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INTRODUCTION

The 1982 Group Seminar was held from
12-+14 - March-at the Kennedy - Hotel,
London NW31. The Seminar was well
attended, once 3gain, although ¢n this
occassion our - organisation “was able 16
take the strain.

The Serminar was organised as ollows:

Session 1 An  introduction” from
Mr J. R. Hunter. {Vice-
Chairman) to the week-
end and Dr B Cotin who
began . proceedings with
hig talk ‘Haemaophilia the
tate. of  Play 1982

_Hazemophilia the State of
X Play 1982, Dr B. Colvin 2

A National Society — Them & Us.
Parts 1 & 2 4

Regionalisation

Society Policies

Finance — Maximising
Resources

Fund-raising

Soctaty Services

Research

Unemployment and Haemophilia

The Society and Young
Haemonphiliacs 7

Publicity — A Two-edged
Sword? 7

Heemophilia in the Third
World 8

A World Perspective of
Treatment and Care

The Group and the
Haemophilia Centre

The Supportive Rate of Groups
tHHome Treatment Problems
Genetic Counselling

Parents and Haemophilia

o ¢

NN e

o

0 e VWO X

The Chaima Rew fan Taer, Dr.B,Colvin, Vice-Chairman ARHunter

Sessions 2,3&4 These sessions  were
devoted to the Workshops
which averaged ten par-
ticipants to each. Work-
shiop topics are  given
under Contents on  this
page.

At this session there were
reports from sach work:
shop foliowed by &

Session 5

general debate on their
conclusions.

The Seminar was brought to a close
with 2 discussion on the format to be
foilowed on future, similar gccassions.

Seminasr Sub-Commitee
Convenor C. Knight
J. Prothero

Aworkshop inprogress
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HAEMOPHILIA — THE STATE OF PLAY

Since the Second Werld War our under-
standing of the nature of hacmophilia
has increased sieadily but it has been
within the lasi raenty years that reaily
exciting advances have been. made in
management.  These have resulted  in
entirely new prospecis.for the quality of
life of the ‘haemophiliac and his family
together  with a much  increased  lifo
axpectency, which now approaches that
of the whoto population of the United
Kingdom. The benefits of these advances
have: not, -unhappily, been fully feit
throughout the World and we have indecd
been forlunate in this country to have the
Napional Heglth Service; - comymitted
doctars and scientists and last, but by ho
means least. the Haemophilia Society.
Fortheast vear or s¢ theground gained
in_the imrhediste past has been con-
solidated and as we stand on the threshold
ol the new opportuitics being created in
the fields of biochemistry and genetic
engingering, it is appropriate 1o review
some aspects of our knowledge of Baemo:
philia and of the many problems which
rerngin unsolved,

Home Treatment

It is-now-about 10 vears since home
reattnont became available to any great
extent and this approach would hardly
tave:  heen feasible “without adequate
supnliss of the stable {recre-dried coneen-
trate which became widely available in
the 1970s. The esteblishment of the
hone treatment programme was really an
organisational problem and the close co-
aperation between  hospital and
commwniyy based staff hos provided an
excellent example of the way in which
medicine should e practised. Patients,
refatives, doctors, nurses, social workers
and many others have worked together in
a ramarkable way s0 that most of the
patients who might benefit from home
treatment have now been offered it and
the majority arc.receiving it

One of the outstanding - remaining
problems of home  (reatment is the
correct dose - of “concentrate 0. use. £,
Tony Aronstam has studied this question
very carefully at Treloar Haemgphilia
Centre and his work was the subjectof an
addrass to you last year. He has pointed
aut that the resting siste of the joint, the
frequency and site of bleeding and the
delay before treatment affect the correct
cosage as well as the actual severity of the
tleed, It is now common practice in this
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country to treat minor bleeds immediately
with as little as 4 or 5 units/Kg, though 8
units/Kg is porhaps more conventional.
Serious bleeding inw restricted  target
joints may. require 20 units/Kg or more
and muscle bleeds need 1o be treated with
more respect than joint bleeds. It is
interesting 10 note that higher doses have
generally been used on the continent of
curope and the reason for this difference
is still-not entirely clear. Figure 1'shows 8
French view of the relationship between
clinical response and dosage of factor VI,

Prophylaxis

As more facter VIl bas been made
available prophylaxis has become a less
controversial topic snd mest haemophilia
centre directors now betieve that it has a
role to play inimsnagement, Many severely
atfected patients believe that prophylaxis
prevents bleeding, reduces the amount of
pain they suffer and limits the disrunticn
ot their lives. The obvious disadvantages
are the frequency of injection, the cost
and the possible long term side effects of
regular concentrate adminiswation, Pro-
phylaxis is therefore particularly vaiuable
it the ‘management of a 'bad paich” of
bleeding and this is especially true for the
adolescent haemophiliac whose schooling
is so essential. We know that the frequency
of bleeding falls during early adult life so
it may e possible to return 1o on-demand
treatment.when .a young man. is well

Dr B. Colvin

established at work or university, rewrning
1o-prophviaxis at difficulr times or to
cover importani events such as examin
ations, weddings and holidays. The final
decision on when to start and stop must
be mede with the full consent of both
patient and doctor but long termy pro-
phylaxis is now well established in severe
Christimas Diseasewi th limited prophylaxis
being more commonly used for patients
with haemophilia A.

Concentrate Production

Figure 2 shows the use of factor Vil
since 1970 in this country. The increase

in. use of commercial concentrate has
been raughly perallel 10 that of 1o1a! use
during this period and the contribution
made by the NHS has consistently fallen
short of  total requiremenis for factor
VHIL although factor X suppties are

adequate, It is hoped that the situstion
will improve in the next few years but
annual consumption of {actor VI may
rise as high .as 100 miliion units in the
near future.

{n the long term it may be possible 1o
manutzcture factor Vi in the laboratory
but this goal’ is probably some way off.
For the time being it will be necessary 1o
continue 10 press for expansion of
production facilities using the traditionat
source raterial, human plasima.

The Damaged Joint

Carslul review of joint problems is an
essential part of any home treatment
progranyme  and  should  be  conducted
with the help of a rheumatolpgist or
orthopaedic surgeon: The first aim ¢f this
approach ‘is 10 prevent joint damage bul
inevitably a substantial part of the work
involives the care of the already damaged
joint Much can be done with the proper
use of concentrate, physiotherapy and
splinting to correct deformity, improve
mobility and maintgin stability but as
surgical techniques improve. joint replace-
rment becomes more and more popular
especiaily for the hip and knee {Figure 3).
Despite these  advances, the ulder
technigues of realignment and arthro-
desis may still “have ‘a place in treaument
because they offer stability and do not
involve the insertion of foreion material,
There is also doubt about the durabitity
of joint replacements, especially in young
active people. “in " the circumstances
patients miay have to accept the possible
need for a number of operations during
their lifetime 1ogether with the smsll but
undoubted risks  that every operation
carries for any patient but especially
perhaps Tor e haemoghiliac.

It is not surprising that opinions on
the best form of treatment Tor the joints
ditfer between haemophilia- centres ang
only time will tell whether an aggressive
surgical palicy has more to offer than a
conservative approach where surgery is
used sparingly,

Genetic Counseliing

There is stitl much ignorance amongst
haemophiliacs and their families about
the inheritancs of hasemophilia and the
first duty of the counsellor is to explain
this and to discuss fully the issues that
will eventually determine whather carrier
detection and antenatal diagnosis will-be
appropriate.  Unfortunately, the tests
currently available cannot prove whether
a . weman is a carrier or not sithough the
results often point ‘very strongly in' a
perticular divection and are of reaf value
in decision making, particularly in haemeo-
philia A, Hopefully, the position in
heemophilia B wiil improve as more
assays for factor X antigen become
available.

We are very fortunate to have seen the
development of antenatal diagnosis for
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Figure 1 The refationship hetween ciinical
rosponse. and. dosage of factor
Vit

Figure 2 The use of factor Vili in the
UK. since 1970

Figure 3 Total knee replacement
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Material used to treat
Haameophilia A patients
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taemophilia in the last few years. Dr.
Reuben Mibashan, in collagoration with
Professor Bloom's group, has now studied
more than 80 pregngncies without any
incorrect disgnoses and this ista very
remarkable achisvement. For the family
at risk it is now possible, with' proper
advice, (o avoid giving birth 10 a severely
haemophilic c¢hild  without the wvery
unsatisfactory imprecision of the previous
crude techniques. In the future it may be
possible 1o study the haemophilic genes
themselves rather than their products,
factor VI or factor 1X and this would
allow diagnosis rather eartier in pregnancy.,
This approach has already begun in the
antenatal diagnosis of the haemogiobin
disorders but much more work will be
needed  before {1 can  De -agpplied 10
haemophilia.

Inhibitors

The faci that there are at least six well
established ways of managing inhibitors
implies that none is reliably effective in
every case and this is indeed true. Conser:
vative treatment with vest and immobilis:
ation _sometimes works for minor bieeds
and high doge human concentrate may be
effective despite the lack of any response
demonstrable in the laboratory.. Plasme
exchange is only really of value in the
planned reduction of inhibitory activily
pefore  elective surgery or in a life-
threatening emergency and it is essential
for patients treated in this way to have
good veins. lmmunosuppression is raraly
of value except for the occasional patient
with acquired haemophilia,

Activated {actor 1 X concentrates have
now become one of (he mainstays of
treatment for patients with inhibitors and
their value has been verified by controlfed
trigls but they are not always effective
and are exceptionally expensive. Recently
there has bDeen a renewed interest in the
use of porcine factor VI and some of

the side effects of this form of treatment
have been avoided by a new purification
technigue ‘but the problems of severe
reactions. and the developnment of resis-
tance 1o the concentraie remain,

Unfortunately, there is little prospect
of asolutionto the inhibitor orableny in
the jmmediste futtire and directors will
continue to do their best to choose the
weatmient” most likely to be effective in
each individual case.

Hepatitis .

The hepatitis. which. affects. so many
patients with haemophilia is caused by
the concentrate they receive and, since
the improvement in_the detsction of
potentiagl donors carrving hepatitis B virus,
most of the new cases of acute hepatitis
nave been of the so-called non-A non-B
variety. For this reason the recent intro-
duction of a vaccine for thie prevention of
hepatitis B is unlikely 10 bhave a major
effect on_ hepatitis in haemophilia, The
problem is commoner. following the use
of large pool concentrates, particularly in
the treatment of ‘mild haemophiliacs who
have had few injections in the past. Soime
patients develog the usual symptoms of
jaundice .and sickness but many are
asymgptomatic and the condition is then
detected by measuring liver function tests
in patients at risk. The vast majority of
patienis with sympioms.recover within g
week or two but thereis growing evidence
that mild inflammation of the liver can
continue -after clinical recovery and the
long term consequences of this are not
yet clear,

As no spectfic treatment s available
for hepatitis, the most important method
of control is prevention, Cryoprecipitate
or DDAVP and tranexamic acid are useful
for the treatment of small bleeds and for
minor.surgicel procedures in  mildly
affected patients and it s worth trying tc
limit the number of different batches of

Fig 3

concentrate used whenthis form of treat:
ment is necessary. There are olans 1©
produce a low hepatitis risk commerciat
tactor X concentrate and research on
this type of concentrate is also iaking
place within the NHS. I{ is necessary 1w
appreciate that any processing will reduce
yield and it may @also be difficult for
ranufacturers to substantiate the claim
that a given concentrate is free from a
hepatitis risk, The cost of this type of
concentrate is  likely to excead that
produced conventionatly and physicians
with Jimited  resources could be faced
with a choice between quantity and
potential quality in terms of hepatitis risk.

Laser Surgery

Laser scalpels are now becoming more
available and produce a narrow para-
incisional arca of necrosis which has a
haemestatic effect by the welding of
severed vessels. The amount of concentrate
required during and even after surgery
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may therefore be reduced together with
the duration of hospital admissien.

Unfertunately, the cost of lasers is
substantial, the technigue takes longer
than conventional surgery and is said to
be uncomfortable for the operating team.
Further experience is needed before the
role of this kind of surgery can be properly
assessed.

Oraf Treatment

i factor Vi cautd be given by mouth
the ‘quality of life of the haemophiliac
would be very much improved, Attemipts
have therefore been made, particuarly in
Holiand, to protect factor VI by
enclosing it in tipesomes or chylomicrons
in the hope that the active imaterial might
be absorbed and released inwc the circu-
lation. Some success has oeen claimed for
this technique but the work has not so
far been confirmed in the United Kingdom
and even if absorption of active factor
Vill is eventually achieved problems will
remain.

It is most unlikely that full haemostatic
doses could be achieved by mouth and
the yield from the starting material would
almost certainly be very poor. Unless
factor VilT supplies improve dramatically
this.means that such-oral treatment would
waste the limited resources available to us.

If factor VI can eventually be given
by mouth the most likely indication for it
would be ‘to convert the severe haemo-
philiec into a mild hasmophiliac by Caily
doses of  the wmaterial. This wouild be
prophylaxis as we now know it but in a
much more zcceptable and possibly more
effective form.

Conclusion

The delivery of comprehensive care for
haemophilia is. now well established
throughout the United Kingdom: and is
rightly expected by every well-informed
haemophiliac. ‘Major - scientific . advences
have -made this approach- pessible but
standards can only be maintgined by the
personal andeavour of haemophilia centre
staft, haemophiliacs, their relatives and,
of course, the Haemophilia Society itself.
The growing number of local groups is
very encouraging and wea can look forward
with confidence to the future if we know
that everything is-being done 10 provide
the whole haemophilic. community with
the facilities which have become available
$0 quickly in the last few years.

Dr. B. Colvin,
Consuitant Haematologist,
The London Hospital

THE WORKSHOPS

A NATIONAL SOCIETY: THEM & US
{Part 1) Executive and Council
LEADER: A. J. Tanner

tn- discussing the relationships between
Exscutive/Council “and ‘Groups, ways in

which direct communication betwsaen the
Executive/Groups/Council were invited.
One of the difficulties was one of
fogistics, in ensuring that E.C./Council
matters were availebte prior to mestings

The Chairman makes a point

of the Group to ensure that Group
representatives acted with Group’s man-
date. Last minute grant spplicaticns for
example were “‘noton”,

Another area was that of “Partial
information” in £.C. minutes, which pre-
ventad Group officers understarding ihe
logic hehind some E.C. decisions.

11 was felt that a significant area cf
interest to Groups that was currently
lacking was in respect of fesdback on
Research investment in prajects as 1o
progress/results ete.

The present involvement of Group
representatives at Council in the decisicn
making precess was felt adequate although
some improvement in o information to
Grant applications was felt necessary. The
proposed -document for - discussion- at
Council on Sinday was a welcome step
forward in this respect.

The role-of he Co-ordinator and the
effectiveness of the appointment was
discussed and generally welcomed as
heing most satisfactory and valuable,

Participants felt that an evaluation of
Co-ordinator’s efforts, once sysileins are
established, would be essentisl to ensure
optimal  benefit of  his  professional
experience, 10 the Sociely. Groups inay
welcome an opportunity for inputin this
Fespect,

(Part 2} Local Group/Head Office

The perlaps provocative coment of the
abstract for this session was intended 10
sighal 1o those participating that there
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was no area of Group/HQ role or relation-
ship that was sacrosanct,

In the event, the session participantis
felt that the present constilutional respon-
sibilities -of the constituent parts of the
Saciety was sound, and that to 2 large
extent, any widespread notion of a
“Them & Us™ situation could be largely
due 10 the fact that the FQ operation in
general and the Exsecutive Committee in
particular was, as a result of unfamiliarity
of individuals, with members of the
Executive and to some extent viewed
them wilh awe.

This could be overcome to a large
axtent by ensuring that the Executive be
exposed to a wider cross section of Group
members cither by visiting them ar by
Groups ensuring a wider member partici-
pation at Council/Group representative
meetings.

Members felt that some better under-
standing ¢f Executive decisions could be
achieved by more detailed communication
and that Groups should be encouraged 1o
communicate on such 10 a greater degree.

The Notes for the Guidance ot Groups
were felt not to be ‘a constraint on
Groups but perhaps could be extended to
include and amplity Society Aims/Policy
from time to time,

Wide ranging issues such as Youth
participation:and. widening membership
were discussed as being the respansibility
of Groups 1o secure.

la-conciuding, - participants felt that
any perceived "Tham & Us™ issues were
possibly. . unavoidable in -sssociations as
diverse as those involving haemophiliacs
and indeed was. not. a phenomenocn
confined 1o Groups’ perception of Head
Office, but applied 1o members/Group
Committees equally well.

The workshop produced the following
additional notes:

ANATIONALSOCIETY: THEM AND US
{Part 2}

LOCAL GROUPS/HEAD OFFICE

The objective of the perhaps provocative
ahstract introducing this senyinar session,
was 16 encourage participants 1o feel free
10 ‘explore all aspects of relationships as
they exist between the different elements
which together combine to form the
formal structure of  the Haemophilia
Society in 1882, end 10 test the validity
and efieciiveness of such a structure in
supporting Society aims inte the 1880's
and 1980,

1. The Organisational Framework

The framework of organisation, linking
with  vavious elements of Sociely
activity together, and the role and
responsibilities of each element, either
as detingd under the Rules and Notes
for Guidance, or g5 adopted by custom
and practice, were felt to provide an
aclequate and effective organisational
vehicle frem which 1o support the
future needs of Haemophiliacs, 41 least
in the nesr term,

PRSEO0003074_0004




The roles and responsibilities of the
Executive, Council and Groups were
sufficient 1o ensure timely execution
of Society business, whilst containing
within them  sufticient checks and
batances on - each other, consistent
with & voluntary organisation of our
size and aclivity.

, Communications

The “effectiveness of communication
between the various slements of the
Society - structure  has - improved
dramatically since the appointment of
a_full-time Co-ordinator. Groups in
particular were now botter informed
of developments in all aspects of health
and. social welfare to an extent where
they are now betterequipped  to
respond to local needs as they arise.
Some -people felt that there was per-
haps some room for improvement in
rélation 1o the timing and content of
some recurring information documents
such: as Executive Committee and
Council meatings minutes, Some: con-
sideration may be given to ensuring
the timely distribution of such docu-
ments, to enable Groups o discuss
refevant issues and so instruct Group
representatives  to. Council ~on the
expression of the Group Commintee's
cotlective opinion,
It was suggested,; since Groups should
be a move in advance of Council
meetings for example, they arrange
any necessary - Group meetings soms
days. in advance ot such  Council
meetings by which time all relevant
decuments should have been received.
It was felt that some means was
necessary 1o enabile Grouo Officers 1o
gain further insight into Executive
Committee decisions on some issues,
especiaily those of policy etc., and
which receive perhaps scant repaorting
a5 a minute but which obviousty are
the subject of lengthy debate anc
consideration. Suggestions as 10 how
this may te improved included
(i} amplifying details of important
policy Issues, &g Incorporaticn,
creation of posts ete.
and
(it} accommodaticn” requests frony
Group Ofticers for {urther details
on issues of specific interest and
as required.

. Personal Relationships

The “effectiveness of any organisation
can depend not only on the adequacy
of the formal structure which defines
the organisation’s role at each level,
hut on the informal relationships that
develop between “individuals at each
fevel.

It was suggested that there was con-
siderable scope for ‘mprovement of
intra-relationships a1 Group level in
mabilising support and participation
by members i loga arcas, Various
mechanisms 1o gonerale such involve-
ment were - discussed,  ranging from
further social intercourse and activity,
to-involving all-members as part of an

“open committee”. It wes agreed that
different ~areas would respond - 10
different mechanisms and that Group
committees should continue to pursue
such wider participation with as much
vigour 8§ in the past.
Some-inprovements in /nter-relation-
ships between formal elemeénts of the
Society were considered necessary by
exposing those-involved at each fevel;
to those at ditferent levels; to a much
greater extent.

Machanisms suggested 1o effect such
greater exposure and contact, involved
members of the Executive Committee
being seen more and more at Group
meetings/functions/events,  although
considerations. . of travel/accom-
modation costs were not 10 be ignored,
Another, for action by Groups them-
selves, was 0 ensure that as wide &
member involvements as was possible
be achieved at Council/Group Rep-
resentative meetings, This would ensure
not only exposure of Group Represeri-
tatives to Executive Committee mem-
hers, but aiso to other Group members
and stimulate interest and discussion
an areas of mutual concern.

. Session Leader's Remarks

Whilst the topics raised and discussed
by participants were not necessarily
raised under each heading in the dis-
cussions that took place, | have taken
the liberty -of marshalling the various
poinis raised - under - these hroad
headings in the imerests of clarity and
refevance.

11 was perhapsinevitable thit a seminar
weekend such as the one we have just
completed, and comprising & many
serinar topics, will producs summaries
across the broad spectrum of topics
which will 1o some gxtent overlap with
each other, The extenl t0 which ‘this
happens will, | feal; serve to highlight
the important issues and tiose requiring
our urgent consideration.

I' thank vyou for your.inteest_aod,
participation. i i
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REGIONALISATION

LEADER: Dr. L. Kuttner

1. Groups represented: N.W,, Leics., Nott.
& Derby, Lincoln, Bristol, S. Essex,
Merseyside.

General feeling was that link with

groups within an area could be very

useful for-the following purpeses:

ia) Discussion of points of general
interest before London meetings.

{b} Representation at. London by
Regional representative when no
group representative is available.

[c} Joint events like lectures, parties,
elc.

2. Slightly different opinion between
large and simiall groups.

{8} Small groups see a close link
almost as 3 necessity, while the
large groups feel that a loose link
is all they want.

(b) General opinion is that groups
rust retain their own identity snd
must not amalgamate at the cost
of the closing of individual groups.

3 Leicester and Derby would fike to co-
operate closer.

4. NorthWestand Merseyside have already
discussed holding some events jointly,
But not on a regular basis.

South ~Essex have approached  Col-
chester for the same purpase,

Regionalisation could and would help
visits from David Wetters, etc. greathy. if
all groups in & given region could meet for
such a visit.

Children from a Region {or the whole
country) 10 be sent on holidays together.
Everybody preised North Wales holidays.

The summing up was:

It could bHe very beneficial for the
simall groups to -have closer links to ex-
change ideas, organise lectures etc. But
the large groups will attempt 1o visit on
certain oceasions, dike lectures etc, whare
berter audiences can be obtained and
expenses be shared,
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SOCIETY POLICIES
LEADER: K. Poiton

Finance: Grants to Members
Priorities: For making gronts 1o members
arg-—
fa) Aids for mobility, “i.e; hand
controls ete.
(b} Aid with telephone oot only for
those on home treatrment,
Proceduyre re: grants
£60 as at present OK but suggest
diseretion “given 10 Co-ordinator/Case
Committee for additional €50 in an
aiergency in haison with ~ Group if
possible.

Membership of Groups
Should encourdage more outsideinterest
andl support.

Bulietin
Agree excellent. Present material -
mixture of scientific/general. news of
benefits ¢1¢./Society Rews €1, very good.
Perhaps - add Question and  Answer
column,

Apgeals literature

Our presentation of haemophilia is
good butl more and varied literature is
needed urgently with a positive approach.

0SeQeDVL00 00RO SOQOROTQ

FINANCE — MAXIMISING SOCIETY
RESOURCES

LEADER: H. Abrahams

We discussed in great detail the manage:
ment  and - monitoring of  Society’s
Iinances and Cash Flow and basis. of
waximising interest rates. Mention ‘was
also made of speculative” investments
such as Gold; Dollar Market and works of
art and it was agread that this was not a
vialie proposition as far as Charity furids
were concerned,

Interest was shown onthe management
of the Research- Fund, the allocation of
tunds between  (General and  Hessarch
{unds and the possibility of charging
uxpenses to the Ressarch Fund,

The Tax adventage of donating by way
ol Deed of Covenants was explained in
detail -and encouragement given 1o this
{orm of donation.

Advice was sought on the standardising
of Group accounts with a view to Con-
solidation.

A point was raised on the valuation of
Ciroup Stocks on hand:at Balance Sheet
dates,

With regard tc accounts we discussed
now professional auditing guidelines and
the necessity for professional  outside
firms of auditors 1o deal with Group
ACCOUNLS.

Incorporation was also discussed and
who-ourrent guestion of officers’ personal
lialility,

There was also a certain amount of
discussion on the guestion of bequests
and - informing - solicitors and  bank
managars about the Society to assist them
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when advising on the preparation of wills
inclucting charitable bequests,

0020 OLUOODOCDEGOWTOOEDV

FUND-RAISING

A resumé of present sources of fundswas
given e q. subseriptions, donations, legacies
{on the increase),- Annual Draw, Interest.

Group - Reoresentatives - gave infor-
mation on thejr fund-raising activities,

Possible future planssuggested include:
TV or radio appeal, using Vice-Presidents
more, asking Groups 1o set further
Research - Appeal targets, a grand fund-
raising event 1o be attended by our
Patron if possible attsched to our 40th
anniversary.,

It was agreed that:

{a} maximum publicity should be allied
to fund raising.

{h)  Groups should supply details of any
large  fund-raising events  {with
photographs) for coverage in the
Seciety Bulletin,

fct A special feature covering appesls
shoutd be a regular item in the
Bulletin,

{d)  An ABC of fund-raising (draft dis-
cussed} - should  be - printed and
distributad 1o all members.

K. R. Polton
H. N. Abrahams
D. Rosenbiatt

The workshop produced the following
additional notes:

1. Subscriptions. These were a small per-
cent of income and were usually en-
hanced by a donation.
it was pleasing that the level of cove:
nanted subscriptions had substantially
increased,

2. An A B C'of Fund Raising was to be
published in the Bulletin,

6

3. it was important for each group Com-
mittee member 10 ask {or help from
outside lielp, thereby forming several
mini fund-raising Commitiess. Even if
each member raised a small amount,
by-multiplying the number of people
involved, much could be raised.

4. Fund-raising was important because afl
such activity inciudes an element of
publicity which isof the kind we want.

5. Flag days ware discussed and where
possibla. SW. Essex Group outlined
the Sponsored Merathon {sli admin.
by-passing Trinity Street).

6. Suggested that the Society puts on 2
Grand Concert in Loncon at Barbican/
Festival Hall by & Greup such as the
Spinners.

DOQO VLAY OO CORDOOSBO

SOCIETY SERVICES
LEADER: C. Knight

This graup discussed the problems and
prospects. for  reaching - uncommitied
members and meeting their needs,

Problems identified

BOCO haemophiliscs — only 1800
belong to the Society,

Good treament diminishes interest in
the Society.

Apsthy of imembers,

Misdirection ot Society efforts — too
nwich emphasis on fuad-raising.

Desire of haemcphiitacs not to be
labelled as disabled by their membership
of the Haemophilia Society.

Mare directives from the Executive
and office would be welcome,

Methodology

After analysing those Group events
which were most successful the following
conclusions were drawn:

1, Less formal venues and meeting struc-
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tures were useful.

2. Particular topics, such as denmtal care,
prenatal diagnosis ete. draw small but
very commitied groups with a real
need and desire 1o talk ‘sbout their
problems.

3. In a wider sense it was suggested more
use could e made of events organised
by large charites -~ county shows and
1he fike to aitract new members.

4. New ideas and new faces at talks
important to draw members in,

5. 1t was suggested and commended that
small workshops could be set up by
Groups, 1o discuss particuiar topics.

6. 1t was recommended that Group Com:
mitiees should make a start on the
above by meeting as 4 workshop and
taking stock of the direction they have
taken and might go in future,

EREEBEOHOCEBRDRIISCRIBECL B

RESEARCH
LEADER: K. R. Polton
A brief history ol the Research Fund ang

grants given over the past 20 years or so
was given: together with a resumé of the

general policy adopted.

it was reported that a grants committee
has now been formed to deal with appli-
cations.

It was agreed that the Grants Com-
mitiee should produce an Annual Report
on the progress of projects, use of eguip-
ment etc., paid for by the Society.

Suggestions made by the Executive
Committee -and the Workshop. regarding
the administration ot the Research Fund
will be-presented to the Council.

Priorities

It was unanimously agreed  that any
applications for grants should not be
refused simply  on' the grounds that the

money shouid be obtained from the NHS.
Each case should be locked at on its
merits, the criteria being if there are
proven benefits to the patients.

A suggested fist of priorities;—

1. Research suich as investigations. into
site of Factor Vil production, pre-
natal diagnosis, hepatitis, liver investi-
gations, carrier detecticn, synthesis of
Factor VI

2. Purchase of equipment combined with
research workers and technicians,

3. ftems such as extensions 1o facilities,
other “staff such as npurses, social
workers, must be congidered on the
merits of the case. Dats collection
{computers etc.) werz felt to be
bottom of ihe list.

It was felt that the Society should con-
sider s$ponsoring or commissioning a
rescarch study on the effects on family
lite foliowing Genetic Councilling, pre-
natal diagnosis atc.

PEEEVLI/E/VIOOOGTIBTFTEER D

UNEMPLOYMENT & HAEMOPHILIA —
ARE THEY RELATED?

LEADER: John Prothero

11 _was felt that haemophilia and unem-
ployment were related and the older the
haemophiiiac was the ‘more dismal bis
prospects,

There seemed to be a small but signi-
ficant number of hagmophiliacs who are,
as it was termed, ‘professionsl’ haemo-
philiacs = that is content o draw sociat
security henelits and spend it on their
beer and cigarettes, blaming it all on their
haemogphilia, but most were not felt to be
in‘this category.

There is- no:easy solution: but the
workshen threw cut very many ideas for
future consideration 1o help alleviate the
problem, through Groups, Centres and
the Executive Committes;

PEN.018.1322

THE SOCIETY AND THE YOUNG
HAEMOPHILIAC

LEADER: M. Payne

1. It was felt that there was a conflict of
interest due 10 the age range and that
Haemoghilia Youth should try to
appeal 10 8 Narrower age group so it
would ba eagier 1o stimulate interest.

2. Groups should give support to form
focal groups but should not interfere
with its running so that Youth can
evolve their own policies,

3. There should be a project to stimulate
involverent such as Outward Bound
Holidzys and- Exchange Holicays.

4. There should be some involvement in
the problems. associated with youth
such as unemployment - - this couid be
helped by improving communication.
There should glso be a section in the
Butletin given aver to younger readers.

PEEHBSOVERPRGOEOHIREG T

PUBLICITY — A TWO EDGED SWORD
LEADER: C. Knight

Groun discussed at length the aims of
pubiicity, these were:

1. Fund-raising.

2. Raising public awareness of haemo-
philia.

Prablems: The approsch to1 could gasily
worsen the situation with regard to 2.

Recommendations were 10 supply and
thereby  control  as much as possible
information supplied to press, radio etc,
This was greatly helped by lazy journslists
getting pre-digested copy. Strass was laid
on correcting public wrong thinking,

The ethics of using individuals as a
focys for publicity — This was felt to be
QK i publicity covered positive aspects
of haemophilia (ey. good trestment,
achievement generally, normality cf life
stvle) and, naturally, if the person con-
cerned gave consent,

There was much discussion of present
Society literature, bork form and content
and many disparate ideas as to new produc-
tions. This was clearly fell 10 be an ares
requiring prompt “and T searching  re-
examination. Stresswas laid on simplicity,
presentation, ¢arioors, audiowvisual aids
ete.  Suggestions were made on the
igllowing;

1. Whether a large national PR firm
might be cajoled into serving the
Society for little, if any, money.

2. Whether  a well-known personality
could be regruited to build publicity
value into events ete,

3 Whether an author with interast in
haemophilia could be found to propa-
gandise hy writing a play ete.

4, it was strongly suggeésted that the
Society could wsefully get into the
business of supplying information {in
book form) to groups such as nurses
who were currently ill served,
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MOPHILIA IN THE THIRDWORLD
f1R: Peggy 8ritten

oid be done in traning of doctors
by workshops In other

Foabwald give more 1 Third World,
sowmn 1 or 2 livis,
Fravduged countries o join (via WFH)
A andarn ivileged,
gt and - educaton important
slors fremy e Nigeria, India and
i wor bing iy this coutry maybe.
g o spare products to needy
a4y home treatiment materials,
sheyonshmatas; ont ol date hospital
bt replaced,
w) tar tha Sociery to have special
far wpeelie projocts — in conjune-
s W Executive to take
IE we hiavera Linn praoject would
bt Companies?
wibiopy chusse one special area, eg.
Jommtigating the probylem might
W Mother Teresa might help as
sidded s donal hacmophiliae,
b st bW act now-and
dt i plan to Grovps,

wirlsbop produced: the following

i, however small the positive
rivcond Lring,

vt all pgremnent  that our
31 stioutd be with the approval
o wilh W M,

{4,000 wentoned je: possible
e e Ulealtas was merely what it
wcont 1o invastgate “all the

vty that special appeals should
(e s [unds for overseas aid,

et that more could be done
o dostorns working in the UK,
sl he encouraged 1o pass
crneion 1o thalr colleagues at

bt that "on thespot’” teaching,
ihe W L and H.T.C. Work-
i nomething we might help

A WORLD PERSPECTIVE OF TREAT-
MENT & CARE

LEADER: K. Milne

We considered treatment i the UK CF’"};
pared with other cotintries, and rgc_ﬂgmiﬁe
our privileged: international position- o
feit that in three aspects we should stV
for improvement:—

{i)  We should continue to Tight fg:'og'g
créased - production of
products,

. v 3 in-
(i} We should help in removing i
equality of care in different areas.

; 10N
(i) We should encourage the ex(Bnsics
of comprehensive care.

We felt that we should help d“'eCﬂV.r'g
providing haemophilis care in the thir
werld,

Possibilities include: —
taft from

i avi int f s
{ivl Paying: for training O sttt 10

such countries, o sencing
those countries.
v} Sending equipment - possibly ':‘
conjunction with other charities,
and aiding the development of suit
able “jow technology” for them.

(vi] Producing educational litera
the third world.

We felt a task force should be set up 10
investigate the possibilities.

ture for

@
csessrocsEEcsseeseBEY

THE GROUP AND THE HAEMOPHILIA
CENTRE

LEADER: Marion Gregory

Sister Marion Gregory

Medi i anel should pre-
{a}  Medical Advisory P $pre

pare notes and guidance Of b
ment for haemophiliacs for Junior
Medical Staff,

(6] invite Centre Direstors to @ Seminar.

{c} - Hospitatisation — Local G‘fo‘”?f. tf;
be notified of any haemcphilia :
which thay be receiving treatmen
out of their own area.

{d}  Production of a Home Treatment

PEN.018.1323

leatie1 giving guidance of storage of
used and unused equipment.

e} Centre 10 digplay a Samaritan list of
telephone nurmbers.

tf}  Cenire Direclors 1o be asked to
hold social meetings each month —
suggest - Head Office  approach
Direciors.

(g} It is essential thal good refationships
are formed between the Group and
their Cenwre.

thy  Group con help the Centre by
visiting mothers with newly diag-
nosed haemophiliacs.

The workshop produced the following
additional notes:

THE GROUP AND THE CENTRE

This was & lively discussion, the delegates
present covering Reference Centres 16
Associated Centres.

The care often given by Junior Medical
Statt in Centres was not entirely satis
factory, and this could be improved by
the Society producing notes and guidance
on ‘treaunent for Haemophiliacs.  This
could be useful for General Practitioners
as well as Junior Medicst Staft, The
session suggested that perhaps we could
ask the Medical Advisory Pane! to look
inta this,

11 was thought that it would be a good
idea if sometime thera could be a Seminar
week-end  when  we invited Centre
Diractors to- join -us. 1t was agroed tast
there are good-and not so-good Directors,
and that they and we could 3l benefit
from such a meeting.

The Centre could help usby notitying
the local Group when a patient is hospital-
ised in another ares, who will then aotify
the Group-in that ares so- that they can
assist with visiting.

It was rather distressing 10 heagr that in
some areas Home Treatment records are
carefully kept by the Haemoghiliac but
do notappear to berequired by the Centre,
Equally distressing to some of us was 1o
hear that used equipment was still being
disposed of by placing inthe dustbin, It
was, therefore, suggested that the pro-
duction - of & Home Treatment leaflet
giving guidance for storage and ‘disposal
of equipment should be looked into.

A further suggestion was that Centres
shouid ' display Samaritan  telephone
numbers, Youths need to . talk but often
find it difficult 10 talk to their Centre staff.
it was felt to be essential tha: good
relalionships ate formed between Group
and Centre, and that Centre Directors
could be asked to hold monthly social
meetings, and thar perhaps head office
could approach Directors initially.

The Group can help the Centre by
contacting parents of newly diagnosed
Haemophiliacs; this relies upen good
relationships between Group and Centre
statt.

M. Gregery,
Haemophilia Sister,
Children’s Hospital, Birmingham.
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THE SUPPORTIVE ROLE OF GROUPS
LEADER: P. Wetherefl

1. Support must be offered to individual
members when asked for. We cannot
approach newily diagnosed membiers —
we must rely on Centre Directors/
Sisters passing our names on to patients.

2. Where Centres run cificientty and
offer {fully comprebensive (reatment
and counselling, the Groups’ suppcrtive
role will often be mainiy financial.

3. Members do not teel gualified 1o give
support in counseliing but our support
may be therapeutic, This support can
be given by passing 0n owr own
apinions gnd expeariances,

4. We must press Centre Directors to
improve conditions and begint such
things as group therapy sessions-on an
informal ‘basis. This will ¢nable the
therapeutic suppest role 10.come into
s own,

5, & communication week/montn within
each region may stimulate more
interest. This can be done by visits (o
members, extra newsletters, coffee
MOnings £1¢.

8. Encourage open meetings rather than a
farge number of committee meetings.
Where an event is 1o be organised a
sub-commitiee may be setup.

Major constraints are:
1. Apathy,
2. Transport particularly i rural areas,

3. Lack of interest of some Centre
Direcrors.

4. Scotland has special problems where
there is ne Centre. The role must bea
pionsering one 1o work with consul-
tants to improve comnditions.

5, The patient must understand ihat con-
fidentiality is always preserved so that
they may feel free to ask for support,
especiaily of ¢ financishnature.

The workshop produced the following
additional notes:

The workshop considered ways in which
members felt they were supporting the
Centres. This seemed to vary enormously
from one region to another. At the
moment support sgemed to be mainly
under the heading of finance, Patient
visiting, counseliing, and publicity within
the Centres ssems to take second place.
Scotiand was felt 1o be a special case
since they have no Centre {0 SUpport.

The state of the Centre and the attitude
of the Centre Director mekes a great dea!
of difference 1o the way a Group
functions, particularty where there is &
$pecial interest in Leukaemia as well as
Heemophilia.

“Probliem”  Groups arise where the
Centres run efficiently offering patients
tully comprehensive care. Everyone in
this lucky position felt that the Group’s

The Co-ordinator practises his spelling

role has become supportve mainly in 2
tund-raising sense.

Friendly persuasion must be used on
the Directors of these and other Centres
to keep the Group fully informed and
slse 1o mgke swre that patients are aware
of the Group.

Home treatment is producing the
problem of isolation, Mavbe ope way
raund this is for commiites members to
visit patierits to see if their needs are
adeguately met. This might also help to
overcome the apathy which exists, and
was felt to be the major consiraint on
Groups.

Satellite Groups were discussed where
Groups cover a wide area, Caution must
be exercised when asking non-committee
members 1o organise events. Letters of
authorisation should be given. This might
help 1w keep the interest of Group
members who felt  that travelling
difficulties restrained Group activities,
especialiy in rural sreas.

Some members felt that meetings were
better attended where they 100k place
outside the hospital.

One Group held its cornmittee meetings
on the same dav and st the same place
every time and invited rembers to attend
when they had any ideas or problems,
They did not have 3 formal “commitiee’.

it was felt that greater emphasis must
be put on the therapeutic support which
Groups could give. Therapy sessions
organised with the help of the Centre
Sister and Social Worker may be arranged
especiglly for voung mothers. These
would be very informal end along the
lines of a coftee hour.

The role of the Scottish Group was
feit 10 be a pioneering one persuading the
consultants and the authorities of he
need for 8 Centre,

A communication week was considered
aspecialty if this could run in conjunction
with the main Society,

PEN.018.1324

HOME TREATMENT — PROBLEMS
LEADER: John Prothero

The main problem seems 1o be in training
people to go ort Home Treatment pro-
grammes, Very foew Centres ssem to
provide detgils of the action w ke taken
in case of Anaphylactic Shock, or indeed
the drugs 10 deal with-it.

There also sseins (o be g marked relue-
tance in some Centres to maintain regular
follow-up and assessment-clinies.

By and large people found no problem
inintegrating Home Treatment into their
family life and no particular problems
were reported with regard 10 its effect on
relationships.

Ways of ‘dealing with the problems
through Groups and the Executive Com-
mittes ware discussed,

ER R ALY BR LEB ¢SO eR

GENETIC COUNSELLING
LEADER: A.J. Tanner

1. Meeting opened with sharing of
personal - experiences almost “Group
Therapy” Discussion followed on what
“genetic counselting” should encom-
pass, not just an explanation of genetics
but mental, physical, financial eic,

N

. Is there an ideal age for teiling a airl
sbout carrierstatus? Eaclier the better,
Parents preferably the informaers,

3. Good counselling {acilities are minimal.
Generally felt that Cenlre Director
should - give the counseliing.  Some
Centres apparently have no counseliing
facilities at.all.

4. Lecal Grouns should be encouraged to
sel up sessions for discussions between
parents  whica © ¢ould  encompass
genetics - and possibly -giva moral
support to mothers who decide on
termination of pregnancy.

SHEBFETESL P 66T SRESE

PARENTS & HAEMOPHILIA
LEADER: Marion Gregory

Group support of the parents at the time
of ‘diagnosis, espocially where there is no
history, is considered to be vital from an
educational aspect, and more particularly
we include CP’% and hospital Junior
Medical Staff in this requirement. The
recent literature produced by the Society
is valuable in this area, but the session
feals that attention should be given two
producing  simitar concise  notes  for
mecical  and nursing siaff. Professional
presentation of literature is worthy of
some exemination, Recent advances in
medical science have brought with them
new problems particularly related 1o the
various choices or oplions now available,
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UHead Qffice ~ London SE1
& Local Groups

Bristol and South West Group {Bristol}
Cambrigge and District Group {Cambridge}
Colchester and District Group {Coichester)
East Kent Group {Canterbury)

Jersey Haemophilia Group (Jersey)
Leicester ang Rutland Group (Leicester)
Lewishar Group (Lewisham}

Lincolnand District Group (Lincoln)
Metseyside and District Group (Liverpool)
Norfolk and Notwich Group {Norwich)

North Eastarn Group {Leeds)
Northern ireland Group (Beifast)
Northern Group (Newcastie)

North Wales Group (Bangor)

Naorih West Gioup {Manchester)
Notts ard Derby Group (Nottingham)
Qxford and District Group (Oxforg)
Scottish Group {Edinbuigh}

Sheffield and District Group {Shetheld)
Soieal Group (Southampton)
Southern Group (Bournemouth)
South £ssex Group (Harlow)

South Wales Group (Cacdilt

Sussex Group{Brighton)

Tayside Group {Dundes)

Statule mdes
20 49 69 00 108
e

T

10¢ 3
Kifgmeles

THE HAEMOPHILIA SOCIETY

Birmingham and Midlgnds Group (Birmingham)

Greal Ormond Street Group (Great Otmond Sireet, London)

Nortrampton and District Group (Northamptony
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PARENTS AND HAEMOPHILIA

especiaily those assotiated wilh generic
counsedling and pre-natal diagnosis.

The -success ot home trestment is
without doubt but it appears that there
are some Centres where no follow-up
clinics are held, thus all contact with the
Centre falls away.

The workshop produced the following
additional notes:

During this 1% hour session we were not
able 1o discuss this topic fuily as time had
o be allowed for. relating -personal
experiences,

Group supportat the time of diagnosis,
which can be very traumatic t© 3 family
where there is no previous history, wag
considered to be vital and we would rely
upon the Birector or the Sister to give the
necessary information regarding contact,

Mothers in. the group expressed their
distress at the number of times they tcok
their boys to see Dactors pre-diagnosis,
and were repeatedly told there was
nothing wrong with them. They all said
that they experienced s feeling of knowing
there was samething wrong.

It was thought that General Prac-
titioners were not sufficiently informed

sbout Haemophilia, snd many refused 1o
treat the Haemophiliac for. problems
other than their Haemoephilia. There was
some concern also about the tare given
by Junior medical staff,

The Society produce valuable literature
covering many aspects of Haemophilia,
and it was thought that perhaps this
could. be extended 10 include concise
notes for medical and nursing staff. Pro-
fessional  presenzation of literature is
worthy of sofne examination.

The session felt that genetic counselling
was beneficia!, but, unfortunately, pre-
natal diegnosis wae not fully discussed as
those present who voiced their feeliings
were not prepared o consider abortion.

As to the question of guilt, not one
person was able 1o say that they felt guilty
passing Haemophilia onto their sons but
thay did zgree that over-protection was a
problem initially, but this was eventually
OVercome to some extent.

There are many stresses on the family
of a Haemophiliac, and the feeling was
that the recent advances in medical
science have brought with them new
problems, particularly  related 1o the
various ¢hoices or options now available,
especially those associated with genetic
counselling and pre-natal diagnosis.

The success of home treatment is
without doubt, but it appears there are

10

some Centres where no follow-up clinics
are held, thus ali contact with the Centre
and other parents and children falls away,

Some difficulty was baing experienced
with schools .and. school. staff, Some
school-staft appeared 1o over-protect the
boy with haemophilia, but negiected to

contact parents  where  injury  was
sustained.
Participation  aflowed in  Physical

Education and games varied from centre
to centre
Educstion perhaps could form auseful
topic for & future group discussion,
M. Gregory,
Haemophilia Sister

The Seminar Sub-Commijttee, C. Knight |
and J. Prothero would tike to thank al
those who attended the 1982 Group
Seminar for all their hard work and
enthusissm. Our special thenks must go *
to David Watters and [rene Watson who

| made the week-end run so smoothly. :

Opinions expressed in the Bulletin do
not necessarily reflect those of the
Hagmophilia Society.
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