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BALANCE SHEET AT 31st DECEMBER 1992
1992

£

FIXED ASSETS R )
CURRENTASSETS ... . . .Debtors . o 18,560
S o R " "Cash'at bank &in hand. - - . _ 199,312
o - 117872

Accounts audited by Dadson Liffard Hall, Greengate House, 87 Pickwick Road, Carsham, Wiltshire SN13 9BY. A futl set of accounts is available upon application to the Haemaphilia Society

GRO-C

‘In this report we record new developments in the work of the Sdciety

and are particularly pleased to give the good news that the financial -
position has been stabilised

We entered 1992 realising that we were carrying a financial deficit due
largely to the effects of the recession, an experience shared by the
majority of voluntary organisations. We were aware of the need to
restrict our expenditure and consolidate the organisation so that we
could “weather the storm” without allowing the support we provide
for our members to be at risk. In that endeavour, the Society has been
markedly successful and, at the end of the year, we were able to report
that the tide had turned. We finished the year showing a small surplus
in the accounts.

That significant achievement was a sign of the strength of the Society
not least because, during those critical days, the established service
provided for our members was maintained.

At the same time the work of the Strategic planning process was
developed and we monitored carefully the way in which changes in the
provision of the National Health Service might affect people with
haemophilia. Qur discussions with the Government Ministers
concerned have borne fruit. We expect the present facilities for
haemophilia care to be preserved, although we shall be vigilant and
take appropriate action if the wellbeing of people with haemophilia
seems to be threatened.

I take this opportunity to express our gratitude to al who have
supported our work during the year. We are indebted to our generous
supporters and to all who are involved professionally in the treatment
and care of haemophilia.

1 add a special word of appreciation for the support of my peers, the
officers and other members of the Executive Committee, who bring to
their work a wide variety of skills and experience and a commitment to
our cause which has enabled the Society to emerge from the
difficulties we have experienced. At the same time I recognise the
dedication and efficiency of the General Secretary and the members of
his staff who continue to provide such outstanding services to us all.

The Society is poised to meet the challenges of the years ahead and |
am proud to be assaciated with an organisation which is so resilient
and effective in helping to meet the needs of our members.

WITN6392143_0004




A REVIEW OF THE YEAR

In 1992 the Society faced the greatest of challenges - that of survival. Qur 1331
financial outcome was disheartening. Transforming a huge deficit into a surplus,
while retaining our services to people with haemophilia, was central to our
thinking during the year. We were able to reduce our expenditure by making
stringent economies. In addition our income rose significantly, largely as a
result of an increase in legacy income but also due to the sterling efforts of
many of aur members and friends.

The prime purpose of the Society is to care for people with haemophilia and
their families. At the time of writing membership has just reached 4,500, the
highest ever, and our services are needed as never before. The introduction of
the Disability Living Allowance has not eased access to Social Security benefits
- indeed there are more.demands than ever on our limited resources to assist
members with financial applications and appeals. We help directly wherever
we can and continue to administer the Armourpage scheme making pagers
available to the parents of children under 16 years who have haemophilia.

As our Strategic Plan begins to unfold we hope to be able to faunch new
services in future years - services which have been researched and requested
by our members in response to their own needs. Those developments will
require major funding and we rely very much on our friends, members and
supporters to help get them on the road.

Local Groups have an increasingly important role to play in helping the
national office identify and respond to needs and we are actively recruiting
volunteers to help identify local problems in haemophilia health care in areas
not covered by Groups. Our publications - The Bulletin and Update - continue
to be widely distributed to our members, overseas and to Haemophilia Centres
and during the year we have worked hard to improve their image and make
them more reader friendly and accessible.

In 1932 work on Strategic planning, which began in Autumn 1931, progressed
to the stage where we were able to produce a Strategic plan for the next two
years: This identified four specific areas of work:- -
* |dentifying the needs of members

* Monitoring and influencing iocal care for people with haemophilia

* Developing new services to meet the identified needs, and

* Developing the membership of the Society.

REPORT AND ACCOUNTS
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1992 INCOME
, Legacies 34% 174,622
vl ) 4% Other Sponsorship 1% 34,304
> Voluntary DO”""“S 57 34% Legacies Government Grants 4% 23,000
19% Membershi Trusts, Companies 16% 83,027
h Events 8% 42,740
Membership 19% 101,470
Voluntary Donations 8% 42,279
. Other 4% 20,327
TOTAL 521,769
8% Events 4 ) Other income
1% Sponsorship It
4% Government Grants ntegest 8,113
16% Trusts, Companies Fees 4,504
Sales 2,085
Philip Morris Award 5,025
TOTAL 20,327
1992 EXPENDITURE
10% Fundeaising Member Services 16% 81975
vices Member Meetings 1% - 35967
26% Organisat :
and Resources Member Local Group activities 5% 22,417
setings
° Adventure holidays 5% 24525
% Lacat
iroup Publications 1% 35,409
ctivities
: Grants 7% 32,601
Holidays Policy and Development 17% 84,206
sations Organisation and Resources  26% 128,471
17% Policy and Development 7% Grants Fundraising 10% 51572
o ¢
TOTAL 497,143




TREASURER'S STATEMENT

It was my pleasure to assume the role of Acting Treasurer during the year
when, because of family iliness, it was na langer passible for Nicholas Lawson
to give the necessary degree of attention to the task of Treasurer.

it is gratifying to record that a sizeable deficit in 1991 was transformed into a
modest surplus in 1932. However the Society lacks investments and
investment income and it remains a long term goal to be able to establish this
base of financial security from which we can operate as responsible Trustees
and employers.

On behalf of my fellow Trustees | express gratitude ta our auditors and to
Susan Archer, our Resources Manager, who looks after our day by day detail
with care and diligence. T

Gordon Clarke Acting Treasurer GRO-C

We were assisted by the Compass Partnership and a small but effective and .
committed group of Executive Committee, couricil and staff. During 1993 we
will be carrying out the work identified in the four headings through contact
with members and local Groups.

Strategic planning holds the key to the future of the Saciety, our understanding
of the problems faced by members and the development of services to find
solutions. It is of the very greatest importance that we dedicate ourselves to
pursuing these goals so we can secure a better future by caring for people with
haemophilia.

Our Groups continued to play an important part during the year. Some help us
raise large sums of money for local and national purpases and others offer
support to individuals and monitor local services. In 1992 we spent more time
than usual with them through local and regional seminars. These enabled us to
learn from local experiences and encouraged local Groups to gather strength
from others working locally and nationally.

An important concept developed throughout the country in 1392 was Local
Haemophilia Days. The pilot events in Huddersfield in 1931 and in Newcastle,
Waltham Abbey and Doncaster in 1392 allowed us to bring together around 80
people on each occasion to share the latest knowledge of haemophilia and on
haemopbhilia and HIV. Experts and small groups discussed topics including
treatments, life with HIV, children and HIV, physiotherapy and welfare benefits.

These days were richly worthwhile; many friendships were formed and it was
good to provide an environment in which people could meet with others and
share problems, often for the first time. The future of Haemophilia Days and
local Group training events is dependent on continued sponsorship.

As we reported in our Review of 1991 the large numbers of hepatitis infections
in the past was a source of major concern. There have been no new infections

since 1386/7 but it remains important to ensure that blood products used in the
UK are safe from hepatitis in all its forms.

Important work is being carried out on treatment with Interferon and the future
could be brighter for some of those infected, although unfortunately some
have already died. Our role continues to be keeping everyone up to date with
developments surrounding hepatitis.
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Health Servi

We have continued to monitor the influence of National Health Service
changes on the treatment and care of people with haemophilia. It has become
increasingly clear that in a cash-led health care structure, cost becomes the
governing factor with safety, purity and adequacy of supply left in the margins.

This is clearly worrying and we face the future with a degree of uncertainty, We

are however firmly committed to securing an adequate supply of safe, pure
products from a variety of sources in the United Kingdom.

During the year the UK Haemophilia Centre Directors’ Organisation published
their Recommendations on Therapeutic Products and we were delighted with
their endorsement of high purity products. We are pleased that liaison
between the Directors’ Organisation and the Saciety has continued to improve
throughout the year.

The restriction on the use of earmarked AIDS funds to pay for high purity
factor VIl for HIV positive members was a great concern for us in 1992. In the
light of scientific evidence it was clear that this was detrimental to the health of
our people. After an intensive campaign, in which we were joined by the
Haemophilia Centre Directors, the Chief Medical Officer accepted the evidence
was there to support this. This was a significant victory in the face of growing
opposition from those concerned with health finance. )

We have worked closely with the Department of Health throughout the year
and as a result the Health Circular gaverning the treatment and care of
haemopbhilia is being revised. This document will give guidance on the

standards of care required at Centres and on aspects of contracts which form

the groundwaork of the new-look Health Service. We draw great encourage-

ment from our participation in these important developments which will main-.

tain standards of care by specifying in contracts the exact nature of the service
to be provided.

The UK Saciety continued to provide the Secretariat for the European
Haemophilia Consortium (EHC) and during 1992 meetings were held in Dublin
and Athens. Our concerns remained the safety and purity of blood products
within the community coupled with an adequate supply to ensure people with
the condition enjoy a markedly improved quality of life. b
Self sufficiency as a long term goal is desirable for any community but within
the European Community there is a reliance of 50 per cent on imported blood
products. That shortfall cannot be met avernight and there are still low levels

of treatment in some member states. Some self-sufficient countries within the

Community are experiencing problems with HIV and hepatitis from home-
sourced plasma.

The EHC has continued to achieve new frontiers in the treatment and care of .
people with haemophilia in countries such as Poland, Slovakia, the Czech
Republic, Hungary and the states of former Jugoslavia. As a member of the
Consortium we have been pleased to offer support to people with haemophilia
infected with HIV in Denmark, Belgium, Portugal and the Netherlands who had
not achieved appropriate levels of compensation. The situation in Denmark has
been resolved but we are anxious to see fair recognition for those people with
haemophilia infected with HIV in the other EC states.

The UK Society continued to play a major role in the World Federation of
Hemophitia in 1992 with our chairman, Revd Prebendary Alan Tanner,
unanimously elected as Federation Chairman at the XX Cangress in Athens in
October. The General Secretary, David Watters, was also elected to the Council
of the Federation for four years and members of the Executive Committee are
developing the Federation’s Decade Plan - their Strategic Planning process.

THE FUTURE

People with haemophilia have never needed a Society more than today. The
changes in the Health Service require a constant vigilance which cannot anly
come from doctors or those receiving care. The onward sweep of scientific
advances in developing new, purer products, the realisation of the dream of
synthetic (recombinant) products and with the prospect of gene therapy around
the corner it might be thought that our days are numbered.

Nothing could be further from the truth. Life for peaple with haemophilia is
fraught with problems and the pathway is strewn with obstacles which
demand the presence of an active and healthy organisation geared to
representing the interests of peaple with haemopbhilia an a daily basis.

Qur high profile days in campaigning to secure compensation for those
infected with HIV may be over, but the need for our services by the
haemophilia population has never been greater. We look forward to your
continued support so we can continue to meet the unique and particular needs
of people with haemopbhilia, securing for them an improved quality of life.

GRO-C

David G Watters General SZCEW
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