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HAEMOPHILIA RESOURCE

PACK NOW AVAILABLE

A new haemophilia resource
pack is mow available for
parents of children newly
diagnosed with haemophilia.

The packs, which include everything
that you would need ta know about
haemophilia, have been produced by
Bayer in cooperation with the
Haemaophilia Society. They will be
given out at centres to new parents of
children with haemophilia.

The resource packs are wvery user
friendly and include quotes from par-
ents who are already living with a
child with haemaphilia. The informa-
tion in the binders is very comprehen-
sive, covering the subject right
through from the causes of
hagmophilia to routine diagnosis and
cara, ireatment and growing up with
haemophilia. They come in the form of
& loose leaf binder so that individual
pages can be photecopied and handed
out to relatives, teachers or child min-
ders who need to know more about
haamaophilia,

Graham Barker, Director of Services
lor the Society commented on the new
-esource packs: “One of the most

ressful times for families is when
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they discover that they have a child
with haemaophilia. The new packs pro-
vide detalled and sasy-to-understand
information about the condition at the
time when families need it most, We
are vary grateful to Bayer and Maxim
Medical for producing the packs,
which are a significant step forward in
helping the families of newly diag-
nased children with haemophilia.”

:

Thie Tirst pack was presented recently at
Great Ormond Street Hospital for
Children NHS Trust to new parents
Darren and Zoe Howes and their 3
maonth old son Jordan. Pictured with
the Howes from the left at the presenta-
tion are: Hasmophilia Nurse Specialist
Kate Khair, Deborah Williams of Bayer
and Graham Barker (right).

C CAMPAIGN UPDATE

As a result of this an Early Day Mation
{number 12189} has mow been pul
down in the House calling for the
Governmant to recegnise the plight of
people with haemophilia infected with
hepatitis C, and to consider providing
help in & similar way to that already
given to people who are HIV positive,
Currently 191 MPs of all parties, have
put their names to tha Mation and it is
hoped that more will come on board
in future. The more support shown by
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members of parliament, the more like-
ly it is that the Government will take
action.

This is where Sociaty mambers can be
very useful, If you haven't yet written
to your MP gbout hepatitis C, please
do so. If MPs know that hepatitis C is &
problem that is affecting their con-
stituency then they are more lkely to
suppart the campaign and sign the
Early Day Motion.
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A glance through this adition of the
Bullatin gives an instant picture bf the
work of the Haamophilia Society.
Regular readers will notice Hwo NEw
features. Service Shorts will keap
readers informed about aspacts of our
work which sometimes go on unseen
but are the heart of our sarvica to
members. The Red Ribbon page will
reflect our activities and support for
peopla with haemophilia and HIV.

The articles on the hepatitis C
campaign and liver hiopsy show our
concarn gvar hepatitis. Mews of stafl
changes and the column fram the
Manor House Group demonstrate
some of our responses to this threat,

We also have & number of good news
stories. Our AGM report highlights

ED'- - -i}iAL by Bulletin editor Andy Cowe

this year's awards to people with
haemophilia who have achieved
gxcellence in education, music and
sport. The stories about Steve Fell and
Ciaran McGimpsey show  that
heamophilia, when properly treated,
nead not be a bar to a full and active
Jife.

Letting parants know that haemophilia
can be overcomé is ane of the most
important jobs this Society can do. We
bring news of a range of parent’s
support activities and publications
which can help. The launch of the
Hagmophilia Resource Pack (our
headline story) adds 1o the résources
we have at hand to achieve our
objective = improving the guality of
life for people with haemophilia and
their families.

Publications

peaple with hasmophilia.

» Introducticn to Haemaoghilia

# Joint Care and Exarceses

* Hepatitis

# The Essentials of Haemophilia Care

 Teaching Children with Blagding
Disorders

hildren's Heemophilia Boak

The Society produces the range of boolks,
booklets and leaflets listed below to help

Publications and Services available from ﬂg
Haemophilia Society

+ Support to children snd families |
affected by HIV and haemophilia |

Infarmation and help with bensfits, in
particular Disability Living Allowance

Hardship grants

# Armourpage servica

Caravan Holidays

Adventure Holidays for children
Fund-raising suppon
Assistance with media enguirias

Ed

Infarmation on treatmeants and bload
products

Travel insurance adwvice

L3

Infarmation on travel regulations/
restriclions

#« Haemaoghilia Days

One-off meetings on specific issues,
such as hepatitis.

Far Turthier information about the abowa
sarvices, or to check on the avadlability of

Society publications, please contact the
national oHice.

-

| making guide
SME Patient Parspoctive Booklet
copies of the Bu
lety works i aple with
phikia from it affice and
the local Gre The services
iy available from the national
[H:F-1)-H
E1 40  F bu T By
A0 A T O R ¥
Wo sxiond « stedul 1hanks 19 the
watory who have
im to pay for the
s mcdition of the

2 The Bulletin — June 1995

WITN1944164_0002



HEPATITIS

The Society has appointed a
hepatitis research worker on
n six month contract to
explore the needs of people
“‘.IHE hasmophilia and hepati-
tis C.

Mandy Cheetham started woark at the
Society on June 7. She will be based
at the Society national office, but will
glso travel to Centres up and down tha
country. She will be interviewing
people with haemophilia and hepatitis
C, their families and health care

NEW INFORMATION
AND ADVICE
WORKER POST

Shanit Marshall has been appointed
to the new post of Information and
Advice woarker at the national office.

The new post has been created to
ensure that people with haemophilia
and their families have someone to
come to for advice and information
about haemophilia and benefits.

“l was very pleased to have the
opportunity to take on this new role,”
said Shanit. “The job is very wide
ranging and will be far more
challenging than my previous post of
clerk to the services department.”

Shanit will be the first port of call for
people with haemophilia wanting
advice on subjects such as: treatment,
HIV, HCV, mortgages, insurance and
banefits.

She is also responsible for providing
literature, research for publications
and adwice sheets in addition o
working on the administration of
financial assistance grants, arganising
ences and liaising with other

ifanisations

rid vho workad at tha
Hae philia Centre, died in a
| ecently, Oxford Centre

iul Glangrande sent the

nical Murse Specialist
«ford Haemophilia
ed in a diving acci
n Dorset on Sunday
th represents a trag-
ints and staff of the
wilia Centre. Sara was
d qualified as a nurse
Hospital in 1981. She
varked in a number of
ils as well as in a gen-

professionals sbout the implications
of the virus.

She will also he monitaring the
services offered by Haemophilia
Contres to see how closely they
comply with the UK Haemaophilia
Centre  Directors’  Organisation
Guidelines.

Mandy iz a qualified social worker and
joins the Sociaty from the St Giles Trust,
where she was working with homeless
and vulnerable peopla in London, In this

NEW CENTRE DIRECTOR FOR LIVERPOOL

.
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The new Director for the Hagmaophilia
Centre at the Royal Liverpool and
Broadgreen University Hospitals NHS
Trust took up his post in March.

Dr Cheng Hook Toh graduated with
honours from the University of
Sheffield in 1985, and brings to
Liverpool his clinical and research
axperionce from both Sheffield and
Queens University, Ontario, Canada,
His wife, Christine, has also been
invelved in haemophilia research, and
her interests have been in the
molecular biology of hepatitis C. Har

% SARA PARTRIDGE 1959-1995

aral practice for some years before
settling for a career in haemophilia
cara. She worked as a Sister in the
Haemophilia Centre at the Royal Frea
Hospital between 1989 and 1982, |
knew Sara well from my own days at
the Royal Free Hospital, and | was
delighted that she joined us at the
Oxford Haemophilia Centre as a
Clinical Mursa Specialist in 1992, She
was enthusiastic in her work, with a
warm and outgoing personality. She
was keen for the role of nurses in
haemaophilia ecare to expand and
develop and was instrumental In mak-
ing significant changes in the running
of our Centre. She was particularly

Dr Toh is pictured with Julien.

WORKER APPOINTED

work she has encountered many people
who are HCV positive.

"I will Bz investigating the special prob-
lerms that the combination of
haemaophilia and HCV causae,” she said.
“My job will invalve talking to as many
people 85 possible in the six month
period to find this out, If peopla have
difficulties or experiences they would
like to share about how the virus has
affected them they are very welcome 1o
call rme at the Society national office in
complete confidence.”

time is mow spant fully employed in
looking after their first child, Julien,
who arrived exactly one manth after
their move to Liverpoal,

Dr Toh, who is also Sanior Lecturar in
Haematology at the hospital, says that
for the future of the Centre there is “an
emphasis on the multidisciplinary
approach which hag incorporated not
only the skills of a new Professor in
Orthopaedics, Simon Frostic, but also
that of & Consultant Hepatolegist, Dr
lan Gilmore and Consultant Virologist,
Dr William Tong.”

involved in the
treatment of
young children
with haemophil-
ia, She was
active at nation-
al level In the
Haemophilia
MNurses Association and ather organi-
sations. Indeed, Sara and myself were
scheduled to give a joint presentation
on hepatitis in haamophilia at & meet-
ing of nurses at Hammersmith

Hospital this June.

She will be sadly missed by us all at
the Oxford Haemophilia Centra.
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a successful dislogue
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hawe @ circular on Comprehensive
Haemophilia Centras, as had already
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Morthern Ireland.
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progessed and examined U
Thare are many disorders that ¢an
affect tha liver and some of these can
be diagnesed by gpecific blood test.
g.g. differant forms of viral hapatitis,
put sometimas this is not possible
and a biopsy 1S suggested. In the
case of hapatitis C infection this can
pe diagnesed by @ simple virolopical
blood test. The blood "liver functign
tests” sometimes provide a measura
of ins inflammation but they do mot
reflect how saveraly it is affected by
a disease process. HWeither of these
blogd investigations, however.
raveal the extent 12 which tha liver is
damaged by cirrhosis of scarring.
One way in which this can be mea-
sured is by parforming 8 liver blopsy.
As well as revealing the extent of
scarring, under the microscope, it is
alsa possible to visualisa the degree
af inflammation. If there is any doubt
about the causé ol a liver prablem

then a biopsy may help ihe diagnosis.
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Thus In ind‘lul-‘!uul[ﬁlﬂ hepatitis C

infection it provides f[n{umutiun
about the da of liver damage as

this may be considerad important By
some doctors in helping to decide
rerferan  should be
paople without
haemophilia & livar biopsy is
considered advisable by many
doctors bafara prascribing intarfer-
on. In those with haemophilia wha
pave hepatitis C it is not & pre
requisite to intarferon therapy. Many
doctars will offer inte rfgron to those
with haemaophilia without a biopsy-

whether in
offared. In

Is a biopay safef Liver biopsies 10 to 20
years ago were associated with maore
gide effects. Biopsies ipday are
parformed using safer needles and are
usually undertaken with the help of
ultrasound which can visualise the liver
an television screen thus ensuring that
the doctor can guide he needla into the

 pelieves should

i e is on the Execulive
a hi has three prime araas of
Strengthening local groups
sees as the backbong of the
. Hepatitis C - which he sees a5
ming an even greater cause fiar
qearn as time goas on, and the quali-
‘of haemophilia care, which he
ba unifermly high
ntry and sensifive 12

1 out the cou

" 'Iﬂ_!nnd! of those treatad.

His hobbies are photography. wine tast-
ing and travel - he Jikes to sipart
the moment Irips (o @xolic lpcations. He

has a wife and 12 year old $on.

 Dr Chris Ludlam
nfirmar
A

y of Edinburgh

liver, Some centres usa 3 Iaparosco@d
which is a tiny tefescope which can be
inseried through a small fngisign in the
abdominal wall and can be used i@
yigualisa the liver 1o gnsure that the
biopsy naadle gnlers it safely. Using 3
it is alsa possible to 588 the
dagrea of inflammation and cifrhosis.

Before a biopsy it is necessary o give
factor VI ar |¥% concentrafe i@ raise
the leval. After the biopsy this should
b continued with fusther infusions for
about 3 days. A biopsy would not nar-
mally be performed in an individual
with an inhibitor bacause it would be
harder to raise the factor Vil or IX
jevel to prevent bleeding. There is a
srmall risk of bleeding after a biopsy
and this may need to be treated by a
blood transfusion. Very occasionally
tha bleading will be problematic and
an operation will be raquired.

If your dector suggests that you have

a liver hiopsy you should ansure that

you receive a full explanation as to

why it is considered necessary and
exactly how it will be perfarmed. With
thiz information you should be able 1o
make a decision that is reasonable for
your carcumstances.
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HAEMOPHILIA AND THE FAMILY
— Bringing up a child with haemophilia

Carolyn and Robert McGimpsey live in Scotland. They have two chil-
dren, Craig aged six and Ciaran aged 16 months. Ciaran has severe
haemophilia A. The Bulletin spoke to Carolyn about the effects that

haemophilia has had on the family,

“We had always known that there was
a chance that we would have a child
with haemophilia,” said Caralyn. “My
father has the condition and sa have
several of my cousins and two of my
uncles,

“When Robert and | decided that we
wanted children we made a conscious
decision to take what came along, not
to find out in advance if the baby was
a boy and had haemophilia. We
decided this because my father has
had haemophilia all of his life. it never
gotin his way, he has worked all af his
life and had a good quality of life.

“When Craig came along we were
very happy - he was tested at 6
months and we were told that he did
not have haemophilia. Ciaran was
testad at 5 weeks. Even before he was
tested | was saying to myself that we
can’'t be lucky a second time, When
the results of the tests showed that
Ciaran had severe haemophilia & |
was prepared for bad news, but still
cried. | felt guilty, that it was my fault
that he had haemophilia. But | must
say that even if we had found out that
Ciaran had haemaophilia befora he was
bern | would not have had am
abartion. | know from experience in
the family that treatment for
hagmophilia has improved greatly
aver the years and that there is far less
risk of jeint damage.”

Ciaran had problems when he began
crawling and walking, having a num-
ber of deep tissue bleads in his legs as
a result of bumps.

“Claran didn't like going to the hospi-
tal for treatmant,” said Caralyn. “They
had problems finding a vein to inject
factar and he would get very dis-
tressed. When he got upset | would as
well.”

After a number of deep tissue bleeds
the doctor recommended that &
portacath be fitted. This required an
pperation to fit a device that allowed
injections to be easily made.

“Ciaran went into the hospital for the

operation and was back out within a
week,” said Carolyn. “He was treated

with factar VIl for 10 days after the
peration to prevent bleeds.

- R

“Maving the portacath has been a
great relief for all of us. It is much
gasier to treat Claran and there are no
more tears. | am learning how to use
the portacath myself so that | can treat
Ciaran at home and not have to travel
to the hospital so often.”

The family are now discussing the
possibility of prophylaxis for Ciaran
“|t hasn't been decided yet whether
we should go on to prophylaxis,” she
said, "While Ciaran has had a number
of tissue bleads he has only had one
joint bleed - into his ankle. S0 we may
decide to wait and see if there is a
need for propghylaxis.”

Ciaran is a very active and boisterous
little boy, who doesn't let his
haemophilia interfere in his life at all.
“He's a wee pest and a daredevil, 1o
tell the truth,” said Caralyn. “He
doesn’t have any fear at all and is
always climbing up on things. The one
time he had a joint bleed he did his
best to ignore it, and was hopping
around on thé other foot to play
belore we took him for treatment.”

Her older son, Craig, has responded
wvery well to Ciaran’s haemophilia,
“We tell him that he must be careful
with Ciaran, because he has

haemophilia like his grandad,” said
Caralyn.

Ciaran and brother Craig

“He has been very good with him, but
we also try to make sure that Craig
doesn’t feal that he is missing out
because we sometimes have to give
Ciaran a lot of attention. For instance,
when Ciaran was having the portacath
fitted | was in tha hospital a lot. Craig

Ciarmn

stayed at his grandmother's house for
the week, and she took him to scheol
straight from there. | would pick up
Craig frem school and spend time
with him and take him to visit Ciaran
We also gave Craig treats to make him
know that he was special to us as
will.”

Carolyn has a lot of praise for the
support she has received fram her
local Group and from the Haemophilia
Centre. “| have recaived a lot of good
advice about Claran, and know that |
can phone my friends at the Group if |
have problems,” she said. “The
Centre have also been wvery good,
particularly hasmophilia gister Billie
Reynalds. Whenever I've been in
doubt about bleeds theyve bean there
to help me and are always happy to
see Ciaran”

Mow that Ciaran is in an established
routine and is having no problems in
having his factar Carolyn has gone
back ta wnrking part time as a nursery
nurse and Ciaran goes to a child
minder for three days a week. “| gave
the child minder a lot of information
about haemophilia, so that she was
aware of the problems that Ciaran
could have,” she said. "I also have a
pager, so that if there is a problem |
can be contacted at work.”

The whole family has been affected by
Ciaran’s haemaophilia, and by working
together with their Centre have
established a routine to live with it. “1
know there is every hope that Ciaran
will grow up leading a normal life,
with his haemophilia affecting him
very little,” said Carolyn, “As he gets
aldar he will be able to understand
more about haemophilia, and will be
able to spot the symptoms of bleads
and to treat them himself when they
occur,”

—ee oo
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Jomeph Peary receives his award from
nive Chalrman.

Tha altiirsdon siismn wak bken up by
an informative tale from Ov Mark
Wirtar  from  the  Camterbury
Hagmophilia Cantra on praphylasis
aril recombinar facior VIB products

Speaking on prophylaxis, he pointed
oull 1 it was i well-astablishod tarm
of treabment that was aimed at keeping
the level of Tactar VIl ar 1€ o Dlood
above 1%, s0 &s 1o prevent any
episodes of sponanecus bleeding. He
stressod the benefits of this foem of
frestment, partieuladly Bor children, as
il ean prevend damage bo (ke joints.

Hevia Mosris pressars Liag Phirip Marmin
waard do dedrew March

Onca » Nt had actually Dee
damaged by tlaeding, the most thi
proghyia coaild athigve was to

Prevent dny lurhaer detsnaratan in thi
affectsd poanp

He also poiried gut 1 apbrylind 15
mat anly for chidren. b FemiE iy
used lor sdults. such as when surgery
= being pertormed o whan the persan
RPN ENERs 2 sarma of hleeds inio one
partizulic joing

He alzo mssds the g thal proghylaos
#ous ot recessarily need fo Ba
continucss but that it @ cailor made bo
tha resds of ssch patenr with
haemophdia, He gave the example of a
child wha tended s blgsd = ha
sammer halidays. but not when #1
schoal, LUnder thass circwmstances, O
Wirder said 1h#! he wouwld ireat the
child progpinydactical®y at the rne when
the bieeds wete accurning - during 1he
holidays - huf w
prophylans dureg teem

He also discussed 1he  issee aof
ponacathe, which boe aied in ST
EafliEd 16 Gain venous acoess for very
small childeen with hagmophila. He
said that Im his gapaiencs i was
usually possible to gain scoess to aven
a wory smaill wein by conventicnal
maars, parlicularly &8 it was often
possible 1o make the vein larger by
warming the patient’s hands in a bowl
of hol water. Fumtharmore, weins
tended to get bigger the mare that they
weré  used He tended 1o use
poracaths only &5 4 las) resort whan
YENOUS BCCess by any othes means
wird Nl possibla,

He reminded membiers of (b Society
1 a6 @ patient group they hed & graat
deal af political power and hal the
ability &0 indlsenos (e way in which
hiy W receiving aslment. He said
rhat his own local Group in Kent had

furm ho pags 10
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umanial im persuading the

ming agency that the high-

ards of care should be given

5. It was for this reason as

any othar that all Severely

ed children under his care werg

y ng treated in a new centre

scombinant factor VI, used
phylactically

n the Tuture Dr Winter expected to see

better delivery  systems  for
prophylactic treatment with factor Vil
This was likely o invelve the use of a
continuous infusion pump, afachad
to the skin which would deliver factor
Vil into the vein at a slow and steady
rate. This would make the factor ViI|
mare effective and would also reduce
the amount of factor VIl that needed
o be injected overall,

Concerning recombinant factor VI, Dy
Winter said that he had been using
this produet in his centre for the past
few months. The advantage of
recombinant factor VIl is that it is not
derived from human plasma although
the genetic engingéering process does
invadve the human factor VI gene

He beliewved that recombinant factor
VIl is a genuine advance Tor people
with haemaophilia and that it is likely
that in tima it would replaca factar VIl
of plasma origin as the standard
ireatment  for  all  patients  with
haemophilia. Although monoclonally
purified factor VIl appeared to be safe
thare remained a theoretical possibility
that viruses could be transmitted. The
pattarn of blood product treatment
over the past twenty years had been
for @ new wvirus 1o be discovered every
few years. On this ground alona he
felt it likely that there might well be
other viruses in the plasma supply
that we had yet to learn about and that
this was a concern for as long as
patiants with haamophilia were being
treated with plasma-derived Tactor
Vil

In answer to a guestion from the
audience on the relative effects of

recambinant,  high purity  and
mediate purity Tactor VIl on the
s system he replied th=" ha

t see any strong evidar
ing any significant imp
i recombinant facic
plasma factor v
ystem, as thay are |
mmented that
1 purity factor &
1y racommer
lia Cant

pfin = Jun

Tha Oxford Haemophilia Centre in
Churchill Hospital  has  been

refurbished

nire has been in existenc® since
TQEEI,:gnn was the first to be opened in
the UK, It has now been extanded and
refurbished. The Centre is
in a single-storay puilding and also has
separate clinical and laboratory Wings
Mew automatic doors at the entrance
have been paid for with money
provided by the Haemaophilia Sociaty

completely

To mark the opening a mesting of 50
doctors involved in the care of people
with haemophilia from around the
country was held at the Centre in
March, Guest speakers included D
Charles Hay from Manchester who
spoke about inhibiters and Professor
Louis Aledort from Mew York who
spoke about the penefits  of

prophylactic therapy.

The Oxford Centre has alse recently
appointed &  naw consultant

FOUR YEARS O

Children's worker Liz [
Cox is leaving the
Society at the end of
June. Liz has been work-
ing foar the Society on
secondment from
Barnardos for the last
four yaars, and the con
tract has now reached
the end of its term,

The purpase ol her
secondment was 1o give
the Society access to the
skills of a specialist childran's worker
who had the resources and support
of a child eare agency behind her.
Her rmole split broadly into two
categories - offering a direct service
ta children and families affected by
haamaophilia and HIV, and in the
devalopment of the services pravid-
ed by the Society.

“| certainly found plenty 1o keep me
gecupied,” she said, "The post held
the advantage of being able to travel
in London and the home countias so
that | could wvisit Tamilies in their own
homes. The job was also quite broadly
definad, so | was able to visit families
where they needed reassurance about
a child's well being following a
bareavement, for axample, even
though there were no obvious
lifficulties, This is & service that local
wthority social workers are rargly able

affer due 1o constraints on time and

ources, | was working with the
sntire family, not just the children, as
wroblems very rarely affect just one
wirson in isolation.”

FACE LIFT FOR OXFORD

-

Liz Cox

—

The new receplion area.

haematologist to start in July. Dr
David Keeling is currently a senior
registrar at Addenbrookes Hospital in
Cambridge. He did his general medical
training at 5t Bartholomew's Hospital
and went on o Irain 0 genaral
haematology at the Royal Free and
London Hospitals before spanding
three years in research at Middlesex
Hospital, He has a particular interest in
thrombosis. He is married with three
children.

Liz feels that she has
been able 1o have some
influence on the devel-
opment of the Society's
sarvices to families, “|
think that my being thera
has helpad raise the
Society's awarengss of
the noad to cater for the
whole family at events
and in sarvica provision
An example of this is in
the provision of creche
facilities at  Society
avents. While many people had want-
ad them in the past, having a chil-
dren's worker on the services commit-
tee helped io focus attention on the
issue,” sha said.

F ACHIEVEMENT

Liz has also been invalved in halping
with the development of the parent
support network, which is aimed at
halping to put parents of children with
haemaphilia with similar concerns in
towch with each other. In addition she
has helped at the national office by
giving advice and support 1o members
of staff dealing with sensitive issues
such as bereavemant.

The Sociaty is currenily awaiting the
riesults of a funding bid to finance a
proposed two-year appointment of &
full-tima family and childran's worker
1o be based ot the national office. “The
leval of demand for the service that Liz
was providing shows that there is a
need for the post,” said Director of
Services for tha Society Graham
Barker, “Liz has dong excellant work in
the past four years, and we would like
to thank har for all her efforis.”

— NI
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NEWS FROM THE MANOR HOUSE GROUP
-The MHG give their view on hepatitis C

We are aware that the objectives of the
Manor House Group (MHG) may cause
some parants with young children to
become concerned that they may be
drawn into situations that they would
prafar not to be as a result of the
publicity surrounding cur cause. This
article may also be upsetting to those
of you whe have already endured the
samMe pressuras as a result of the HIV
campaign. We hope however, that if
vou fit into either of these groups you
will understand that MHG's objectives
are 10 give support and to seek
recompensa for those of us who have
hepatitis - particularly hepatitis C (HCV]
- and that, of course, is most of us,

MHG hopes to achieve its objectives
by working in harma ny with the
Hesmophilia Society and we have
been grateful for the support we have
obtained. The group fully supports the
effarts of the Society in raising
dwareness and the seeking of
tompensation in the same way that
these were achieved for those with
HIV. However, we feel that there ara a
number of aspects of the hepatitis
issue that differ fundamentally fram
the HIV campaign.

The case for HIV was successful
because there was - quite rightly -
tremendous public sym pathy and sup-
port as well as a moral obligation. The
Society, in their present campaign, are
using the same moral argument, but
because HCV is not percelved to be as
sensational az HIV, MHG feel that

additionsl arguments need to be
developed.

It is our belief that the problem was
preventable,

At the time when the contamination of
blood supplies took place it is quite trse
1o say that the hepatitis C virus was
undetectable and unknown: but the
meadical profession were aware of the
risk of transmitting hepatitis B but
nothing was done to prevent it. It is our
tantention that blood products sheuld
have been virally inactivated in order 1o
remove the risk of fransmiiting
hepatitis B al an earlier date. This
would have prevented the transmission
of hitpatitis C as well as hepatitis B,

It is shocking te think that action taken
at the right time to prevent an infection
risk associated with blood and blood
products (hepatitis B), a risk that has
been recognised for a very long tima,
could conceivably have prevented
both of the infections (HCV and HIV)
that have had such tragie
consaquances for so many,

Of course, HIV and HCV do have
different implications for the patient
and HCVY is generally not as
devastating in the majority of cases as
HIV but it does lead in many cases (o

chronic liver malfunction and it can
have noticeable effects from vary soon
after the initial infection. In the early
slages, psychological effects apart,
HCV is likely to disrupt the patient's
lifestyle. Patients often suffer regular
episodes of extreme fatigue which can
seriously affect their ability to stay in
regular employment and to enjoy
happy family and social lives.

For those who are not infected the
implications can be hard to grasp
hawe you ever been told that it is all in
your mind? This iz the reason, we
believe, that the medical profession
hawve, for the large part and for a long
time, overlooked the seriousness of
liver diseasa in  people with
haemophilia and von Willebrand's
disease. We are wall aware that
hepatitis C has caused some people
more preblems than the haemophilia
they have been treated for,

Manor House Group believes that the
Government has an chligation to help
avaryone who has contracted hepatitis
through the use of blood products. It is,
once again, a case of not exercising dus
care in the use of a medical treatment; it

is a case of using one without due
consideration for its side-affects.

It may be argued, by those who would
wish to put up seme kind of defence
for what has happened, that he patitis
C was an acceptable risk. To us, this
must be a totally unacceptable slance
for anyone to take. It is surely ane that
must be rejected outl of hand by those
whao have suffered the consequences
of yet anather unwanted insult 1o thieir
bodies. How many of us were

consulted before we were prescribed
this acceptable rigk?

We believe that & risk can only be con-
sidéred acceplable when there is no
alternative course of action availabla,
For people with mild haemophilia,
DDANP - an alternative complataly
avoiding the use of blood products -
was available. In addition had blood
products been wirally inactivated at an
earller date, and we  find it
inconceivable that they could not hdive
been, the risk could have beean
virtually eliminated for many others,

MHG would like ta hear your views. Do
¥ou agree with those expressed in this
article? Please lat us know. If you
Support us it is vital that you tell us
because the proof of YOur support
amplifies what we are abla 1o achiewis,
We would especially like 1o hear from
you if you have begun a legal action.

Wa can be contacted via the MHG, &
Redfern Way, Morden, Rochdale,
Lancs, OL11 5NZ, er if you leave a
massage with the Society’s London
office we will call you back.

HEPATITIS C AND

LIFE INSURANCE

The Society was recently invited to
give a talk to 70 Chief Medical Officers
at a meeting of the Association of
British Insurers. Dr David Ewvans,
Executive Committee member and
Shanit Marshall attended the meating.
Following further discussions at the
rmeeting, it was agreed that the 50'-‘-!”&"
would have the opportunity to view
and update the main source of
information about haemophilia that
the Chief Medical Officers use.

The Society will be drawing up
guidelines in conjunction with the ABI
that will show what people with
haemophilia who are HCV positive
should expect from life insurancs
companies. However, several points
have already been established thanks
to contact with the ABl. They are as
follows:

It an individual wha has already taken
out a life insurance contract later
discovers that they are hepatitis
positive, provided the individual
completed the proposal form honestly
at the time, that policy is valid no
matter what diseases or health
impairments the individual has since
then contracted.

In the same way, an individual who is
suffering from a serious medjeal
condition but whose doctor has not
told them about the position, is
deemed to have taken out thg contract

hanestly and properly, and will alsg b
coverad,

It is anly on very rare ooccasions that a
life insurance contract is voided and
this can oceur i an individua|
deliberately withhalds a particularly
serious material fact.

It follows therefare that there
need for an individual to niot
insurer of a change of rigk, be this a
risk of health, occupation or other
factors. (NB, different considerations
apply with annual contracts such as
motaning and household, in these
cases there is an abligation by policy

halders to notify their insurer if the risk
changes),

i5 mo
ity a lifp

Appealing against an unsatistactory
decision from an insuranee com pany
I& possible. The person concerned
should ask his doctor to write 1o the

company to ask for the decision 10 ba
réviewad,

Specific guidelines for people  with
haemaophilia will be published in the
Bullatin, It anyone has any prableams
with their life insurance policy et

Shanit Marshall at the national office
know.

_————______________-___
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TRANSFUSION
FORH

by Dr Perry, Directc

Patients with haemophilia in Scotland
and Northern |reland will be pleased
to hear that after much debate, consul-
tation, argument and passion wa have
christened our high purity Factor VI
product. Henceforth it will be known
as "Liberate”. This is derived from tha
place of manufacture [Liberton,
Edinburght and the hope that tha
product helps to liberate patients qn;’f
facilitate a relatively free, normal
healthy life. Other contenders for the
fitle wara H2 and Tartanate! - the
did enjoy a brief informal exister
after its adoption by hasmophilia
tors to distinguish SMBTS prod
fram others.

ftthe Society in April of

id previously worked as a
‘and had been employed by
ety since January 1994. She
& Society to have a baby, and

Clinical trials are now well un
with our new high purity Fa
concentrate. This product has
designed to satisfy all current and
anticipated future safety standards
and we hope the product will also “lib-
erate” haemophilia B patients.
Unhappily "Libernine® does not tend
to convey the same message of free-
dom in health sa the search is on for a
suitable name for this product too.

career in the law,

“Wa will miss Kate,” said Society
Director of Services Graham Barker,
“Her knowledge of the law and car-
ing approach were a greal resource
for the natiomal affice, particularly in
halping people to get disability living
ellowance. We wish her well with
her new career and would like to
congratulate her on the arrival of her
son, Danial,”

BIRMINGHAM HEPATITIS DAY

Following the success of last year's
Hepatitis Days, the Society began this
year's Hepatitis Roadshow in
Birmingham on Saturday Gth May.
The meating was chaired by Andy
Cowe ol the Haemophilia Society
Executive Committes.

also provided a creche for 8 children
5o that as many parenis as possible
had the chance to attend the maating.

The last ltem of the day was a
Hepatitis Campaign update by
Graham Barker. This proved to be a
vital addition as Graham was inuncat
ed with questions!All reund it was an
extremely successful day, and the
best attended Hepatitis Meeting so
far, with & turn out of nearly 70!

INCAPACITY BENEFIT

The Incapacity Benefit replaced
Sickness Benefit and Invalidity
Benefit on 13 April 1995, This new
benafit is for people under state
pension age who are unable to wark
becausa of an illness or disability,

Following helpful suggestions from
members who attended last year's
meatings, the Society madea some
improvaments on the format of the day.

With the new fermat we were forfu-
nate enough to have the expertise of
both & haamaophilia consultant, Dr
Mike Makris (Shaffield], and one of
the country's leading liver specialisis,
Dr Geoffrey Dusheiko (Royal Free,
Landon). Both talks were very infor-
mative, and the addition of a liver spe-
cialist proved successful in ansurh:ig
ici warg given a well-
::L.?:.:I;?g?ﬂiued DIC?IITE. The Society has a fact sheet avail
| able about Incapacity Benefit for
those who may be aifected. If you
| wouwld like a copy, or are having any
Eprublems with claiming Incapacity
| Banefit, please contact  Shanit
Marshall at the national office

As well as the addition of a liver
specialist, the maeting was exte nded
to span a full day. This gave people
tima to chat over lunch and think of
questions they wanted to ask the
doctors in the afternoon. Tha Sociaty

now decided ta return to her first |

Y
A

etionation Centra

Haemaophilia care such as dental
axtractions - "Glanseal™ has beesn
suggested as a possible brand name
but the association with double glazing
or draught excluders is probably too
close for comfort!

INDUSTRY
INJECTS CASH

The pharmaceutical industry has
generously contributed towards the
cost of this year's Adventure & Sport
holidays for young people with
haemophilia. Alpha Therapeutic,
Bayer, BPL, Immuno and Pharmacia
have all pledged sponsorship. Graham
Barker, the Society’s Director of
Services said: “The holidays have
enabled hundreds of childran to enjoy
a wide range of challanging activities
over the years.” Sponsorship of over
E1,600 from the Londoen Marathon will
also be used towards the: holidays.

CHALET AVAILABLE

Location: Sea Dell Chalet Estate,

Beach Road, Hemsby, Norfolk,
Hemsby is located six miles from
Caister and six miles from Great
‘:'a-rnnpth. Hemsby has a number of
amanities for both adults and children
including shops, amusement arcadas,
clubs with entertainment, places to
eat and public houses. There is a good
baach which iz only 300 yards fram
he entrance 1o the estate.

The chalet has a living/dining area
with adjaining kitchenette, two bed-
rooms and a shower roam. It is fully
furnishad. One bedroom has a double
bed, the other has two singles. and
there is also a double bed-settee in
the lounge. Car parking on site next 10
the chalat.

Further information from Mrs Joyce
Hughes, & Kimberley Close, Weslarn
Downg, Statford. Tel: 01785 56012

Bookings available immediaely al
very reasonable prices

e —
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A REVIEW OF LITERATURE FOR PARENTS

Vicky Vidler, Nurse Specialist,
Haemophilia, from the Reald Dahl
Paediatric Hoematology Centre in
Sheffield reviews publications
that are available for rents of
children with haemophilia.

It cam be very reas!uring to know that
when there is something on your
mind, & warry that is niggling away at
you, that there are a variety of books
gnd leaflets with a wide range of infor-
mation and guidance to offer. Whilst
these cannot take the place of asking
guestions of your centre staff, they do
offer much that can compoiment the
knowledge and support gained from
the professionals. Please remember
that no matter how much you read or
how many other families you
talk Ito, you know your ==
child better than ~_———=
anybody =

glse, 5o trust |

your own ll'l:;_#

instincts!

| would just like \l'l :
to make a few '\ =
personal  com-
ments about some
of the books and\
leaflets you may
COMme Scross.

LINING WITH HAEMOPHILIA
by Peter Jones

This book could easily be described as
the handbook of hasmophilia, writlen
be the much respected and wise cen-
tre director from Newcastie, Peter
Jones. This book covers a really broad
range of subjects. Everything from
Ouween Victoria's family tree to gane
therapy, wisth a great deal in
between! The book opens wisth an
introduction for new parents which is

Peter Jones

both comforting and sensible. Many of
the emaotional issues that accompany
life with any chronic condition are

dealt with vary sympathetically.

izsues of the moment, recently men
tioned has bean prophylaxis, Fort-a-
Caths, a hepatitis C update and a queés-
tions page. Well worth filing away for
future reference!

UNDERSTANDING HAEMOPHILIA
by Marie Berger

Marie Berger & —
wrles wery
openly and
honestly in
this ook
about har
family's ax-
periences
when hiar
son Nathan

Lnderstanding

The fourth edition of Living with

Haemophilia has only
published and | would wholeheartedly

recomméend it 1o youw.

NEW HORIZONS
LEAFLETS

These are colourful
and easy 1o read
leaflats on subjects
such as, sports, being
a haemophilia carrier
and schoaols. They are
wary helpful for giving
to such paople as
school teachers and
child minders. Somea

older children will
probably find the
infermation con-

tained in them just at
their lewal,

HAEMOPHILIA
SOCIETY BOOKLETS
AND THE BULLETIN

There is a wealth of
information con-
tained in the various
forms of literature
produced by the soci-
ety, The Bulletin cov-
&rs the most topical

[AENOPHILLA

was  diag
nosed with
seEverae
haamophilia,
She fr-&ah'l
sharas  all
the conflict
img emotions and anxieties that
families go through and gives very
practical suggestions on how to live
with haemophilia. The book contains
the  historical background of
haemaophilia and it's treatment in this
country. Some families who are new
to hagmophilia may be alarmed by
some of the situations the Berger
family hawve had 1o face, but those
parents who have been living with
haesmophilia for a while will identify
with much in this book.

Pl Berger
Pawsrd e
TURTE The Diserss

-
e

just been

CARAVAN HOLIDAYS IN 1995

If you are planning your
holidays remember that
the Society has a number
of caravans around the
country. The list of cara-
vans and contact people,
aleng with the approxi-
mate locations, are listed
below:

EAST LOTHIAN Situated at Inneraick, near Dunbar
Mrs Carotyn McGimpsey, 108 Harlawhill Gardens,
Prestonpans , East Lothian EH32 SJH

Tel: (D1B75) B15223

LANCASTER/MORECAMBE Situsted s Caton
Mr Keith Pope, 305 Hultan Lane, Bolion, Lancs BL3 ALF Tel:
101204] 62443

DORSET Situated al Christchunch
Mrs Hughes, & Kimbarley Way, Western Downs, Stafford
ST17 90U Ted: {017ES) 56012

CAISTER
Mr & Mrs R J Davies 134 Acre Lane Speing Park Northampton
NM2 8DF Tal: (D1604] 454217

NORTHERN IRELAND 2 caravans siteated at Portrush and
Newcasiie

Mrs G Shials, 76 Woodland Park, Kilvea, County Londandarry
BTS1 554 Tel: 1012665 40283

-—
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