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THE ROLE OF THE LABORATORY
WITHIN THE BAEMOPHILIA GENTRE

Alan Oxley F.LM.L.S,, Chief M.L.S.O.,
Department of Haematology,

Raoyal Victaria Infirmary,

Newcastle upon Tyne

The - coagutation factars react in @

< gtepewise cascatis tor waterfall systeny in

order 10 prodice a steble fibrin clot in
its. simplest - form -the cascade - can bg
expressed thus?
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Each inactive, circulating protein is
converted into the active, eneymatic form
by its . predecessar.  Uafortunalely . this

e prime reduirerment - for U accurate
Th ¢ 1 te

scheme does hot take into account the so-

taboratery. diagnosis of ‘a suspected  ¢o-
agulation abnormality-isathe provisionaol
a blood sample obiained by clean vene
puncture,. The specimen is laken into
plastic twhey containing a8 Hauid antd-
coagulant, usually 3.8% or 3.13% sodium
citrate, Since the anticoagotantis a liquid
it Is mostimportany that the correct ratio

called extrinsic system of “coagulation
which . .is o injuated  hmmediately afier
release of i tissue Hluids into the hiood

Cstrearn following injury 1 bloot vessels.

This system involves- fewer {actors than
the intrinsic pathway ‘itlustrated above,
but the two do have a common meeting
point and both are naturally concerned

ot blood 1o anticoagulant is maintained in
arder 10 prevent errors due 1o dilution
effect. The usual ratio is 1 part.anti-
coagutant mixed with @ parns ofblood.

Anticoagulants arg used to prevent the
Blood frony ciotiing because Most Lo
iation factors are consumed during this
process, particularly facior VI Plastic
tubes are praferred since glass can aciivate
e coagulation sequence,

The ~in-vivo: sttuation: gan-never -he
mimicked perfectly; hut an aftemot is
made by performing the taboratory tests
a1 body temperature using either water
baths or automated sofid-phase heated
machinegs.  Although whole blood s
collected it is generally only the glasma
portion wehich is used for mivestipation,

Haemaostatis, that is the cessation of
bleod flow from a damaged velsel, s the
resull of the action of a series ol forces,
the blood vassel itsolt, the platelets and
the coaguiladon factors. in ordey 1o stan-
dardise the nomencliawide of 1he plasma
coagutation factors it wag agreed in 1963
that the faciors be idenvificd with Romas
aumerals, from 1w XU althougtt sone
tactors are still known more populariy by
thel syngnyms:

with the generation of a fibria clot The
extrinsic system can be depicied thus:
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The wwo systems work independenily
of each other, but are stimulated simui
tancoushy.

Lahoratory tests are designed 1o imic
these pathways in order to facilitate iden-
tification of a 1actoc deficiancy, Thepro:
theombin time (P11} is a measure of the
extrinsic -pathway . and -also all {actors
below the common mecting point, the
partial thromboplastin tme with Kgolin
IPTTKY wilt detect deticiencies through-
out 1he length ol d.¢ inuinsic system,
notably: facter- Vil and- factor 1X. The
PTTK is also kriowr as the Kaolin Cephalin
Cloting Time (KCCT) and e Activated
Partial Thrombaplastin Trme {(APT T
~ Approximately 95% of all bleeding dis-

Table 1

FACTOR | SYNONYM
i Fibrinogen
t o Prothrombin
Hioo Tissue Thromboglastin
IV Calcitm
Vo Labile Faclor
Vb Stable Factor
Vi Antihacmiophilic factorf
Globubn
IX 7 Chrigtnias Factor
X Stuart — Prower Facior
X} Plasma Trromboplastin
Antocedent
Xit - Hageman Factor
KU Fibrin Siabilising Factor

orders -are-due 1o -a-deficiency of either
factor MVHE o factor IX. This will vesult
i a prolongation of the PTTK, but a
norasal P10 Sareening - tests i the
lsbaratory are based on the time taken
for a clot 1o form in a test tube at 37°C
and by comparing a nocmal control poot
with the patieat, I a deficiency is sus-
peoted then: specilic assay of -the gotual
amount of the factor can be perfornmed.

PT | PTIK | pency
Abornnal | Normal | Vil
Normal | Abnormal |WTH X XX
Abnormal FAbhormal VX

PEN.018.1301

Factor assays are cither one-stage, i.e.
ciot-formed in-a-single fube, or two-stage
tochnigues, (e incubation mixture trans:
ferred 10 another tube containing other
substrates  before  endwpoint {cier for-
mation) dewrnyined; The amount: of the
cosgulation factor present s measured by
comparing the corrective effect a normal
control and the patient have on.aplesma
comipletaly deficient - in the fagtor under
investigation, The time 1aken for a clot to
forme s direciby - propor ttonal - to - the
arount-of the factor present in eitherthe
conirol.or the palient.

A facror VIH agsay will confirm the
diagnosis in approximately 90% of con-
genital factor deficiencies. Mot all of
these deficiencies can De iabelled Haemor
chitia A, since absence or depletion of
factor Wil can ocour i classical Haemo-
ohitia A laffecting males. bniy), Haemo-
philia A carriers {affecuny females onty)
and Vo Witlebrand’s Disease {affecting
hothumales and females).

Ditferenviation of these three disorders
can.  be _accomplished by . measuring
different entities. of .the fgctor Vi
molecute I s simiplest formythe molecule
can be depicted thys:

Vit Vi e

RAG | rRwr [ VIE
High Molecular Low
Yaight Molecuiar
Weigiy
iAWY (LMW

The  componsnt  conceened with
slotting angd which ccan be assayed bro-
logicalty 15 the LMW portion of the
moleeunle known as VIHIC, the end ooint
of the gssay boing a-¢lot In ordsr o
measuie the factor Vi RAG companent
an jmmunologicat technique is employed,
This- method ig baged on an antibody/
antigen reaction which is demonsiable
after staining. AH of which simply mesns
that an antibody which specifically reacts
with {getor Vil s incorporated into 8
gei. Alter applying plasma front patienis
and contrals 1o one end, an elecuic
current is passedd through the gel o a set
tigne. After staining the gel the movement
of the piasma through the gal hecontes
apparent. The distance iravelled can be
converted intosthe amount ol- Vi RAG
present.  The Sechnigue s knowan as
Laurell Rogket. hnmunoclect ophoresis,
Measuroment of Vit RAG is particutarly
usoiul wrassossing carrier status, Innormal
males  and nonnal {emales  an equal
relationshin hetween factor VI RAG
ong factor W HIC exists, in Haemaphilio A
malgs  the “VHE RAG remains -norrmal
despite the VIHIC Being deprossed orcom
pletety gbsent. Female carriors of Haemo
philia A hpve a tower than normal VIHC,
but a nermal VI RAG. i a rato s
exprossed of

VD
Vit RAG

84% of cariers are lound 1o bave a ralio
of 0.7 ar less, Becsuse of the lack ot
1000 carininly one can never-tell a lady
she s not a carvier.
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Patients with von Willebrand's Disease
may be found to have depiessed. ViHI
RAG ant VIIC levels but stillin a1
ratio. The measurament ¢f another part
of e VIH rmolecule, VI RWE, will
always show lovier than normmat fevels in
von Witlebrand's Disease whoreas the ievel
will bie’ normat o Haermephitia A and-in
carvitrs of Haenophilia, In the ¢ase of
male patients with sex-linked recessive
disorder associated with a deficiency or
absence of facior VIHC the role of the
faboratory cain hHeconsidered in two parts:

1. the monitoring of the invivo response
to repdacement therapy and,

2. the detection of resistance to the
intused nroduct, e the develo sment
of inhibitors or antibodies 10 factor
A2EER

Obwicusty the target leval of circudating
factor VI depends upon the procedure
being undertoken, bul a Minimum hasmo-
static tevel must be maintained,

Usualty  the first indication of the
presence. ¢f an. antibady is the fack of
response (¢ an infusion of factor VIIL
With the post operative in-patient this
will Become apparent More quickly than
with the out-patient, . since assays will
hgve been performad regularly 10 assess
hacmostatic status. With out-patients on a
home tharapy or prophylactic programme
an antibondy soreening tost can be per-
formed at regular intervals ine order w
dewet-the presence ot an nhibitor induced
by infusion of facier VL This can be
carriod - aut at threemanthly intervals or
when  replenishment  of  supplies is
necessary, whichever is.the sooner. Anti
bodies appear 10 he produced by 12% of
all. Haemophilia. A patients regardiess of
soverity, but are ot Hrked with. cither
the frequency or amount of the infusion.
The presence of an antibody does not
prevent  traptmeny  being  giver, but
abviously  presents difficulties in treat-
ment, Neither wilt the presebce. of an
antibody  debar a patient from  being
placed on a home therapy or prophyiactic
programme, The iaboratory s simply &
means of early detection, not a daterrent
1o fregtment,

The organisation oF & Haemophilia
Cantve depends upon team wark; and
laboratory staff are an essential part of
that team.

TRLEOOLECLODLLBODTEHITS

THE DOSE OF FACTOR VI IN THE
TREATMENT OF HAEMOPHILIA A

by Or. A, Aronstam, Director,
Treloar Hagmophilia Cantre,
Lovd Mayor Treloar Hospital

Factor VI s expensive and is a finite
resource, cerlainly in Britain, There are
very serious constraints on finanging of
our treatment firogramimes and 8 constant
pressure 1o reduce the amount of fagtor
YT given. At the same time we shauld
all he aware of the arippling consequences
of under-treatrnent. Ouw’ approach 1o
resolving these conflicting pressures has
been o wy 1o find the right dose of
tactor VIH invarious clirical situations:

introduction

The Lord Mayor Trelosr Colicge is &
hoarding . school. which normally . bas
ahout. 50 severely. stfected adolescent
haemophiliacs. These hoys gre all treaied
an-the College site which ineans that we
cany roview  the progress of bieeding
episodes at-8: 10 12 hourly intarvals uniil
complote resolution and thus. gain an
atmost unique insight inlo the behaviour
of bleeding episodes, 1t had for 8 long
time been our practice 10 treat all hasim:
arthroses with what we called a 20% dase
andd all mustles with what we called a
30% dose. Lowill ¢ome back 10 these
definitions later. We had not bgen doing
this . regular monitoring for very  long
hefore we reatised that different types of
hasmorrhages  in gifferent  gituations
responged differentiy 1o the same dose of
{actor VI,

Factors affecting response to factor Vil
infusians

The actusl dose given or the recovery
of hal dosedin the plasma after infusion
can vary, Tha access to the Dleeding site
of-the delivered fagter VI might also
vary, hetause of the varying vasculature
supplying the- different sites and the
degrec of synavial hypéraemia. The size
of the haemorrhage needing to be
stopped would limit the effect of smaller
doses of factor Vit and there are diverse
factors which would influence this such
as the size of the joinl space available
which in turm might vary with anatomical
variations in different joints-or with the
degree of fibrosis in similar joints, The
size of the joint space itself is likely 1o
limit the time taken uptil presentation.
Finally, delay in treatment would affect
the size of the haemorrhage in different
situations,

THE SEARCH FOR THE CORRECT
DOSE OF FACTOR Vil

The retrospective survey

The first step was 10 find out how our
haemophiliacs were behaving on  their
standard universal doses of factor VIHL
To do this we exaniined all our records
from 1973 to 1977 and extracted details
of areund 5,500 bleeding episodes. We

PEN.018.1302

wanted to know where the blaeds were
ocewrring and what we learnt was that
haemorrbages ~ inte the arms and legs
accourts for 0% of all our Bleeding
episodes and 60% of ol haemorrhages are
inta-the knees, clbhows and ankles, $o it
became apparent that if we could sort ot
the ways of treating these major joints we
could have beaten a major component of
the problem.

The rext intriguing facwor  which
trned up was that cibow incidents were
the most frequent in ourseries and | have
not beén able 10 find o record of any
other survey which agreass with this. i
seemed regsonable o suppese that this
discrepancy was in some way related to
the sge of cur haemophiliac population,
and whaon we' broke down the Bleeding
incidence by age wo found something
very interasting, Until the age ¢f 14 the
knee was indeed the conmonest site of
Bleeding. However, the inctdence declined
steachily throush sdolescence from 28% of
ali bleeding incidents at age 1010 18% of
ait bloeding incidents at age 16-17. By
contrast hasmorrhages inte the elbow
jaint ncreased in frequency from 19% of
all haernorrbages at age 10 10 27% of all
haemorrbages st age: 1/, This patern i
simitar for most upper and iower Himb
Bleeding  episodes, and &  composite
picture of bBleeding into the lower limbs
shows a decline fron B60% 1o 39% of alt
episodes oCcuiring into the legs from the
age of 1017, This Is contrasted with a
risg of bleeding episodes into the arm
fram 32% w 50% of all cpisodes. The
messaue a5 we set out 10 find the corvect
dose was cledr. Bleeding o the upper
finb in early adolescence needs special
care and one should be thinking of higher
rather than lower doses Tor bleeding
episades . carly  adolescence i this
siteation, particularly the elbhow,

One other effect of age which may
have some bearing was the number of
transfugions given per episods i various
age groups. I we take this as an index of
severity, then it is clear that the severity
of bleeding increases. in early adolescence
and pesks at sge 14~15 and drops off
presumably as the excesses of sdolescence
become tempered with greater respon-
sibifity — another reason for higher rather
than tower doses in early adolescence,

We then looked at transfusion require-
mients for Bleading episodes a1 the various
sites and found other pointers 1o high risk
areas. Bleeding inlo the illipsoas muscle,
retroperitoneally, 1016 the abdominal
wall, buttock, thigh and calf was the most
troublesome, and needed most retrans-
fusions. These high risk sites are ohvious
candidates for higher initisl doses of
factor V1L,

The racovery of transfused factor Vill

it is now necessary 1o establish what
we ean when describing a given dose.
The tad most condmaniways of describing
3 dosé are. in terms of either units/kg or
by predicting the post/iranstusion rise of
factor. VIHIT in wrms of percentage of
average narmal. Thus it i3 common
practice to toik about @ dose of 10
units/ky prodicing a 20% rise, and
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allowing the two terms 1o become inter-
changeable. But there are claims that the
response i children is pooerer than in
adults. 11 these are right, then the change
over trom the paediatric to the adult type
of response s hikely 10 1ake place during
adolescence and we. have locked at the
responses on 89 occasiens over the past
vear in adolescence, We express the
response as the percentage rise pec unit.of
factor VI administered, Thus if one
unit/ky induces a rige of 2% ow respense
is 2, but if it only produces a rise of 1.5%
then wo call owr response 1.5, Gur results
show clearly that while there s consider-
able overlap nevertheless a respoase of 2
only starts to become the norm ONCE you
ger over a surface area of 1.7 0. metrcs
or weight of 00 kg, in our practice we
now. assign-a response vate of 1.5% per
ariit of factor Vit/kg if the swriace area
is ungler 1.7 and of 2% if over, 1t follows
that to welk of the dose per kg does not
mean very mush o s own and we find
it more logical (o express the doses used
in ternts of the percentage risewe expected
1D achieve,

The prospective dose trial

Now | would like to 1l you about Sur
prospective study of three dosage regimes
o treaiing bleeding episcxles into three
Maior joinis ~ knee, ankie and elbow, In
this wial we studied 338 consecutive
bleeding episodes in these joints, Fach
episode was assessed medically and graded
1 or 2 according to the amount of foint
Fmitation. It more thao BO% of the base-
fing movernent was still present we catled
it a grade 1 and af less than 50% of base-
fing movement was present we called it a
grade 2. For ethical reasons we excluded
bleeding ‘episodes where there was no
movement st all as we did not think it
right 10 treat these bleeding episodes with
the towest dose, We also excluded possible
episodus whon there was no movement
tewitation at all, In the first place we were
never surg i the patient was blegding in
this situation and segondly we would have
fad no  objective way  of measuring
response. o fact these twe  oxcluded
categories scoounted for less than 10% of
the episodos which presented  consecu-
tively,

The graded patients were then passed
on to mwsing staff who opened a pre-
viousty randomized  envelepe  which
indicated a 10, 20 or 40% dose. Nursing
stafl administered the dose and medical
staff assessed the joints at 12 hourly
intervals unaware of 1he nitial dose, We
noted the time 1aken for complews reso-
lution of tenderness and restoration of
funcuoa  angd the percentage of cases
which  reguired  reveansfusion, Now 1
would like to discuss the effect.of various
factors on the progress of some of these
haemorrhages on different dose regirmes,
H we grows all the episcdes (ogether,
there appesrs to be no difference in
response 10 any  of the thrge dosdge
regimes, This supports the approach of
s0ME vecent trials fooking at the effect of
low dose regimes on all bieeding episodes.
t hope 10 gonvince you that this s a

fattacious approach. We grouped 1ogether
all the grade 1 bleeds, thet is those who
still had more than 50% of basefine move-
ment at presentation: this group shows
no difference “between: the ‘various dose
regimes but when we fooked 8t the grade
2, mote severe bleeds, we found that
lowering the dose appeared (o affoct the
result in terms of time laken for move-
ment restriction 1o dissppear, s that
using ourcriterion of movemient Himitaticn
as an index af severity it is obviously not
a good idea to lower the dose tor the
more severe episodes. There was just 8
stggestion—here  that raising  the dose
above the 20% level improved matiars for
this broad group of bieeding episodes.

We next looked atthe underiying state
of the joint 10 see if this had any bearing
anithe response 10 the three dose regimes.
We lodked at joints which had beaseline
restriction of movement assuming that
these had had previous jomt damage. A
blagding trequency of more than one @
month during the study was assumed 1o
indicate actuive joint probleais, We desig-
nated these joimis target foints. The 338
Bieeding  episodes were  distributed
approximately. equally into. target joints,
restricted joints, joints that were both
andd joins ihal were neither, These were
termad-nonmal joints for the purpose of
the study,

We found no difference botween the
three dosage regimas for normal-joints
with grade 1 bleeds, The mord severe
grade 2 episodes. showed a dose related
diffarorice in favour of the Bighest dose.
The mildel target jcint episodes appesred
to show a disadvantagt whon lower doses
of factor VI were given. This was not
apparent when we looked a1 the moro
seveie grade 2 episodes. Bleeding into
joints that are restricied but not targat
joirits appeared to resoond just asiwell
whether mild or more severg, When a
restricted joint bocomes - a target joint,
however, this low dose reginie was much
waorse when the  haemorrhage was. mild
and positively  disastrous i the  more
severe episodes. There is a clear indication
that —when - Pleeding- frequency in a8
praviovsty darmaged joint ingreages, low
cose regimes should be abandonnel,

Now let us fook al the specific sites.
Blgeding into. the knee joint responded
wOst al tow dose 11 miud and very fmuch
worse H severe. The elbow j6int appeared
1o-benefit. from a bigh dose. if mild and
did very badly on a low dose if bleeding
was  more severe. . Combining these
results with our experience of increasing
fraguency  of bleading into. the  elbow
joint through adolescence we-now believe
it is quite wrong 1o lower the dose for
aay bleeding episode in the efbow joint.
Ankle joints, however, appesrad o do
well with & tow dose whatever the severity
of bleeding, niid or severe.

Lower doses for ankle joints

Following this trial we halved our
standard dose for Biceding into the ankle,
giving a 10% dosefor gl episodes provided
the ioint was ot frozen and was not g
target joint. After about six monthswhen
resuits of another study which | will

4

describie . shortly . became available, we
began to exclude those bleeding episades
presenting with what we call the high risk
fuctors, that is pain, tenderness and more
than 50%  fimitation of movement. We
endedt up with 85 ankle opisodes which
had- been treated with 2. mean-of 7,46
units of factor VI per kg and needed to
retranstuse. only - 10 of them, that is
10.8%. During the same period we treated
106 ankle haernorrhages with a mean of
13.83 winis per kg and needed 10 retrans:
fuse 24 of them, 22.6%, so it iooked as
though our selection for low dose was
rights The averaye weight of our boys is
about 45 ky so that a saving of 7 units per
ky in 98 bleeding episades had conserved
about 30000 units of facter Vill in a
yvear. This is not an awiul lot hut
potentially @ significant saving it repeated
nationatty and intermationally,

The high risk bleeds

Next we turned our attantion 1o elbow
and knes haemorrhages which failed 1o
espond 1o our - standard  wreatment,
judged by the need to retransfuse within
48 ‘hours. Qur crizena . for retransfusion
are currently & wersening situation a8t
812 “hours and’ poor progress after 24
hours, - The implication s that blood has
persigtad in the joint, setting it up Hfor
synowial inflammietion,  hyperaeiniy,
recurrent bleeding ~ and - ultimate
grogression 1o crippling arthropathy. It
seems important to wy and prevent this
situgtion ond if we cary ideatify the
episcdes likely ‘1o do badly it is possible
that the - selective application of high
iritiat dosay of factor VIH aiight improve
rasponse and retard he progression of
arthiropathy, without causing 100 much
of a drain on our Himited resources.

The elbow joint suffers an increasing
incitence of biceding through adolescence
and thus seenied @ reasonable stacting
paint. We reviewad the records of 144
consecutive. elbow haemorrhages whien
had been treated-with & -20% dose and
found that 31 or 21.5% had been ve:
transfused . within 48 houts. We tenmed
these episodes failures,

A history of trauma was elicited in
21% of the successes and 23% of the
faitures, and therefore did not affect the
autcome, We then reviewed the undeciying
state of the joints and found ao significart
difference  whether  the  joint  wag
restricted, target, both or neither. One
interesting  feature was thay 62% of
successfully. treated  haemorrhages. wereg
into target jonns hut only 42% of failed
episodes wore into such jeiuts,

Looking -at - the -main- -presenting
symptoms we saw thal presentation with
what is called ‘stif{ness” alone is-a highly
significant pointer to @ successful out-
come while pain alone is more likely 1o
signal & failed outcome. When the 1wo
symproms coexist no inference can ‘be
made.

We then tooked at the physical signs
in the two groups and found that 30% of
the successfully treated bleeding episodes
presented with tenderness but 77% of the
tailed episodes did so. This ditference is
highly significant, The other significant
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sign is the toss of more than 50% of the
basetine range of movement,

Finally, we examinad the time taken
from the onset of symptoins till treatment
was gdministered, and fourd no significant
ditference up 1o three hours, Episodes
treated after theee hours formed a sigri-
ficantly higher percantage of failures than
of the successes. | must stress that this
finding does not imply that any delay is
safe, merely that a delay of more than
three hours makes matters much worse.

The risk factors for elbow hasmor-
rhages are thus pain, tenderness, the loss
of more than BO% of hascline of move-
ment and probably s delay of more than
three hours from the onset of symptonis
The maore the number of risk factors at
presentation the higher e fikelibood of
{aiture and as much ag 62% of opisodes
presenting with 3 of the 4 risk factors
regquired retransfusion, Only 3 episodes
oreserded with all 4 risk factors so oot
wach can be gleaned from that result. In
fact we found that 40% of all haemor-
thages into the elbow joint  which
presented with 2 or more of the risk
faciors needed retrangfusion, and  this
graup should provide a fruitful field for
stidying the effect of higher initial doses
of tactor VL

We Fave done a similar survey on 137
haemorrhages oo the knée joint which
had beon treated with & 20% dose and
found that we needed 1o retransfuse 32
ar 28%, Trauroa again had no bearing on
the gutcorme and neither did the under-
lying state of the joint, Target joins again
forimed a higher percemage of successfol
incidents than of failed ncidents. Pain
was again a poiater of fature as was
terdierness aidd the foss of mote than B0%
of wovement-Delay of treaunent up
three hoorsdid not infhience the outaoms
of treatment and as only. 3 bloeding
enisodes weretrented. more than threo
hauts  after the  comniencetient  of
syinptoms we were unable 1w draw any
concliusions about this deday. The risk
factors for bleeding inlo the koee arg
thorefore pein, wenderness end restriction
of movement heyond 50% of baseline. We
saw agsin the rising proportion of failed
blesds  which  went  with | ncreasing
numbers of risk factors at presentation
and found that A40% of the epistdes
associated with 2 of the 3 risk paramelers
needed retransfusion.  Another  feriile
field for the study of higher initial doses.

We are at present conducting a double-
wlind controlied trisl of «the effects of a
20 or a 40% dose of factor VI for
bleeding episodes into the knees, elbows
and ankles of our patients who present
with: two out of the four risk factors -
pain, tenderness, loss of more than 50%
of movement or a dolay of mere than
three hours from the onsot of symptoms,
but the. numbers ontered so far are 0

nall to report. H, however, this trial
works out, and we can reduee the number
of protracted bleeding opisodes  into
major joints | believe we will have gone
SomE way 1o arresting. the ever prasent
probiem of progressive arthropathy.

¢eveecepeeeOOsOBORRGER

THE HAEMOPHILIA NURSES'
ASSOCIATION

Sister Maureen Fearns

Sister Maiireen Fearns

Ag b oembark upon this tatk aboet the
Hasmophiiia Nurses” Association | know
that most of you will never have heard of
i, This is begause it only becaime official
vesterday, Friday 13 March. You may
also ask yoursel ‘Why do rurses need an
association?” la the following ten niinttes
i shall attempt 10 answer that question
for you.

During the last {en years the role of
the nurse has expanded as fegistation
the nursing profession in general has
changed, tn particidar the haemonhilia
nurse has.s very differant and $pocialised
rofe o play as part of 3 team caring for
haemophitiacs,

Many disciplings must join together 10
care {or hacmophiliacs. 1 alt of these
people, iackiding the haemophiliag, work
wgather then you have what s known as
“Yaany care’. Those of you who have
mgemophilia, or arg part of a haeme-
phatiac’s family. or circle of driends,
possibly have a greater understanding, in
a broad sense, than any individual pro-
fessional nvolved in your carg will ever
have, However, each person in a haemo-
phitia team contributes their own special
skills, witdch no other member of thar
team could provide. In latter years many
associations and societics have been set
up for the patient, the doctor and the
social worker, Although all of these can
help 0 leach the nurse many aspects of
care, we feel thal rmone can teach her
specific nursing skills or fulty define ber
role in teem care,

The role of the haemophilia nurse has
Been created, in. practice, by those of us
who took it upon ourselves 10 become a
Sister, or nurse, in charge of 3 Haemophilia
Centre." When our patients see us carry
out treatment, or ‘trgining for home
therapy, hopefully with great confidence,
they may not have realised the nervous
apprehension. often felt by ‘the efficient
lady in the starched uniform’. Those of
you trained in home therapy can take
consolation when { liken the nurses’
feelings 10 your initial fear of having to

5
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go off and do it all yoursetf, In the past
nurses have not been taught ghout hacmo-
philia. except for very sunerficial fectures
during. nursing raining, Suddenly we
ware faced with many new practices
which were completely foreign to our
prior knowledge of the disorder. There
were no special training courses available,
30 how could we learn new ways of
working? Untit-now, nich of our Know-
ledge -has. been gained from the haemo-
philiac and bis relatives and, ocoasionally,
vig angiher norse glready. practising n a8
haemophilta centre. The Hzemophilia
Cantre Directors Tave been our gremest,
professional source of information with-
oul which we could nothave Tunctioned.
However, the Dirgctors themselves recog-
nise that often theirinformation has baen
extremely technical and so thete remains
a need for-more basic-infornration, This,
wa foel, will best come from these norses
already - sswablished  in Haemophilia
Centres, The difficuity has been fiow to
exchange information and gather ogether
353 GrovD.

n 1876, 1978 and 1980 we were
forunate to be given fpancial suppori,
by drug companies, 1o hold a Haamophilia
Murses’ Conference: At these conferances,
nurses met each other and exchangod
ideas Tor the first time. We were given the
OPPOIIUNITY 10 hegr someenunent doctors
speak on gnany aspecis of bagmophilia
care, Although we all sppreciaied these
symposia, we ielt there were still sorme
missing inks in the chain,

Trish Turk and 1 vealised ouc good
fortunce-in-working at very good Centres,
which are wall organised, offer good
services and excetlent modical care to the
patients. As we have beéen ggtablished in
owr jobs for several years, we felt an
obligation ta pass on our knowledge 10
other, less fortunate, nurses. {(How {
would have welcomed the apportimity to
learn from others! The logistics involved in
our fob are .extremely difficult and 1
cringe at the thought of how naive | was
when | began working in a Centre}, We
decided tfat, this year, we must take
some positive steps 1o form an association
through which we couid tackie specific
probienys. Hence the ¢restion of our
Hasmophilia  Nurses’  Association  of
which | will be Chaitman and Trish Turk
witl be Secretary and Treasurer,

The Haemophilia Nursos” Association
has obtained official recognition from
Professor Bloom, who is chairman of the
Haemophitia Centre Oirectors, and the
Haemophilia Society has agreed to take
us under its wmbrella, The drug companies
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bave.also  offered 1o belp us, fJwifit oo

mewhicty ae initally, as follows

1o Tor progivee ad aneds? rowgierter and
lzib!ingm;,x?w of pri-ioadae lirature,

vwz 'zm-ﬁt
ST ;w; ‘3

NIV aiiw:.
of hagraopd

o T prowidin o Basie obséfvation and/o
wamnng pecod nan ssteblished centes
fur nose ooerses ek o upon 2

parens 35 g haemontiiyg nnese.

A To tie namd communtt
st Marses ©

sresof ot but geeat
T gt s beliewe Abal a-weell
it vige s ot ferparty o mpwove
the g of a Contre, ow
witmately Benetiv tha naomomni}a(; and
rasufamity, Dventuatly e hove @ link
vt alraatly esiatiishad, 3
aadh assoriationy, Dhopetoday will b the
baginning of that fink,

veili

RELATIONS WITH B.AS.W, AND THE
HAEMOPHILIA SPECIAL INTEREST
GROUP

Etizaheth Wincott, Principst Ufficer
Health Services; Lothian Regional Coungil

Uamy guing 1o talk aboot the pasition of
sovial workers in Hasmoohiia Cs
how they 400 1o sovial wark stedc
Thie nieels oxperienoed by these soo
workers  and the patentias links W?!h
B S sl fract the deveioppant

the Havmophitia Special lnmr\ﬂm (mmp
and. ook {0t fuiure
he spaeificatly “talking abuut Lw rike
sacidl work yiih Hpemaphiiines and their
farvibias since this is @ huge 10pic which
reFIES G pspey ot s e,

The Loval Authun arethe pruinial
svery of ‘Social Workwrs based in
ar- Comnunity-basedd teants and i
Hr:w~:als as-well ag-some Othear spreiplised
settings. Prior 1o Leoal Government Res
organisation,  hospital - based  Socisl
Workers were amployed by individual
hospital management commiiees Dol at
Regionatisation dn aive mid 70% Loeal
Authority Departments togk over the
oypmant ot hospital based  Sucial
Wiorkers,

There are few, i any, Social Workers
whthin: the UK who work exclusively in
Haemopnilia Centres. The agignment 1o
work in g Haswophitis Centrp is usualiy-a
nart of & wider area of responsibility,
Commonly Social Workers in Haemopiilia
Prograrimies covar the whole of Haema:
tology but they could cover ather survices
as well. Taking the ¢xample of Haama.
talogy-the -hospital Social Worker there-
fore warks with Leukaemics and their
tamilios and very often there will be great
pressure. on the Social Worker 16 spend
wach of their time working in this.ares.

Ths Sogial Worker therefore needs 1o be
able tamakea balanee babyeser the many
dm\amh oo Bls o By thae, e some-
ey thisgresentsa ¢ farable nonilicn
Tho Social Worker in the M
Centre matnost invariably theonly 8o
Worker i thar ared or reglon wsho has o
tnowledge  of and comm 153 G £
Haermophitig, This, of will avcraciated,
can e rathar isolgtod 1 it
1S o inemalore very RROOEERNG thiat
rtual snopore Tinkg and gn oppor ity
o exchangs ideas are avalable notonky
bertwesnthe Soeial Workarang the ethes
H'mnmphnm Centri staff nut uisu b
Lical Branch of the Hasmopd
dand  the o denrel CRasmopt
wersennel.  As o with o the Hﬂes-w;’m: ?a
Mumk; Assouiation; Wi Sociab-Waorker ig
x‘ kolv w -::avz, oy w" dl“’ pe« .

Mﬁh .)th;‘c WO w\fm e‘\s
md@r 8. W‘w et 1o learn. o the jub”,
They aise neard 1o Besablte i describe
clhearly 10 those who empioy thein whial
tasks they undertake and if oeressary, be
Al g ake aclest ease Torbeing abte vy
shend more e i oworking with the
Maomoohifiys and thelr tamities in the
aerophilia Contre,

Fhere are therelore preas of oelation
and gans which 11U s innontant w ey 1w
teln the Socigh Workee L These gaps
~learly Began o be omer by the Servinars
affered by Vicki Sto ud w}m"x mpst of
yvou knawds the Fese Sosial Worke:
t9 the Sacinty, The 5 e On non-
methival paveholugical and social lssuss in
AR G Maemhpi e oare. Theid papas
larily oy itself sanstrated the e
wthey ware  begitirting o elesr, H
snoouraging to nos g sy
attended not oty by Shotal W
Al By rparye cthey H.m \hiiiur‘aw awf‘

BAGW. ds the
ation in Grial I%t*!um ‘f}f 3(‘{ vt ‘«‘v’b
It i able o offor professional ¢ zv(’mmu
and. support  through 18
nrganisation and  fezal b . ‘er»
ot nais.are pubhishad o s oo with
FBASW Osg s the seskiy dournal
“Soeial Wark Today™ e other s the
Graarier! y "‘Brz st don mm od. Sucial Wark”
wWhicH slighes s and
!heorem,.ai artichos, Ky jourral
“Sooial Work Toda aful vehibobs
for publizising aclivites o1 Social Warkers
and also iy 8 sowree fur digsenyanting
furthier infoeniaton. . As | é.'ﬁ“*’ili()i il
carlier there 8 s necd fora two way How
wrmutual support, Notonby-can B ACSW.
affer suport 10 Socal Waorkers but Social
Workers i Hasmophibao progranunes
need to deseribe elearty e vole they foal
they vodertoke in thair Centres, Bearing
i mind the perspectives of the two
arganisations, BASW, and the Hannio-
philia Society, itwas feltthat iy would be
potentialiy “of great value to establish a
Special - Interest Gloup prncipally for
Sociat Workers working with Hesmoptilia
and othier related Haerosiatic disorders.
bFor the pagt two years discussions have
texen place with Senior Stattat BASW,
and the Haemophilia Society. We have
bear vary fortimale to budld on g know-
fedge hase and links already created and
developad by Vicks Stopford,

i

6

Pt Q80 tha Special Indorest
Hassash
'"m‘xmtm disordary  was )

‘»‘i *)n BUASA By this y
f:\; r‘ Vsc/ q

Giiing, Wa
nbars whe

O The ar e nosulb :a"zmxia’s
gt Qenire. Dhmpators whi B
"»19'132591»; M«f i gl
wall il

"im. S mﬁ W mv\w;,
& Lo iy currnetly Charirad by
i Stoptord mod on te Cosmmity
migrrliers of the Haf«mnrﬁ i3
. d Marse ang Soomal Workars,
ghted W -‘m'm i’ Beed e
crtatiun, T X fh
10 wRg

?98
£ the
ar the Raoyal F

}nt--mat
{51

Dsgarvib ey
‘sxm*m wh tiH

Ao 80
i dpred thid g
WA uarinty
cliovest By 8 soring f\f
Jrrmr:‘. whieiy theap fad
wr b ovain mseting, Thacossenss
of opinien wies that 3 had baen g st
ugefal eeting.

Currernt e Pave decided 1o bold v

MSEUNYS per year, esch i Assoiat.on
with g Comeittee Mosting and one of
those 11 assoeiation with an AGM. 1
met Sruddy Dav and Comeittoe Meeting
wall b heid at e Manchestsr RBoyal
Infirmary on Thursday Pay T whery the
topin wilh be “Uotitdement 1o Benafin ~
the rode of he Cenue and the Social
Waorker” o Therg wnll then be sowerat
discussion g oups in thisaeg. naddivon
rharg will be s distussion group Tollo
wr e tope of Cenetie Counsall m'
axanunack gt the Tiestmeet:ng,
The Spaecial triterest Group hopes to
cirzlish a Newsletter wwice a year probably
coming out prior 1o each meesting, The
first full Newsigtier is 0 draft form and
should bo going gut by April thig vear,

he
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Already some unsnlicipated positive
spin-otfs have occurred and | should like
to meation just one. A person associated
with Hintington's Chares attended “the
first Spoecial fmerest Group meeting and
since stlending that meeting she was 5o
impressed by the potential of Special
terest  Groups  that she  has  now
apgroached us as she wishies 10 set up &

Smecial Interest Group for those working
with Huntingten's Chorea.

I torms of the fulure we need o
explore and develon wovs in which
B8.A8W. and the Hasmophilia Society
through the Special Interest Group can
develon working togethey and offer con-
structive suppor 1o the mambers of the
tweo organisations, Alrgady this appears o
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be happening. B.ASW. holds twoe annuat
study confergnces. Thore s one due. i
September, thatitle af which i “Collabor-
atione in Caring”. The Special Interest
Group has beerasked (o provide a speaker
w0 talk about the role and developnent of
the Special interest Group and | am glad
W report that we nhave suggested that
Vick: Stopford nndedvakes this,

THE ROLE OF GROUPS

. GRO-A |

GRO-A

The Group is nvolved with approxi-
mately 130 families covering Haemophiia
A, B and von Willebrand’s discase, and
hence may  be considered amony ihe
farger Groups within 1he Sociaty.

2.2 Group Commitiee Structurg

The structure of the Group commitiee
and orgarisation is shown in Figure 2
attached,

The Committee of 13 glegied montbhars
themgelves in Lurn elect the office hearars
{3) 8s designated, vizi~ Chairperson,
Honorary © Secietary and  Honorary
Treasurer, The Cormamittes is served by a
sary  time  Adevinisirative  Assiswent
{salaried) and & Voluntary Magazine editor
{from among  the general wmembership,
Further support for the Commiies is
acknowledgett by the existence of Area

Volunieer Organisers in maost of the main
centres  of poputation throughout  the
Provinge, and as shown on map at Figure
1. This anangement sis very eflective in
relieving the burden of mobitising Jocat
support for events/eallections éw. from
the main gommitiee, by focusing public
attention at 3 iocak interest level,

The Haesmophilis Centre Diractor sits
on the Committes s Medical Advisor,
The Centre’s Medical. Souist. Worker also
attends the Committes by reguest or as
NEeCEssary .

A member  of the Commitlge i
nominated to represent the Group’s and
nence the Seciety's intorest on  the
Northern  freland  Conumitiee  for the
Handicapped  INICHY which represents
the -interest of all vokantary vrganisations
throughout. the Province, via the Counegil
for Sociat Service,

Mr. GRO-A |

1. introduction

I sttempiing o articulate the voke of
the Groups i orelation o the poelicies,
aimg and obiectives of Tha Hoorwphilia
Society, it woslkd be nalve of ane 1o
believe  that  we v Northern trelasd
Graup, have any special understanding of
wihat that role should b,

0 is oy ention,  theeeddrg, o
DESSENL 10 v G inlapraiion of the
Role of the Group as we have come 1o
understand - it, and o alostiate o
ganeral aspects of our achiviiies in suppot
of that understandy.

7. Group Geography and Committee
Structures

Belore discussing the Group's role-and
SpLort activities it ey beouseful for
some 10 be reminded of the catchment
area snd organisationinvobving the Group:

2.V Geography

The Group’s arca of responsibility
covers the whole of Noribern Trelond and
whitst fow will nced reminding of the
precise location of Northern ireland, the
essential Geography of the Provincg is
shown in Frgure 1 attached,

The main centre is designated a Haemo-
phifia Reforonce centre aod 1§ tocated ar
e Royal Victoriz Hospital, Beliast
Agsociate centres where infout patient
emergency trearment is availabie, are
focated mainly at Londonderry -in-the
Norih, and Cralgavon in the South,

Figure 1
Group Geography
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The Committee meats monthly, usually
in Balfast although several megtings per
vear are beld in provincial locations 1o
encourage member participation,

The Group's Annual Geveral Meeting

has becomie soinething of an event with
creche facilities, guest speakers from all
parts of the UK and even Father Chrisunas,
to ensure @ good turn-out of membors.
Usual atigndance at the AGH is between
B0 — 110 peaple - a goed propartion of
ourmembership,

3. The Role of the Group

Within the aims, objectives and poiicies
of the Haemophilia Saciety, we see gur
Group role as being essentially supportive
of the Society function. This supportive
role-can be articutated at Group levet a1 4
different irmerfaces cach requiring is own
response to particular requirgments;

These  interfaces may be defined as
follows: ~
{a) The Parent Society interface;

{1} The Heemophilia Centre interface.

{c) The Haemophilisc and Family inter-
face.

{d) The General Lnvironment merfacs,

3.1 The Parent Society [nterface

The supportive aspect of ihe Group's
rofe on this interface is-geen as being
primacily financial in nature. Since the
main ongeing benefits 10 the Haemo-
philiag, In the dnmediate-foture gt Jeast,
will stem from the positive results of
research and development into reatment
phitosophiss and materiats availability, it
is essential that such rescarch programmes
are adequately supported by Socidty
funding,

Generally, the extent of funding
required for research project support is
bevond the resources of any ingividual
group, and hence the need 1o subscribe
such funds centrally 1o eénsure proper and
adequate control end support.

fmiplicit wy this aspect of role is the
Group's requirement to. receive and dis-
semninate information 1o members ariging
from the central application and conirol
of subscribed funds end in addition, the
news, activities and views of other Groups,
Society end outsideagencies, in all matters
relating to the welfare of Haemophitiacs
and their families.

3.2 The Haemophilia Centre {nterface

Whilst- it should be the Society's
concern {0 sirive to ansure the adequate
and equitable availability of weatment
and care for Hasmophitia patients through-
out the UK, we feel that the Group can
bave a significant part 10 play in trans
forming an adequate, or sufficient, centre
into g good one,

Again the implications in this aspect of
role may be predominantly financial to
the extent {hat such extensions 10 the
Centre’s capability by way of faborawory
equipment, clinical research support ang
patient: aducation, comfort and care, as
are not sueplied from the public purse,
should become the responsibility of the
Group to secure.
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Meddicat
Advisor
{Centre

Director)

Chalrperson
Secretary (Mon.)
Traasurer (Hon.)

v
4

10 COMMITTEE MEMBERS
{NO PORTEOLIOS)

Part-time
Adinin,
Assistant

Magazine
Editor

v . iMembers) 7 /
Local Arca Locat Ares
Voluuteers Vilunteers
GROUP COMMITTEE STRUCTURES Figure 2

Main Committeg  Location: - Dept. of
Haematology, Boval Victoria Hospital
Freguency of Mestings: Monthly,
Mestings Location: Royal Victoria Hos-
pital, Belfast
+ 4 other locations thronghout yaar,

News Magazine: CLOTT - quarierly, free

10 memibers,
Asscciations!
1. The Haemophilia Society
2. Northern Irefand Commites for the
Handicapped

3.3 The Hsemophiliac Patient Interface
The supportive role on this interface is
satistied by ensuring, 8s far as is practical,
{i} the availability of adeguate infor-
mation  abowt  the disease, 1ts
treatiment and its implications, 1o
the patient and Bis family
{11} the availability of equitable social,
educational  and  Occupational
opportunity for the Haemophiliac
within the community
{iti} access to adeguate and sufficient
welfare entitlement and. support
where Nnecessary
in addition 1 providing the opportunity
o promote the felfowship required
amongst sutterers and their families and
friends, by organising meetings, discussion
groups and social gatherings as required,

3.4 The General Environment Interface
The role of the Group on this interface
can beconsidered largely one of education.
This includes the education of,
Socisl/ Comnmiunity Workers
Educationalists :
Employers
The General Public
into the needs, aspirations and limitations
of Haemophitiacs in all aspects of activity
in order that he may make s full and
meaningful contribution 10 the com-
munity in‘which te lives,

8

4. Financial Aspects Implicit in the
Group's Role

b attempting to satisfy severat aspacts
of the Group'ssupportive role, the need
for the Group to raise fundsand 1o expend
funds as required becomes obvious,

The Group’s suceess 10 raising adequate
{funds will depend on a number of factors,
including,

(i} The size and extent of ‘the area

covered by the Group,

(ii} The enthusiasim and commitment

of the Committee and supporters,

{iii} The Hair and irmagingtion put into

fund raising schemes,

{iv} The exient to which your cause is

known and publicised,

As an aid in identifying likely sources
of income and hence those areas into
which a Group may wish (0 concentrate
limited fund raising resources, the follow-
ing angiysis of where the Northern
reland Group’s income came from over
the period 19761880 may be of interest.

The Group's vear by vear income ang
axpenditureis shown in Figure 3 yttached.

4% Analysisof income Sources
18761880
A statisticalty  weighted analysis of
incoine over the period October 1975 —
September 1980 is shown diagram-
matically in Figure 4 autached:
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Ag can be seen, some 43% of the
Croup’s income derived from private and
institwtiongl donations, 37% from flag
days/street collections and the remaining
20% from organised events and activities.

Thus slightly tessthan half of our 224
qwome over the period has relied on the
response of individuals and arganisations
1o direct appsals for funds thus indicating 20+
the importence  of . cantinuous publicity
and exposure of the Society and 115 aimg.

In. some cases, underining an sppeal for 184
funds for a local need is necessary, since
some firms and vinstitutions insist that 16

such donations be so.usad. This is entirely
acreptable since 1his would help satisfy
the financial support. on the Centre's
wrterface - the Group and release other
funds 16 support. the Parent Society
requirements,

Flag days and street collections are
organised throughout the vear gnd yield
some 37% ot income on average, over the
period. Whilst this form of fund raising
can be demanding in terms of manpower,
iocal schools and colleges can be canvassed
for pupil support ususlly with some
success and especially at weekends.

The return obtaiied from the invest-
ment of tine and bodiss in orfganising
events should” not be too readity dis-
missed, aithough generally it can'be guite
modest,  Some  projects howeverr can
return  large amowits. of meney for a
minimal investment of thime and organis-
ation by the Group committee, as the
SNOWBALL LUNCHES' covent by the

INCOME/EXPENDITURE £ x 1000

[:] = {ncome

= Expenditure
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INCOME/EXPENDITURE CURVES Figure 3

Seotiish Group shows,
s dmpontant 10 encowage {riends
and. SUPROITETs 10 Organise events an vour 1975/6

1978/7

1977/3 1978/9 1979/80

GROUPS NET INCOME CLASSIFICATION 1876/80 Figure 4

TOTAL INCOME = 235,260.00

43%
OF 37%
TOTAL OF
TOTAL
20%
OF
TOTAL
Donations Collections Activities
{i} Private i} Stree {Flag Days) {i} Gerden Fetes
{1t} fnstitutiona! {ii} Doorto-Door {it} Fashion Shows

{iii} Social Events

9

hehalf and 11 may even be necessary to
underarite certaim costs, such as hiring ot
ooms elc., 0 epjoy some. very good
returns for little direct involvemeant,

4.2 Analysis of Expenditure 19761980

An analysis of the Group’s expenditure
over the periot is shown in Figure §
attached.

Consistent perhaps with the priorities
st oot in 3 above in defining the support
roies of the Group, it can be seen that
same 54% of expenditure was directed to
the Paremt Society 1o support both
research  projects and  other  Society
Activity.

The relatively significant Admin costs
at some 16% of experiditure were distorted
by the employment of a salaried fund
raiser for a period when the Group
organisers  were over  commitied with
special appesis and evenis programimes.
This situation was torminatsd st the
beginning of 1980 and our experignce in
this arga was not such that we coutd
recoramend it w others, However, making
necessary altowances, the true admin
costs are reckoned at spproximsately 8-
10% of expenditure over the period and
such investment is considared worthwhile
for the degree of “professionatism’ such
expenditure attaches to the Group's
appeals litersture and correspondence,
and the extent to which such nugatory
expenditure transforms. an idea into 8
successful fund-raising event,
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5. Communications

the supportive role of the Groun
towsrds the Hagmophiliac and tas famaily
on the one hand, and the general eoiron-
ment on the other, s essentially about
communications,

The  Group therglore has 8 digty 1o
ensure adequate and up 1o date infor-
maton is avalable 10 gt members on all
aspects of treatment and welfare and to
provide the nacessaty mmechanisims where
free angd frank imerchange of ideas ang
wigws can toke nlace,

This duty is discharged by the Group
in the maimenance of a lHrary of
liverpiure and in the regular publication
of e group magaziog “CLOTTY fiee 10
all members, The magazine may Ge usod
a5 -4 Ppvarway imechanism with the free
accdss o mombers O articles, ieters et
for Teublicanon, and the imwparting of
miormaticon 1o the memers from she
Groun or Society commitiees,

The Graup also has a duty 1o edigcate
and inform the welfare agencies and
public at laige into all aspects of Haemo-
phitia — oducation ageds, amployment
needs and Himitglions ets,

In satistying this role, the Group is

through them, the Councit for Social
Service, with free aceess for our literature
and necds 1o the agencies and guiblic via
their officist organs.

Additionally, the Groug con act in
sapport of families divectly with schools,
employers end secial/commuanity workers
by supplying information as required and
16 meed focel specitic needs,

6, Future Plans/Aspirations

tn articulating fotwe  plans for
strangthening the sugportive role of the
U, W are concernied to ensuvro the
continuation of our modest suCcess as
suggestad by the last 4 yaars acrivities gad
vesulis, To- this exient thevefore, our
short term fundraising plans sugyest mare
of the same ag in the pest and include
[t} Rahosnd TV appests [April 1881
(i) Flag daysfstroer cotlections (all
year)
{iity Sponsoring darts and ether sport:
ingfsocint events
fiv) Direet institutionat appeals
(v Snowbalt "Foik Supber”™ project

represented ~on the  Northern - drefard tvi} Dinner  Dance/Cabraret  {March
Cormunivice Ior the Handicapped and 16811
GROUP’'S NET EXPENDITURE CLASSIFICATION 76780 Figure 5
TOTAL EXPENIHTURE = £28,100.00
B4%
SOCIETY
GENERAL
FUNES
N 18%
30%
EQUIPMENT
SOCIETY'S
RESEARCH
RESEARCH 18%
FUMBDS
PRINTING
s
BALLOT ST ‘;;\L‘ o
b
FUNDING EXPENSES
GOODS & SERVICES FUND RAISER
London Local Group Admin
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Die. Ludwiy Kuttrer —
Group Liaison Officer

The income gencrated by thase ovents
will e used, as always, 10 cogurg the col
tinued dmprovement o the well being of
all  Haemophiliacs, with. ampbasis oo
immiechate ateas 8y follows:— :

Continued pledge 1o Research Appeal

Fund, Establishment -of Permanen

Holiday Caraven  faciiities, Purchase

@t inswatlstion of VHSCOMETER in

Haeratelogy.: Labs, Provisionof Equip-

ment and  Seivices as requited Tor

SETYIUS.

7. Cancluding Remaris

in considering the fulure success of
Wie Sociaty as 8 whole, | feel thal now
may be the tirme (o conselidate what has
s far been a successiul veriod of growth.

Whilst it is Bmporiant, for any number
of reasons, (o stow a centain autonomy
amongst the Groups in their activities
within  the aress of their interest, the
Society should be looking ¢ formalise
he  stroCteeal vsladonships with  the
Groaps &1 Counclt tovel, by suggesting
that Groups assion & permanent {2 vesrs?)
detegate 1o Councll in addition (o one
floating meriber. Thas would ensuro that
s measure of contdnutly in represen-
wtion is achicved from both & Sociaty,
angt Group, point of view and would thus
serve 1O wnsare consisent and congerted
aciion  and mtenreiation. of  Society
pohay

T othank you for having given me e
onportunity 16 spegk on this topic. i, in
aneristing 1o articulate what one may
sew as being the role of whe Group withimn
the Society, agréement can be readchod
i formalising such 3 role, then this
exgreise will have served s purnose and
perbaps lead 10 4 strengthoping of the
purpose and felowship which unites us.all,

PPV OVC LD OTOTDBOOTED

WITN3429002_0012
WITN6392004_0011



THE WORLD FEDERATION OF
HEMOPHILIA

D. Rosenblatt B.8c.

Foy thioseof wou who have fittla or fn
Loowiedoe of the World Federation pf
Hewmawphilia, there will e many guestions
Uity o wiil wan 1o have ansearad. This
bshali attempt to do,

You may ask what need 3 there for
WEH? The same duestion wught e askaed
At r'rnue‘ﬁ‘:i for i'f= hational society
ity-ive or mese local
Groups. asoning i that WEH doals
with the same oenert aints and objects on
an intornational sialivas do WEH membaers

sty Througts the global cor
pepsetet o brarrr i

A8
ok reversi WE R benelis eom
the cotlaeim strengti. of nombeis of
gty

SRR SRR A ST A Y

SVELY beawis g siinilar

1 ey 1 our
Groifss, Hu u-unr-m mmmm Wi thoge
Russian wisaeden® iy G
within i 15«31 doti i3 he
inghvidiaal rieteier s o asually the habmo.
phitac himealf © o or ane ol his oaremg
thenext 4 dus docal prans ] hisin Wi,
Fits within e natidnal "")r‘ir'zv Wi,
auaing % encompassed oy WL

Hate

Myr. David Rosenblatt

Fhig airns and DEjertives of WEEL will
iHostrate what I nean

Obfective:r  Thir ubjectivie of - the World
fFraderation of Memophilia 8 to assist
haesnophiliacs and peesons with related
dizorders in overy piossibie way, and o
contitiie by oll means flaced at s
digposal, to the advancement of  the
scientific, tevchnical, sodial and ethical
problems related 10 such disarders.

Membership:  There are B3 national
rigrnbur Organisations from Aldgeria and
the - Arvab Repubhc of Egyet down- 0
Vanesueid and Yugoslaviz at the opposite
end of the alphabet,

Status: WEH has official relations with
e Werkd Health - Qrganisation and’ the

international Socioty for Thiombuosis ant
Haemostatis, i an Assodiate Member of
Retabilitation International; a Mamber of
the - Councit of - World - Organisations
tterasted in the Handicapped and oo
operates with the League of Red Cross
Societies, [nternational Suciety of Blood
Transtugion and eternational Saciety of
Hapmatplogy .

Activities: Ao hepartant function of
WEH s 1o ,wovide e knovy how that
will assist o the formation: of natipnal
wgmber organisations.  The knowledge
and Cexperience HF Cothers,. gained by
comparing - nieth tuchigues and
crocedures enab eopiiia Drganis
ano Tor Improve 1S services and 1o fing
gl

THON O
&y

&

P
@
<

i

‘%‘%@
J‘w <
%ﬁx—ﬁﬁ

Congresses, symposia - and workshops:
There hove been goe or more meetings
avery year iram 1983 1o 19800 Thess
vigetingg have heen g major influence in
4t‘mfvmg; thi s?at‘irs ot yreatint Tand
Thisy deting. te greas of
t am! e ate tha utilisation of
W G

e

P,
har
n;nhxq e Wl frh/r"m\,nr‘

Dr-organisatinpg

Thare s the new Heldetberg (Germany)
Cloaring Houtse for the collection of
nun-medival . and parasedical. infor-
frativin

i} There s the Buropsan Advisory Board
within the main interngional WFH:

e WEH g as Medical Advisory Panel
which fnablos 1o oninion: 1 b axs
pressedoon any contentious matier;

d) One svalt example of WEH's work,

yer el paramount amporiance, 15

mvestigation ints the costodistribution

and availabiity  of  contentrates
throughout the world, This arises from

the recont Bormm Conference, as o

specific topic taiser] 1ara.

WEH produces Bulleting several times

ayearn.

You would probably have expeciod these

sort ‘of activities, -even - if you had aot

bean given the deail Tiefore,

Hawever tiite apd oft-repeated it may
sound, we all know that the standing and
value of an organisaton depends on the
pecplewho nake 1 um

v thiscase, wea  think hacmiophiliacs
afe - tortunate - to. have - the dedicated
sorvices of its Presidenty; Frank Séhnaabel;
who formed the Federation in 1963,

S

£
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Mr. John Protherc
European Lisison Officer

Hars is & man of immease individual
m!f-n e *mafh.f; driving o ol
acly disavled

but  never
Eehe
fg jtoall worthwhile? Meetings arg G
dedly wery expensive, Pares, ot
menedation  and bl of hwlls ao

OSH\/ Medwa: experts might be better
croptoved T thair Bwh counteies, ra'fi*ef
thar chasing round-continents, There
ane’expression which 1 have use;i
previously i our own Boiletin: and
rocently 1 havesseen it in Irteratgre slse-
whote: 17 s the, eatalyst” effect in
aginginterchange of nfarmation
societios and doc o acealprating
deveiopimpnt of existing Sogities and.as
anaid o foriving new societies, as well as
ifjecting new Snihusiasss,

Whiat “hag: been achiaved has already
mesny setout Fed oy the tatute; stowly,
v, WER will growe stronier
foncraly, WER wilhatigmpt 1o

sl parg

jecome so-cffective that {1 is ne longer
neoded,  What are the dangers and
probiems?

The fargest, as | see them, s the sive of
the oroanisation, the number of different
parts and the soread acruss the world
twhiety, of course, 18 aldn one of the
strengths). Meetings, 1 feol, mnd to Be a
sittle formal, somewhat panderous and
almost parapous in ralation o the friendly
aature of the participants, Lol us not,
however, fail into the wrap of adopting a
parochial attitude by thinking of ourselves
atene.

Orddly enough, as in s many other
stmitar instances, we can. find that by
setting out o help others tess fortunate
than. ottscives, the: abindant harvest of
benefits 5 reapag by ourselves in dispro-
;‘Jomcmeuv cyeasure to gur pwn efforts,

hepe |inay bave helped you undes-
smnd a-tide moare about the work of
WEH,

B G i BN S A M R R A
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THE AIMS AND OBJECTS OF
THE HAEMOPHILIA SOCIETY

{Based on a talk by Ken Milne ot the
Society’s Seminar held on 15th March,
14881}

Mr. Ken Milne

The aivg and objects of the Society are
set put in the Society’s constitution,
They arg:~

{a) To provide a fellowship for sufferers
from Haemophilia and allied con-
ditions; their familles and those con-
cerned with their health and welfare.

This is, In-my view, rightly given as the
Society's first aim, The idea of fellowship
and mutual support is fundamental o the
Society and the way iU opecates. As a
conseguence, of course, a Group which s
not successful in fund-raising, for example,
need not be regarded as a faitlure. The
only reguirement of o Group is that it
meets 3 local need for contact and support
between hsemaophitiacs or their. familias,

tb) To safeguard social and economic
interests of such sufferers.

This is 1o 3 certain extent self-explanatory.
The Soaciery tries to  saleguard the
economic interests of sufferers hy, for
example, opposing the excessively strict
standards ~applied i granting Mobiiity
Allowarice. Similarly, we try 10 make it
widely kaown to employers that treat
ment advances mgan that hasmophiliacs
can usuatly carry out 8 normal job, Often,
howaver, it 1§ not easy to say what the
social Interests of sufferers are, For
example, this is the International Year of
Disabled Persons. ~Cledrlty many of “our
members are disabled or partly disabled,
Equstly, however, many members are
fairly fit, and resent being labelied as dis:
abled.. Consegquently it is difficult 10
know whether we should place special
emphasis on the {YDP.

{c}. To promote the study of the cause
and treatment of haemophilia and
allied conditions.

The need for funds to support research

ancd routine treatment has steadily in-

creased over the years, and is likely o

increase fucthar as the récession deepens
and government funds become harder to
obtain, The Society iries to limit grants
to @ rvestricted pericd, s¢ that the grants
we: make gre 10 be regarded as for "pump-
priming” purposes oniy. We hope: that
ususity the value of » project will become
readily appacent, s that health service
funding - is wade available.  This ‘has
happened - with most of thg Haemaphilia
Nurse posts we have helped 10 sey up.

{d) To gather and publish information
yseful 1o sufferers and the general
puhiic,

This is an aspect of the Society’s work on

which-we place great emphasis; We cegard

our publications as of great importance,
particlarly The Bulleun, but. also.ihe
pamphilets we produce, such as “MNotes
for Teachers”. These are all distributed
throughout the waorid, as many other
Haemophiltia Sucteties find theny useful,

{e} To co-operate with the medical and
altied professions for. the furtherance
of the ohjects of the Society.

Thie vatue of the Sotiety’s co-operation. is

recopnized by most professionals n the

figld of haemophilia care, The Society has
beer involved in the gseiting up of ths

Haemophilia Nurses” Association and the

Haemophilia Special - Interest Group. of

the British Association of Social Workers,

Moreover, the Society is invitcd 1o sond

observers (o the sonual meeting of the

Haemophilia Centre Directors.

iy To co-bperate with any other
Societies or bodies having similar aims.
Notahle among other bodies with whonm
wi work. s the World. Federation of
Hemophitia, the relationshipy with which
has been desgribed during the Seminar,

(g} To. provide financial help where
recessary and practicable,

This is self-explanatory. 4t s worth
ermichasising, however, that the Society’s
policy is oot to provide funds which
should be proviged by national or local
guvernment. Thus, for example, wa will
pay salaries only for a restricted pedod
untif the NHS can take over. At a differemt
level we will provide only restricted haip
with suuly things as tefephone installation,
which should  be provided by local
authorities under the Chronically - Sick
and Disabied Persons Act, 1970,

i} To do alf ‘other things which way
legally be done in the furtherance of
the Society’s objects.

As one might imaging, this clause exisis in

case anything has been forgolten in the

first seven.

11 is perhaps worth poinling out two
things that the constittiion does not say.
First, the Society exists 1 bels ali haemo-
philiats, not just its members, Although
obvicusly we like people 1a join, we can
provide help or advice 10 any haemophiliac
or-relative: The-only restriction is that we
cannot give financial help 1o non-membars
without :Council's approval, for reasons
conngcted with the legal terms ot our
registration as & charity. Second, we are
not restricted 1o hielping haemophitiacs in
the United Kingdom alone. While most of
our help 1o hasmophiliacs overseas is
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diveeted thirough the Waorld Federation of
Hemophiliz, it may happen: that we will
soon feel the need 1o offer direct aid to
thirg world courntries to gase the plight of
haemophiliacs. who still receive no, or
purely rudimentary, treatment.

PHEOPOVICOOODOVCVDOOOPD O

SOCIETY FINANCE
H. M, Abrahams, FCA

It is extremely irportont that, before
accepting  appointmant  as  Honorary
Treasurer 10 .2 cherity, ong should -be
fully -aware of the responsibilities and
dutivs of such an oifice. Thore are many
tegislative provisions that a Treasurer
should be awareof and itis of considerable
advamage-il-heisamember of, or involved
v somie way with, the accountancy. pro-
tession as iy is nnporwaat thet be has a
sound  knowiledge  of  book-keepityg
migthods and the maintenance of Tinancial
recordds, A you arc.all probably aware,
am a Charteéred Accoumtant and | would
N0t have accepted. the appaminient as
Treasurer if | didnot have the experience
gained as 3 member of that profession.

Mr. Howard Abrahams

My owir work 8s Treasurer consists of
the foltowing major items—

1. Maintaining st financisl books  of

account, inciuding monthly cash book
reconciliations with bank statements.,

2. Desting with ali staff salaries and Pay
As You Earn malters and reviewing,
when necessary, stafi salary increases
and making consequent recomrend-
ations 10 the Executive Committes,

3. Maintaining the Deed of Covenant
records.

he

Constantly monitoring our ¢ash-flow
situglion, so as to ensure ‘that cur
depositinvestments are maximised and
that call notice is such that large

WITN3429002_0014
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amounts  can be obtained, when
reguired, for paving research fund
Grants,

[ #32

- Controlling the seitiing of all bills any
remitting payment of all research. or
beaclit fund grantg — éensuring that
propec spproval has Been given, where
appropriate, by either Executive Com-
mittes or Counetl,

&, At the end of each Hinanciat vear, which
in our case is the 31st Dacomber, the
Books of accounl have 10 be batended
and { then prepare our accounts, which
are ihen forwartdod 10 independent
secouments for annorl suehy. Careful
preparation of tha accounisls esseatial
o as te ensure that all funds rellect
Weirindividduat moviments throughiat
the peviet of aicount. 1t 15 essential
that the achual books of account are
maticuiotsiy Kopl and sdeguately
analysed o that secounts can be sasily
pfepiared, onsering 1Rat U is easy 1o
axiract L thoserecords any relevant
wiorniation, whaeh may be reguested
or  rogiaeed al um(t'.ing;:;‘ o4, tha
accunulative. sroonms raisert towards
cur % roition Bessaech Puried Appeat.

11 is worth oatig that, sithough the
Honorary  Treasurer nsupdly Tadfils the
ngcessary  obfigatious . 1o koep  proper
books of secount, the Charities Act of
1960 imposes . such. oblwations. on alf
Charity Trustees.

The tack: of adequately kopi records
could Spropdion the warions  laxation
exemptions attorde! 1o chupritivg Ooe of
these is that  regisiered charities are
exempt from - faxation of thele invegtment
income and arg able to reclaim any such
tax, deducted at source, L0 sy mierest
or dividonds paid net Repavenootolains
are usualty miarle anooplly sod have Lo be
subimtted oo the lndand Bevone with
sorting doomuentary evidence ol
incomepaitt vnder dodoctions of tax. That
evidence would coosist of the dividend or
interest  cousteriols oblained  when
income is recelverd. Do avoidh the extra
work iavobaed w1 proparing and submitiing
10 the Revente repayinent claims, ivis lar
better (o dnvest charity Tuds in invest
ments where inerest s oot gross, Such
invastments also ensurd that the cash flow
arising s nov distoried by the income
inttially being paid nut and then the 1ax
repayment belng rucolved possibiy several
momay ater, Over the past two years, |
have nvested the Soclaty's funds on the
money  amarker,  theotgh our bankers
National Westminster, The monthly pay-
ments of interest arve made 1© us gross,
thus ensuring, as regularly. 85 possible, 8
desirable cashi-flow. Mereovar the lerger
the amount of the deposit, the greater the
mterest rate which. can bo earmed,
Obviously the funds which the individuat
Groups hald may not be large enough to
place in this way, and, 1heretare it s
advisabie at present, W put theny inm
ordinary bank  depgsit - accounts - o
National  Savings jfvestiient  accounts.
However, in the latter ¢ase, note that
tnterest ig only paid once @ year in
December. T would stress that vou should
not attow Group deposit balances to.get

PEN.018.1312

100 targe, as if they are wansferred 10
central funds we can gbtain higher intorest
rates by having the benafit of investing
much farger amounts through our own
bankers. When Investing our deposits |
have 1o consider that inderest rates vary
depending upon thie period of the invest:
ment, at gresent pur funds are ré-nvested
monthity and, 85 1 have already said, the
interest is recgived at the same interval.
tam sure that many of vou here today
hava far moreexperience in the grass roots

aspects of fundraisingand!  GRO-A__ !
has given a considerable insight o
Group fuidsaising activities, Ken Polton,
our Honorary Secretary, and our gffice
staff are extremely experienced in sending
appest ietters 1o the Chatrmen and charity
commitizes of large companigs, instt
witionsand livery companies, The response

Mrs. frene Watson
from the Society’s office

1o such letiors Bag bian lremendous; ong
aften nds that organisations repeat and
inerease el donations cach year, When
companies. or individuals, for that metter,
wish 10 donate 1o a charity on g regdar
basis, there are several advantages in
doing so by 8 Deed of Covenant, particus
latly since the oproved toxation legis
larion in the 1980 Finance Act. Prior 10
that Act, & Deed of Covengnt bad 1o be
for g minimum period of soven voars; thus
has now heen reduced 1o three ypars, The
major advantage 1o acharity of 8 donation
by Desd of Covenant is the taxation
repayrment which can be made theraon,
Assuming 3 basic tax rate of 30%, sav &
nersan wishes 1o danate £70 per annum
net, that amount has s tax credit attaching
1 it of £30, which the charity canreclaim
from the Revenue, thus making the tolal
gross deed £100- par annum; the (ax
craclit of £30 being equal 1o 30% thergon,
17 Is abways easier if the desd is prepared
on a net basis as, if it is gross, the donor
hay o onsure thal heor she, deducts the
tax at source at the prevailing rate, pripr
1o making the payment 1o the charity. By
having et deeds the sharity has 4 clearer
idea of what its cash-flow position s, as
the instalments will not be subject to
variation due 1o change in 1ax rates,

To obtain the benefit of repayment
claims for inpoing tax credits, attaching
w0 the deed of covenant payments, it is

13

essential tat the foliowing points are
always comptied with:—

1. The Desd most be for a mintrumm
period of 3 years,

2, The Deed mast be dated on the same
day as the first paysent or befors the
first payment.

3. The charity's:financial records must be
meticulousty kept with ¢ash book folio
nombers beirig noted next 10 each
payment-received ~when hsted in the
formal repayiment claim forms. The
date of receipt -must alsc be noted;
there is always the possibitity that the
Revenue  may wish 1o - inspect the
financial records, so the betier the
records, the essier it is'to process the
repayment claim,

4. b the Hrst year of & deed, the original
dood together with. s Form K185
raust be sent 1o the Intand Revenue in
support of the repayment cisim, There-
atter, a Form R85 is noy necessary.
as long as the net amount of the Depd
does not exceed €130 per annumn, The
R.1BS s merely a simpie form 1o be
completed and signed by the donor
cortifving that the appropriate amount
has been paid to the charity under 8
Deed of Covenant, and the date of pay-
ment and the desd has 10 be recorded
thereon, in sddition, the donor should
compiete. dowails of  his address and
emplover Gf refevant) Finaily the
R.18% shouid show the amount of the
attaching tax credit,

5 The repayment clabm forms; deeds and
fprmg B985 have 10 be sent to the
Claims Branch, Charity Division of the
et Revenue and although usualiy
submitiet anauathy, of large enough may
He sent quacterty or more frequently.

Finally, swith regard to Deeds of
Covanant, singe the inveductien of the
Finance Act 1880 provisions, there gre
further  advantapes 1o . higherrate tax
payvers making donations by this method.
iet us say that a person who 1s paying
Income Tax at the 1op ratwe of 60% plusa
15% investment incoime surchargs, wishes
10 erder into a ner deeg for £70 per
anoure, That etfectively grosses up 10
£1 prer annium while basic rate tax i
30%. The donor will be abie 1o deduct
from Nis gssessable, invesunent income
£300; with his totel tax rate of 75% ihe
actual net cost would only be £25. The
donor would be able 1o deduct a further
£AS from his lncome Tex hability; the
first '£30 having been abtained by way of
relief, when paying tha net deed of £70
1o the charity,

Because of these tax advantages to
tugh rate 1@xpayers, consideration might
be given by the doner 16 increasing the
net amount of his donation, without
affeotively costing moere than the original
comimitmany, 1aking into account the 1ax
savings. Olwviously the bigger the net deed
the farger the tax refund which ¢an be
obtained by the charity. Not only
indivitguals but also fimited (omipanies
can. entor iimo Deeds of Covenant and
abtain Corporation Tax relief thereon at
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raves of between 40% and 52%. While on
the subjict of laxation it s perhaps worth
besring iIn mind the exemplion from
Capital Transfer Tax. of life-time gifts
made more than one year before death,
and of the recontly increased 18x exeinpt
timiy of £200.000 in raspect of wilted gifts
or those made within ¢ne year ¢f death.
Charities also enjoy other advantages
under the Community Land Act.of 1875
and w Development Land Tax Act of
1976,

The area of taxation which causes
wiost hardship 1o any. charity is VAT,
There has been sustained lobbying-obibe
powaers that be for exemption fram VAT
on ekpenditure, 1towas hoped that some
ferm of anacuncement along those lines
would have been made by the Chancellor
i1 [iis 1981 budger speech, Unfortunately,
Ao such anpouncement was fortheonting
except for some expansion of existing
provisions refating to the oxemption of
VAT oa the purchase, by a charity, of
euipment o specigl aids for the benefit
of soma disabled persons, of certain
hospitale associated with their wearment.
it 35 unforiunate that full exemption on
all expenditure could not have been
granted, as in-our partcular case, VAT on
expenditure accounted {or approximately
£600 of our incoma tor 198G, This figure
does not include the VAT on expandivure
incurred by Groups, s6.ona cail see that 8
considerable saving would he oaingd i
the Government were more fonient in this
réspect.

The last point which 1 would like 1o
raise 15 2 particular hobby horse of mine,
How do.we ensure that o congolidation of
the Society’s  accownis, including . all
Group accounts, can e prepered? The
rgason for My question is that by such a
consolidation it would be possible 1o
ascertain. the entire amounts the Society
has raised and expended annuatly. At
present our main gccounts marely reflect
the amount of the donations to central
funds from individual Groups. These
donations are notthe full amount raised
by aach Group, as the Groups incur their
own expenses i raising such funds and
also wish 1o retain Lalances on their own
bank accounts to cover futire operating
expenses. When accounts are presented 1o
outside bHodies in support of appest appli-
cations, @ full picture should be given of
everybody’s effors 1o raise funds for the
Society. i would be necessary to ingor-
porate in such a picture the full amount,
not only of central office expenses, but
also of those incurred by Groups, | appre-
ciate that a ot of extra work would have
o be put :0to establishing such 2 system,
but tee! that sucha consolidation would
be very useful and would vield valuable
mformation, | would be only too pleased
1o discuss the proposed workings of such
a system with all Group treasurers,

I hope | have given you all g more
detailed insight into sny work, duties and
responsibitities as the Society's treasurer,
and the probilems and issues that have o
consider in fuliliing those duties,

POTLHVIOIVOCOOIOCCOROD O

ROYAL PATRONAGE
by Mr. Ken Polten

Mr. Ken Polton

M, Ken Polron spoke on the benetits of
Rovyal Patronege 10 a compatatively srrall
charity such as ours.

He related a series of events which,
atthaugh - apparently - unrelated,  have
contributed {towards the high regard in
wihnch the Society is held and which have
been invaluable, particutarly in the ficld
of fundalsing.

1970 was & momentous year starting
with @ Marks and Spencer Fashion Show,
at which H R H, Princess Alexandra was
prosent, wiich raised over £2.000, Shoirtly
alterwards Robert K. Massia’s best selling
book “Nicholas and Atexendra’ was pub-
itshed: Mrs. Surzanne Massie was the guest
speaker at our Annual General Meeting,
and later n the year we met and tatked t©
the then Prime Minister, Edward Heath.
A donation of £5,000 came from the
Orapers” Company in the City of London.

In 1971 the Royal World Premiere of
the ftm “Nicholas and Alexandie” took
place from which we recéived a proportion
of the proceeds, just over £7,000. Because
of itiness, M. The Queen could not
attend, but was represented by H.AH.
Pringess Anne escoried by the fate Lord
Mountbatlen.. A number & represen-
wtives from the Society were introduced
10 the Royal quests.

i 1872 we were included in the NMew
Year Honours Listiwhen Mr. Ken Polton
was irvesied as a Member of the Order of
the British Empire. Editor's Note)

Twice during the next three years we
wete contacied by a charitabie trust
enguifing about the work and plans of
the Society and the result each time was a
donation of £25,000, which enabled us 1o
finance and complete a number of projects.

For some time we had been making
enquiries regarding Roval Patronage and
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evaniuatly we were delighted 10 He abls
to announce that H.8 H. The Duchess ot
Kent hat auread to become oar Patron.
For those who bad heen involved in tha
Society’s work {ormany years this was an
atnbition realised and the ultimate “scal
ohapproval”,

The Duchess hagboen koenly interested
in the work of the Society, Her partich
nation has included arending the World
Federation  of | Hemophilia  European
Cangress hekd in Londaon, opening. the
Neweastie Haemophilia Coentre extension,
and. visiting Traveno!l Laboratmiss n
Nortolk where many items used in the
treatment of hacmophitio are produced,

M. Poelton closed by saving how
strongly hie delt that the Scciety was
axtremely. Jortunate in having Her Roval
Highness as Patron. Since the start of her
sympathetic  invehement  the Society's
role, views and opinions have become
mare nportant and nfluential which
could only be to the vilimate benelit of
att haemophiliacs.

|

H.R.H. The Duchess of Kent

POORLOVPNCRCCECOCROORRDOG

CO-ORDINATOR'S MINUTES OF THE
GENERAL DISCUSSION

Afterashort introduction by the Chair-
many, the fiev. Alan Tanner; the following
poins were raised by delegates,

1. There was 3 suggestion that Geowp
Publicity Officers should meet reqularly
with. the Co-ordinator. to talk about
publicity, activities -etc., thereby o
suring  a free  flow of information
throughout the Seciety . It was stregsed
that nothing should happen m or
through Groupswithout the knowledgs
of the Co-ardinator.
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2.

A delegate spoke of the difficuitigs ner
Group  faced when dates cte, for
naticnal meetingswere nol fixed nad-
vance, I was pointed out thal the AGM
was alviays heid on thie last Saturday
i April and that Spring Council- was
atways six weeks prior w thar,

This also caused probiems with local
ol national Fund Raising, White the
Drawe 15 normally at the sams time
zach year, this may not b widoly
reconmised,

. Discussion 100k place on 3 sugpustian

tat Groung pay  bulk msimbaership
subs. I owas put 1o the meeting that
Groups should be in the businoss of
ragruiting members of the Sogiety and
clpse identification with the Society
was of great imporiance m order that
members gain @ breadly based and
witde undersianding of the work of 1he
Society, as.woll as of thelr owa Group.,
To thig end it was seen as importact
that as much Hwatun as possible be
fedd mro-Cantres by Groups, morder to
encourage merrbershipof the Sodely,

. A detadled discussion centred co batk-

up publicity - the need for such
waterial 1o heof a high professional
siandard - avaiding duplication, Dne
Group toid how it had produced Tt
awn  up-datetd version of ‘He Has
Haemophilis’, unaware that the Saciety
wire prodiucing a new one at thesamn
time. Should  there be protessions!
camipaign based Presy handouts? Dele-
gates vieth idéas undertook 16 contact
the Co-ordingtor with any idess they
had to improve the existing igafiet,. (3o
Groups  nead  thelr  own  regional
mpterial 2w 10w el o o e e
case and overpiinung o betiivg could
handle this wolll A dele sproker ol
how porochint b B0 secw Groops
condd be and el s sppeared o
arverge taongh o ok ot rdonnation

Mr. David Watters

Some other members who attended the seminay

Mr. Jim Hunter -~
the Society’s Vice-Chairman

of what was happening across the
whole field.

- Delegates wore tote of @ mesting which

had  taken place betwesn  represen-
watives  from  Birminghem, Oxford,
Notrs and Derby, and Northampron
Groups - a minute of (he meeting witl
be matle available through the Co-
ordinaior, Concorn was exprossed &t
the muosting about the position of the
clder haenophiliac and the following
qutstions argse from e meating:

Coukd 2 comprehensive Hst ol ali
Research Fund sliovations beputished
once ayear? Could all recipisnts ot such
granis he reguired to ropert Back on
weir lindiogs periodically wod those
findings Berade avaliable w0 Groups?
Shoole Rescarch Fund allocations be
concepirated on a few major projects
rather than disstpated cver a wide

GRO-D
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spoctrum?  Should  investigaticns be
made on {a} faser surgeiy (b oral
wherapy. () joint replacemen?

This ‘grouning’ ot Groups was wel
comed - it was felt that they could
serve as a forum for Groups to meet
on @ mpre regular basis 1o thrash out
el thoughts, which could thea be
prassed on to he Execitive, or e Ce
ordinatyr - et segular meetings. This
coutd lead - 1o anincreased  sense of
mational direction in te Saciery, beltwer
comununication and move - effsctive
servicing of Groups by the Executive
throueh the Co-ordinator,

1t not a flag. day, showid there be o
nativnal fund-caising efort onge a year,
so thiat Groups cowld co-ordinate theiy
thrust-onclocal fund-ratsing to it in
with ngoreased publicity, - bence v
creasing fonds raised?

8. 1L was suggested, and e suygestion
was warmiy received, Ahat seminars
should be held annually ot the same
weakand wy Maroh, They could perliaps
took at particulsy themes with informoed
medical ingut, @oup workshops and
gengral. discussion gte., 1o produce an
Action List for discussicn with other
Grouns duning the vear,

7. information- Fipw: Croups to subrmi
iceas and reguests for literatwg to the
Co-ordinator. Groups 1© be supplicd
with a list of all pubbications availabile,
Atist w0 bo produced of speakers, films,
slides ate., suitable for-Group muctings
snd general meetings organised tacalby,
Reprirting of the Society Rules and
Constitution, WEH membershin forms
10 bie sent 1o Groupywas regomnvendedd,

NLB. The rmorinting of Ruley and Consti
wiion s recaiving atention and we-arg
looking into pwodacing o Soclety: Hand-
boek type nublication o reptace Both the
ohd B.& Coand the former “‘Haemophilia
Savigty” leafiel, David Watters

GRO-D
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THE HAEMOPHILIA SOCIETY

{(IHeadg Office - London SE1

@local Groups
Birmningham and Midlands Group (Birminghan)
Bristal and Bouln West Group (Bristol}
Garnbridge and:Distact Group {Gambridgs)
Coichester ang Distict Group (Colehestes)
East Kent Group (Canterbury)
Great Ormond Street Group [Great Oemond Street, Londony
Jersey Haemophiia Group (Jetsey
Leicester and Rutlang Group (Leicester)
Lewisham Group {Lewisham}
Liricatn and District Group (Lincoiny
Merseyside and Disteet Group (Liverpoot)
Kovoikand Novwch Group (NOrwch}
Narthampton and District Group (Nprihampton)
wWen Fasters Group {Leeds)
Northern irgland Group {Baitast)
Moanern Gloup (Newsaste)
NennWales Group
Nonn West Gieoup (Manchesiar)
HNots and Derbyy Group INGIingham)
Dxtord and et Group s Oxtord)
Sopetish Group(Edinbuigig
Shetheid and Dighic! Group (Shathiond)
Solent Growg {Bouthamplen)
Southern Group i Bourmamoutiy
Suuth Essex fs«m o griartowt

Subsex umumﬁrg*‘: 3
Taysics Groop (Dunge)

1981

ool @

successfuily compiated the aoum: ity the New
York Marathon and finished number 8883 out
of 16,000 runners. We congratulate him on his
spiendid -achievement and thank him for his
generosity. [t is now up to you ta collect sponsor-
ship monies and send them to the Research
Appeal Fund. We have already received over
£200 ... help to swell the Research Appeal
Fund by letting us have the money you have
raised through sponsorship.

BLE. If you want a receipt please enclose an addressed
envelops when you send the money to us.
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Enclosed with this Bulletin you will find a

collecting stocking. It is now some time since we

distributed stockings with the Bulletin - please

try 10 get vour local shop, pub or office to put it

up.o. we have lots more for those who need

;c:hergl! All proceeBs o to the Research Appeal
und.

O nions expressed in the Bidiotin
@G natadeessariby reflect those of the
fHaermophilia Society.
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