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;Qm%mmmﬁ is Wmm

£50.000 evel two:
order o mark this

icent donation,  the
elder will be known as

i@%ﬁ%’ mmmgy
Reald  Daht

you may have aire
across  the
Foundation's
glsewhers, thaily nursey w&w
very soon will easily
recognised by their badges.

unit, and,

The post will continue and build pon
the work of Liz Cox, whose four yvear
secondment from Barnarda's Positive

Options ended in June. The emphasis
shift from intensive
support for families living mainly in
the South East to ¢over the whole of -
the UK. We are aiming to achieve this
closely: with Cﬂmr% to-

of the work will

by working
ensure that the whole family is looked
afte well as those membme; of the
y:who are ra«mwmg treatment for
mophilia. Many Centres have

!reeady expressed positive support. -
The scope of the post will be extended

to affer‘sappmt to families affected by

ia and hepatitis as well as
ews fora suitably qualified

. ill take place shortly

HEPATITIS

The hepatitis C campaign has passed
through a quiet period over the
summer, as Parliame
recess. There was a3
before the MPs left fo

. S8
the issue of hepatitis C
the Government posit
unchanged. The campaign will build

up more momentum in the autumn,

when the Society again resumes
pressure on the Government.

No3

ROALD DAHL FOUNDATION FUNDS
_CHILDREN & FAMILIES WORKER

nda Conquy, Director of the
chndahon gommente

“heart what the Foundation is aiming:

do. We believe that by funding:

_-past we will be helping to improve

quality of life for hundreds of famili
thmugha&t the UK." “Roald Dahk
ell-known for supporting haem

Raising. “Howavm this is the first
time the Foundation has directly sup-
ported the Society. We are deli

gt
“trust for the benaﬂt of famsi;es !wmg

with haamaﬁh%!;a

C CAMPAIGN UPDATE

The tactic of mammrs writing to MPs

ur local MP
out the sub-

The Society still needs to

with haemophilia and hepamrs C who

are willing for their stories to be told

the press. If you are interested please

s possible on hepatitis C
e, and eEscawhere inthis

interferon, ¢ d for people
with hepatitis C and the work to date of
the Society's hepatitis C resear .
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Services

AL by Bulletin editor Andy %ﬁwwe

‘Fhe issue of what services should be
available in hasmophilia treatment
centres is of interest 1o all people with
haemophilia. In this edition of the
Bulletin we report on the work of the
UK Haemophilia:- Centre Directors’
Organisation in the aceraditation of
Comprehensive Care Centres (CCCs).
This process has been very important
in ensuring that those Centres desig-
nated as CCCs provide a complete
range ~of services for haemophilia
treatment.

Unfortunately there are only 21 cCCs

in_the UK. This means that many -
have 1o travel

people will still
sometimes large distances, 1o ga
ss tothe facilities of a CCC 0

We :emome the formal acﬁzr&dzmtm ;
pracess for Centres and applaud fhe
har{i work that has been putin by the

~ Fountadion will enable the appoint-
“ment of a Children and Families - work-
~er to ensure that the services needed

UKHCDO. There is still some way to
go before a truly comprehensive care
service is available in the UK for the
treatment of haemophilia, but the
work done by the UKHCDO is an
important:stép on the way.

On the front page of the Bulletin we
report on g major development in the
services provided by ‘the Society.
Support for families affected with
haemophilia and HIV or hepatitis is
vital. The problems caused by these
viral infections do not affect ‘the
infected individual alone, but can have
serious effects on the entire family.
The financial help that the Sae;ety has
received from - the Roald —Dahl

by affected families are avada&le ona
nationwide basis, :

Publicetions

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

waphilia

% Introduction ti
# Joint Care and Exeicises
* The Essentials of Haemophilia Care

* Teaching Children with Bleeding -
Disorders

* “Haemophilia and Hepatitis C

* - Children’s Haemophilia Book

Will making guide
HSME Patient Perspective Booklet

ast copies of the Bulletin

haemophilia from its national office and
also via the local Groups. The services
currently -available from the national
office are:

Publications and ﬁawm% available *%wm ;m
: Haemophilia Society

- # information on travel regs ttansf‘

Tﬂe Society works to help people with

# Information and help with benefits, in
particular Disability Living Allowance

+ Hardship:grants
* Armoumage mwm

# -Adventure Holidays forchildren
& Fund-raising support
% Assistance with media enquiries

# Information on freatments and blood
products

s Travel insurance advice

restrictions

% Haemophilia Days

# One-off mestings on smcmﬁ ;ssues,
such-as hepatitis.

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

8 ¢ pp
LA B

A
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We extend our grateful thanks 1o the
Bio Products Laboratory who have
kindly donated a sum to pay for the
publication  of “this -edition of the
Bulletin.

In this issue
® BRed Ribbon Page 6

© Comprehensive Care for
Haemophilia pages 8 & 9

@® What is interferon page 12
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The Haemophilia Society is taking part in a3 unique three year project
s looking at ways that ;m-rmm groups can work with heaith
ithorities to influence the services that are provided. The project is
immg run by the Long-Term Medical Conditions Alliance (LMCA) which
is made up of over 40 charities that work with and support people liv-
ing with long term conditions. The Haemophilia Society was a founder

mvemibervf the LMCA.

The project will aim to develop good
practice on how patients can work
with health authorities to produce the
gervices that patients want, Six differ-
gnt health authorities will each work
with three different patient groups. In
addition to developing services that

H-Christmas card sent to North
West “Growup  Chalvman - NMorma
Giuy's otfice pald dividends for
the Society. )

The card was from Tunstall Telecom
andwas sent to the staff at the Inner
Control Centre, where Norma works.
Included with the card 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 tha first prize of a donation to the
ity.of her choice,

“Anne is %nvaivad i a lot of charitable
work; and there were any number of
charities that she could have chosen
to.give the money to,” said Norma,
“She very kindly decided to support
the Haemuophilia Society as well as a
unit - at - Bolton District - General
Hospital. : = -

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

The 2,000 feet jump will take place at
Headcorn, niear Maidstone in Kent in
October. ‘Mandy has taken part_.in
numerous fund raising activities fora
variety of good causes overthe years,
This is the first time she has done a
parachute jump, however. “I'm really

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-

Norma {left}is pictured receiving the
cheque for £500 on behalf of the
Society with, from he left, Dr Poyner

Iy make a success o 1. Go for it
Mandy! : S

You cancontribute to the success of
Mandy’s jump by collecting sponsor-
ship for it. A form has been inctuded
with this Bulletin.

e to aw % tthrf"’grat;tuda for

her efforts on their bahéxtf over the years,

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
oppottunity of participating in this
project. For further information on the
project or the LMCA contact Graham
Barker at the national office.

of Bolton District General Hospital, a
representative of Tunstall Telecom
and Anne Booth,

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.

The Bulletin - September 1995 3
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T Balosy Family bave Hwed with von-Willahaanad disease for
Unilike havrhaphilia von Wilielrand divessy
Thia Baletin wpobe o M Bakey

bt how tha

The stary really -starts “with Bobin
Baker, hushand to-Maureen. Maureen
knew:that Robin had. a bleedmg disor-
der-called thmmbm:ytopeemx: purpu-
ra; diagnosed 4t the Radcliffe Hospital
Oxford when he was two, with bleeds
treated with'snake venom, gauze and
atrenaline chioride. She talked about
it-at length with him before they got
married. They also tatked about it with
their doctor. “This.was 35 years ago,”
said Maureen “we-didn’t know much
about-itand the doctor-hadn’t seen
many cases. The doctor = who was
very-helpful - reassured us that the
condition couldn’t be passed on to'the
next-generation. Unfortunately he was
wrong inthis opinion.”

Robin and Maureen had their first-son,
Stephen with-no mishap. But'when
theirsecond son, Chris, arrived there
were. prablems. At th

operation was po:

known that there was anytl ngwrong
at all,” said- Maureen. “Chrig did
bruise easily.and have the occasional

op.

nosebleed, butnothing out of the ordi:
nary.”

The npext arrivalin the family was
Diana, “who had no-problems, -and
finally Angela arrived, Angela had-fin-
gerprint bruising whan she was born,
which was & sign of problems 1o
come: At nine months Angela fell and
cut the inside of her mouth and fip.
“She:bled.and bled,” said Maureen,
“We took herto the hospital and they
stitched the cut,-but'it.continued 1o
ooze. They kepther in-for.a while to.do
some blood tests.

Problems

“Next we were visited: by our doctor
who said - that U Angela . had . von
Willebrand disease. | -had already
guessed this from the problems that
she had with the culy 0 ik Game a8 no

surpt isa."

The-family then had tasts at Graat
Crmond St Hospital, which canfinmed
the  diggnosis - Bobin had wvon
Willebrand disease, as did Chrisand
Angela.

on Willebrand dig:
a-lot ovar tha
o Robin: he was
ristusions, i in
thé case of & bad nosebleed with paik-
ing and snake venom. Now he's treal
ed with factor VIILin the case of bad
bleeds; but can also use Cyklokapron
formore minor fmeq
Chn& who now holds downa
job a8 an electrical maintenancs «
neer, has very few problems, though
what - problems “he did. “have were
caused by tryving to keep.up with hig
brother, but Angela was inanigutof
hospital with bleeding problems as
she grew up. “Angela has a few diffi-
culties with her ankles as s reguitof
her bleeds, but these don't seriously
affect her walking,” said Maureen,
“Sheonce had guinsy, which lgd her
to have throat surgery because the sar
nose-and throat doctor would mot lis:
ten to her when she told him shi was
to-see g haematologist belfore sny:
thing was done. The junior doctor liad
hernotes, and unfortunaiely

Chris and Angela had no real:diffigu
ties at school. “We made sure that wa
talked tothe head teacher m;m from
the start,” said Maureen, “We also

BRENDAN FOSTER JUNIOR
SPORTS AWARD

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

Unfortunately Daniel Jolley, the win-
ner of the Bréndan -Foster -Junior
Sports Award was unable to attend.
As a result he received it a little fater
than planned from Sncléty Director of
Services, Graham Barker dmmg a
recent visitio Kent - B

Daniel is nine years oh:l and received
hig award for his ach:avemar‘tts in ten-
nig,which. are ver

beganplaying

Baglinning of:1

the:Lawn:Ten

tenhis awdrds a

played in the Trevor May Kent open
shorttennis and won his group. In the
same-year He was runner-up in-ihe
Farringdon school short tennis tourna-
maentin-Chislehurst. The following
year he again won the Trevor May

4. The Bulletin -~ Sep

openand began to compete at tennis
as wall as short tennis. 101824 he won
a starter tennis competition, the under
9 elub compstition, was the under 9s
winner inthe Midland Bank-schools’
tennistournament and; with hisdou-
bles partner, won the Orpington short
tennig doubles competition,

This:summer he has'represented his
club.inthe Ashford under 13s league
and heswion all of his doubles match-
egwith the help ofhis:partngrdenny
Poole; Hu has also played guitea; few
singles. . matches and sucedssfilly
beaten:12-and 13 yéar oldd on a ntim-
berof ootasions,

Presenting the award; Graham Barker
commented that  Daniel’s achieve-
ments in tennis were an éxampieto
voung people with hagmophilia. His

ag shibwed e
haemophilia need not necessarily b a
bar to children playing.a full part i
sporting activities.

Daniel will-use the £50 award to:buy. a
new tennis racquet:

B s they mave:
Hetps if the teach
abouta child's b
Krseiws what to d
srwrgency.”

Thethird generation of the family with
wvor ¥Willebrand disease are Angela’s
children Hannah snd Sean. They are
both-treated with injections of factor
VIL “They've had no . major prob-
lems,” said Maureen. “But it is impor-
tantto see thirigs from their point.of
view, For instance Sean had a fall at
sphool a few months ago and had s
vary' bad - nosebleed. The school
‘phoned Angela and he was taken to
hospital and his nose was packed with
gauze. For a young child thiscan be
wery frightening,-and it is important
forthe parent to-be therg to reassure
them. and let them know that every-
thing will be all right.” .

Nervous -

Bean was a bit-nervous about going
hapk 1o sehoot afterthis

anca there he sGon settle

theteachers ware ve

Maureen has vast experience of living
with von Willebrand disease from her
hasband, children and grandchiidren,

Left to right - Robin, Hannah, Angela and Sean; Chris.

The: Bulletin asked -her what advice
she would give to parents.of children
with-von Willebrand disease. “My
advice is don't panic when they have a
bleed,” she said, *| know It sounds
very.obvious, but-with achild it's very
important, Children can get into a
state very gasily, which can in turn
upset the parent. If the child sees the
parent 1§ upset they become even
mare frightenad, It's a viclous cirele:
Fram.an-aarly age tell vour child in as
simpla-terms. as possible ~what “is
wrong, don't wrap them “In cotten
wool. Children with von Willehrand
disease have the same chance as any
other child in life. | know that some-

times Stepherand Diana were jgalous
of the attention Chris and Angela had,
but:all parents manage to spread their
love just that little bit further. Diana
once-said “The only way'l got'to goto
hospital ‘was 1o go and work: theie”
{she is a nurse).

“When ‘my children had hiseds |
always did my bestto remain very
¢ ; assure tha uzhdd that

help. ’*/uu haxre o stay calm forthe
child’s sake. After the bleed was all
aver l'd sometimes go to pisces, but
not untit it was safeto dose.”

Vho tragedy of WV and more mmﬁniw emwmm Lo by Lt 1
hmmwma vonsunity that safeiyis onby the veuuly oF ponstant g
e Tothbd pnd, o sptie of thie malor sty Shay Bevi Bewh made in
v, thie Boclery ba Keaping the wiliole dees ol pridine waluty

sty
Below we reprint-an extract “of a recent
letter published in the 19th August edi-
tion of the ~BMJ by Prof " Ted
Tuddenharm, a member ofour Medical
Ardvisory Panel-and-Dr Mike Laffan
from the Hammersmith Hospital.”

w"Purification alone will not eliminate

e risk ofinfection but it substantially
reduces the Joad of known. and
wnknown viruses. Hence the issue.of
pority becomes one of gafety and
therefore the purerthe factor Vill the
Bdtter,

“Recombinant f

thitreatment of ¢

Him from viruses derived from plas-
ma - {adding “albumin, which has an
@xcellent safety récord, does not alter
this). But recombinant factor VIl costs
ASp - per-unit compared with-25p for
Figh purityand 18p for intermediate
prrity factor VL The NHS struggles

pay for recombinant factor VL livthe
meantime, the spectre of unknown
virug remaing, andthose who cari pay
for purity and safety are right to do
5o

The Society agrees with this position.
There are concerns aboutthe use of
recombinant, in particular a risk of
inhibitors developing in previously
untreated patients, however moving
freatment from intermadiate products
1o hlgh paikity and theniregombinant
musthe an important goal for us.

Teasgitald-dadk- Ik ahd
Farwowiyus  Concerns -about the
reliance on plasma derived: products
have been the subject of recent medi-
cal press coverage of the possibility. of
the - spread. of . Creutzfeld-Jacob
Disease (CUD} and parvovirusthrough
blood prodiicts:

Parvovirusis a common virus, particu:
larly -amongst children, which may
cause aniliness which normally pass-
es. without any long - term effects:
There is now considerable svidence
that parvo-can withstand most of the
currently used viral inactivation steps,

events, however it does show that
some viruses can get-through the net
th

CJD is more ¢controversial. It is a'very

rare disease which attacks:the brain,

and is-caused by a particle smaller
sa “prion’y

atthigis; orihas
lood:-products,

principle applies
as for parvovirus. We do not know
what is 'out there that may cause a
probilem at some time in the future,
Until then, restrictions on hospital
budgets are restricting our access 1o
probably safer products:

WITNG3921 47_0005



me mmﬁ WW evers ,

Hlv ‘has ’mm aughiy ten “their symptoms or the s
: - : ‘ty of their ill-health.
Travel for peopia w:th HIV = : ‘

remains a problem, particu-
larly to more “out of the
way” countries. Russia has
recent%y 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.

‘For more information, con-
tact the Birchgrove Group.

‘iwmmmm

_misc. h@a th aids :
The Usenet newsgmup,
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 wor da«wxde,
Site address: :
http://anansi.panix.com:80/us
Study into HIV and erdirs/jscutero/ :
ﬁ%%

u.‘_mm_. memwﬁ‘
Thme hm baan wxdespraad; *
reporting by the media of a
study carried out on behalf of
the United Kingdom
Haemophiiia Centre Direct-
ors" Organisation into HIV
arzd mcrtahty g

"'A mmprehenmve hstmg {}’f
net sites providing informa-
tion on: HIV/AIDS-related
ducation, mailing lists, sup-
ort groups and social securi-
y information, with a special
ection highlighting services
nd resources new to the
n ws:m address: http://www.

mk net/~martinjh/ ‘

The smdy, whw;h was repoﬂ:*
ed in a letter to Nature maga-
zine on 7th Septem

examined the total member-
ship of the British National
Haemophilia Register bet-
ween 1977 and 1991 - ‘
of 6,287 people - and | '
at the fates of those wha tary Therapy Weekem:! isan

@fﬁmﬁm%m o
The Macfarlane Truat
Tel: 0171 233 0342

were infected wit lent opportunity fo PO Box 627, London
those who were no peapte with haemophiliaand | SW1HO0QG

: ‘ ’ HIV to discover some of the R ~
It will come as n . The Birchgrove Group:

many holistic therapies that Tal G:ME 69‘7231 Lo C‘a!i

~members of the ~are available. Many people

the results h ~ have become increasingly | ro > o11 1GL .
- ‘as-establishi adef:mte Imkf‘;i interested in the benefits | Mamz aﬁ "m‘ e
between HIV and AIDS. offered by the appropriate | mam Publmutmné“

use of complementary thera- 52 The Eurolink Centre,
The study showed that the py techniques. The benefits = 49 Effra Road, :
death rate from all causes —of complementary therapies London SW2 1BZ
among those people with ~may be gained by everyone Tel: 0171 737 1846
haemophilia infected with ~whatever the complexity of ; ‘ : ‘

it 1 A B 1 O 1
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baﬂs, the work oi th
- members. These ran

venture holidays, t

ent of Health and Ha
will include a round
ths. In many cases yo

“a‘a for the best posaib
e issues that we ha
about them elsewher

find this page useful.

BBC CARDIAC ARREST

Many people will have seen a very distressing incident |
rogramme depxctmg a p&ram with |

‘| to make clear that a ha@mmr’rrag:a of this kmd is not typa 4

cal of haemophilia, and is in any case a very rare event.”

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

great deal that we can do to help people with haemophilia
who are less well served than we are. The World
Federation of Hemophilia has encouraged national soci-
eties to twin with a mniety from another country. We in

lays and pel
iety, and we :
an further activities in October.

THE HAEMOPHILIA CENTRE DIRECTORY
1A new edntnon. of the Haemophilia Cemtte;Dtra&mry is

g ratings of one syringe upt
;iling, and indeed to see if
might be more suited to your needs.

-1 On a wider point, if you ever have concerns about your
Centre, please let us know. We are al ways glad to help
members raise issues of concern with their Centre
Director, and to try and ensure that people are happy with
the service that they are getting.

prR MWW/ i

H&FAT‘TIS ROADSHOWS

The Society arranged four Hepatitis Roadshows in
September. The meetings were held at Glasgow on
4th $aptembm, Cardiff on 19t

lude liver =
; h Centre

mmtm:t Evangaim\ at the national office. The
Roadshows have all been supported with an educa-
tional grant from Bayer.

e piling on the pressure again. We will also |
be having a presence at anihe party conferences in order |
to keep our contacts up.

mﬁ-‘;omety is now on-ling
GRO-C i {Try conventional
mumwxmn'axwwr ab there are bound to

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

WITN63921 47_0007




G Torty

by De Beia

years  ago s pressure from people with

hawmdpbilia snd the eathusinsm of the Dxlord Groug
biegnn the provess which led o the satablishment ol o

Miniatry ot Healthyan
B oI weas
Helerence Lentre
laliratory diaun

isa

i 1968 the Ministry of Health
published  a
HM(68)8, concerning - “Arrange-

ments for the care.of persons suf-

fering from Haemophilia and relat-
gd digeases” which contained a

:36:Haemaophilia Diagnostic
ation Centras-and crite-
for the proper. managemem of
hagmophilia,

At cabout this time
meeting | of . the
Kingdom-Haemophilia
Directors’
(WKHCDO)
Oxford. - During attam‘p
coordinate the organisatic
haemophitia care in L
three-tier system
proposed ~and . by 19
national “arrangements

took | pla

set out in HC{76}4. de
Reference G
Hagmuophilia- - ‘Cehitre

Hae.m{:phili‘a

Associate

By 1989 -it-was felt that a
regional system . would -~ be

more appropriate because of -

the pace. of development of

services across-the country
and because it was hoped that

each region would be better
able to.co-ordinate haemaphzli
iacare forits own population.
The Beference Centrs Directors .
had already formed - an

Executive Committes and this -

was replaced by the Regional
Centre - Directors . Committee

which heldits first meeting on

11 8epteriber 1989,

Inretrospect the 1970s may
have represented the  high
point.of the centrally managed
NHS and -during the 1980s

signg appeared of - “the
organisational cand “financial
i - -

memaoranduom,

‘strains
Thatcher's

initially encouraged by the

he Medical Beseareh Council
LOGN zfmsgskig todesignate s series of
~which had g particuler eupertise in
nd treatinent,

which led ‘to -Mrs
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,
st -improvement nrog-
mrhes-and bed closures.

unately . for.- people . with

‘haemophilia it was possible for

Haemophilia Society and
KHCDO “ 1o, discuss with the
panmam of Health the hest way

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 Cantres,

‘were recognised and criteria wers

~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-eachand every patient
should be registered with-a.CCC,

1n1°1994 UKHCDO responded to
the rapidly. changing  health
care -market by prepatring-a
Constitution which gecured-a
clearer framework for its func-

tions
register

same-tim

prepared and- d;stnbut‘d t
haemophilia centres -85
them whether they wetzté
to be-included in the Hst
CCCs or . would:- ‘\pfag
Haemophilia Centre status
Applications were stué;eé by
small panel of mdepenii
expearts ~and- those ¢
selected for CCC status whie
had not yet been through the
audit process were visited by &
panel . of  two . assessors |
appointed by  the Regional
Centre “Directors Commitiee.
The current "list of - CCCs and
Haemophilia Centres is given
in'the table but should not be
regarded.as final or compiete
since haemophilia-care and the
arganisation of hospitals and
trusts continues to evolve

rapidly. Itiis 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

a
smaﬂer centres ‘which
not treat-the ‘necessary

3 ﬁmber of severely affected

tients {which'is an essential
sment.in CCC recognition).

ould "also be noted ‘that in
e cities the adult and chil-
s centres have combined so
t camprehensive care at all
eg i one location can be guar-
anteed. It-is particularly hoped that

: ,a&d%ﬁons can be made to the CCC

- list in the West of England where
“the caomparatively 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

Bristol Children's
Bury 8t Edmunds
Camberley
Canterbury
Carlisie
Carshalton
Chatham
Chelmsfard
Chelsea and Waest
Chertsey
Chichester
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HAEMOPHI’.!A CENTRES
Aberdeen Easthourne Peterbarough
Ashford Epsom Plymouth
Bangor Exeter Portsmouth
 Bath L  Hammersmith Roehampton
Bedford Harlow Salisbury
ek i Sheehry
: Sauthampton
Bradford Hereford , .
: . 5t George's Tooting
Brighton Hillingas : ¢
. » St Mary's Paddington
Bristol
Staffs (North) Stoke

Sunderland
wansea
Faunton/Yeovil

re Rivectors” Organisation

deal with-the changes which may
result in a CCC being unable to
meet. the . standards. set in
HSG(23)30. Such changes could
easily occur as a result'of popula-
tion shifts or-the movemesnt of

staff-without-any suggestion-that
the quality of the remaining ser- -

vices was falling, so the Joss 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 siatus -

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 ohbjective of providing ‘the
best possible care for  the
whole haemophilia population
in the United Kingdom. It may

~seem-that we are indanger of
~-making life unnecessarily com-

_plicated for our-carers.and our
patients-but UKHCDO ig firmly
_committed-to the maintenance
and development of the ser-

_ vice which “was “created by

Professor Macfarlane and his
colleagues so. many years ago.

s s e s

Alton

Belfast

Birmingham
Birmingham (Children's)
Cambridge

Cardiff

Edinburgh

Glasgow (Hoyal and Childran's)
Great Ormondd Straat
Leads
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ing into the joints Mﬂ‘l: o-Psoas or Psoas ) Pai 3 #Wﬁf abdamen

Emphasis has been pi . or groin

knee bent
ess front of

! g injury or a direct
blow. Common silts for muscle
haemuorrhages are the il
{or retroperitoneall, o
{or tront of thighl
(hack of thigh), call

Bleeding into these

atfect s single mus

such as the guadei

also be deep or superf

is important to di 2

between the two. Consult your
v ia centre for assess

ubt. Superficial or

. By us haemorrhages
varaly produce deformity; howey.
er deep muscle hasmo ges can
lead to gomplication
Aerve compression
tractures if left un
pyuately treated.
inndeguately tioa
the call con resyl
tion of scar tissue,
equinus daformity of
ankle causing the pars

hig toes. '

swelling inside a
will gpuse a rise in

i turn compresses
nerves and blood ves

e

ment syndrome’ and wal

yses symptoms such as pain, P

uscle weakness and

ent in the affected limb.
This condition is called ‘compart-

ff} The Bullelin — 5e

Hlio Psoas

apy are essaential in
ent complications,

 auadsiceps

Quadriceps or 11} Painr
Hamstring Bleeds

2) Swelling inard and
tense)
3) Warmith

or bend knee
5) Difficulty waight
e

t the muscle bieed
2 sporting injury the
he taken to ensure tha
of movement has heen restored
and there is no pain prior to
returning to sporting activity. The
physiotherapist will direct accord-
ingly and give advice regarding
stretching exercises, warming up
and down. Deep frictional mas-
sage is very effective in th
ment of muscle h
praeventing the fo
tissue. The traat
injuries should be
the aim of early trea
relisve pain, minimi
d soft tissue damage and limit
sation. Exercise increases
al and structural
oints and muscles

Heplaternent therany 5

Elevation

Rest ,
Complete rest from all activities is
affen unnecessary, but some rest,
particularly of the injurad aren, is
essential, Mosy soft tisaye bleeds
f houry rest in
ilfing. A

i ru
exercised too uar!yf Following an

achiaved.

rs. The sifect of
the biood supply
rea, which wiil

swalling. The

injury and the greater
he more painful th
sooner the swelling is disp |
There are various
sticated bandages and
ings available (o
bul cure
an when using
uid not be two
n in conjunction

increasing activities
including muscle stretching ses-

sions, massage and siren )

exercises until full re
restoration of normal functic

Sepfember 1995 11

WITN6392147_0009



by Dr John Hanley, Lecturer in Haematology
Dr Christopher Ludlam, Consultant Haematologist Royal Infirmary of Edinburgh

ctia .are belng offered treatment with this drug This artlcle dis

Hmmm, merferon was disco
studying vir

i mm a-substance that "interfered” with

vandcalted it ip gl as now
riaron i i tai

sl i 1987 by scien

4& Wsrs

‘"3 the ‘

i%sii i E{ESLSE{}

. iism ;ggiﬁémg
;;mamie Swith
{i to treal %}f}z%i

Saily available interferon was
a,ﬁ“ﬁé?ﬁ white blood cells. This provess
Hipdifficuitand resulted in the produe-

C elatively smallamount of interferan, Wit
% £ x;’g?}zzt;umi?xk of gene technology it became possi-
ble to produce larger amounts of synthetic wweffm
an{“recombinant interferon”l

Hepatitis B Virus [HEBV): Interfero
successfully to treat active HEY mic} ‘
oceurs in only a minority of hz w%
infected priorio hepatil

able. The introductionoly
virus-inactivation

factor goncentrate

the vaceine has

prablemithan prey

| Bdiministration: mtww n is available in packs
i - on” to make

given by an
BHiG ). r‘/}u",

Ob ems
di *:ﬁ' 51y of

250 f f;reatmsmt {i‘iéi‘i?

“symptoms such agf

ang muscle aching. The

) syaries betwean patients

} mipﬁa ing the injections at bed

g with two tablets of paracetamol, Some
fminimal problems whereas others are

, hly upset These symptoms usually sub

side after 1.2 weeks as the body gets used to the
interferon; most people are able to carry on normal
Aactivities during treatment, A minority of individuals
do, however, experience ongoing problems with
ethargy and may be unable to tolerate a full course
freaddition interferon may occasional

activity of thie bone marrow so regular

Pl be i“i(”;?‘fﬁ';é’f‘*"w“(i during treat-

: fma! yvootherside effects may occur

Hepatitis € Virus (HOV): Almostall
who received factor connentrates prio

with MOV s common. The virus e ?us@

LALISE 07

vitduals and those infected with

JHCV are more Hikely to 1

who dersspond usual

{Soitis possible to |

ing ata relatively
individuals who do
mentwithin 812w
feron asthere is i
tonger. I individu
GLEUF Once ziﬁéﬁlrm
lished studies su
obtained using high

Jihe beginning of

‘;)Drw B m u‘ﬂ@r De

and cons of therapy are known
treatrment.

CIrCUMmSTances s 1<‘>@,}§{§ Ummfc’;m B fully s
at the %mac.»;x.zo,)mm Ceoentig 1o ar ire that I:h
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tive use of virus-inactivation sieps, ware sy mmm s
hepatitis C. in contrast to ME} %mmm

mation and may, over a period of manyy

g5 liver scarring and lead to cirthosis,
interteron is-the only drug licensed for the teat
ment of HOV and atypical dose is 3 megaunits tfrwrr
times per week for gix months. OF thogse
ahout 25% of patients clear the virus. You

t

cussed
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hm ﬂ
B

ﬂ:ﬁ} be willing mﬁzm;;« ‘
Aot Sep f % w%fi

! s anid g hop.
w.zz torat ceturn rate:

Fam %mwrvémwiww people faceto face
abtd overthe phone, soitvou or your
logal group would like to feed back
suguestions, Lean come subto you,

s clear, even at this fairiy early
stage, that people
aspecific needs, Tham
wmmm mention is up

tion. People have said
tofeet better informed so
will kraw what kinds of
asktheir Cantres about heps
Havethe confidence o doth

have a varlety of
OGN one
ateanforma-
at they need
mw t%’wy

t

i atio worth saying that thereis cur:
ety an-enormols amount of infor

be avmdad and if so are thare any
alternatives that can be usad mstead?

eliminated more sicxs;viy than usual,
&aﬁmg to an. exaggeratmn of the
ct 0ssib '

matiornrbeing published at
tis ~C, some of it
Hnrmu; ia Centres
the media vary in their
of this and so people re
Messages,

aive d zfmmm

The Society is considering producing
factsheests about different areas of
HOV What areas do youthink should
be coverad? Let us know! It s clear
that HOV is hm'ng far rwm:m consa-
quences fm*z; A

?m«g} = hgyg ais@ sazé tha% they would
like counselling and support. How do
k{izis is ée*sigrégiééé? )

‘What are ?f}gf zh:};;g?zts a&sgi s §$§é~

;}ﬁsge aﬁ%ﬁ{;é i;f’se?

Wtsz,;isi y{sg Sﬁéﬁﬁ 3 §{;§3§ ssgmm
group for §§§§}§§ aﬁ‘&ﬁeé %}g hepatitis
7 N

Areyou or g;vmg%e ’;FDB;: now of having
problems getting access 1o Interferan
fortunding reasons?

What has been your experience. of
treatmeant?

Has vour work or schooling been
affected by HCV?

Have you got extra financial cosis
because of HCVY?

Some peopie have made very s;wmfﬂ.
sugqeszmrm about services they
would liketo seé provided. I 'need to
kriow how representative those ideas

a
cause hea arrhythmnas pamcuiaﬂy

 when given with certain othér drugs,

for example, erythromyein. 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 mtld liver

dmease

Ztrtek is also one of the newer antxh:&

_ The dose is wmg per day {usuall

Mandy zmmmw

m“ﬁ The ﬁ}f‘s%af way the wiﬁf‘ifﬁ%‘y‘ %frz(;m o

v spoke
ot ot SIEN 3
s youre ,hazm’\ to im; thie Society ksmw
what you wantand what vou feal i8
important. Lwill be making recom:
mendations in the coming weeks on
the basis ol whatyou telb me.

aize this opportunity. 1 you have
SONCRINS, BUQ gz«‘wzgcf 15 or j s () ;tmt
f(‘mﬁm%ff {jw' Ny

«mi‘l ymuﬂq ;}eﬁ&ﬂ
HEV. Your views are curr
representedin the research.

voinider

Vlook forward to hearing ymuf Corh-
mients - youcan contact me ab the
nationaloffice, eitherinowriting or by
telephonio,

urticaria. It is not mmabmhs&acﬂ in the

Zirtek is available over the counter if
sold under the pharmaccst‘s superw«»

ply.
Y

taken at night) e 5mg twice a day. The
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@ﬁULA BOLTON Mﬁ@

Dy Paula Bolion-Maggs is a consultant haematologist and
Havmophilin Centre Director at the Rovyal Liverpool Children's
~ Hospital, Alder Hey - positions she has held since December

stonale

r-Paula. Bolton-Maggs is a leading
Hdight when it comes to facter- X1 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) 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 Xl defi-

~ cient families from the North West and,

- -another  collaborative venture, the

“soregning of relatives for both known
“and unknown mutations.

~"¥'m pleased with my work in factor X|
~deficiency because | can see the bene-
- fits,” Dr Bolton-Maggs said. “We now

understand the disorder much better
~than before.

St Alse, bécause the condition is less
-:severe than other types of haemophilia
and because it affects fewer people,
~P've found that patients have been glad
that someone has'taken an intérest in
them - that's very rewarding too.”

~“When Dr Bolton-Maggs was at univer-
~sity {Cambridge) she was unsure as to
~whether to pursue a-career in clinical
- medicine or pure reséarch. “Luckily,”
~she wenton, ”l was given some excel:
—lent advice - that if | did a degree in
cmedicine | would never regret it as,
—among other things, it makes research
easier to do.”

Inspite-of her affinity with the laborato-
ry, Dr Bolton-Maggs maintains that the
mast-enjoyable part of her job is meet
ing the patients and their families,

“The intellectual part-of me enjoys the
quest involved inresearch,” she said.
S“Butit was really once | started meet-
-ing the patients as a clinical medical
~student that | realised how much more
clinical medicine had to offer. | have
—jearnt a lot from my patlams over the
years.”

fact, one: af the reagsons behmd her
hoosing to specialise in haematology
was that it offered a mix of clinical and

‘laboratory work, She 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 else.”

S82. Bhe is an epxpert in fagtor X deficiency, having carried cut
gsesrch and published numerous papers on the sub-
ently joined the Society's Medical Advisory Panel.

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 inteaching 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:M hadthe chance
to move into paediatric: haematology.
During 1979:to 1991 she trained part-
time while: raising her-own fwo chil-
dren. "When trammg in haemazeiogy*

~you have to gain‘experience in paedi-

atric haematology. 1 found 1 liked it sp

~much that | 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 | most enjoy is
“helping the patients and their families.”

There are about 100 patients at the
Alder Hey Centre with miid 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 hepatttzs C.

A pefsim Wiih kaemc;xh‘iiia‘s was
treated with recombinant factor
IX at the Royal Free Hospniai in
June - the firs n in Europe
to be treated ecombinant
factor IX. R

The synthetic version of factar 1X has
heen 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
outr centre-is taking part.in the world’s
first treatment of its kind.”

There is also a -

| PIONEERING HAEMQPHIL!A B TREATMENT

secretary who helps keep Dr Bolton-
Maggs organised.

As part of a group of UK Centre direc-

“tors, -Dr Bolton-Magus has recently
-~ contributed to guidelines on wvon
‘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 - thswn and:

St Helens,

They met at univéféﬁy and markiod
the early '70s. They have two song,

Emiyn, 17, who has designs on a career
in engineering or physics, and Mark,

14, who will ‘probably do something
- scientific’. “They have nointerest in fol-

fowing us into medicine,” Dr Bolton-

“Maggs said. "They think we work tog

hard.”

Treatment with synthetic or recombi-
nant clotting factors avoids the prob-
lem of transmitting human viruses,
because human blood is not required
in its manufacture. It-is a very stable
product, enabling operations to be
performed with constant infusion.

has severe factor IX m-:%
doesn’t have many bleeds. His
er is:not sure whether or not m have

a portacath fitted. She would very -

much like to speak to another mother
who has been through a similar situa-
tion. If you can hel p, please contact
the national office on 0171 928 2020
and we will put you in touch.

im0 AN LA A1 D A s e A 4 A1 s A i
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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,
he 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.

BIRTHE. .. ;
Ason,|GRO- A.i) Mrand Mm- GRO-A |

and a H¥oEr tol GRO-AL born on'the
i GRO-A htLewisham Hospital.

. Died 9 July 1995 aged

iwas a very popular darts

plaver WHE won numerous trophies
over the years. He fought hard to
maintain his independence despite
his failing health.and will be loved
and ramemberad by so many for his

Jn-thie lives of his par-
GRO. Aiand his twin sis-

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
behalf.

DERRY
~MrTAHading,

| CONTACT
LIST FOR
LOCAL

HAMPSHIRE
Wrs M Clark

GRO-C

natrder o establish
artant-with your local
eoup you should
WRITE Jr the first
nstance to the nearest
B you-your togal
aemophilia Centrawill '
laer have Knpwledge of
our iosal Groupand the

JERSEY
Mrs P Fosse

LEICESTERSHIRE &
RUTLAND
Howard Tumkms

~Neweastie:upon:Tyne

LINCOLN & DISTRICT NORTH WEST
i Mrs N Guy

MERSEYSIDE
MrSimon Anakin

NORFOLK&
NORWICH
Mr M Bush

SOUTHERN
Mrs M Haynes

NORTHAMPTON
Mrs B Shaw
S —————————, GRO_C

Dorset

SOUTH ESSEX
Mrs M Baker

GRO-C

Essex
i

NORTHERN
MrsHE Pepper

i GRO-C

The XXl WFH World Congmss will be
held 'in the campus of Uni

College, Dublin

theme of the Con

Care to Cure”.

include lecture
number of of aspects of haem philia
care and there will be opportunities to
meet and discuss haemophilia issues
with experts as well as with other peo-
ple s;;ith haemophilia from around the
waorld.

As usual the Society will be sending a
delegation to the Congress butasitis
happening so near to the UK it is an
opportunity for people with haemophil
ia in the UK to attend and see for them-
selves what is happening in the world
of haemophilia,

There will also be a youth meeting at
the Congress, where one youth dele.
gate nominated by each pational
haemophilia organisation will receive
free registration including three nights
accommodation and meals. The UK
youth delegate has not yet been select
ed, so if you are interested, please con-
tact the national office for more details.

For more information sbout the
Congress, contact Haemophilia Confer.
ence 1996 Secretari

Management Se

Lane, Dublin 2,4

679 7655,

S E SCOTLAND
Mrs Carolyn
MeGimpsey

GRO-C

I EastLothian

SOUTH WALES
MiG Lewis

GRO-C

WEST OF SCOTLAND
Mr Phii Dolan

SCOTLAND

PERTH
. Miss W McAughey

NORTHERN
IRELAND

GRAMPIAN
Mrs C Robertson
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Staff dand regulars at the Swordsman's
Arms  in SBtamford  Bridge, York,
helped to raise over £2000 over the
August Bank Holiday weekend. There
ware a wide range of activities for the
le family to enjoy including a Quiz

~and Music Evening. Amongst

the “more unusual events were
“thwack the rat”, “human fruit
machines and landlord in the stocks!
Qur warm thanks go out to John and

Gillian  Saggers, Landlord “and
Landiady, 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-
ing success. “In the seven years | have
been fund raising for the Society |
have never been involved in a better
organised, attended or enjoyable
event,” said Ewan.

JSobn and Gillian Saggers hand over the proceeds from the Swordsman’s Arms
charity weekend.
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BAXTER REACH
THE TOP
Baxter Employees Reach the Summit
for Society

An intrepid team from Baxter Health
Care successfully complete
“Three Peaks” challenge on

in aid of the Society

achieved their goal of cli g
Nevis, Scafell Pike and Snowdon m
justtwenty-four hours with seconds
to spare, raising over £5.200 in the
process. An exhausted but elated
team completed the descent of
Snowdon just twenty seconds before
the deadline.

One of the team organisers, Joanna
Le Put commented: "All the months
of hard wark, training and prepara:
tion really paid off. The weather was
excellent and we were pleased 1o be
able to raise this amount for the
Society.”

The income from this event has
made a welcome boost to our funds.
Well done and thanks to everyone at
Baxter who took part or contributed.

SOCIETY
SERVICE OF
THANKSG

Our Annual Service of Thanksg :
in memory of those peaple with
haemophilia who have died is being
held on Saturday October 28th at
3pm in the Church of 8t Botolph
Without, Bishopsagate, Lendon. The
service will be conducted by our
Chairman the Rev Preb Alan Tanner.

The service is open lo everyone who
wishes 1o remember those who we
have known and loved worked
beside, shared time with, those we
have cared for as friends, family
members, doctors, nurses, social
workers or physiotherapists,

It is an oceasion to which everyone is
welcome - no one shauld feel that
they cannot atlend,

As has become our practice over the
years, there will be a special act ol
remembrance when we place on the
altar our own written thoughts about
those we remember.

If you cannot attend, please se
thoughts or messages
simply: “PRIVATE A \
TIAL FOR OCTOBER 2 ey will
passed to the Chairman only and he
will make sure that all such mes-
sages are destroved afterwards
Please do not enclose anything else
in your envelope as we will not open
it or read the contents,
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