THE
HAEMOPHILIA SOCIETY

.. P.0.BOX 9 . 16 TRINITY STREET . LONDON, SE1 1DE
| " | Telephone: 01-407 1010

On the 1st January, 1972 amonyg the ‘New Year Honours in the Prime
Mlnlster s list, there was announced the award of the M.B.E. to
K.R. Pdélton, Honorary Treasurer of The Haemophllla 0001ety.

JANUARY 1972

. "The news is great and welcome news to members of the Society and to
all friends of haemophlllacs for two- good reasons. One is that personal
recognition has beén given to a man who 'for so long has served the interests

of haemophiliacs with' persistence, watchfulness, imagination and good
‘sense. The years of his work for our cause are now approaching a quarter

of a century. The hours he has spent in it never will and never can be
counted., He is indeéed’ the prlnclpal archltect and builder of the Society
as it stands today; and 'all this has’ been done in what should be his
lelsure time, for he is also, ‘like many other good haemophlllacs, ‘holding
down a not 1ncon51derable job.

The other reason is that The Haemophilia Society itself-has in this
honour been glven a formal and national recogrition of the value of its
work. Those who know him will need no telling that this second reason
is the one that Ken Polton puts flrst.

J.R. Hunter
Hohorary Chairman.

Among the létters of congraﬁulation'received were the following:f

From the Preuldent of The Haemophilia Society,
Sir Weldon Dalrymple- Champneys, Bt., C.B.

- "My heartiest congratulations on your M.B.E. whlch I was dellghted to
© see in ‘the List this morning.
You have-done wonderful work for The Haemophilia 5001ety all these
" years and most of its success in building up has been due to you.
It is always.refreshing to see work by someone so self—effa01ng as
yourself rewarded.
I hope that the year 30 well begun w1ll brlng you much health and
happiness.'" : .

From Mlchael Allson, Joint I arllamentary Under-Secretary of State),
Department of Health and Soc1al Securlty.

"On behalf of the oecretary of &tate, and all other. Ministers in the
Department, I would like to offer sincere congratulations on your
well deserved award of the M.B.E. in the New Year Honours List."

From Sir Philip Rogers, Permanent Under-Secretary of State.

“"May I, on behalf of my colleagues in the Department, as well as
myself, offer you warm congratulations on the anpearance of your
name in the New Year Honours List.
- We are. all pleased that your flne work for. haemoph&llacs has been
© .recogaized in.this way." : :
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EDITORIAL

The start of 1972 prompts us to recall that it is now 20 years since
it- was discovered that some patients, thought until then to be haemophiliacs,
. 'were not in fact short of the anti-haemophilic factor (Factor VIII), but
-“dacked another, later described as Factor IX.

The discovery was made simultaneously in the United States of America
and in the United Kingdom where a paper, written by Dr. Rosemary Biggs and
her colleagues, was published in the British Medical Journal under the :

. heading, "Christmas Disease - a Condition Previously Mistaken for Haemophilia.

Since 1952 the impetus of progress in the field of haemophilia has

increased. The function of the Haemophilia Centres has been extended so

_that they are now designated as Diagnostic and Treatment Centres instead of
only Diagnostic and Registration Centres. Techniques of intravenous treat-
ment have greatly improved as has the quality and production of materials.
Probably the most important and significant advance was the discovery, in
1964, by Dr. Judith Pool and her colleagues at Stanford-University School
of Kedicine, California, of cryoprecipitate - a material rich in Factor VIII.
This is probably the most widely used of the blood products now available

, and has completely changed the lives of many haemophiliacs.

. Progress and the demand for treatment have, in themselves, brought
problems. There is still a shortage of money for staff and "equipment but,
perhaps most important, there is also a shortage of blood. - To-ease the.
burden upon the Blood Transfusion Service some hospitals now produce their
own cryoprecipitate. but, despite this, it has been found necessary in some
places to restrict its use to patients under the age of 10 yecars. - Also,
it appears, there are still a number of haemophiliacs who are ‘not being
actively encouraged to attend hospital promptly if they think they are bleed-

_ ing into a joint or muscle. In this connection we ask how many haemophil-
. iacs have not yet been issued with the Department of Health booklet, 'Notes
- ‘on the Care of Patients with Hereditary Disorders", as well as full instruct-

ions as to who to telephone, night or day, at their Haemoph?lia Centre, when

they are in trouble?

- Sore ,idea of the increase in the problen is given in figures published
recently by ‘the-Oxford Haemophilia Centre. In 1968, 11,954 blood donations
were used to treat haemophiliacs at Oxford. In 1969 the figure had risen
to 13,373, and in 1970, 16,99%. This last figure represents about one |
guarter of the total blood collected by the Uxford Regional Blood Transfusion
Centre and was used to treat 220 patientsf-one>qﬁartér of the haemophiliacs
registered at Oxford. A number of doctors suggest that regular infusions
'should be given to avoid: frequent bleeding episodés but, if 1,000 haemophil-
jacs were to attend hospital for tuwice weekly doses of cryoprecipitate
prepared’ from 10 doner units of blood, it would mean that one million blood
donations will be required each year just for this purpose. .

The total number of donations dealt with annually by the National Blood
Transfusion Service throughout the country is just over 1%}million, this
- from a population of over 55 million people. The Blood Transfusion
 Serviee is obviously -finding it difficult to.cope with the enormous increase
in the demand for blood and although an increase-in the number of donors
appears to be the obvious answer, to put this into practice will not be very
‘easy. - : B

Through its Research Fund the Haemophilia Society has been able to help
some of the Haemophilia Centres and during the coming year, in accordance
with our aim of helping all haemophiliacs either directly or indirectly, we
will be looking to see if there is any way in which we can help the Blood

‘Pransfusion Service. There may be “flaws in thé Service and, indeed, in the
National Health Service as a whole but, as a group, haemophiliacs in the

/United Kingdom
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United Kingdom have good reason to be grateful for the present system com-
pared with many other countries. The following editorial reprlnted from
"The Practitioner" emphasises this view:

"Our National Blood Transfusion Service is the envy of the world and a
magnificent tribute to the spirit of voluntary service that still per-
vades this island home of ours in spite of the inroads of bureaucracy.

In 1969, in England iand Nales, 1,364,591 donors provided 1,302,907 bottles
of blood, each’ contalnlng 2 ‘pint (415 ml.). The surgeons may still be
=unsatlsf1ed but if they were only to look west across the Atlantic they
would very,qu;ckly ledrn to be grateful for the service that the volun-
tary blood donors provide for them. It might also persuade them to be _
a little more careful in their use nf this life-saving fluid. ’

In the United States of America, commercial hlood banks are a major
source. of blood and, according to J. Garrott Allen (Ann. Surg., 1970,
172; 927), they offer 'a substantially inferior product than the blood
bank’ whose source depends entirely on volunteer donors'. He quotes
two different sets of figures of the incidence of serum hepatitis
following open heart surgery, depending upon whether commercial or
voluntary blood was used. In the two groups the incidence of serum
hepatitis with commercial Blood was 31 and 51 per cent., compared with
no cases with voluntary blood in either group. In view of the sources
of commercial blood these figures are séarecely surprising. According-
to Allen, fcontributors to commercial banks appear to be related to
three distinct populaticns; (1) prisen ‘donors, (2) Skid-Row donors, and
(3) chronic addict donors!'. 'Unfortunately', he comments in a
plea51ng1y magnificent understatement,.'the incenlive for these individ-
uals to sell their blood is very great. The prisoner often has no
-other source of income. The Skid-Row donor is generally unemployed,

. and the chronic addict donor is in need of money to satisfy his drug
addiction,’ If this is what private enterprise in medicine means, then
there is & lot to be said for our National Health Service." -

' A . )

Footnote: In an effort to recruit blood donors a cinema in Seattle,
U.S.A. gave a free ticket to anyone volunteering to give .
a pint of blood. The film being showm was "Dracula’, o

" ANNUAL SUBSCRIPTIONS . - : ' !

Annual Subscriptions were due on st January and we -ask -all members
who have not already done so to forward their 25p as soon as possible. «
: : i : - L ' ) N

As members will appreciate this does not cover the cost of the News
Bulletins and other literature and a donation will, thérefére, be much
. appreciated. ~ Such a donation can be greatly ircreased by means of a
Deed of Covenant and the Treasurer will be pleased to sead details to
any member, upon recuest. e . : . } o

. INSURANCE

As members will know the Haemophilia Society has been appointed agents
to a firm of Insurance Brokers. Enquiries and requests for information
should be sent to Mr. D. Rosenblatt, fixecutive Consultant, Vincent Wallace
& Co., 233 High Street, Waltham Cross, Herts. (Tel. Waltham Cress 31971)%
It must be understood that cach 1nd1v1dual case will be considered strictly
on its own merlts.
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NOT RELEVANT

SOUTH WALES GROUP (CARDIFF)

The Group continues to flourish and recent activities include a
White Elephant Stall and Coconut Shy at the St. Mellons Agricultural Show,
a Fashion Show at Cardiff City Hall, a Social Evening at Llandaff Rugby
Club, and a Wine and Cheese Evening at the Royal College of Nursing, Heath.

On the 24th December, a party of BO children went to the pantomime
“Dick Whittington', in Cardiff.

The Group has sent a cheque for £500 towards the Society's Research
Appeal, with the request that it be used to support the work of Dr. A.L.
Bloom, Director of the Haemophilia Centre at Cardiff Royal Infirmary. The
money will be used to purchase essential pieces of research equipment.

NOT RELEVANT
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ITV _APPFAL

An appeal on behalf of the Society, to raise funds for Haemophllla

Research, will -be made on ITV' gt o p.m. on Sunday, 2’7th February 1972
by the dlstlngulshed actor Nr. Kenneth More )

A shéet of prlnted, gummed labels are enclosed Whlch we hope ycu w:Lll
fix to letters etc., to give the apyeal maximum publicity. If you

know of anyone who might be interested why nat stick one on a post.
card and send it to them.

Further sheets will be sent on request.

++++++++++++++++++++++++++++++++++
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CHRISTMAS CARDS

Grateful thanks go to all who sold Christmas Cards on bechalf of the
Society. - We anticipate that 1971 will be a record year and to assist us
_in finalising our accounts we ask if all those who have not yet paid for
their cards will please do so as soon as possible. '

B.B.C. "Week's Good Cause' Appeal.

The appeal, made by the popular radio and T.V.personality, Mr. dimmy
Savile, on 12th December, brought donations ranging from a 3p stamp to
a cheque for £500. Money is still being received and the 4nmtal to date
is £1,011, the most we have ever received from 3 radio appeal.

ANNUAL GENERAL MEETING

The Annual General Meeting of the Society will take place on the
afternoon of Sunday, 3Oth April, 1972, at Lewisham Hospital, London, S.E.13.

A formal notice will be sent to all members in due course.

NOT RELEVANT
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BALL PENS

'Ball.pens are always available .priced at 6 p each, or for £3.00 we
can supply 50 pens in an acetate display drum with price label.  The pens
are produced in smart red and black case colours and are engraved, in.
silver lettering, "HAEMOPHILIA RESEARCHY. : ;
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REPORT on the lst EUROPEAN (RBGIONAL) MEETING
of the WORLD FEDERATION OF ﬁEHOPHILH_& - held.
in MILAN on 13th SEPTEMBER, 1971.

' SPONSORED by the YORLD HEALTH ORGANISATION.

- The meetlng was dLVlde 1nto three °ect10ns

1. Hedlcal Sessxon concerning the dlstrlbutlon and availability
of therapeutlc reatmentu

2}f'Soc1a1 Leg’&l&tlﬁn.h

3. The Haemophlliac‘ab Work.

The meetlng was opened by the Président of the World Federation,
Mr. rrank Schnabel, who was concerned with the ro: S of Burope in WPFH
matters at the international level, He suggested thére should be a
"Marshall Plan‘ for haemonhlllaus in the- thlrd world

The Wor1d Health Orgar;satlon representdtlve spoke briefly on
the international possibilities of co-operation on problems such as
diagnosis, research, the identification of carriecrs, etc., and gave as the
major objective "the ability tc guarantee a long, happy, and productive
life to haemophiliacs",

Session 1. This session was largely concerned with the distribution of
cryoprecipitate, both extant and planned. The session contained a high
proportion-of technical papers:which, vhile intéresting, wére of more
benefi{ to the professional members of the audience, The papers did show,
however how very diverse is the’ pa*tern of treatment, even within Burope.
The session raised the general question of whether tc ceniraliss medical
fazilities or attemp te dlstrwbute them more evenlv, {gecgraphicalily),

:Session 2. This session was, in:fact, a detailed account of’uh@’Svatﬂ

'-,7We1f?re facilities available to member countries. - I% rexealed, as did

‘Session 1, the great variation in Social Wélfare schemes as’ ';ey affect
haemophlllacu within Burope. Whereas many countries had an’existing
framework of loglslatlon it was guite clear that greal pressure vwas
frequently required +to- make the’ responsible authorities operate it.

Session 3. This session was- Chaired by the Reverend Alan Tanner. His
introductory theme was the value of work as an agent in giving a man self
respect and confidence .for life. He emphasised the supportive role that
the parents of haemorhiliacs, social workers, and doctors, had to play in
the crucial years of a hoy's development, This role was vital in enabling
a boy to become "a whole man" - capable of forming normal r2lationships and
taking work in his stride, as a normal part of "the full life".

A great variety of other topics were raised in this session but
almost all revealed a common theme - i.e, that improvements in medical
treatment and its increasing availability far from ending the prcblems
which haemophiliacs face, in fact, create new problems and new challenges.

4 ncrmal or guasi-normal life is now possible if new techniques of \
" support and a more integrated effort, on the part of varents, doctors, !
and social workers, can be applied to the psychological problems of the
haemophiliac in the crucial formative years of childhood and adolescence.
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Shortly after the meeting the following letter was received
from a doctor, one of the leadlng authorltles in this country on haemophilia.

"I recently attended the meeting in Hilan, as
you possibly know. I enjoyed meeting the enthusiastic
members of your organisation in the United Kingdom as
well as getting a wider scope of knowledge from the
various international representatives. A1l in the
British Centres seem t¢ be as far ahead as those in 3
other countries and certainly further ahead than some.

It seems to me that the treatment of haemophilia
is going to become increasingly complex and that some
additional hospital staff in both the medical and
technical spheres is long overdue.

It is disappointing that no additional funds
have been set aside for the very worth while job of
preventing relatively young patients from getting
crippling deformities. So far as our Haemophilia
Centre is concerned the only additional member of
;staff to cover quite an active service has been a
{junior trainee technician in the Department of
Pathology, who is paid for by our Research Committee".

The Eighth Congress of the World Pederation of Hemophilia
is to be held in Buenos hires - 24th to 27th July 1972.

Thos. Cook and Sons have prepared two itineraries, one covering
a week and the other a fortnight. Unfortunately, for various reasons, no
special air fares are in operation to South America, and baSed“upon normal
economy class return air fares the cost of the one week trip including
hotel (room only) will be in the region of 9420, The two week trip on a
similar basis will cost about £470. ' S o

Full details can be obtained from:-

Thos. Cook & Son Ltd.,

Conference Booking Service,
. Reference CBS/W,

45, Berkeley -Street;

London, W1A 1%XB
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