her other haematology work includes
being a clinical lecturer in the Institute
of Child Health of the University of
Liverpool, where she takes an active
part in teaching clinical medical stu¬
dents, and she is the co-ordinator for a
national audit programme of a child¬
hood bruising disorder called ITP.

It is only relatively recently - in 1987 -

that Dr Bolton-Maggs had the chance
to move into paediatric haematology.
During 1979 to 1991 she trained part

• e while raising her own two ch:
r "When training in haematology

you have to gain experience in paedi
atric haematology, I found I liked it so
much that I wanted to stay in it."
The role of Haemophilia Centre director
is not always easy. "It brings with it
some difficult managerial responsibili
ties. No, the part that I most enjoy is
helping the patients and their families."
There are about 100 patients at the
Alder Hey Centre with mild bleeding
disorders and around 30 with severe
deficiencies. There is one clinical nurse
specialist post that is job shared
between two nurses. The centre also
has a part-time nurse practitioner as
well as input from a social worker,
physiotherapist and other consultant
experts, including an orthopaedic sur¬
geon, a dentist and, more recently, a
hepatologist for problems associated
with hepatitis C. There is also a

A person with haemophilia B was
ated with recombinant facto,

iX at the Royal Free Hospital in
June - the first person in Europe
to be treated with recombinant
factor IX.

The synthetic version of factor IX has
been developed by an American
Company, the Genetics Institute, and
clinical trials are underway in
Belgium, France, Germany, America
and the UK.

Dr John Pasi of the Royal Free who is
looking after the person being treated
with the recombinant product said:
"The development of recombinant
factor IX opens up avenues of treat¬
ment for people with haemophilia B
with reduced risk. I'm delighted that
our centre is taking part in the world's
first treatment of its kind."

secretary who helps keep Dr Bohon
Maggs organised.

As part of a group of UK Centre direc
tors, Dr Bolton Maggs has recently
contributed to tjuidehncs on von
Willebrand Disease. These are the work
of the of the 'VWD working party' and
are due to be published in September.
The guidelines will include a section of
information for patients and parents.

Dr Bolton Maggs' husband, Ben, is a
consultant orthopaedic surgeon based
at a split site NHS trust Whiston and
St Helens.
They met at university and married in
the early '70s. They have two sons,
Emlyn, 17, who has designs on a career
in engineering or physics, and Mark
14, who will 'probably do something
scientific'. "They have no interest in fol
lowing us into medicine," Dr Bolton
Maggs said. "They titink we work too
hard."

Trentment with synthetic or recombi
nant clotting factors avoids the prob
lem of transmitting human viruses,
because human blood is not required
in its manuf.v tore h is ,i wry stable
product, enabling opeiMions to be
performed with constant infusion.

CAk - :: , .. .
The Society has been contacted rr,
the mother of a five-year-old boy with
factor IX deficiency and inhibitors
who is looking for someone in a simi¬
lar position to herself. Fhn little boy
has severe factor IX deficiency, but
doesn’t have many bleeds. His moth
ci is not sure 'whether or not to have
a portacath fitted. She would very
much like to snrvik to another mother
who has been through a similar siltia
tion. If you can help, please mrc.i-t
the national office on OV : 923 7020
and we will put you in touch.
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BIRTHS MARRIAGES
AND DEATHS

If you would like the birth, marriage or death of a loved
on to be recorded in the Bulletin write to: Andy Cowe,
Editor, The Bulletin, The Haemophilia Society, 123
Westminster Bridge Road, London SE1 7HR. Give full
details of the birth, marriage or death and also include a
day time telephone number where you can be contact¬
ed.Please note that entries should be made as brief as
possible, and in general should not exceed 100 words.

- , , . ,
A sonjGRO-Aio Mr and Mrsi GRO-A i

and a Ijrorner toi GRO-Aj, born on the
i GRO-A ht Lewisham Hospital.

• Died 9 July 1995 aged
31. [GRO-Aiwas a very popular darts
player who won numerous trophies
over the years. He fought hard to
maintain his independence despite
his failing health and will be loved
and remembered by so many for his
unfailing sense.o.f.h.urnour, courage
and fortitudeJ GRO-A is death has
left a large voitjjn.the lives of his par-
ents]gro-a!and gro-a| and his twin sis-
ter? gro-a la'ndrGRo’-A i Our thanks to
all staH'at Lewisham Hospital who
cared for him over the years.

GRO-A Died 10 May 1994 aged
SSi-GRO-Ars sudden and tragic death
t ame as a surprise to his family and
Trnm,ds alike GRO_Ais survived by ms
i -Ui ents Fgro-a'^Wgro-aT his sister.

iGRO-A; and iGRO-Afand brothers
i GRO-A i andFgroa ~i He also leaves

behind his belovecGROA^nd children
iGRO-Aj andcRO-Ai His popularity at

work, where he was a production
manager, was shown by the shutting
down of the factory for the day of his
funeral and a memorial trophy being
established at his workplace. The
family sends thanks to the staff at
Manchester Royal for their efforts on

i GRO-A i behalf.
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For more u
Congress, ct.
ence 1996 Secretariat, c,o Con
Management Servic
Lane, Dublin 2, Irei.
679 7655.

The XXII WHI World Co

College, on
theme of the Congr
Care to Cure". The
include Ie
number
care and there to
meet and discuss haemoph.ua is-m- .

with experts as well as with other peo¬
ple with haemophilia from around the
world.

As usual the Society will be sending a
delegation to the Congress, but as ;t is
happening so near to the UK it is an
opportunity for people with haemophil¬
ia in the UK io attend and see for them¬
selves what is happening in the world
of haemophilia.

them will also be a youth meeting at
the Congress, where one youth dele

Sate nominated by each national
aemophifia organisation will r

free registration ’

accommodation

CONTACT
LIST FOR | GRO.C |
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h> i.'twt.M.w
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D TO REMEMBER
S'.iii j at the Swonlsman's
Arer m Stamford Budge, York,
helped to raise over £2000 over the
August Bank Holiday weekend There
were a wide range of activities for the
whole family to enjoy including a Quiz
Night and Music Evening. Amongst
the more unusual events were
"thwack the rat", human fruit
mat hint's and landlord in the stocks!
Uut warm tnanks go out to John and

Gillian Saggers, Landlord and
Landlady, and all the regulars for all
their hard work, enthusiasm and gen
erosity. A special thank you to Society
member Ewan Thompson for helping
to make the weekend such a resound
mg success. "In the seven years I have
been fund raising for the Society I
have never been involved in a better
organised, attended or enjoyable
event," said Ewan.

John find Gillian Saggers hand over the proceeds from the Swordsman's Arms
chanty weekend.

^CENTERPARCS
They were with a sea '

there on a special to
ST a t? 'it vT it h

16 Ih<‘ LiuUet'i’ 1995

I Soot,,
An mtifpir; team fiorn K’»in . m
Cue .'omuir t“J me
"Tno-j Fears' tn.. .oiw on Jure 23
m 'nd r 1 i| 3uC'<->iy The team
udiievs'J ’neu g<,al of C"mbini) Ben
Nevs, S'.ah-ll P Im tnri S"owdon m
just twenty-four hours with seconds
to spurn ।a, ... -। _
team completed u -s- m of
oiruwuun JM&L twenty sucunus ueiure
the deadline.
One of the team organisers, Joanna
Le Put commented: "All the months
of hard work, training and prepara¬
tion really paid off. The weather was
excellent and we were pleased to be
able to raise this amount for the

The income from this event has
made a welcome boost to our funds.
Weil dore1 and breto to yu at
Baxter wno rook part or ccr'ribntmi.

SOCto .
SERVICE Or

THANKSGIVING
Our Annua! Scivice of Thanksgiving
in memory of those people with
naiunopniiui who l.a : > m.-
held on Satuiday Ortohc’- ?«;:• u
3pm t''-; Cn.ir*' m

StHViC© W}i’ L'v- • ')'■*(?’;' * tp, OsP

T! •• <m- -re re acre .-.no
wrere m re-’ -mi Prere v\i '; Are
w>.? remre rew; re-re cret'd

— : re. re ’nredv
••••••,•■:• fire lore reresre. srerei

they c.j

remtmhi.wewhcnw:;; . • <— --re
altar our own written thoughts amw;
those we remember

I! you cannot attend please sr-nd any
thmnihts oi messages to us manted
simply "PRIVATE AND CGNFIDEN
TIAL FOP OCTOBER 28". They will no
P.issr'ri To trit; Chairman rjiny and he
will make sure that .nil sre n mes
sages are destroyed aft-—.-.
Please do not enclose arere -,g ..

it or read rh<- - e-tv -
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