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1995 has besn yet anbiher year of
achievementforthe Haemophilia Society:
Our-services 1o members are growing,
with more people than ever-attending our
Haemophilia- Day™ and “Hepatitis Day”

meetings. We are giving more and more
information.and advice In answer 1o
telephone enquiries to the national office,
Qur research activities have increased,
particularly in the important area. of
Hepatitis:'C. Our lobbying and campaign-
ing have helped to maintain standards of

martin Europe and world-wide and have
established a twinning link. with' our
Russian counterparts, These are but a
few examples which show the level of
activity of our Society.

None of this would have been possible
without widespread support. To everyone

n Editor Andy Cowe

who -has  donated funds, wheéther by
personal gift, fund-raising -events, or
corporate sponsorship, we say thank you
foryour generosity. Yourhelp hasmade'a
differénce; To those who Have giventheir
time and used their knowledge and skill in
local 'groups, at national meetings of in
writing for our publications we say thank
you for your dedication-and enthusiasm.,

In"the course of the year we have said
farewsll to some staff and. welcomer

office and they and all their staff deserve
our heartfelt thanks for thelr commitment,
guidance and.expertise,

To  everyone -associated with  the
Haamophilia Society we send.every.good
wish for 1996,

i

Haemophi
Publivationy

The Saciety produces the range of books,
hooklets and leaflets listed below to help
people with -haemophilia.

# Introduction to Haemophilia
& Joint Care and Exercises

# The Essentials of Haemophilia Care

Teaching Children with Bleeding
Disorders

g 3

Haemophilia and Hepatitis C

Children's Haemophilia Book
s Willmaking guide
NHSME Patient Perspective Booklet

#

s Pastcopies of the Bulletin
Bervines

The Society works to-help people with
haemophilia from its national office and

Publications and Services available from the

lia Society

s information and help with benefits, in
particular Disability Living Allowance

s Hardship grants

% Armourpage service

# Caravan Holidays

¥ Adventure Holidays for children

@ Fund-raising support

& Assistance with media enguiries

# Information on treatments and blood
products

% Travelinsurance agdvice

& Information -on travel regulations/
restrictions

@ Haemophilia Days

. One-off ineetings on specific issues,
sueh as hepatitis,

For further information about the above

We welcome reproduction of |

We extend our grateful thanks to the
Bio Products Laboratory whe have
kindly donadted @ sum to pay for the
publication of this edition of the
Bulletin,
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from Wovember 151

Recombinant factor VIIL s not classed
as a blood product because itis not
derived from - human - plasma, 50
Customs and Excise have decided that
itis Hable for VAT at 17.5%.

Just before the-budget the Society
wrote-an open lettertothe Chancellor,
Kenmeth:Clarke; asking him to reverse

The Spetety hag been pushing bavd to persuade Custorns and Evicise to
pevprea - ite recent dedision to bmpose VAT bu detbbinant Tactor Wi

this decision as it pushes the cost of
recombinant factor VI -out of the
reach of treatmentcentres,

“We will continue to.press Customs
and - Excise con this issue,” said
Graham - Barker, Society Director of
Services, “Recombinant products are
freefromthe risk of blood-borne:viral

transmigsion.and so the Society would
prefer all' people with haemophilia to
bhe treated  with - these products,
particulariy children. We Tear that the
imposition of VAT onithese products
which ‘are - already expensive will
miean that children will not receive
access tothen,

“We hope, that - with . continued
pressure-from: the Society, Gustoms
and Excise will reverse their decision,”

NR

HEPATITIS C LEGAL NOTES AVAILABLE

The -Haemophilla Saciety has avails
able, on reauest solicitor's
the wmm%mm% Bt mmd‘ﬂg s
memibers suceesstulalaim formedi-
cal g”ugg%@mmcﬁ after infectorwith hap:
atitis Co This member heg kindly
agreed to share her espiriences with
other peoplawho may beconsidering
litigation,

Pleage contact the Soclety IF wou
swould likéoa coby-of the notes,

Welhiave hada
achvice -andg

rraber of reguests for
informstion about el
o We - are sware that Hoisofen

different, Wis hoped thatthese notes
m vy halp mg ple-toreach & decision
shoutwhethaorornot o proceed,

Wsz% also know that some people are

If”pémg iold thelr hepatitls © results,
?w Soclety ff»fm i e st
mmmr:f el mwwdw 1 :
acdvi bt tw time lmite vibich
wmly tomuch amzw 15, The "f;iémw‘mg
drivice bas been sourced Tromos firm
ol soticitors,

o

TRy ey a
Tinlured” ag

gerson Hes - been
a-result ol rmedicl negli-
e nade

pletely unaware ol beimg infected at
that tme, o suth oeses, the three vear
fime periog doas Bot if}mm wntitthe
date they first became aware that they
have been n a. Thigwill usuglly
et g person g tntormen e
posihive test regult”,

individusls sopesrped can contant-a
mwwwwm Z’(“}W}é( wThe Society has
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sormgexperiance of dealing with vases
iethin srea.

it you Have exberie

ithin *mzw W
muw

ditficult for wmm to make & dedision
arithe basis ol Hmited exterionce of
legalmatisrs Although every case 18

The chanoes will ramove the bulk testing and processing

functions from five regional centres: Lancaster, Oxford,
Cambridge, Liverpool and Plymouthi, Also the admcmstra~
tive functions of the 13 existing regional centres will be
concentrated into three zonal centres, based in Bristol,
Leeds and London. These changes are expected to lead to a
reduction in staffing levels of around seven per cent over
the next three vears - approximately 300 posts,

The Secretary of State also announced a new Blood
Donor's Charter and National User Group. The Charter sets
standards of what donors can expect, shorter waiting times

qmw thgfe-a glal

o tha arother

(e thedate ot infection w;m
“scm;rm’tﬂm O Most paople Bre

10spitals by 1t will be ch rmi by
Pmmmm Edward  Gordon-Smith, professaor | of
Haematology at 5t George's Hospital in London.

In addition, Mr Dorrell announced that a new national com-
puter systermn will be introduced to allow blood stocks to be
managed on a national basis. Mr Dorrell also pointed out
that the blood authority is increasing the resources it come
mits to tesearch and development. It has appointed a
national co-ordinator for Research and Development and is
developing centres of research excellence at Cambridge
and Bristol
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The Haemophilia Society has pro-
duced a revised policy towards
blood products. The new policy
states:

® itis the policy of the Haemophilia
Saciety that blood products used in
the - treatment of  haemeophilia
throughoutithe United Kingdom must
‘ ntaminati

8
techinigues:

® Theoption-of prophylactic treat
ment should be available to all with
haemophilia. 1t is the treatment of
choice - for c¢hildren, and must be

considered for older patients when

by alt

clinically indicated.

® Al peoplewith hagmaophilia should
have the opportunity to-use recombi-
nant ‘products, In - the interim, only
high purity products should be used
and in the case of people who are HIV
positive, monoclonal products shiould

. Lyup p P

of avaluntary based system-of blood
donation within the UK. The Society
supports the principle of self sufficien-
ey in blood products as defined by the
UK ‘government: namely that self:

sufficlency means that supplies of
domestically sourced blood products
should be sufficient, both inrange and
guantity, to meet the needs of all
patients forwhom they are clinically
indicated.

® Financial constraints should not be
a Hmiting factor dn.achieving any
of these objectives,

h omb
ting factors, it demonstrates a.firm
commitment tothe use of the safest
products possible, and that prophylax-
is should be available 1o all, especially
to children,

4 -The Bulletin-~ December 1995
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OPENING OF CANTERBURY _ BIRCHGROVE
HAEMOPHILIA CENTRE = COMPLEMENTARY

THERAPY
WEEKEND

The Birchgrove Group successfully
held a Complementary Therapy
Weekend for those affected with
haemophilia and HIV. The weekend
mak mmm on the mn amt Mth of

GRO-D some of the many therapies that were
on offer.

These  included  aromatherapy,
amorali, partial massage, spiritual
healing, hypnotherapy, Alexander
technigue,  shiatsu, relaxation
massage, homeopathy and sessions
an positive thinking and long term
survival,

Owverall the opportunity to meset
peaple and to discuss issues and
problems was a valuable activity that
was enjoyved by all those who
atlended the weekend,

The new Haemophitia Certre in Canterbury was formally opened by Her Hoval

Highness the Duchess ol Kent on 19 September. The Duchess was ghverna tour of

the new centre-and laboratory by the Divector, Dr Wimk W fAler, ant saw o many

exhibits and demonstrations organised by the voung children with-baemophilia
who attend the centre.

NR
NR
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Long Term Survival

Thee tong term effects of HIV onindi-
viduals wha are long term survivors of
this virug, are relatively unexplored,
Onee. again.  many - people . with
haemophilia are boldly going where
nosone alse has gone before,

People who have coped with melr MV
it la

Ten yearsafter infection you: begin to
think “Why ami: L alive, when somany
others have died? Maybe | have to be
next, it has to be my turn soont With
so many. people with haemophilia
having died it'sinevitable that HIV will
getme nextl”

These  disturbing thoughts and
feelings can beginto surface forlong
term survivors because of the time
factor, ten years ¢an give you along
Himetothinkl Obviously, not all long
term survivors react inthe same way.
Some people experience extreme and
continued concern-about their health,
sven-though they may not have devel-
oped. new symploms ‘or had a
decrease in their general well:being.
Some people experience a graduoal
antl recurring depression that demoti-
wvates and disables them, there are so
few encouragements 1o survive, so
little good news in a wealth of grim
statistics. Some people are forced
back into denying that HIV s present
intheir system, a denial of their health
situation which at other times they
have fought tounderstand,

For many people the overall progres
sion.of HIV-disease appears to lead to
a-reduction in their energy. People
who felt able to undertake. jobs,
families and normal. lives become
increasingly limited in'the amount of
stamina and fitness available to them.

“Yjust cant doit any mar
lvkoa a mmk which'is $[?

At'sometimeinthe
disease, long term sivivo

make changes to their lives which'they

feelreflect the situation that they are
in. People often reduce or give up
work, this of course not only has finan-
clal implications but has @ great signif-
icance to a person’s overall state of
mingd. Others can create dramatic
changes within relationships ~with
family or friends and this is often
eatastmph cforpeople’sability 1o lead
a-stable stress-free life,

i s S —— T M—

& TheBulletin - Deceémber 1995

Long termosurvivors often begin to
need increased support, whether from
health - -professionals, - therapists,
friends orfamily, Thereasons foithis
increasing dependafee and lack of
ability d@re difficult to pinpoint It may
be physical, die to the increased viral
load in. a parsa:ms system, -a. slow

ating general higalth and

problems, AlIDS rélated ilinesses and a
physical and psychological situation
which it may not be possible to recov-
ar from. Because iliness has not
become a problem for those with HIV
in the early years, il does not mean
that health care and support from
one's family and community is not
necessary for actual moments of
crisis,

Shared Rights ﬁ%%mm@%
Respaonsibilitie

Thiswear s theme for World AIDS day
sounds like comman sense. The rights
and responsibilities of the HIV com-
mianity and the rights and responsaibili:
ties ol the wider society balanced
together Bul perhaps there (s a darker
message beneath the slogan.

Many members of the World Health
Organisation were very keen on this
particular World AIDS day thems,
Thejr countries are facing an AIDS
crisis, populations ~devastated by
AlIDS, whole communities where the
problem is so endeimic that survival,
rather than good health'becomes the
priority.

The solution to the crisis is to ensure
that those affected bear the responsi-

~The belief is'that ag lohg ds those who

are HIV positive “keep. it to them-
selves” then there will be no problem.
We should all be able to see the sense
i this argument. It s attractive
because of its simplicity and direct-
ness. But life is never simple, and sex-
wal politics are seldomdirect.

The rights and responsibilities of HIV
are notshared equally. If you are not
HIV positive then the message is clear.

Youhave a responsibility to protect
yourself and vou have aright notto
exercise this responsibility. Whether
it's frue fove or a onenight stand - your
responsibilityis to look after vourself
and yourright is not to bother;

But if vou are HIV positive can the

same message. be shared? "Your

responsibility-is to look after yourself
iqht i

risk tonsociaty. It saunds ke this
parson-should be locked wp pretty
rapidiyb-And in some countries that's
what they do.

You know your rights, you have the
right to remain silent, anything you
say will be taken dewn and used in
evidence against youl™ | canhearthe
crash of the cell doorslamming, the
distant sound of the key clattering
between thegrating of a drain.

In our-society, rights for positive
people are questionable concepts. If
yvou are sacked because you have HIV
=yourhave no rights, if vouare refused
treatment by a dentist - you have no
rights, if vou are refused a mortgage
or a loan - you have no rights,

But-youdo have aresponsibility to tell
the person you want to have sex with,
“By the way, before you gst foo
excited, I “thought I should just
mention that 've got HIV." You do
have a respensibility totell nurse who
is going to take blood, “Dén't you
think you should be wearing gloves?
After all one ofus might be positive!”

Society cannot share the realities of
HIM and AIDS. These supposed rights
and  responsibilities are " different
concepts depending onwhich side of
the divide you stand. Bupthose with
thevirus do have 3 responsibility.to he
he changing world in which

by has the right to be safe. Unlike
wresponsibilities which: often: arrive
unbsddan rights need to-be worked
for, The right of those with HIV to be
egual members inan.open society is a
very distant goal, but itis perhaps.an
idealwhich we should all share.
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In the absence of ralevant meadical
problems each child with haemophilia
or-similar bleeding disorder should
have recelved the followihg vaccinesi:

By 6 months: 3 doses of -DTP
{Diphtheria, Tetanus &
Whooping colgh)
< Hib thaemophilus b)

“polio
= hepatitis B

By 15 months:

MMRB imeasies/mumps/rubella)

By schiool entry:
th D

girls {if missed MMR)

Before leaving school:
Bth polio, diphtheria
and tetanus (DTP)
Adults
Mon-immune women:
rubella
Unimmunized individuals:
polio, tetanus, hepatitis A*

¥ depends on local policy
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GENETICALLY-ENGINEERED FACTOR IX

by Dr Paul Giangrande, Oxford Haemophilia Centre

Ower the last ten years or so, advances in genelic engineering have pers
mitted the production of g number of human proteins incultured animal
or-bacterial cells, The Hirst such example was a genetically-engineered

{(“recombinant”) formiof insuling first introduced in 1982 and now used by 9 : ing eplsod nd will be
many diabetics in developed countries. The isolation of the human gene olowed up-regul f o Cpsrind of
encoding factor VIILin 1984 led 1o the development of genetically engi- nany L example, be
neered factor VU for clinical use In people with haemophilia A ten vears ntto mm itor th

later. The theoretical advantages of genetically-engineered products are Wmm“‘;“” gi b "g e zé{ i
fmm?m from the risk of transimission of humanviral disorders and the ug_ mfmm?m a‘{mim ;‘é o r;q g;f" cf’ dgm
promise of unlimited supplies. Al e R

Institute dn e United’ States, and g0 ol human plasmasdedved albumin, This
undargaing: colinfeal tialsin sevaral - hasito-be added tothe fnal praparation
centresin Eurcpe and the United: blates, I ovder 1o-stabilise the factor VI, which:  There are approximately- 1,100 people
) o : ; would tnot-last very lorg on- theshelt . krown tohave haemophilia: B (Chiistmas
The: principles:invaolved inthe mam zim, withaul a slabiliver. disease) inthe United Kingdom, Most-of
ture-of gen ‘ these already recelve a -high-purity,

& By cantrast factor X appears 1obe &0 plasma.derived factor 19X concentrate
factor VI products, The 2‘me miueh more stab

, ‘ : i le-molecdle, and.does - pather than the. intermediate-putity
gene is located on the X-chramosome, - not require the addition of albumin or any' . equivalent. The extent to which geneti-
one-ol 23 palred chrom meach . othersimilarproduct as a stabiliser. The N

hrpancell. Research works
argaf Gernelics Instiule sug-
ceeded . inintroducing ‘ehﬁm
humsn gene intoan
well derved from
kidneys. These in
cells can fve and multiply
guite happily -t they -are
growrina diguid: medium
kepl at- 3750 and fed with
appropriate nutrients, @
thiey secrete facior 1
the Houid inowhich they are
growing. The plclure shows
arge-sle ‘wtf insidethe
itite pmm st
ouls mae Bostornin which the
calls areoulivated,

The whale protess s & bit
like brawing, with live veast
cells kept alive. inlarge vabs,
Iy the final process, the fac-
lor BX secreled by the cells in
the containers hasto e @xtramad from . complete tack of any human protein'in
the fluid-medium, This is:achieved by, the final product implies an even greater
chromalography with monoclonal anti- fmergin. ol salely as regards. risk of - U0
bodiss, inwhich the fhaid is drained vubof - transmission of human viral infections. such faclor. G ) .

X tor Vil costs iy M %wzm He rm
the vats and passed down columns

toh. i Fator After testing in animals, studies in people,  intermediate-purity factor VIIL. This gap
wihiich bl only ghe fastor IX b et o ¢ eop: wrim Mm boan wi dmea o W Hhia Taeent

ally-engingered factor DCwill eventually
be used frthis mmtw will depend on
many faciors. Tnevitabl y wm il tm wm&

ar

mantnm Emtemm'fm mlmmmmgmuw% sircutation) of the genetically W**@WV%V&‘W hmmmm lia and Wimm dimrdwm wil
have confirmed that the factor IX secret- ~ product with the usual plasma-de now be taxed i this way, Including ihe
ad by the hamster kidney vells containing ese proved 1o.be iden

the human gene i dantical in every way ‘
o the natural buman proteln,

e attor X as
dor VL ang recombis
rireatent of those

s pontrolled st as well !
e withy inhibitory hodies

The Heuid bs J Sl B { wolld be - expe with  oonvent
the factor Zf el into a whiie : facior DUgoneentia e next step
formm. so o i
haemophilia; ”E“
W:m wWateran i
Wis FLE fror f Fily o8 ¢ mr ,w:%

j Christrmas

Footnote: Those with an i
pomputers and ancess |

wigh page on ilpswww geneting cot n
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SOUTHERN A H PSHIRE TRIPS TO BPL
Y

by Southern Group Vice Chalrman Richard Haynes

GRO-D

NR

Collowing dntetest gl o AU
tast venr aonl the sondern aliout
hie sefety of Blopd produets, the
Southern Uroup nrrangod avisll
- BPL b the s vl allow oy
bacel - tamilien > S hulng o oweith
heemophilis and losal medical
sholl Ao swe Lo themaslves the
crndions vnder wliieh the loctor
producty ary made;

Hemeed st froet lavieg @ v provided o
i ‘ Yhe whilidien (alt

‘ i
bl b Bt and e e siews: o1
ate-ped pames ol theln blood

el
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THE EUROPEAN HAEMOPHILIA
CONSORTIUM MEETING

Each yvear, all the haemophilia societies in Europe get together at the
annusl meeting of the European Haemophilia Consortivm (EHC). This
year, for the first time, the UK Haemophilia Society hosted this meating
in Ogtober at the Novotel, near Heathrow, and by common consent it

was a great success.

This is a greal opportunity 1o share
exwperiences in the legistative finlds,
new developgmants in treatments and
produets campalgns and just to share

South, Russioin the:East, B
the North. and Treland. in the West,
These mestings are particularly useful
forthose delegates from the former
easterr-blog, wherg treatmient provi-
sion g still very poorornon-existent
This meeting gives them:the:chanee 1o
rmgethaemophilia treaters and others
who have had 1o deal with similar
problems to the ones-they are facing.

The meeting ran from Friday night fo
Sunday funchtime with 2 very Tull
sehedule of presentations and discus-
sians, onsuchlopicsas prophylaxis
arnbcontinuous infusion, parvo virus

waden in.

and Creutzteld Jacob Disedse, product
safety, and " employment - and
haegmophilia. On the Friday afternoon
we organised a visit for someof the

to reneive:gome much needed treal

mgnt. Our gratefol thanks to alk at'the
centre forthelr help!

owiag notall work however. At-the
Saturday night dinher, the delegates
were entertainegd by the "Stockyard
Stompers™a20s stleJazz band, and
ori the Sunday afterthe mesting fin-
ished, we arranged a sightseeing trip
around central-London. There s no
doubt-that the meeting was of great
benefit toall the countiies who attend-
gd, as well as being enjoyable, 1F bard,
Work,

8 -

NR

NR
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HEPATITIS

The format of the hepatitis meats
irgs that  have  been  held  in
various locations throughout the
country has proved to be wery

sucresstal
Blve rsel {H:}(; veere eld e 1008
Cardi {’f, o} V{-ﬁ;?y@f}g 15 v, Beliast

and Londoi, the most recent being at
London o Movern 1 The flst

four- meestings were sl -held o the
evening. They comprised & pr %‘“wmw
oo from s %‘ww specis 8 ;
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fromethe audi s anel a buft
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diseugs the presentabon.
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The Bt meeting, which was
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BT

b iy i}r Wary Cahitl from the Boyal

uzicmn fospital and inoluded hepati
tis from the pErSpE tf'm ot Hasmophil-

taiconsuttent Dr Chris-Ludlami of the

Hoyal datirmary of Edinburah s
frof lwer speclalist D Mol Bhim

Wong-of Addenbrookes Hospital in
Cambridge. Bpecialths e e
PreWorg forstepping gt very short
notice.

“Bdbof i:ﬁ”n: migetin
thefactt
seafor mm raation
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HEPATITIS C BOOKLET

People wanting to know more about
hepatitis C should remember that the
Society has an information booklet
available on the subject. you would
like a copy please call Tom Bradley at
the national office,

MANOR HOUSE GROUP

The Manor House Group now has a
PO Box for correspondence, People
wishing to contact:the Manor House
Group - should write ‘to: The Manor
House Group, PO Box 128, Nantwich
CW58PO.

NR
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THE THANKSGIVING SERVICE
- A REFLECTION

On Saturday 28th October 1995 | attended the Society’'s annual
service at St Botolph's without Bishopgate in London. |1 was
there, not as a grieving parent, partner, carer or medic but as
one who had lost many colleagues over the year.

Lam g person with haemophilia aged
47 “and attend -one of the nation's
AV have been a patient

averthat

largest z::esntrm,

months side by side with other people
with haemaophilia onithe wards. When
youare next to someone all day and
talk to them for hours on-end you get
to know therm very well indeed. Unlike
many-other ilinessed, with-haemophil-
la,-hospitalisation. 15 pot a one off
apisode, but a life long relationship
with medics and other patients,

Then, come the 1980s, vou realise that
due to HIV there-are not so many
around of those that you had known

forall those many years.,

hay are.nol?

~We are all very fortunate in our

Chairman; the Rev Prebendary Alan
Tanner- his faith, perception and-sin-
cerity @t that service was a cormfort to
rme and Lam sure to everyone present.

The hymns, readings and -anthem:

were uplifting. To nmie It helped to
remember those who areg no longer
with us and to explain why,

A particularly poignant part of the

sirvice was when everyone. was

cand then-
less and less. Why. am i m:m hare and

. anx ieties and qummmma

invited to write names, messages and
personal thoughts on cdrds provided
and place these; in-confidence; in
a basket onthe altar,

Astime moves on D find myc;aif writing
& longer fist each year - 1985 saw 10
names onmy card. .

Hoyouhave:
service:an
that it is

Arextract from the reading, for me
surris it all up:

“I have seen death top often to believe
in‘death
“Iis notan ending but @ withdrawal.”

it we hang on to that then there s
hope.
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