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THE HAEMOPHILIA SOCIETY
P Box 9

presentation by Mrs, |, Clinton of a cheque
for £800 from our MNorth East Group
(based in Leeds and E?;radff}rd) Thanks
were expressed to all those who made this
donation possible.

A full report on the panel discussion
witl appear in a futum Bulletin, The
members of the panel were Dr. lvana
Markowva from the D@mriz'.%»n‘?; of Peycho-
togy, University of Stirling, Dr. Elizabeth
Mayne, Consultant Haematologist at the
Hoyal  Victoria HQ%'M% Beltast, Mrs,
Jean Lovie, Medical Social Worker at the
Newcastle Hdwmpi itia Centre, Royal
Victoria Infirmmary, and Dr. Gerald Beales,
Research Fellow at the University of
Manchester. Our sincers thanks go to

“A fellowship for sufferers from  them all for giving us their valuable time
haemophilia and allied conditions, their  and for thelradvice and words of wisdom,
families, and those concerned with their Very many thanks also go to the Com-
health and welfare ™ mittes and friends of our North West

These words, extracted from the  Group, whose hard work ensured the
Society's aims and objects, were never  success of what many described as one of
more evident than at the Annual General  the most memorable and happy meetings
Meeting, held in Manchester on Saturday,  in the history of the Soclety,

ani"'w of the Waorld Federation ot Hemeaophilia 16 Trinity Street
Fegi o in accordance with the National Londorn SE1T 1DE )
Assis 1"mc e Act 1948 and the Charities Act 1960 (230034) Telephone: 07 -407 1010
s i
ANNUAL GENERAL MEETING the event., This was followed by the ANNUAL BREPORT 1878

28th April 1979,
Members of our North West Group

werre hosts and their provision of a first- Contents

class. buffet lunch, the excellent facilities

orovided by courtesy of the Univérsity of AGM Report ‘
Q’l&nch%tw, and a stimulating discussion Annual Report |
oy the distinguished panel on “Psycho- £250,000 Research Appeal 2
iogicay( Problems F%@iai}mg 10k 35:%10(3} itia” My Day K
combined to make it a day which will Sister P. Armin
fong be remembered by the 120 people 3
who were preserit. Home Therapy
The Annual Report {réproduced below) Dr. P‘ Jones 4
was  unanimously adopted  and  the Worldwide
Honorary Officers and Executive Com- Some Facts About Haemophilia 5
mittee were elected as follows:— Dr. C. Rizza ]
Chairman:  Rev. A. Tanner MA Points of View 5()
Vice-Chairman:  J. R, Hunter BSp. Miscellany 6
Treasurer:  H, N, Abrahams FCA Grass Roots 6

Secretary: K. R, Polton MBE

Committee:  Mrs. M. |, Britten Text of Talks given to the

Council of the

AR

Mention of the "Annual Report’ tends
o bring to mind pictures r;f the Chairman
of the Comparny presenting to the Annual
Meeting of Shareholders a review of the
last vear's progress (with a few caustic
remarks about  Interference from the
Governmant!}) fin hmq with atrivmphant
declaration of the dividend 10 be pai id out
of the profits.

Our own Annual Report is different,
not least because the dividend fs-measured
net in monetary terins, but according to
OUr ﬁLECCZE‘ZEBE} in helping members of the

sie e better informed about
thie fdf ties and benefits aval “Ee:f 10
therr mzd the progress being madw in the
management (Jf Haemaphilia, both he‘*m
at home and throughout the Wg:}ru.

in all aspects of our work we are able
to report substantial progress and partl-
cularly  in improving  communication
between the Council and individual
Members of the Society, For instance, the
new format of the Bulletin has been
regarded widely as marking a new phase
in our work and we are proud that the
Editor has produced a publication which
keeps Members up to daw in such practical
matters  as  the Mobility  Allowance,
Insurance, thaesupply of concentrates and
so on, At the same time, the Bulletin
keeps us informed about ‘amv"r'% iri
other countriés with which we are joined
in the World Federation of Hamupm i,
Technically, the Bulletin is one of the
finest produced by any National Society
and we arg indebted to the Editor for the
high standard of its content and presen-
tation,

Thieyear was rarked by the publication
of the Wolfenden Report-on the future of
voluntary organisations, from which it is
clear that the Government now recognises
the essential part which voluntary bodies
are 1o play in social concerns. The

C. Knight I ; Wolfenden recommendations may have
Dr, L. Kuttner ?_a:mo‘p;hsgavsi:mgcg b[;/ kes 6 pu:»mmd implications for the future of
K. Mitne 1 f;ih M :c.:h 3979’ Y organisations such as the Society as we
J. Prothero on a develop  our relationships with  the
J. Ritchie Travel Insurance 8 statutory services and continue 1o press
0. Rosenblatt D. Rosenblatt for improved facilities to be made
The £250,000 Research Appeal was Editorial Board available.

formally launched by the Rev, Alan Rev. A. Tanner MA, K, Polton MBE

Tanner, and Mr. Howard Abrahams, our C. Knight BA (Editor) THE GROUPS

Honorary  Treasurer, very generously K. Milne BSc (Assistant Editar) We are pleased to record that most of

made a personal donation of £20 to mark the Groups continued to flourish and we

1
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give special mention to the Northern
Group which, in the course of the year,
raised over £35,000 for its local Haemo-
philia Centre

Asin previous years, the Group Lisison
Officer travelled extensively throughout
the country visiting Groups in Bristol,
Norwich, Cambridge, Oxford, Cardiff,
Canterbury, Birmingham, Great Ormond
Street and so on,

In the course of his visits he discussed
ways in which interest might be revived in
those Groups where some stimulus was
required, S0 the Society is now in the
happy position of being supported ener-
getically by 24 Groups which provide
personal, local contact for their Members.

As sach year passes, we areincreasingly
aware of the influence of the Groups
working in this way, and particularly
when their representatives come together
for their meetings with the Council of the
Society.

FINANCE

The general financial affairs of the
Society were in a healthy condition
during 1978, even though the normal
running expenses showed an excess of
expenditure over income, due not only to
rising costs all round, but also to there
being less donations and income from
Deeds of Covenant and Legacies during
the wyear. However, we were able 10
allocate £13,000 1o fifteen new projects,
this amount being equal 1o the surms raised
by Groups and  central  fund-raising
activities for this purpose.

WORLD FEDERATION OF
HEMOPHILIA

The affairs of the World Federation
were as dominant as usual, even though
there were no Congresses. indeed, this
gave us an opportunity for reflection and
a breathing space to consider topics raised
at previous Congresses,

The Society was delighted to act as
host at a meeting held in London in April,
of the European Advisory Board of the
World Federation, atwhich much valuable
groundwork was put in for future co
operation within EuropeThe unanimous

glection. of our then Honorary Secretary,
Mr. John L. Prothero, as Chairman of the
EAB was noted with pleasure, and we
trust that this will further the work of the
Board, It is hoped that tangible results of
the work of the Board will start to be
seen in the forthcoming year, in many of
the areas of haemophiliacs’ lives,

Similarly, we were pleased to welcome
the Council of the World Federation of
Hemophilia tater in the year, and 1o
discuss with the members many of the
problems that the Society has been dealing
with recently. Their advice was greatly
appreciated and we trust that they found
the interchange of ideas as beneficial as
we did,

THE RESEARCH SOCIAL WORKER

In accordance with the recommend
ations made by the Research Social
Worker's June 1877 report, the co-
ordinating role continued to develop. The
greater ompham on linking up families

with the appropriate local agency never-
theless required, in the majority of cases,
a re-assessment by the Soclal Worker of
problem  areas  which ne@duj special
attention on initial referral. In 1978, the
Social Worker was involved with a further
90 new cases and other contacts, whilst
continuing with many of the families
referred to her in previous years. Infor-
mation and guiddmn were continually
sought by Social Work Departments and
other agencies, and this was much aided
by the avaaiiak}itiw of the 'Introduction to
Haemophilia” booklet. ‘Notes for Health
Visitors” and ‘Notes for Teachers” were
added to the series and a ‘Motes for
Oecupational Therapists”iscurrently being
drafted. These booklets werg usualtly
written in. conjunction with represen-
tatives from the respective professions.
The organisation of Seminars for Social
Waorkers and other Professional Grolps
became a major development, AnAutumn
Seminar entitled ‘Haemophilia Today -
An Interdisciplingry  Approach’ held in
Manchester was heavily over-subscribed.
A Special Interest Group which was held
at the same place, entitled "Employment
problems in  Haemophilia®  occasioned
support for an information leaflet for
employers, which the Manpower Services
Commission is considering as part of a
series of leaflets already produced and
distributed by them. At the same time,
initial  discussion  developed on  the
possibility of setting up a Special Tnterest
Group aided by the British Association
fur Social Workers, which would offer a
nieeting pmm for Social Workers from all
Haezmaphilia Centres, thus leaving the
Research Social Worker free 1o organise
Serminars geared at a more local level
catering for, and pmv ing basic infor-
mation  to, Socia Workprs Career
Officers, Health Vi:ﬂ;imrg, Employment
Officars, Mursing Staff, GPs and so on.
These Seminars could thus be held more
frequently each year in different parts of
the country, The success of the Seminars
in previous years suggests a greater focus
on this part of the Social Worker's role
In the middle of the year, the Research
Social Worker moved 1o live in the New-
castle upon Tyne area. In view of the

overall involvement of the Newcastle
Haemophilia Centre in the field of
Haemophilia on a local, national and

international level, the geographic position
of the Social Worker's. office did not
prove remote and co-ordination with the
Executive Committee and the office staff
in London was maintained. The Research
Social Worker's post 1§ a national one
within the framework of the Haemophilia
Society, itself a national organisation.
Contact with and support from the
Society’s Groups continued to be an
important part of the Research Social
Worker's role.

THE FUTURE

Al our efforts in thecourse of the last
vear have helped us to realise that
Mermbers of the Society, as a result of the
progress in treatment facilities, are now
becoming increasingly free 1o travel
throughout the warid ~— N0 Ii:mqw are
they tied to living in such close proximity
1o their Haemophilia Centre.

2

One of our primary aims must now be
to see that this sense of liberation and
wellbeing is made widely-available, so that
others may cometoshare in these benefits
and begin to live a full, satisfying life.

£250,000 HAEMOPHILIA RESEARCH
APPEAL

The Research Appeal was formally
launched at the Annual General Meeting
on 28th Aprit 1979, although some of
our Groups had already started fund
raising activities and had fixed their own
targets, as part of our aim of £250.000.

s

Oxford and District Group bas ﬁxe(,
figure of £30,000 of which £25,000 wi

be used to support projects at the Oxford
Haemophilia Centre. On st April 1979
an Open Day was held and nearly 300
visitors were shown around the world
famous Centre by members of the staff.
Displays and photographs explaining all
aspects of haemophilia and treatment;
laboratory demonstrations; a continuous
video film, based upon various television
programmes, all combined to provide an
informative, ilHuminating afternoon.

An information sheet was given to all
visitors and this is reproduced in this
Bulletin, with grateful acknowledgements
to Dr. Charles Rizza and the staff of the
Oxford Haemophilia Centre. We hope all
rmembers will use this information when
seeking support for the Appeal and that
they will write to their local newspapers
and approach local organisations such as:
branches of the Ladies Circle, Worneng
Institute, Townswomen's Guild, Hotz;’
Clubs, Inner Wheels, Youth Clubs, an
sirnilar organisations.

The press release made to the large
national, regional daily and weekly news-
papers is reprinted below,

At the Annual General Meeting of The
Haemophilia Society, held in Manchester
on 28th April 1979, the Honorary Chair-
man, The Reverend Alan Tanner, M.A.,
announced the formal launching of a
£250,000 Haemophilia Research Appeal.

The official launching date of 1st May
reflects that thisis a “MAYDAY™ appeal,
an urgent call for help'by The Haemophilia
Society, on behalf of all haemophiliacs.

Money is urgently required to support
those hospitals specialising in haemophilia
and allied bleeding disorders. There are
projects already under way investigating
the anti-haemophilia factor (Factor VIII)
in blood. Where in the body is it made?

More investigation is needed into
carrier detection and into pre-natal
diagnosis.

What are the long term effects of
regular Factor VI replacement therapy?

WITN6392023_0003




Why do some haemophiliacs develop
antibodies to Factor VIII? Can anything
be done to rectify this?

Such research into these and other
problems can relate and bring benefits to
sufferers from other blood disorders in
the field of haemostasis.

As a comparatively small group we
sometimes feel that our needs are over-
looked in the overall scope of health care
and research and we therefore hope you
will be interested enough in our problem
to helpusachieve our target by publicising
the appeal.

For further information please
contact:—
Kenneth Polton, MBE (Honorary
Secretary),
Tel: ™ (office) or
| GROC_i(home).

(AR E R N N AN NN NXE N NN NN NN

MY DAY
Pat Armin, Sister, Haemophilia Unit,
St. Thomas’ Hospital

My typical warking day starts with my
farm clock, | then bavea twenty minute
sicyele ride to St. Thomas™ in most
weathers, As | am inside the hospital all
day, | enjoy the air {fresh, apart from
petrol fumes) in Hyde Park, at present
busy with joggers of all shapes, ages and
sizes. | know some of our haemophiliacs
are jogaing too,

Our haemophilia unit remains on the
first floor of the South Wing, now the
oldest part of the hospital. The treatment
room and waliting area are festooned with
PCs from vour various holidays. | always
feel it is-a pity to receive correspondence

only to throw it away or put it in a
drawer to be forgotten. A psychiatrist
will pin a label on that remark!

I clean up and restock the treatment
room before going into the lab to collect
patients’ notes and checking with Prof.
whether there are any additions to the
day's programme, | then visit and, if
indicated, treat our inpatients on the
.Vards. This may take until mid morning

if we have arranged to take an assay (a
test on a blodd sample to determine a
response 1o a given treatment), assuming
a technician is available. Although we
plan  appointments and  consultations
during the day, any number of patients
may visit or telephone with enquiries.
Telephoning occupies quite a large part of
my schedule whether it be answering
queries from patients, ordering materials,
arranging appointments or laison with
otherdepartments,

The nurse’s role within the unit has
changed radically over the past few years.
The changes are due to availability of
factor VI freeze-dried concentrates,
thus making a home treatment schedule
available and also due to the fact that St.
Thomas' is the Haemophilia Reference
Ceritre for the SE and SW Thames
Regions. We have a Supraregional Haemo-
philia Nurse whom | work with in ¢lose
collaboration. The Centre provides a
seven day week, twenty four hour service
to all our patients. | am available in the
hospital either in the treatment room or

by bleep, from 9 — 545 Monday to
Friday; the evenings being covered by the
medical H.P. | hand over the keys of our
drug cupboard before | go each day, with
any ather relevant information regarding
patients or treatments for that evéning.
The rota is compiled each week, but runs
10 a pattern so that we all know when we
are likely to be involved. My role, | feel,
is to liaise. and generally be available 1o
treat and advise patients, either in person
or by phone. There are usually a few in-
patients who need visiting daily on the
Wards for assessment and/or treatment. |
also undertake shopping,

After the morning round | then turn
to the desk work. This involves recording
all  treatment and advice given in
individual patients’ notes, and on a
computer record sheet. We have our own
computer terminal in the department,
and now that we have been using the
system for several vears, we are consoli-
dating some useful statistics and infor-
mation about all our “bleeding’ patients,
which we hope leads to a better and a
more efficient service. For instance, a
haemogpghiliac telephones in to say that he
has a painful right knee joint which,
although responding to factor VI treat-
ment is bleeding frequently. We can then
obtain from the computer the number of
bleeds in that joint within the preceeding
months and assess whether a prophylactic
course of treatment is indicated, or a
consultation with the Rheumatologist,
Physiotherapist or Orthopaedic Depart-
ment for advice.

Many departments within the hospital
offer us their advice and support, namely
the Dental, Orthopaedic, Rheumatology,
ENT, Physiotherapy, DDU, and at times,
the Medical and Surgical Firms, We
undertake  surgery, mainly  dental,
involving extractions, orthopaedic to
correct or fix joints, and more recently
the formation of arterior venous fistulas
to improve venepuncture for individual
patients who otherwise are unable to
treat themselves. We want all our registered
‘bleeding’ patients to be as independent
and self sufficient as possible, but to
realise which problems they must bring to
the Centre. These include difficulty with
venepuncture, reaction 1o treatment,
poor response to treatment, persistent
problems with a joint, abdominal or
cranial bleeds, persistent nose bleeds or
persistent haematuria. There may also be
a need for analgeisa assessment.

I order and pack up home treatment
supplies when requested, and send them
to the appropriate destination. Together
with our Supraregional nurse, we are
trying to organise a better system with
the Blood Transfusion and Associate
Centres so that individual patients can
pick up factor Vil supplies at their
nearest hospital. This should save both
time and energy for the patient, and
postage and expense..

Lunch is a moveable feast as | like to
be available if and when a patient wants
to come up in his lunch hour for treat-
ment or advice,

i tike to feel that my role within the
Centre is expanding to meet the needs of
the haemophiliac within the community.

3

My working day ends {several coffees
later} with contacting the doctor on call
for the night, and handing over

I enjoy my job and tife in London very
much. The interest and oppeortunity for
mie as a nurseand as an individual working
in the Haematology Department in a large
teaching hospital, brings me into contact
with rmany different people. | never cease
to admire the constant courage and cheer-
fulness shown by my patients as they trip
(Ol not) through the treatment room
door.

At home, my day ends by checking
that rmy alarm is on for the following
morning!

SO TPOOOPOIEIIINIISIOEEBESES

HOME THERAPY
Dr. P. Jones.

The term ‘home therapy’ is used to
distinguish  intravenous  injections  of
factor VI ©r X given outside the
hospital setting. Although the first injec-
tions were literally given ‘at home’, the
termi now includes injections given at
wark or on holiday, as well as injections
givenn by a patient to himself (‘self-
infusion’} or by a trained relative or
friend, or by a parent t0 a haemophilic
child. 1t also includes both ‘én-demand’
and ‘prophylactic’ therapy.

When discussing haemophilia treatment
all this terminology can be confusing —
the really important point about the con-
cept of home therapy is that the person
with haemophilia and his family need no
longer be totally dependent on a hospital
for day-to-day care. Bleeds may be treated
earlty without fuss, or loss of school or
work, or play, and this early treatment
should help in the prevention of disability
in later life.

Much has been written about the cost
of home therapy and some bureaucrats
- none of them, so far as | am aware,
with haemophilia in their families! — and
others in the unenviable position of
having to spread health budgets thinly in
order to provide cover for many patients
and many diseases, have suggested that
this sort of treatment is an expensive
tuxury for the benefit of a small minority
of peoplein need. “Why,”" they say, “can't
haemophiliacs learn to live within the
bounds of their disorder?”

One has only to think back 20 vears to
the misery of severely affected haemo-
phitides who did live within the bounds of
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hed nursing ble '%! xz'smt Qf w? ich had
oceurred spontaneously, for weeks at a
time) to provide the answer, It is part of
haemophilia ?ulwww 10 i ine that sport
ami exearcis ophiliac to an
orrhage. Nobody is
suggesting zm e‘wrrw‘;m% ruf;hwg out to

- rvations by
b workers at
meeti ings for haemo-
that only about one
duces a bleed, and every
affected  man  knows how
inactivity predisposes to runs of bleeding
episodes. Home therapy means rapid
therapy and provides a foundation on
which to build healthy, muscular adults
with stable joints. [t follows that the
haemophiliac given the opportunity to
practice home therapy has the respon-
sibility not only to use it properly but
also to keep himself fit and active.

And the true cost? The average annual
cost of ondermand therapy for a United
Kingdom patient s £2000. This sum
would buy a month in bed in an NHS
provincial teaching hospital, or ambulance
travel for a patient living 40 miles from
his Centre and requiring 34 treatments in
the year — the average for a sevem!y
affected haemophiliae. If one considers
the 90 per cent reduction in hospital
adtmissions that follows the introduction
of home therapy, it could be argued that
our administiators had a bargain — with:
out even m!«‘mg into account savings in
time previously lost from work by
haemophiliacs and their relatives,

Why not, then, put everyone on home
therapy, mw e most of the Haemophilia
Ceritres and declarg the doctors redun-
dariti? The first redson is that most,
families are not emotionally ready for
treating their affected children before the
age of about six years. Before this age
parents are stil) learning which \/r‘nmor"r"
10 treat and which to leave alone, children
are begmr‘xéng 1o recogrise hat f,ee ing
{ aum “} which heralds the very start of a
bleerding sode — the key 1o successful
home therapy - and veins may be difficult
to enter mquéa"%y. It is in these early
yvears that training for home therapy
reatly starts; catm, unhurried and repeated
consultation precedes that final day or
two of technical training.

The second reason is that home therapy
does not solve every problem of bleeding
Our results show that whilst about 80
per cent of bleeds are stopped with one
treatment at home, 11 per cent of bleeds
experienced by those on low-dose on-
demand therapy still require a visit to
pital for more intensive treatment or
specialised  splinting, Nor does home
apy solve problems for p e with
factor antibodies (inhibitors),

”Hmd wwww 1e s aware that all
cines, including blood products, have
s-pffects. Hasmophilia Cmt:ez Staff are
ined 1o watch for evidence of these;
rpgular follow-up provides the

% sarly-warning system”. This is
sy thv detatled  recording of every

treatment given is so important. 1t is also
why doctors in this country are reluctant
to suggest that everyone with clinically
severe haemaphilia is prescribed prophy-
tactic therapy — that is regularly spaced
tregtments which prevent bleéds. 1he
majority of severely affected haemophilia
A patients require much less factor Vil
whilst using on-demand therapy at the
beginning of a bleeding episode than they
would inject if they were on prophyiaxis.
And in any case when a run of ‘bleeds
occurs into a particular site there is often
an alternative method of treatment to
factor replacement. The cost of prophy-
laxis is also high — about £5,000 for a
patient in a year.

in this short article | have not tried to
set out a detailed account of home
therapy; people on this form of treatment
should already have the United Kingdom
Haernophilia Centre Director’s Handbook
{if they have not received a copy they
should ask their Centre Director for one).
It would, however, be worthwhile
repeating the three golden rules of home
therapy, rules on which so much of the
success of modern haemophilia treatment
depends:

— The earlier the better! (Early treat-
ment prevents later damage).

— If in doubt, treat! {Trust the feeling
that a blecd has started and treat it),

— A shot in time saves VIII — or IX!
(Early treatment saves blood pro-
duct).

Every vyear the Directors of Haemo-
philia Centres collect together figures on
the number of haemophiliacs in the United
Kingdom, and on the type and effects of
the treatment they receive. Since 1975
figures relating to the practice of home
therapy have been obtained for haemo-
philia A and these have shown a steady, if
not unexpected, rise. By 1977 an
estimated 60 per cent of pedple with
haermophilia A*  who, by generally
accepted standards, should have been
treating themselves or their children were
receiving home therapy.

In  comparison  with most other
countries, including America, this is
pretty good going — especially when one
considers all the difficulties there have
been in obtaining sufficient factor VIl
concentrate for National Health Service
use. Before long we hope: that everyone
who wants to be on home therapy, who
would benefit from it, and who is capable
of performing the techniques involved
safely will be treating themselves or their
children at home.

Peter Jones

CCP 0240080000000 000

000000000000 0000000

Footnote:

*Comparable figures for haemophilia B —
Christmas disease — will not be available
for same months as they were not
collected until this year.

a
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XU INTERNATIONAL CONGRESS,
WORLD FEDERATION OF
HEMOPHILIA, ISRAEL, JULY 1979

There are still a few places left for
people who would like to go to this
Congress which was described in detail in
the last issue of the Bulletin,

The Congresses of the World Federation
of Hemophilia provide a forum for the
world's feading experts on haemophilia
and related diseases at which 10 expound
on the latest developments in haemophili
care and 10 exchangé ideas.

Any member, who has not already
asked for details, but who would like to
receive them, is invited to contact the
Societys office without delay.

WIDER HORIZONS FOR
HAEMOPHILIACS

Whilst there have always been haemo-
phitiacs and their families, who have
taken continental holidays, there have
always been g large number who have felt
that thée risks of a bleeding episode,
starting far away from home and their
own familiar treatment Centre, was niotl
worth the benefit that travel might bring,

The increase in Home Treatment has
meant that there are now many more
haemophiliacs travelling abroad; secuie in
the knowledge that they can now treat
themselves;, thereby freeing themselvas

and their families from many of ‘th(ﬁfb

former anxieties. Many haemophiliacs 8
being given concentrates by their Centres,
to carry with them for administration by
a local doctor, although the problems of
this are obvious,

Many haemophiliacs have had the
feeling that, if only they could find out
what the treatment in an area was like,
before they went, then they would feel
happier. We know that this especially
applies to young haemophiliacs, many of
whom have not been able 1o join in school
trips abroad, and who have nat been able
to share in those exchange holidays weith
continental boys, that some of their
friends have enjoyed. However, the
Society s receiving an increasing number
of requests, from the families of haemo
philiaes in BEurope, for pen-pals for their
sons and for contacts wmh families in this

country, who would like to arrange
exchange holidays for haemophiliacs.
This is an ideal chance for young

haemophiliacs to broaden their horizons
and 1o travel abroad. Normally, of course,
the British  and continental  families
correspond first, so that sach can satisty
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themselves that good haemophiliac care
will be available to their son, and then
details of the exchange can be properly
worked out. Many pen friendships have
developed and resulted in exchange visits.

I you, oryour son, would be interested
in taking advantage of any such oppor-
tunities, or would be interested in
travelling to one of the special camps for
haemophiliacs, that are often organised in
the surnmer months, to give haemaophiliacs
the chance of a holiday in different
surroundings, then yvou should let John
Prothero, our European Liaison Officer,
kriow through the Society’s office.

Yok ok ok R ok ko ok ek e A ok ke ok Rk

SOME FACTS ABOUT HAEMOPHILIA

The most important of the inherited
hleeding diseases. Only men affected. It is
uncommon,

There are about 72 haemophiliacs per
mitlion of the population in the UK, Le.
approximately 4,000 haemophiliacs in
the UK.

Oceurs throughout the world.

Known to occur in dogs and horses.

Excessive bleeding caused by lack of
an important substance in the blood
needed for normal clotting — factor VIHI
or antinaermophilic factor,

Deficiency  of  another substance,
factor X, produces a similar but less
common  bleeding  disorder  called
Christmias disease,

Present at birth and can be diagnosed
on a sample of hlood taken from the
urnbilical cord when the baby is born.,

Inheritance

All daughters ot a haemophiliac are
carriers but all his sons are normal. The
sons of carriers have a BO:-b0O chance of
being hasmophilic. The daughters of a
carrier have a.b0:B0 chance of being
carriers.

In a quarter to a third of cases a family
history of haemophilia is not known,

The degree of severity of the condition

sually runs true in the family.

Severe haemophilia — the man with no
factor VHI in his blood (0%) bleeds for
tittle or no apparent reason. Life disrupted
and tendency to become crippled unless
bleeds are treated early.

IN SEVERE HAEMOPHILIA BLEED-
ING AFFECTS MAINLY JOINTS AND
MUSCLES (APPROX. 95% OF ALL
BLEEDS.)

Less savere haemophilia — moré than
1 or 2% factor Vi in the blood. May
lead normal, or near normal, lives unless
injured or subjected to surgery, when
they may bleed very badly and should be
managed as severe haemophiliacs. Do not
usually suffer crippling,

Superficial cuts and scratches are
usually not troublesome. In babies and
toddlers bleeding from the tongue or lip
is fairly common. Haemophiliacs probably
bleed more commonly into joints because
the blood vessels in the lining of the joint
are very liable to be damaged against the
hard surface of adjgcent bone. When the

joint is damaged or inflamed as a result of
previous bleeding further ‘spontaneous’
bleeds may occur for no apparent reason.

Treatment of haemophilia

Factor V1T is present in normal blood
and factor concentrates are prepared
from blood collected ar blood donor
sessions, The treatment of haemophilic
bleeding is to give sufficient factor to
completely prevent bleeding for as long as
may be required for healing to oceur,

A single small dose may be enough to
arrest an early bleed from a small injury.
This makes horme treatment of minor
bleeds pussible, providing a suitable treat-
ment material is available,

On the other hand large doses given
every 12 hours over many days rmay be
needed in the case of accidental injury or
for surgery.

The cost of factor VIt for treatment
miay be great — £25 for a single small
dose or perhaps many thousands of
pounds to cover a majpr operation. A
yvear's supply of home treatment could,
therefore, cost £2;000 to £3,000. A single
major operation could cost £2,000 to
£6,000¢

The cost of not freating haermophilia
i terms of pain, disability, hospitalisation,
disruption of family life, education, work
and leisure is incomparably greater.

With advances in treatment there has
been g great improvement in life expec
tation, e.q.

1840 — 88% died before age 21 {(no

treatrment)

1940 — 66% died before-age 21 (Blood

transfusion only}

1979 — near  normial  expectation?

{factor VI Concentraté)

Diagnosis of carriers of haemophilia

May have a family history of the
condition,

May have a lower than normal anti-
haermophilic factor level,

May bleed more than normally ex-
pected after injury, operations, child-
birth, gtc., and may even require a little
antihaermophilic  treatment  to  avoid
excessive bleeding.

cases.

The unborn baby in a known carrier
can be sexed early in pregnancy and
shortly it may alse become possible to
diagnose haemophilia in the baby before
birth,

Reproduced by kind permission of
Dr. Charles Rizza,
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We are sure that all rhembers are
pleased to Kriow that our Patron, Her
Royal Highness, The Duchess of Kent, is

NOW | GRO-C E

The Royal Association for Disability
and Rehabilitation (Radar) AGM will be
on September 12th 1979. Venue to be
arrangec.

The Naidex Conference will be held
from 20th—22nd November 1979, at the
Wembley Conference Centre, London.

from members of the Sdciety wasrecently
sent to Her Royal Highness and the
following reply, received from Mrs. Jane
Napier, Lady-in‘Waiting, was read at the
Annual General Meeting.

“Thank vou so much for your very
nice letter with the message from your
members. This has been passed o to the
Duchess of Kent who was most grateful
for their kind enguiries. Would vou please
tell all those concerned that Her Roval
Highness was immensely touched by their
thoughtfulness.

“Thank you for giving the date of
vour Annual  General Meeting. The
Duchess particularty asked me to send her
very best wishés to you all and she hopes
you will have an enjoyable and successful
meeting.”
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Points of View

Items in this column do not necessarily
reflect the views of the Society.

From our member
Croydon, Surrey . ..
“} am writing to you on a matter of
great happiness for me and my family,
and | hope of interest to other haemo-
philiacs, My son,i ! aged 11, suffers
from haemophilia, joined a stage school
on Saturdays, from there he had the
opportunity of duditioning for a part in
Fagins Gang in the West End musical
“Oliver”. | am pleased to say he has got
thé part and has now joined the company.
He is enjoying it very much. You will
appreciate there are a lot of things that
boys with haemophilia cannot do and
therefore at times it becomes very hard
for them, | therefore think this is a great
encouragement for other haemophiliacs
to know. The part includes singing and a
little acting which is not strenuous. | have,
however, discussed this with his doctors
who are very pleased and support him, |
hope this is of interest and, as | stress, of
great encouragement to others, as it is
very hard to find outside interests at this
age, which they can enter and enjoy.”
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From the Ontario Chapter of the Canadian
Hemophilia Society . . .

“Thank you for sending your Bulletin
which we find informative, constructive,
and alive with information.”

From a doctor in Mid-Wales . . . 1 found
your last Bulletin very interesting
especially as regards the articles on inheri-
tance and on driving licences. The latter
raised points of law of which | was not
aware and will be of help to me in my
practice. Why not ask the British Medical
Journal to re-publish?

As regards inheritance — it has long
been my feeling that not enough attention
has been paid to the sisters of haemo-
philiacs and the problems they face.”

Fram the Director of a Haemophilia
Centre . . .

“Recently one of our severe grade
haemophiliacs was locally examined for a
mohility allowance, for which he had
applied, and the request was declined.
The refusal was reviewed by the appro-
priate Board who sent me a pro-forma to
complete on the patient’s behalf. In my
completion of the form it was my ability
to quote from the extract from Hansard
which yvou guoted on the front page of
edition 28 of the Bulletin which probably
made the difference. The Medical Officer
reviewing the refusal reversed the decision
and the patient has now been granted the

allowance.”

€ MISCELLANY g

“The Future for Volurtary Organis-
ations’” Nicholas. Hinton, Director, The
National Council of Social Service, The
debate on the Wolfenden Report about
the future of voluntary organisations has
provided a backcloth to the work of
marny mhmmry organisations in 1979,
anly one thing could be acc omplished in
1979, it ought to be gaining the accep-
tance of Central and Local Government
of four principles 1o be applied in their
dealings with the voluntary sector.

The first principle is, the ability of
volunteers ang voluntary organisations
to increase significantly the resdurces
available to. meet demands. The second
principle implies recognition of the fact
that, some services are gqualitatively betier,
it they afe supplied by the voluntary
sector and that, wherever appropriate,
professional workers should act as consul-
tants supporting the supporters. The third
encourages organisations to act as critics
of the status quo and to be innovators.
The fourth principle recognises that
involvement in voluntary services provides
an opportunity for people to contribute
to the services which impinge on them
and their communities,

Ret: Social Work Today,
No. 18 2179:

Volume 10,

GRASS ROOTS

A new Group of the Society has been
formed, based in Dundee, and will be
known as the “TAYSIDE GROUP"”, The
Group will work in close liaison with our
Scottish Group and has already raised
over £2,000, a large proportion of which
will be used to support the work of the
Haemophilia Centre at Ninewells Hospital,
Dundee.

Will any member wishing to participate
in the Group's activities please write to
Mr. D, D, Edward (Chairman}, “Glenora”,
Lochlands Drive, Arbroath,
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Text of talks given to the Council of the
Haemophilia Society on 17th March 1979
by Sister Gill Davies, lately of the North
East Thames Regional Blood Transfusion
Centre, and Sister Sheila Dykes of the
Haemophilia  Reference Centre, St

Thomas” Hospital,

Sister Davies

This job started in 1974 when, in our
Region, ’Lhe working party on haemophilia
from the Regional Association of Haema-
tologists was very keen to expand its
Home Treatmént Programme and 1o
organise haemophilia care in the Region.
The working party members were very
aware that they needed 1o link up hospital
and community care in the Region, so
they put their heads together and decided
that one of the best ways of dealing with
the problem was 10 appoint a State
Registered Nurse to co-ordinate everything
for them. They approacheéd the Haemo-
philia Sotiety and asked if it would fund
the post for one year and then hopefully,
they would be able to get the National
Health Service to take the post over. This
is what happened and Cheryl Astor, who
had worked as the Sister at the Royal
Free Hospital Haemophilia Centre for a
couple of vears, was very keen to start
the job off, although she was only able 1o
do the job for 9@ months before she
emigrated to Australia. She was based at
the Blood Transfusion Centre at Brent-
wood, which is in the middle of the
North East Tharnes Region, This is where
I came in, as | was working there ds a
Staff Nurse and | used the 9months toget
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sorrie haemophilia experience myself and
then took over from her when she left. As
I mentioned, the Assaciation of Haema-
tologists thought it would be best to have
this job based on the Blood Transfusion
(,amm It was slap bang in the centre of
the Region which was handy and they
thought that, if the sister wasnt biased
towards any of the Haemophilia Centres,
it might work slightly better from. that
point of view. | am noet sure if that was
the case or not, but | do think it was a
wise choice to use the Blood Transfusion
Centre.as a base.

b would like to tell vou a bit about our
rale. The first thing wedid was to identify
atl the haemophiliacs In the Region.
There was a lot of donkey work in the
beginning which involved visiting every
hospital which had & haematology depart-
ment. in the Regicn, getting all the Notes
out and finding where all the haemo-
‘)?‘ﬁam were and, of course, it meant

isiting the 8 Haemophilia Centres. From
ait this nformation we compiled a
Regional Register, which was one of the
things the haematologists wanted. We
ended with a list of 'Who's Whe', their
Factor VHI levels and other informat]
and found we had 520 patients, whi
staggere eryone! The Regional Register
is. kept at Brentwood and gives all the
information about all the patientsso that

the doctors. at all the 8 Haemophilia
Centres have the information readily
available. This was quite handy, because

it gave me the opportunity to assess the
facilities available at all the Centres, |
could see which was operating a Home
Treatment  Programme, which  had
tacilities for surgery, which gave ortho-
paedic care, rheumatological care, which
gave genetic counselling, which could do
dental care and which of them gave a
24-hour service.

Once we had got this groundwork
done, each Centre was keen to expand
their Home Treatment Programme, or to
geta Home Treatment Programme started,
if they had not had one previously — of
our B20 patients, only 25 were on Horinp

Treatment. S0 together with the Directy
of each of the Haemophilia Centres,
selected the patients we thought were
suitable for going onto Home Treatment,
I did a Home Visit to each patient we
thought suitable, checked the home
environment, saw who in the family was
going to do the venepuncture, whether it
was the patient himself, or a relative,
checked whether they had a telephone,
whether they had a fridge or a freezerso
we could determine whether they would
be using Cryoprecipitate concentrate and
then, finally, | visited each patient’s GP
to put them in the picture and to see
whether they were keen, as the haema-
tologists thought this was very important.
Once all this work was done, we had
another meeting with all the Centre
Directors, If we still thought the patient
was suitable, we went shead and started
their training. That was either done by
ryself, if they lived near to Brentwood,
or to where | lived, or if they lived nearer
to a Haemophilia Centre, they found it
easier to go there, but one way or another,
we got them trained. Once they were
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established, we let them go home with
their supplies and 1 visited them about
once a month to carry on their supervision
and to make sure they were managing
OK, and | also ran g delivery service. You
know yourselves the problem of picking
up Cryo with the cold boxes and what
have you, so | ran a ‘Cryo on Wheels’
service to a lot of them, This was useful
because | could bring back all the dirty
syringes and needles and dispose of them
at Brentwood. | had about 7 patients who
were quite housebound, so they did really
rely on ine to take the supplies out to
them. After the 2 vyears we have 60
patients on Home Treatment, so we did
well, 1 think.

As you can imagine, the Home Treat-
ment Programme did teke up about 80%
of my time, especially as the Region was
so big which means much time travelling
around, But there was, of course, a lot of
other work to do. | attended many of the
Clinics that each of the Centres held.
They were either the Clinics for the
Mome Treatment patients, where they
come up regularly every 3 months for a
thorough check to see how they were

oing, or the regular clinics at the

spitals held to see if anyone else was
suitable to go onto Home Treatment. |
also visited a lot of the inhibitor patisnts.
I could not do very much for them,
except offer them advice, but even that
took up a lot of time. | also went to see
many dernitists to see if they would under-
take any of the routine care of some of
the patients, to save them traipsing up to
their Haemophilia Centre all the time,
and | managed 1o persuade quite a few
dentists that their patients were not going
to dissolve into pools of blood in the
surgery and so managed 1o get some to
undertake routine care,

I had quite a lot of contact with Social
Workers and Health Visitors. We held
joint meetings and solved guite 3 few of
the haemophiliacs’ problems in that way.

The Haemophilia Working Party still
met quite regularly. The Haemophilia
Centre Directors also got together from
.me to timeand | attended these meetings

o discuss how the haermophiliacs were
getting on in the Regions.

Keeping the Reglster up to date took
quite a lot of time and | used to ensure
that the Centres kept givirig me details of
the new patients so that | could add them
1o the Register. We Used to find quite a
few niew patients cropping up. When |
went to see GPs to discuss Home Treat-
ment with them, they would often
suddenly say "Do you know about such
and such a patient down the road?” |
would. take their names and addresses-and
then find out they weren't on the Register
at all. We managed to find about 20-40
patients in this way who were haemo-
philiacs, but who weren't registered at
any Centre. | arranged to go and visit
them and tell thern about the Centres, get
them up and registered. 3 or 4 of these
patients ended up on Home Treatment.
When going to see haemophiliacs, they
would tell you of a distant cousin or
uncle, and it was amazing how many
cases we picked wup in that way and
subsequently managed to help.

Reing based at the Blood Transfusion
Centre helped me quite a lot, because |
had a check on the supplies of treatment
material. We have a stock of concentrate
there which | kept up, so that each of the
hospitals knew that, in an emergency,
there was a reserve of concentrate there.
I any of the doctors wanted to undertake
planned surgery they knew they could
telephone me and | could tell them what
state the reserve stocks were in and they
could go ahead and plan the surgery.

| think that is a guick résumé of my
work.

4424000400000 000409

Sister Dykes

My post came into being in May 1978
and | was given the splendid title of
Supra-Begional Nurse Coordinator for
Haemophilia, which | think really covers
a lot of things! It was envisaged that my
role- would be to help with case finding
throughout the Supra Region covered by
St. Thomas' Hospital, to assist in laison
on the provision of Home Treatment and
to teach people in order to ensure that
the most suitable care and management
should be available to all haemophiliacs.
My working relationships were to be with
medical, nursing, technical and adminis-
trative staff, patients and the general
public. My first task was to become
familiar with the Supra Region which is
made up of the South-West and South-
East Thames Regions which cover Surrey,
Sussex, Kent and South London, so it is
quite @ large area. It includes the MHaamo-
philia Reference Centre, 7 full Haemo-
philia Centres, 15 Associate Centres and 2
other hospitals where local haemophiliacs
can receive treatment. | think that one
miust remember that, with the Associate
Centres In particular, some of them are
more than willing to help with the
immediate crisis, but were only too
happy to get you off the premises soon
after, whereas others are delighted to do
as much as possible, including minor
surgery, 8o there is a very wide range
when you turn up on the doorstep as to
what exactly is available. [ visited all
these hospitals and met all the Directors
and Haematologists concerned and have
very much appreciated their willingness
to help and cooperate. | took the oppor-
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tunity onthese visits to compilé a Register
of patients, but | am slightly concerned as
to how accurate it is and | would not
like to depend on it entirely. It contains
the narmes of 600 patients suffering from
haemophilia  and  related  disorders,
although the latter are not fully recorded
and | know some have since moved out of
the Region. | kept the information down
to a minimum and | use it really as a basis
for my own work, If any enguiry comes
in to me then | can put the enquirer on
to the Centre Director concerned so that
he can deal with it. | have only discovered
one family, with a history of Christmas
Disease, that was not aware that a treat-
ment was now available, and when | got
in touch. with the mother | got the rather
sad reply that | was "25 vears too late.””
Apart froim that, my case finding really
has béen mare dn exeérgise to ensure that
all Haemophiliacs are formally registered
and attached to a recognised Centre.

Much of my work at some of the
Centres has been to implement Home
Treatment  Programmes.  These pro-
grammes had not previously been started
because of shortage of staff for teaching
purposes, an unawareness of the benefits
of Home Treatment and sometimes
through a shortagéof Factor VI supplies,
b have been able to assist by being
available to give instruction on Home
Therapy, 1o discuss with Directors who
would  be suitable candidates and
potentially benefit the most from Home
Treatment and when a shortfall of Factor
VI supplies has been a serious problem,
a reallocation of the existing NHS supplies
has been arranged to ease, although | am
afraid never 1o exactly solve, the problem.
i think it would be fair to add that the
reallocation of the supplies has only been
possible by the larger, more favoured
Centres in the past, relinguishing some of
their supplies in order to support the
smaller Centres, and the larger Centres
now have the burden of purchasing
supplies inorder to maintain the standards
they have set.

At Centres where people were already
an Home Treatment, | have tried to give
ideas based on past experience as to what
changes might be practical to improve the
general care and management of the
haemophiliac,

As well as visiting the Centres, | have
also been ablé to make home visits and
again | very much appreciate the kind
reception that | have had from everyone
that | have visited. The visits have been
made: for a variety of reasons, including
instruction on Home Therapy, supervising
treatment within the home situation and
to help teach a haemophiliac to do his
own venepuncture. where previously it
had been done by a parent. | have also
made visits to people who were already
well established on Home Treatment, as
much to get ideas and suggestions as to
what improvements and changes they
would like to see in existing arrangements
as for me 10 assess how they were getting
along on Home Treatment,

Home Treatment isnt the answer for
everyone, especially those only needing
infrequent treatments, but these families,
I think, have welcomed visits to discuss
problems that they have had, and also to
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be taught how to give care and when 1o
give it, so that they can learn 1o carry
their  own  supplies when travelling,
espicially abroad. | think it is a help
when faced with a non-English speaking
foreign doctor, that you at least know
which way up the syringe is going and
that at least everything is going satls-
actorily and this has given them freedom
and more confidence. Beside personal
visites and the inewvitable telephone com:
munications, another valuable source of
contact for me has been through local
Groups of the Haemophilia Sotiety, who
have been very friendly and kind towards
me.

Unlike Gill, 1 have been based at i
Thomas' Hospital and | found it most
helpful to have this close connection with
the Supra Fegional Reference Centre, |
think perhaps | might als add that | was
working there for 3 vears previously, so |
already had very close connections. | did
fing that through working there | had &
knowledge of the area and | have been
able to answer gueries coming in fram
and about, the Region, and | could also
keep the Hefers Centre Director in
touch with the news of the Hegion,
Through helping at the Centre, | have
been able 1o keep in touch with current
treatments and new developments in
maragerment

follow-up olinics at
on Home Treatment
1 that | would like to
within thé Region.

Meanwhile, the staff at 51, Thomas have
bean willing to see and help assess other

haemophiliacs from within the Region at
the request of their Centre Directors, St
Thomas' has a computer system, to
recard the bleeding episodes, the
given to sach individual, etc
think the & 1y knows g
it has helpec unding. It is hope
that it will soon be possible to extend this
system within the Region, and having
Sxisting systern,
dy 1o help implement it
xercise | believe one
sview. one's original aims and
tives and assess what one has
achieved. | find this very difficult and |
hope the answer is going to come from

you, But changes there have gertainly
beer and progress made and | would like
1o think | have had a hand in these

changes, but nothing would be possible
without the concern and interest of the
medical staff of each of the Centres and
the deterrination and indomitable spirit
of the haemophiliac himself and his
famity. | personally am mugch indebted to
my Reference. Centre Director, Professor
Ingrarn, for his continuing encouragement,
help, support and interest and to the
Haemophilia Society for thelr generous
financial support in funding this work
and thus making it possible at all.

In answer to guestions, Sister Dykes
and Sister Davies made the following
points:—

The  South-East  and  South-West
Thames Regions have each got about the
same general population, but there are
more  haemophiliacs recorded  in the
South-East Thames Region, although it is
not known why,

TRAVEL INSURANCE, INCLUDING
MEDICAL EXPENSES COVER, FOR
HAEMOPHILIACS

The Society is pleased to announce
that a breakthrough has been made in the
figld-of travel insurance for haemophiliacs.
Messrs. Burgoyne Alford & Co. Ltd. and
Brookdale Breasley (Insurance Brokers),
via Lloyds of London, in conjunction
with Lloyds Brokers, have arranged a
fravel policy so that & person having
haemophilia, or an allied disorder, can go
abroad, secure in the Knowledge that he
will be properly covered on the medical
expenses section of the policy, as well as
all gther sections.

There will be certain warranties and
requirements but these are no more than
any prudent S ty  member  would
expect. For instance, he will be required
to have a letter from his doctor saying
that he is fit 1o travel. Furthermore, he
shiould take with him sufficient concen-
trate to be treated, either by himself, or
by someone else, should the occasion
arise. Full details of these and other
raguirements are shown on the proposal
form, which may be obtained solely from
Mr, D. Rosenblatt of Brookdale Brealey
{Insurance Brokers) of 60 Bartholomew
Court, High Street, Waltham Cross, Herts,
Telephone No, Waltham Cross 31671,

i1 cannot be emphasised too strongly,
that the long term success of this new
scherme  will  largely  depend on  our
members’ not abusing it and their making
absolutely certain that they make every
effort 1o see that avoidable claims do not
atise. There is no philanthropic figure in
the background with an  inexhaustible
fund of money, who will be happily
malking payment of medical expenses for

thase haemophiliacs who have failed to
make proper provision for themselves,

before going abroad.

Claims paid out to members will come
from a pool of money which is provided
from the premiums paid by our members
and their friends when taking out this
new policy. The fate of this opportunity
is, consequently, In our own hands.

So that the fund may be made as large
as possible, members are urged to ask
their  families and friends, e, non-
haemophiliacs, to effect normal travel
instrance, again with Lloyds, via Mr.
Rosenblatt-at the firm's name and address
givert above, The standard Lloyds policy
is competitive and has good cover. In this
way the new scheme, which is of great
importance to all members, will have
every chance of continuing to provide
ingurance  for haemophiliacs  against
unfortunate and unforeseeable iliness or
accidents whilst abroad,

Mr. Rosenblatt will be happy 1o
answer any gueries members may have,

The new cases found in the Northe
East Thames Begion were split about half
and half between severely affected and
less severely affected, but they had had
ne contact with a Centre and were just
sitting at home like hermits, and even
their GPs did not know of Centres and
Cryo. They were so glad 1o go 1o Centres
and be registered and find out what
treatment was available for them now,
Often sorme of the cases with a family
history of haemophilia were the worst,
Because nothing could be done for

Grandfather they hadn’t got round 10

the present generation! Many of these
had been living well away from a Centre
and yet now some were on Home Treat-
ment and thelr lives had been revo-
hutionised, and for the first time in 20
years they are getting out and about, This
does show the average GP who probably
has no haemophiliacs ‘on his books’ often
does not himself know of the present

position with haemophilia treatment.
Those that did, were often relieved to

fearrs of the Home Treatment programme
hecause they had been worried as to what
they could do if they had been telephoned

with a problem. Some patients were
found to have been registered at a Cer

for some years, but had not attended '™
treatment as they had not previously
heen made aware of the availability of
modern tregtment.

it a Social Worker 1§ involved who
really  knows haemophilia  and 08

interested, they can be invaluable, but so
often they do not know what is involved
and it can take months to explain matters
and what is needed, so that frequently
Centre  Staff tend to deal with the
problems of their patients thermselves,

It was found that if avisit was made 1o
schools when a haemophiliacwasapplying
to enter, but before he started, it was
possible to smooth the ground, let them
know what it would be like having a
haemophiliac in the school, advise them
about what sports they could play and
what activitiss they could undertake, It
often helped them decide to accept a

hgemophiliac, when they might ngt
otherwise have done. The schools v‘

usually very pleased and very gratefu e
have the information, but it was more
difficult if the child was already there,
whien sometimes a school would ring up
in a panic and need problems sorting out
stralght away.

in the North-East Thames Region the
Register of Patienits is kept at Brentwood
and is available on a 24-hour basis, 5o that
it a patient ended up at a Centre, the
Director could ring up Brentwood where
the Register has quite a bit more infor-
mation than that on the patient’s ‘Green
Card’ and this has been used quite a few
times and has been found to be very
valuable,

In the South-East and South-West
Thames Regions they do not keep the
Register on the computer and there are
strong feslings in one of the Ceritres that
the information should not be freely
available, so their Register is very much
for use by Sister Dykes for her own
purposes and she is rather more inclined
to refer enquiries back to the patient’s
Centre.
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