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HEPATITIS C - A CAUSE FOR
CONCERN ? by Society Vice Chairman Simon Taylor

For many yvears, certainly since the use of
factor concentrates became widespread in
the 1970s, it has been well known that there
were risks of the transmission of various
different types of hepatitis. The most
commmon of these, as far as haemophilia is
concerned, was known for many years as

"non A non B hepatitis

. 50 called because no

specific test was available. Over the last few
years the virus has been identified and it is
now known as hepatitis © virus or HCV, and a
test has become available.

It is now clear, with the
advent of this test, that
virtually everyone who has
been treated with clotting
factor concentrates, prior to
the introduction of
processes such as heat
treatment to destroy virus-
es in the mid 1980’s, will
have come into contact
with the hepatitis C virus.
Since 1986, all clotting
factor concentrates should
not have transmitted HCV
and so only those treated
after this date, such as
small ¢hildren, should not
be at.any risk.

In many cases, people will
have been infected for
many years, possibly up to
25 or more, without
noticing it and without
suffering any ill effects to
date. In a minority of cases,
people are suffering from
liver damage, and suffering
a range of health problems
as a result.

The Haemophilia Society is
following developments in
hepatitis closely, liaising
with our medical advisers
and encouraging the
provision of more informa-
tion and research. On
Saturday 12 March, the
Society held the first of
what may be a series of
meetings devoted to
hepatitis. Dr Christine Lee
from the Royal Free

Hospital, gave a talk and
answered questions on
the issue. In addition the
Society has published a
booklet on hepatitis which
is freely available by
contacting the Society's
office.

The implications of
hepatitis are not at this
stage fully known, indeed
one of the biggest
problems we face is a lack
of scientific and medical
knowledge on the subject.
Assummary of some of the
issues raised atthe
meeting follows, and may
help to act.as a check-list
in seeking further
information from your
own centre.

@ Everyone treated
before 1985/6 will prob-
ably have been in con-
tact with the hepatitis C
virus;

@ Al clotting factorcon-
centrates now in use in
the UK are subject to
rigorous anti-viral
treatments and blood
donations are screened
for HCV, so it is most
unlikely that any new
cases should have
taken place in the last
8/9 years;

@ All patients’ HCV.
status should be
regularly monitored by
their centre;

@ The great majority of
people who have been
infected have had the
virus for about 15 years
and are well;

@ Current thinking isthat
the majority of people
will remain well, about
10% may progress 1o
serious liver damage
over 20 years;

@ Treatment by the use of
Interferon is a possibili-
ty, and is being further
investigated;

@ There is no vaccine yet
available;

@ Hepatitis Cis very
difficult to catch or
transmit, and house-
hold contact is perfectly
safe;

@ Sexual transmission is
very rare, but theoreti-
cally possible, and
should be discussed
with your centres;

@® Alcohol use should be
avoided, or at least
reduced.

In most cases, HCV need
not be a cause of
immediate concern, but it
is important that you
discuss your own

situation with your centre,
and that this is kept under
review over the years. The
Society will pass on new
information as it becomes
available and the Society’s
booklet is available and
will be updated as
required.
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THE CHALLENGING WORLD OF HAEMOPHILIA
by Andy Cowe, Editor of The Bulletin
A glance through the contents of this Bulletin illustrates

how lively and challenging the world of haemophilia is and
how active the Haemophilia Society is.

The issue of hepatitis.C
presents us with many
unanswered gquestions.
There are many different
views about the severity
of the problem, The
Society’s intention is not

to spread fear and alarm.

We seek to ensuire that
the debate is properly
informed, Our readers
must be provided with
the information that is
essential to making
decisions about our
health and welfare.

The benefits and
opportunities offered by
the science of genetics
are stimulating much
interest. Knowledge in
this area is of immediate

relevance to those who
may.- be carriers of
haemophilia. The
treatment possibilities
offered by genetic
engineering are exciting.
We shall report on the
latest: news in the next
Bulletin, following papers
to be presented at the
World Federation of
Hemophilia Congress in
Mexico.

We report on successes
within the Haemophilia
Society itself. Our Annual
Report gives us reassur-
ing news about our finan-
cial position, We have
had great success with
our Haemophilia Days ~
bringing the Society and

experts in haemophilia to
members in different
parts of the country. Qur
survey of members’
needs provides us with a
clear indication of how
we should develop our
services, Our new- staff
are in post and building a
sound foundation for
progress.

The Haemophilia Society
has a vital role to playin
a'world full of changes. It
is a dynamic organisation
with opportunities for all
our readers and support-
ersto contribute to our
future. Please help us to
achieve ouraim - improv-
ing the guality of life for
people with haemophilia.

Bulletin do not necessarily |
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DAVID WATTERS

The appointment of David Watters as a
full-time Exscutive Officer of the Bociety
marked a turning point in the organisa-
tion and administration of our work.

Up to then, we had the
benefit of a conscientious,
part-time secretary who
coped valiantly in
managing the office and
the substantial corres-
pondence which came in
each day. Members of the
Exgcutive Committee-and
other voluntgers gave:
much.of their own spare
time to maintaining
contacts with members
and giving advice and
support to people with
haermophilia and their
families.

The arrival of David
Watters led to a transfor-
mation in the office proce-
dures and in our relation-
ship-with all concerned
with the Society’s affairs.
For the first time, we had
someone in the office
throughout the whole of
the day and the person
concerned was not only
able to devote all his time
to Society affairs buthe
brought to-ita high
degree of professionalism
and the experience of his
previous work.

| first heard of David
Watters in the 18970's
when he was Director of
Girls Alone in:.London
Service (GALS), a charity
formed to help girls
arriving in London.who
were at risk amongst all
the uncertainties of the
Metropolis. He was intro-
duced to me as the one
who realised that boys as
well as girls were in need
of support and he was
responsible for extending
the organisation to care
forthem as well, “GALS”
became “ALS"” and David
had made his markl

His previous experience
had been with a Lay
Training Centre in the
Church of Scotland, as a
Social Worker at.St
Martin-in-the-Fields and
with a housing advice
organisation for single
people and childless
couples in London.

When David applied for
the appointment with the
Society he was the obvi-
ous-candidate among
those who were recom-

mended. His references
were outstanding and all
who knew him thought he
would tackle the appoint-
ment with enthusiasm,
dedication and efficiency.
They were not mistaken.

However, his introduction
to the Society was treated
cautiously. Some thought
that the appointment of a
professional administrator
woauld interfere with the
warm, personal relation-
ship which the officers and
Executive Committee had
with members of the
Society and particularly
with the Groups which
were spread throughout
the country. The archives
will show that sustained
discussion turned on the
title to be given tothis
professional personwho
was to come among us;
the degree of apprehen-
sion may be discerned by
the rejection of such titles
as Administrator, Director
or even General Secretary.
We settled for “Co-
ordinator” and such was
his job specification when
he arrived; he was 1o co-
ardinate the activities of
the volunteers butnotto
dictate, reorganise, admin-
ister or pressurise us |

Experience

The development of the
Society from that day to
this is a testimony to the
skill, experience and
competence of David
Watters in building on the
foundation set down in
the formative years and to
his patience and sensitivi-
ty in personal relation-
ships by which he earned
the.confidence and
support of those with
whom he worked.

David applied himself
immediately to establish-
ing a firm financial basis
and his success in this
endeavour is seen.inthe
improvement of the
annual income from
£25,000. to £600,000.
within ten years. He
showed particular gifts in
strengthening the admin-
istration of our organisa-
tion, introducing us to

strategic planning and a
formal management and
staffing structure which is
subject to regular review.

There is no doubt that
David's “finest hour’ and
greatest achievement was
in bringing 1o a conclusion
the campaign for
recompense for people
with haemophilia affected
by HIV infection through
the use of blood products
supplied by the National
Health Service. In this
campaign he worked
tirelessly; he established
close contacts with
members of both Houses
of Parliament and waited
tenaciously onthe
Government officers
concerned. He was
pursued relentlessly by
television interviewers
and newspaper
correspondents and, in the
end, his efforts and those
who worked with him
were rewarded by the
original grant from the
Government which led to
the formation of the
Macfarlane Trust.

This record of David's
achievements would not
be complete without
reference to-his member-
ship of the European
Haemophilia Consortium
and his commitment to
the World Federation of
Hemaophilia. Nor should
we overlook the fact that
he continued to have con-
siderable outside commit-
ments in serving the com-
munity as a.Justice of the
Peace, Chairman of Social
Security Appeal Tribunals
and a Church Warden of
his parish church.

Success

However, apart from this
distinguished list of
successes in

- The Chairman writes of years of devoted
service from 1981 - 1993

administration, communi-
cations and campaigning,
|- pay tribute especially to
his underlying concern for
the people with
haemophilia and their
families whom we serve.

| know that David has
formed an extraordinarily
wide circle of friends in
the Groups, the Centres
and among the families
who have looked to him
foradvice and | continue
to admire the personal
attention he has given to
them. He was among the
first 1o recognise the
comfort-which could be
given to peoplein our
Annual Service of
Thanksgiving and
Remembrance and | shall
always be grateful to him
forthat.

Dedicated

All his friends will be
delighted to know that he
is now well settled in his
new work in the Primary
Immunodeficiency
Association, an organisa-
tion which is insome
respects similarto our
own, It was providential
that the appointment
becarne available at the
time he moved from the
Society so, asthey say,
“our loss is their gain”!

Many people.would like to
contribute towards a pre-
sentation for David. | shall
be pleased to receive con-
tributions marked “David
Watter's Presentation”
addressed to me at the
national office.

GRO-C

The Rev Preb
Alan Tanner
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Baswoe yeors age | was privileged to read the
iy of o man with severs haernophilia wheo
Traned livead B the last century. Crippled with
arthritia by early sdult life he was forced 1o
winrle manually to provide for his large famiily.

Wbveny Dlemdds wors |

el his sons

oobe hivey o weork bylog on a hand-cart. In those
dlays thers was o treatonent and no welfare

I

stabe, o for

It is salutary to think that
thisstory probably still
describes a usual way of
life for. most of the world's
adults with haemophilia. *
Those:whao live in
davelopad countries with
aceess to traatment.grow
up with a distinct advan-
tage. Contemporary
therapy should ensure the
loss.of little(if any)
schooling, and few
carears are closed 1o
those with haemophilia.

The Restrictions

Let's get the really unsuit-
able careers out of the
way first. They are few,
and thereasons for not
considering someons
with haemophilia for them
are pretty obvious. These
jobs include the armed
forces and the emergency
services. In addition, jobs
which involve travelling or
tiving in parts of the world
remote from treatment
facilities are usually out. |
say "usually” because |
know people with
haemophilia who have
not diselosed their
bleeding disorderwhen
applying for such jobs.
Most of those with a mild
reduction of clotting factor
get away with it. Those
whose haemophilia is
dependent on replace-
ment therapy with factor
Vill or IX do not. Intrying
10 hide the diagnosis they
may put both themselves
and others at congiderable
risk. After all, is' it really
brave and can'it be
sensible.to engage.in a
hazardous job which
involvas cloge taamwaork
in extreme conditions if
you have savere
hasmophilia?

If a youngstar sets his
heart on joining the
diplomatic service, or on
becoming a fireman, the
family should discuss the
choices with-his doctor,
There are exceptions to
every rule but in these
cases it is always best to
tell the truth about the

o wwesst e
diagnosis, and back it up
with sensible opinion and
medical fact.

The importance of
an Acciirate
Diagnosis

An acourate knowledge of
the diagnosis and its
severity can be-crucial
when deciding on a
career, Someone with
mild haemophilia or von
Willebrand's syndrome
can expect to compete on
an enual footing with
those without a bleeding
disorder. Someone with
severe hasmophilia who
has a high titre inhibitor or
arthritis will usually
{there’s that word again!)
find his horizons more
restricted,

It may also becrucial 1o be
abie to describe what your
diagnosis means when
you ga for interview or
talk to workmates. As we
sald in & booklet about
employment, published in
1980,% “Most employers
and colleagues at work
tend to be very helpful
once they really under-
stand what haemophilia
is, and seeing how well
you cope with it will
probably win their
admiration”.

Also be prepared to deal
with guestions relating to
AIDS, As a resultof all the
publicity members of the
general public may think
that hasmophilia and
AIDS are synonymous. If
you don't feel like
indulging their.curiosity
just.say that it has nothing
to do.with yau - your
haemophilia is treated
with safe products,
Whathar you are infacted
ar notia of no.gignificance
1o them, and vois have the
right not 1o disclose your
HIV antibody status to
anyone,

The ldeal Job

Given the chance the
average young man
would like to work on a
sundrenched beach with

- by Dr Peter Jones, Director, Newcast

unlimited access to girls,
money-and free time.
Come to think of it, the
average old man would
too. But life is not (usual-
ly)} like that, So hera'is a
description of the ideal job
for someona with savere
haemaphilia:

Hh weomadeh snfory wierk;

e wyvspphonper vieotsld
o of the
haennophilis and bave
aceuvate and -t
date fnformation
abowt the employee's
disorder;

There wwould be an
arangement to pro-
wide covey during
unavoidable absenon;
Facilities for efficient
aril speedy regiment
shoudel be near at
Tvasiel;

The jobr shoutd not
irvwobye weork likely to
Pt ey sheadn on
ks and
ivemidature, snd
ahowld be in s warm,
diry envirpnment if the
sviplopes T chronio
arthritis;

The job should allow
rovETeny aned pk
confiee the employee
to-bong periods of sit
e or standing in one
position;

The rates of pay and
corditions of serivice
should be the same as
those for non-atfected
oy e,

Careers Guidance

All schools have teachers
with experience. in
advising hoys about their
future cargers. Two
important points need to
ba made about the boy:
with hagmophilia, First;
parants should maké sure
that this advice is not
coloured by miscorcep-
tions about the bleeding
disorder. Second, advice
should be sought early. If
necessary either a letter or
avisit from a member of
staff at the haemophilia
centre should be

requested. The careers
teacher then has.up-todate
information about
haemophilia and an
individual boy's prospacts
for his future,

Early advice.should be
broadly baged, leaving as
many-nptions as pogsible
opan. Thasa shoutld ba
explored hefare
narrowing down the field
at the time of competitive
exams. Take advantage of
work experience schemes,
Ask relatives and friends
to introguce your son to
theirwork, Encourage him
but don’t push him.
Explaining the-advantages
of staying on at school or
college in order to get as
many gqualifications as
possible can be difficult. it
is sometimes hard to
appregciate how friuch
easier itwill be to land a
decent jobin the future if
he has better qualifica-
tions than the opposition,
if he sees his friends
earning and living ‘adult’
lives outside the strictures
offormal education,
Diimability

In the United Kingdom
anyone who is substan-
tially handicapped whan it
comes to getting a job
may apply 10 be included
ina Register of Disabled
Persons. In our experignce
such anapplication carries
little benefit. After all, the
employment of both
disabled and able-bodied
people is governed by the
economic rules of supply
and demand,

However, the government
has just launched a new
‘Aceass to Work' pro-
gramme 1o help disabled
penple compete for jobs.
on an agual basis, A leaflet
is available from local
Jobcantres, or by ‘phoning
free on 0800 567 667.

Should an
Emptoyer Know?
The buck stops with the
man.with haemophilia. It

is upto him whether or
not he discloses his bleed-

ing disorder, and that can
bea very difficult decision
to make. In general, my
advice is to tell the truth,
Be honest and explain
how aasy it is to control
bleads with self injaction,
Tall employars that they
can expact a good work
racord, Emphasise that
your hagmophilia and its
control will not be a threat
to anyone else atwork,
Show-how unspectacular
and matter-of-fact
haernophilia is when
properly managed.

The guestion of disclosure
is likely to arise for the first
time when applying fora
job, or for a place in.col-
lege or university, Here
my advice is notto dis-
close the disghosis early
in the selection procedure.
Let people judge your
application on its merits,
You will have worked hard
o prepare for selection,
The decision to offeryou a
place should depend on
how you compare with the
other-applicants interms
of the requirerments forthe
post, and noton your
haemophilia.

Wait until you have been
offered the job before
merntioning the diagnosis.
Be prepared to fill in
details for medical or per-
sonnel officers, to answer
guestions and to back up
your-inforrmation by call-
ing on the expertise avail-
able 1 you atyour
haemophilia centra.
Remember that employers
have aduty in law not to
endangerthe health and
safaty of their employees,
and that includes you,
Mast will respand very
pasitively 1o knowledge of
youir hasmaphilia and of
any measures you nead at
waork ta halp you manage
it and get'on with the job.
They will understand the
need for you to have
vecasional check-ups at
the centre, and allow time
off for this. In.my
experience itis very rare
for an employerto want a
note saying that someone
has had to attend for

le Haemophilia Centre

follow-up, but if that is
needed itis there for the
asking. Obviously,
employers like good
warning of appointments
30 that work rotasare not
disrupted.

Treatment at Work

{ do-not know many men
with haemaphilia who
regularly treat themselves
at work, Most prefer to be
on prophylaxis, or to wait
until they get home hefore
giving themselves an
injection. if a bleed starts
early inthe day this delay
can be-dangerous. It may
lead to unnetessary
disruption in joints or
muscles with more chance
of long-tarm problems, or
it.may result in the need
for time off work in order
to rehabilitate a joint. it
wauld have been far
better if arrangements had
been madein advance for
a guick injection of clotting
factor.

TREATHENT TIPS

Doy mot try to hide your
nesd for treatment.
Fhers is nothing whist-
soever 1o he ashamed
of in controlling your
Femepsenpliitie. hndeed,
the fact you are albifa
e peranange o Hife so
sasily shoubd be a
souree of pride 1o vou.
Puset ok thimt pebce
shvoubed stery from your
professionat approsch
o grooed Eeeshiniopie.
That inciudes cheaning
wp after your injection
and digposing of all
wsned eapuiprment,
especially needies,
sefuly, The bant way of
choing this i to kesp e
sharps disposn) bos ot
woisrls ool Bor Ak it
Foorvna i yous Tor clis-
posal at the centre.

if the firm is a large one
there will be facilities for
treatment on site. After all,
therg are many conditions
that réquire intermittent
treatment that are far com-
moner than haemophilia.

The obvious oneis
diabetes, and everyone
knows how necessary it is
ta contral that properly,
usually with injections of
insulin,

inthe case of smaller
firms remnember that the
things you.need for safe
treatment really are mini-
mal. A clean environment
and 10 minutes peace
should allow you to inject
with no disruption to othar
amployees. Either carry
your eancentrate and kit to-
wiork with you, or store a
supply:in your locker or.a
fridge; don't et concen-
trate go out of date if you
rarely need to give it.

Knowe Your
Limitations
Chatlenge is something
that some people relish
and others prefer to
disregard, Those with
haemaphilia are no
exception, but my
experience is that young
people with haemophilia
are more likely to respond
to a challengs actively
than their friends without
haemophilia, That's great,
and just how it should bel

But continual challenge st
work can be very wearing,
especially if bleeds or their
aftermath leave you below
par and not really up to
the job. By all means
prove yourself, but do
rermermber that both body
and mind need frequent
rest as well as activity if
they are to-continue to
perform well,

The. bighest quality.of
work is done by people
who are motivated and
ableta perform at:a-good
leval-consistently, That
means keeping fit with a
gbod diat, planty of steap
and regular exercise; Fat
sleepy people with
hagmuophilia are just as
likely to underperform and
dislike their jobs as fat
sleepy people without
hagmophilial

WMain Lesson of the
Dy

Go for the best job
availablel Don't et
haemophilia stand inyour
way!

{(*updated in the new
edition of Living With
Haemaphilia, to be
published later this year)

SOCIETY OPPOSES
PATENTING OF GENES

The Saciety has backed
the views of the Genetic
Interest Group that human
genes should not be
patentabla.

The Genetic Interest
Group (GIG) is a national
umbrella body for volun-
tary organisations,
charitias and support
groups for all people
gﬁeﬁed by genetic disor-
ers.

In a briefing paper, racent-
fy handed to the Society,
GIG expressas concerns
over the growing number
of Wm%wmwhemg

|'of a gane should be -
patentable, but does not
believe that the patenting
of human genes should be
allowed both on legal and
moral grounds.

Currently the EC Directive
on the Legal Protection of
Biotechnalogical Inven-
tlons is being revised to

take into account recent
developments,

GIG s concerned about
the attitude taken by the
Department of Trade and
Industry (DTh 1o the
ravision of the Directive,
The DTl's nosition is that
human genes isolated
outside the human body
and of known function
should be patentable. This
directly contradicts the
view of GIG.

The Socisly has decided to
back the GIG view and will
be lending its support at

N n

ational and Europea

traatmant for i
" and bellsve thi awing
particular human genes to
be patented will hava a
negative sffect an this
research, We have decided
10 obposa the patenting of
human genes because we
balieva it is hot in the
interest of paople with
haemophilia.”
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SOCIETY VICE CHAIRMAN CHRIS HODGSON

As a part of our
continuing series of
profiles of members of
the Executive Committee
the Bulletin spoke to
Chris Hodgson.

Chris is 53 years old and

GRO-C

His career background is
inthe motor trade. He

was in‘the motor
business from 1958 uniil
1993, becoming the
Chairman of a group of
three garages and
Managing Director of the
group’s Volvo dealership.

He decided to reduce his
workload lastyear, and
now runsa small contract
hire and consultancy
business from home.

GRO-A

Society for several years
and describes the Group
as primarily operating a

self-help service offering

support to anyone they
hear-about as well as
their regular attenders.

As aresult of his interest
in helping people with
haemophilia and HIV he is
currently taking a two-
year counselling course.

A Society representative
on the Macfarlane Trust
for the last two years,
Chris aims to promote an
understanding of the
problems faced.
with haemophilia..
part of this role he w;ll be
involved in trying to set
up a needs assessment of
everyone registered with
the Trust.

Chris was elected onto
the Executive Committee
after the sad death of Ken
Milne at the end of last
year. At the Society’s
AGM this March he was
elected to the post of Vice
Chairman.

He is no stranger to the
work of the Executive
Committee. His wife,
Jane served on the

Chris Hodgson.

Executive for three years,
retiring.in the middle of
last year.

When asked about the
prime.areas that he
would want to address as
Vice Chairman, he said
that he would want the
Society to look after the
needs of all people with
haemophilia and their
families.

“In particularwe must
strive to maintain and
improve standards of
care,” he said. "We must
make sure we have
access to the full range of
available blood products

and keep up to date with
HIV and hepatitis
developments,”

Chris will be serving on
the Services Committee
under the chairmanship
of S8imon Taylor, and one
of the plans is for each
member of the
Committee to visit two
local Groups per year so
that they can listen and
act on any problems that
a Group may be
experiencing ..

“I am particularly keen
that the Society remain
strong and vigilant in the
face of Health Service
cutbacks and faces the
challenges of the future
with energy and unity.”

Married with two sons,
Chris lives in Hampshire.
Like his sons he has a
keen interest in sport.
“They are both fanatical
footballers and play for
theirschools,” he said.
Chris is also an avid
angler and up till two
years ago was a gliding
instructor.
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WHAT DO MEMBER

is" WANT FROM

HAEMOPHILIA SOCIETY

Lost year the Society undertook a survey amongst the
membership to try and find out what you felt abm_ut the
sarvices we currently offer and what you would like in the

way of new services.

As part of the Strategic Plan it was agreed that it was
essential that the needs assessment exercise be carried out
to find if there were groups within the membership that
had specific needs that the Society should try to meet.

The results of the
survey were reported to
the Services and
Executive Committses.
The report analysed the
views expressed by the
membership and made
a numberof
recommendations for
action including
proposals for new
services, some of which
are highlighted in this
report.

The clear message
coming from the survey
was that people wanted
information and that
they wanted contact
and support. The
information was
wanted both in written
form and by telephone,
where quick advice and
reassurance wasthe
priority.

Contact

Providing contact with
others was seen as one
of the Society’s major
roles. This was
emphasised both by
those who were getting
support from their local
Group-and those who
werg getting no support
and felt isolated.
Ideally, peaple want
contact with those
living locally but where
this was not possible,
‘phone contact was
wanted.

On the whole, most
respondents were
happy with the services
provided by the
Society. The Bulletin
was described as
infarmative, inferesting

and essential reading.
However, although the
articles on treatment
and scientific develop-
ments were wanted,
there was a clear
demangd that these
should be in asimpler
tanguage. There was
also a request for more
articles written by
people with haermophilia
conveying their own
personal experiences.
Update was not as well
received, with many

or advice from the
Society by telephone
were happy with the
service. This was
especially true for
advice on specific topics
such as travel or insur-
ance. One ortwo
respondents said that
they did not ring
because they thought
the Society was too
busy and they should
notwaste ourtime.

The benefits advice and

— by Graham Barker, Director

by a telephone
interview.

There was considerabla
support for the idea of
an.introductory pack far
the parents of newly
diagnosed children.
Although Peter Jones’
book - Introduction to
Hagmophilia - was well
liked, many felt that less
information in a more
easily understood form
was required, possibly
written from a. parents’
pérspective. If this
information could be
produgced in a standard
format itsould form
part of a loose leaf
folder to be added to at
later dates.

Considerable interest
was shown in the
Sogiety producing a
series of simple fact
sheets covering a range

% People wanted information and they
wanted contact and support. The
information was wanted both in written
form and by telephone®

people questioning its
purpose. The Executive
has since decided to
drop Update-and
produge four issues of
the Bulletin each year.

The Society’s ather
publications provoked
little feedback, either
positive or negative. it
may be that members
ara.not fully-aware of
the Society’s publica-
tions and that more
shoutd be done’to
advertise and promote
them.

in the eyes of parents
there is no doubt that.
the Armourpage service
is the most popular
service provided by the
Society

Most respondents who
requested information

advocacy service was
well thought of, though
many-people seemed
unaware-of the benefits
they could claim or
how the Society could
help.

Haemophilia Days were
well liked by those who
had attended them as
much for the sharing of
experiences and
opportunity to talk and
make contacts as for the
information given.
Those who had not
attended cited cast and
distance to travel as the
major obstacles, having
children or a disability
was also mentioned.,

Members were also
given the opportunity to
comment on new
services, and some of
these were followed up

of different subjects.
These could all he
produced to a standard
format for ease of
storage. Articles from
the Bulletin and other
journals-could be
reproduced in the:same
format and distributed
on request.

Parents were very
positive about the idea
of informal local parent
support groups. They
wanted the opportunity
to simply talk with-other
parents, often overa
cup of coffee while the
children played.

Being able to meel with
other-parants to discuss
common problems and
concerns without hav-
ing to travel any-great
distance appearedtobe
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the greatest need that
parents had that.they
folt the Society could

maat,

There was also
considerable interest in
the Society providing
more information and
support via the
telephone, One
suggestior was that the
Society should have a
dedicated member
services line that would
be available during
certain advertised
hours. Another
suggestion was that the
Saciety should operate
a helpline staffed by
volunteers, such as
axperienced parents
who had themselves
had direct experience of
living with haemophilia.

Bupport

Another form of support
that people wanted and
felt the Society could
provide was a register
of contacts. Under this
system someonsg could
ring up and askto be
putin contact with
someonein a similar
situation, for example
the parents of a young
boy with inhibitors, At
present the Society’s
database cannot cope
with this kind of
requeast, Although itis
true that a number of

a number of
recommendations -
about the services that
the Society should con-
sider providing.

A number of these are
already being acted
upon. It has been
accepted that increased
support for parents isa
priority area. A start has
been made in circulat-

see if they wish to-take
part. If they do, they will
he asked to give some
basic information that
will be eritered into our
database. Eventually
this will enable us to
respond to those
requests from parents
who want to be putin
touch with another
parentwhearever they

THE

of services and development.

Support is being given
to the Birchgrove Group
to develop its support
for paople affectad by
haemaphilia and HIV
throughout the country.
Discussions are alsp
underway with other
HIV agencies to try and
open up access to their
HIV services.

Atthe same time we will

® We are looking at ways of providing
information and support to people affected

ing a questionnaire to
local Groups. In this
way we-can find out
what support is.
currently being
provided; examples of
good practice; and what
the national office can
do to support parents
not in contact with a
tocal Group. A question-
naire will also be sent to
centres to find out what
support they provide for
parents.

ideas

From these two
guestionnaires we hope
1o get material and
ideas for an introductory
pack for parents of
newly diagnosed
children; examples of
good practice by local
Groups that can be
publicised; practical
ideas on howwe can

by hepatitis C*

happento live.

We have taken on a
member services offi-
cer, Kate Richards,
whose primary respon-
sibility is to support
members in claiming
benefits, in particular
the Disability Living
Allowance. She is also
responsible for
providing infarmation
and advice on a whole
range of issues affecting
people with haemophilia,
including housing,
insurance and travel. In
tima we hope to
produce arange of fact
sheets on these and
other issues to do with
living with haemophilia.

Information

We are looking at ways
of providing informa-
tion and support to
people affected by

% We will try to ensure that the services we
offer are those that the members want®

Groups provide this
kind of support, not all
Groups are able to do
so'and a large number
of members have no
contact with any Group.
On the basis of the
survey's conclusions,
the needs assessment
reportwent on to make

support informal focal
parent groups; and a
database of existing
support to parents.

At the same time we are
taking on a volunteer to
set up a contact
database of parents.
The volunteer will
contact the members to

hepatitis C. A booklet
has been produced and
a number of hepatitis
meetings are being
planned. As the scale
and nature of the
problem becomes moare
apparent we will try to
respond to members'
expressed neeads.

continue to organise
events like the
Haemophilia Days that
bring all parts of the
haemophilia community
together to discuss
common probiems and
develop joint solutions.

We will try to ensure
that the services that we
offer are those that the
members want. We
nead your comments
and feedback on all the
services that we provide.
The success of the
Haemogphilia Days is
largely due to lessons
learned from the
evaluation sheets that
people fill in on the day.

The first hepatitis day
has been evaluated and
we hope to make
improvements to the
next ones based on the
comments of those who
attended.

With your help and sug-
gestions we will be able
to make sure that the
improvements you want
are made. Obviously
resources are limited
and we will not be able
to respond to all your
suggestions, but we will
doour best to provide
services that meet your
needs.
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NEWS FROM THE BIRCHGROVE GROUP

The Bircharove Group
has recently held a
national meeting in
Cardiff of its regional
group representatives
where the current
position regarding
services on offer to those
with haemophilia and HIV
was discussed in detail.
The Group is planning to
hold its Annual General
Meeting during the latter
half of the year (funds
permitting) and it will be

Sever g Ps‘
HIV positive paopla with
haemophilia have
expressed interest in
meeting together, and
the Bircrh%rove Group are
offering their support and
assistance to anyone who
isin a similar situation.

It is believed that the
Macfarlane Trust is
considering undertaking
a needs assessment to
investigate the current
situations of those with
haemophilia and HIV. The
Birchgrove Group is keen
that this research should
be undertaken as quickly
as possible and would
hope to help the Trustin
this endeavour;

Recently, some members
have become interested

in the beneficial effects of
vitamins and minerals in
fi%hﬁng some of the side
effects of HIV. A detailed
information sheet has
been prepared which
discusses the supple-
ments concerned and
suggests where they may
be obtained. If you would
like a copy please send a
stamped addressed
envelope c/o The
Birchgrove Group, P.O.
Box 313, Canterbiury, Kent

PUBLICATIONS

The Society has a number
of publications available
for our members. We are
constantly updating the
information that we
provide, so at any time
one or more of the book-
lets will be out of circula-
tion for revision. If you
would like to receive any
of the publications listed
below please telephone
the Society national office
to check availability.

The Essentials of
Haemophilia Care
Joint Care and Exercises

Teaching Children with
Bleeding Disorders

Hepatitis
Children’s Haemophilia
Book

NR
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