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THE ROLE OF THE LABORATORY 
WITHIN THE HAEMOPHILIA CENTRE 

Alan Oxley F.1.M.L.S., Chief M.L.S.O., 
Department of Haematology, 
Royal Victoria Infirmary, 
Newcastle upon Tyne 

i 

The prime requirement for accurate 
laboratory diagnosis of a suspected co-

• agulation abnormality iS the provision of 
a blood sample obtained by cleat vene-
puncture. The specimen is taken into 
plastic tubes containing a liquid anti-

• coagulant, usually 3.8% or 3.13% sodium 
citrate. Since the anticoagulant is a liquid 
it is most important that the correct ratio 
of blood to anticoagulant is maintained in 
order to prevent errors due to dilution 

• effect. The usual ratio is 1 part anti-
coagulant mixed with 9 starts of blood. 

Anticoagulants are used to prevent the 
blood from clotting because most coagu-
lation factors are consumed during this 
process, particularly factom Vlll. Plastic 
tubes are preferred since glass can activate 
the coagulation sequence. 

1he in vivo situation can never be 
mimicked perfectly, but an attempt is 
made by perforating the laboratory tests 
at body temperature using either water 
baths or automated solid-phase heated 
machines. Although whole blood is 
collected it is generally only the plasma 
portion which is used for investigation; 

Ha nmostatis, that is the cessation at 
blood flow from a damaged vessel, is the 
result of the action of a series of forces, 
the blood vessel itself, the platelets and 
the coagulation factors. In order to star 
dardise the nomenclature of the: plasma 
coagulation factors it was agreed in 1963 
that the factors be identified with Roman 
ntrnmcrJiS, from I to XI11, although some 
factors are still known more popularly by 
their synonyms. 

Table I 

FACTOR SYNONYM 
I Fibrinogen 

II Pi olhronibin 
i I Tissue Thromboplastin 

IV Calcium 
V Labile factor 

VII Stable Factor 
Vil l Antihaemophilic factor/ 

Globulin 
IX Christmas Factor 

X Stuart •- Prower 1-actor 
Xi Plasma Throm.mhoulastin 

Antecedent 
XII Hageaian Factor 

XilI Fibrin Stabilising Factor 

The coagulation factors tend in a 
Stepwise cascade or waterfall system in 
order to produce a stable fibrin clot. in 
its simplest Corm the cascade can be 
expressed thus: 

Contact 
1 

XII->Xiia 
1 

XI ->Xla 
1 

IX > IXa 
4'- VIII Xill (Stabiliser) 

X Xa 
IF V 

II > 1la 

( ....-`«_ _. Ia (Fifarin) 
Each inactive, arculttiog: protein is 

converted into the active, enzymatic form 
by its predecessor. Unfortunately this 
scheme does riot take into account the so-
called extrinsic system of coagulation 
which is initiated immediately after 
release of tissue fluids into the blood 
swears following injury to blood vessels. 
This system involves fewer factors than 
the intrinsic pathway illustrated above, 
but the two do have a common meeting 
point and both are naturally concerned 
with the generation of a fibrin clot. The 
extrinsic system can be depicted thus: 

1111+  VII 4-Calcium lolls i 

X -; Xe (Com'tion Meeting 
Paint) 

b<- V 
11 > IIa 

I 
I )a 

t Xf l l 

The two systems :.work independently 
of each outer, but are Sfirrnlated sinus(. 
taneously. 

Laboratory tests are designed to mimic 
these pathways in order to facilitate iden-
tification of a factor deficiency. The pro-
thrombin time (P1 ) is a measure of the 
extrinsic pathway and also all factor
below the comnux: irceeting point, the 
partial thronrlwt~lastin bore with Kaolin 
(PTTKI will detect deficiencies through-
out the length of be intrinsic system, 
notably factor V111 and factor IX. The 
PTTK is also known as the Kaolin Cephalin 
Clotting Time (KCCT) and the Activated 
Partial Throntboplastin 1 line. IAPTT). 

Approximately 95% of all bleeding dis-
orders are due to a deficiency of either 
factor Vill or (actor IX. This will result 
in a prolongation of the PTTK, but a 
nornial Pr. Screening tests in the 
laboratory are based on the time taken 
for a clot to form in a test tube at 37°C 
and by comparing a normal control pool 
with the patient. If a deficiency is sus-
pected then specific assay of the actual 
amount of the factor can be perforinerl. 

PT PTTK 
Possible 

Deficiency 

Ahornnmal Normal V I I 

Normal Abnormal V l h IX X l XII 

Abnormmal Aonormnal I II V X 

2 

F act(.tr - assays are either one-stage, i.e. 
clot formed in a single tube, or two-stage 
techniques, i.e. incubation mixture trans- 
ferred to another tube containing other 
substrates before end-point (clot for-
:natiun) delenni med. The amount of the 
coagulation factor present is measured by 
comparing the corrective effect a normal 
control and the patient have on a plasma 
completely deficient in the factor under 
investigation. Tile time taken for a clot to 
form is directly proportional to the 
amount of the factor present in either the 
control o: the patient. 

A (actor VIII assay wilt confirm the 
diagnosis in approximately 90`/0 of con-
genital factor deficiencies. Not all of 
these deficiencies can be labelled Haerno-
philia A, since absence of depletion of 
factor `/111 call occur in classical Hamino- 
philia A (affecting stales only), 1-laemo-
philia A carriers (affecting females only) 
amid Von Wiilebraiid's Disease (affecting 
both nmaies and females). 

Differentiation of these three disorders 
can be accomplished by measuring 
different entities of the factor Vil 
molecule. In itssintplest fbrin lhninotecufe 
can be depicted thus: 

vi i i V(tl
R.AG RM1r

High Molecular Low 
Weight Molecular 

Weight 
(1.1 M W.)

The conipOhnnt concerned will, 
clotting arid Which :;an Il,i assayed f)io• 
louically is the LMW portion of the 
molecule known as VIIIC, the anti point 
of the assay being a clot In order 10 
measure tide factor Vill RAG coin pu rem t 
an immunological technique is employed. 
This method is based on an antibody/ 
antigen reaction which is demonstrable 
after staining. All of which simply means 
that an antibody which specifically reacts 
with factor Vill is incorporated into a 
gel. After applying plasma from patients 
and controls to one end, an electric 
current is passttd through ttto gel for a set 
tulle. After staining the gel the move;-,tent 
of the plasma through the gel becomes 
apparent. this distance towelled can be 
converter( into the amount of VIII RAG 
present liar technique ii known as 
Laurel  Rocr,ct I tin um,oelrcii uphores s. 
Measurement of VIII RAG is particufarty 
useful ii assessinucarrier status. In nominal 
males anti norrmrat females art equal 
relationship bcmtwecmi factor Vill RAG 
and factor VII IC exists, iii Haeniuphilia A 
males the VIII RAG remains normal 
despite the VII IC being depressed or cost 
pletely absent. icmmrale carriers of Haenro-
pitilies A have a lowai than normal VII IC, 
but a norrimal Vill RAG, it a ratio is 
expressed a1: 

VII fC 
VIII RAG 

io of 84% of can Iii s arc r lapel  t herav a k Of
of 0.7 fir it ss Because of the lac?: Of 
1OGX, certainty one call never lefi a lady 
she is note carr . ier. 
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Patients with von Willehrand's Disease 
may be found to have depressed VIII 
RAG and VIIIC levels but still in a 1.1 
ratio. The measurement of another part 
of the VIII molecule, VIII RWF, will 
always show lower than normal levels in 

von With:brand's Disease whereas the, level 
will be normal in Haemophilia A and in 
carriers of Haemophilia. In the case of 

Male patients with sex-linked recessive 
disorder associated with a deficiency or 
absence of factor VI IC the role of the 
laboratory can be considered in two parts: 

1. the monitoring of the in vivo response 
to replacement therapy and, 

2. the detection of resistance to the 
infused product, i.e. the develo',ment` 
of inhibitors or antibodies to factor 
VIP. 

Obviously the target level of circulating 
factor VI !I de:vends upon the procedure 
being undertaken, but a minimum haerno• 
Static €eveI must I)e maintained, 

Usually d,u first indication of the 
presence of an antibody is the lack of 
response to an infusion of factor VIII. 
With the post operative in-patient this 

will become appa:ant more quickly 
than 

with the Out-patient, since assays will. 
have been performed regularly to assess 
haemostatic status. With out-patients 

on a 

home therapy or prophylactic program me 
an antibody scrit:ening lest r;an he per'-
formed at regular intervals in order to 
detect the orceence of an inhibitor induced 
by infusion of factor VIII. This can be 
carried out at three monthly intervals or. 
when replertishrrte:nI of supr)iins is 
necessary, whichever is the sooner. -Anti:. 
bodies appear to be produced by 12% of. 
all Haemophilia A patients regardless of 
severity, Exit are not lic'ke'd with either 
the, frequency or amount of the infusion, 
The presence of an antibody does not 
prevent treatment being given, but 
obviously presents difficulties in treat-
merit. Neither will the oreserrce of an 
antibody debar a patient rrom being 
placed on a home therapy or prophylactic 
programme. The laboratory is simply a 

newts 

of early detection, not a deterrent 
to treatment. 

The organisation of 
a Haerriopfiilia 

Centre depends upon team work, and 
laboratory staff are an 'essential part of 
that team. 

seeeeee see oeoe rs,ese$ 

THE DOSE OF FACTOR VIII IN THE 
TREATMENT OF HAEMOPHILIA A 

by Dr. A. Aronstam, Director, 
Tretoar Haemophilia Centre, 
Lord Mayor Tretoar Hospital 

Factor Vill is expensive and is a 
finite 

resource, certainly in Britain. There are; 
very serious constraints on financing of 
our treatment programmes and a constant 
pressure to reduce the amount of factor 
Vill given. At the same time we should 
all be aware of the crippling consequences 
of under-treatment. Our approach to 
resolving these conflicting pressures has 
been to try to find the right dose of 
factor VIII in various clinical situations. 

introduction 

The Lord Mayor 'Tretoar College is a 
boarding school which normally has 
about SO severely affected adolescent 
haemophiliacs. These boys are all treated 
on the College site which means that we 
can review the progress of bleeding 
episodes at 8 to 12 hourly intervals until 
complete resolution and thus gain an 
almost unique insight into the behaviour 
of blending episodes. It had for a long 
tune been our practice to treat all haem- 
arthroses with what we called a 20% dose 
and all muscles with what we called a 
30% dose. t will come back to these 
definitions later. We had not been doing 
this regular monitoring for very long 
before we realised that different tyl.)e=s of 
haemorrhages in different situations 
responded differently to the same dose of 
factor VIII. 

Factors affecting response to factor Vill 
infusions 

The actual dose given or the recovery 
of that dose in the plasma after infusion 
can vary. The access to the bleeding site 
of the delivered factor VIII might also 
vary, because of the varying vascutature 
supplying the different sites and the 
degree of synovial hyperaemia. The slid 
of the haemorrhage needing to be 
stopped would limit the effect of scr:aller 
doses of factor VII! and there are diverse 
factors which would influence this such 
as the size of the joint space available 
which in turn 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 to 
limit the time taken until presentation. 
Finally, delay in treatment would affect 
the size of the haemorrhage in different 
situations. 

THE SEARCH FOR THE CORRECT 
DOSE OF FACTOR VIII 

The retrospective survey 

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

E 

Wanted to know where the bleeds were 
occurring and what we learnt was that 
haemorrhages into the arms and legs 
accounts for 90% of all our bleeding 
episodes and 60% of all haemorrhages are 
into the knees, elbows and ankles. So it 
€ ecame apparent that if we could sort out 
the ways of treating these major joints we 
could have beaten a major component of 
the problem. 

The next intriguing factor which 
turned up was that elbow incidents were 
the most frectr.rent in our series and I have 
not been able to find a record of any 
other survey which agrees with this. It 
secymer: reasonable to supposa that this 
discrepancy was in some way related 

to 

the age of our haemophiliac population, 
and when we broke down the bleeding 
incidence by age we found something 
very interasting. Until the age of 14 the 
knee was indeed the commonest site of 
bleeding. However, tIte incidence declined 
steadily through adolescence from 28% of 
all bleeding incidents at age 10 to 18% of 
all bleeding incidents at age 16—i 7. f?y 
contrast haemorrhages into the elbow 
joint increased in frequency from 19% at 
all haemorrhages at age 10 to 27% of all 
haemorrhages at age '1/,  This pattern is 
similar for most tapper and lower limb 
bleeding episodes, and a composite 
t ictura of bleeding into the tower limbs 
shows a decline front 60% to 39% of all 
episodes occurring into the legs from rhea 
age of 10---17. This is contrasted with 

a 

rise of bleeding episodes into the arm 
from 32% to 50% of all episodes. The 
message as we set out to find the, (-orrect 
dose was clear. Bleeding into the upper 
limb in early adolescence needs special 
care and one should be thinking of higher 
rather than lower doses for bleeding 
episodes in early adolescence, in this 
situation, particularly the elbow. 

One other effect of age which may 
have sonic bearing was the number of 
transfusions given per euisode in various 

age 

g.roups. If we take this as an index of 
severity, them it is clear that the severity 
of bleeding increases in early adolescence 
and peaks at age 14-15 and dtops off 
presumably as the excesses of adolescence 
become tempered with greater respon-
sibility — another reason for higher rather 
than lower doses in early adolescence, 

We then looked at transfusion require 
meats for bleeding episodes at the various 
sites and found other pointers to high risk 
areas. Bleeding into the i5ipsoas muscle, 
retroperitoneally, into the abdominal 

wall, buttock, thigh and calf was the most 
troublesome, and needed most retrans-
fusions. These high risk sites are obvious 
candidates for higher initial doses of 
factor VIII. 

The recovery of transfused factor VIII 

it is now necessary to establish what 
we 

mean when describing a given dose. 
The two most common ways of describing 
a dose are in tern's of either units/kg or 
by predicting the post/transfusion rise of 
factor VIIi in terms of percentage of 
average normal. Thus it is common 
practice to talk about a dose of 10 
units/kg producing a 20% rise, and 
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allowing the two terms to become inter- 
changeable But thurc are claims that the 
response in children is poorer than in 
adults. if these are right, then the change 
over from the paediatric to the adult type 
of response is likely to take place during 
adolescence and we have looked at the 
responses on 69 occasions over the past 
year in adolescence. "e express the 
response as the percentage rise per unit of 
factor Vill administered. Thus if one 
unit/kg induces a rise of 2% our response 
is 2, but if it only produces a rise of 1.5°% 
then we call our response 1.5. Our results 
show clearly that while there is consider-
able overlap nevertheless a response of 2 
only starts to become the noun once you 
get over a surface area of 1.7 sq. metres 
or weight of 60 kg. in out practice we 
now assign a response rate of 1.5% per 
unit o; factor Vh f/kg if the surface area 
is under 1.7 and of 2% if over. it follows 
that to talk of the dose per kg does not 
mean very much on its own and we finch 
it more logical to express the doses used 
in tnrrrrsof theperrentagr rest we expected 
to achieve, 

The prospective dose trial 

Now "I would like to tell you about our 
prospective study of three dosage regimes 
in treating bleeding episodes into three 
major joints — knee, ankle and elbow. In 
this trial we studied 339 consecutive 
bleeding episodes in these joints. Each 
episode was assessed medically and graded 
1 or 2 according to the amount cf joint 
limitation. If more than 50% of the base-
line movement was still present we called 
it a grade 1 and if less than 50% of base-
tine movement was present we called it a 
grade 2. For ethical reasons we excluded 
bleeding episodes where there was no 
movement at all as we did not think it 
right to treat these bleeding episodes with 
the lowest dose, We also excluded possible 
episodes when there was no rnoven'orrt 
lirnitarion at all. In the first place we were 
never sure if the patient was bleeding iii 
this situation and secondly we would have 
had no objective way of measuring 
response, In fact these two excluded 
categories accounted for less than 10% of 
the episodes which presented consect+-
lively. 

The graded patients were then pttsserl 
On to nursing staff who opened a pre-
viously randomized envelope which 
indicated a 10, 20 or 40% dose. Nursing 
staff administered the dose and medical 
staff assessed the joints at 12 hourly 
intervals unaware of the initial dose. We 
noted the time taken for complete reso-
lution of tenderness and restoration of 
function and the percentage of cases 
which required n.transfusion. Now f 
would like to discuss the effect of various 
factors on the progress of some of these 
haemorrhages on different dose regimes. 
If we group all the episodes together, 
there appears to be no difference in 
response to any of the three dosage 
regimes. This supports the approach of 
some recent trials looking at the effect of 
low dose regimes on all bleeding episodes. 
f hope to convince you that this is a 

fallacious approach. We grouped together 
all the grade 1 bleeds, that is those who 
stil I had more than 50% of baseline move-
rrent at presentation: this group shows 
no difference between the various dose 
regimes but when we looked at the grade 
2, more severe bleeds, we found that 
lowering the close appeared to affect the 
result in tenets of time taken for move-
ment restriction to disappear, so that 
rising our criterion of movement !imitation 
as an index of severity, it is obviously not 
a goad idea to lower the dose for the 
rurore severe episodes. There was just a 
suggestion here that raising the dose 
above the 20% level improved matters for 
this broad group of bleeding episodes. 

We next looked at the underlying state 
of the joint to see ii this had any bearing 
on the response to the three dose regimes. 
We looked at joints which had baseline 
restriction of 'movement assuming that 
these had 'had previ' us joint damage. A 
bleeding frepuettcy of nmrc than one a 
month during the study Was assumed to 
indicate active joint problems. We ciesi4;-
nated these joints target joints. The 339 
bleeding episodes were distributed 
approximately equally into target joints, 
restricted joints, joints that were both 
and joints that were neither. These were 
termed 'normal' joints for the purpose of 
the study. 

We found no difference between the 
three dosage regimes for normal joints 
with grade 1 bleeds. The more severe 
grade 2 episodes showed a dose related 
difference in favour of the highest dose. 
The milder target joint episodes appeared 
to show a disadvantage when lower doses 
of factor Viii were given. This vvas not 
apparent when we looked at the more 
severe grade 2 episodes- Bleeding into 
join is that are restricted but not target 
joints appeared to respond just as well 
whether mild or more severe. When a 
restricted joint becomes a target joint, 
however, this low dose regime was much 
worse when the haemorrhage was mild. 
and positively disastrous in the more 
severe episodes. There is a clear indication 
that when bleeding Inequency in -a 
pievioysty damaged joint increases, low 
voce regimes should be abandoned, 

Now let us look at the specific sites. 
Bleeding into the knee joint responded 
worst at tow dose it mild and very much 
worse if severe, ilre elbow joint appeared 
to benefit from a high dose if mild and 
did very badly on a low dose if bleeding 
was more severe. Combining these 
results with our experience of increasing 
frequency of bleeding into the elbow 
joint through adolescence 'we now believe 
it is quite wrong to lower the dose for 
any bleeding episode in the elbow joint. 
Ankle joints, however, appeared to do 
Well with a low close whatever the severity 
of bleeding, mild or severe.

Lower doses for ankle joints 

Following this trial we halved our 
standard dose for bleeding into the ankle, 
giving a 10% dose for all episodes provided 
the joint was not frozen and was not a 
target joint. After about six months when 
results of another study which i will 

4 

describe shortly becarne available, we 
began to exclude those bleeding episodes 
presenting with what we call the high risk 
factors, that is pain, tenderness and more 
than 50% limitation of movement We 
ended up with 95 ankle episodes which 
lied been treated with a mean of 7.46 
units of factor VII! per kg and needed to 
retransfuse only 10 of them, that  is 
10.5%. During the same period we treated 
106 ankle haernorr-hages with a mean of 
13.93 units per kg and molt-tied to retrans-
fuse 24 of them, 1.2.6%, so it looked as 
though our selection for low dose was 
right. The average weight of our boys is 
about 45 kg so that a saving of 7 units per 
kg in 95 bleeding episocles had conserved 
about 30,000 units of factor Vill in a 
year. This is not an awful lot hunt 
potentially a sgnificant saving if repeated 
nationally and internationally, 

The high risk bleeds 

Next we turnird our attention to elbow 
and knee haemorrhages when failed to 
respond to our standard treatment; 
judged by the need to retranstuse within. 
48 hours_ Our criteria for retransfusion 
are currently a worscenino situation at 
8-12 hours and poor progress otter 24 
hours, i'he into!icstion is that blood has 
persisted in p-re joint, setting it up for 
synovial inflammation, hyperaen iii, 
rot .,melee bleeding and ultfrmate 
rrrogression to crippling arthropathy. It 
seer's imprtriant to try and prevent this 
situation and f we can identify the 
u:pisudes likely to do badly it is possible 
that the selectite. application of high 
initial closes of lacaor VIII rnir;ht improve 
response and retard tire progression Uf 
erthrrepathy, without causing loo much. 
of a drain on our limited resources. 

The elbow joint suffers an increasing 
incidence of bleeding through adolescence 
and this seemed a reasonable starting 
point. We reviewed the records of 144 
consecutive elbow haemorrhages whim 
had been treated with a 20% close and 
found that 31 or 21.5% had been re -
transfused within 48 hours. \,%o termcrc, 
these episodes failures. 

A history of trauma was elicited in 
21% of the successes and 23% .of tha 
failures, and therefore did not affect the 
outcome. We then reviewed the underlyincf. 
state of the joints and found no sign€heart 
difference whether the joint war 
restricted, target, both or neither. One 
interesting feature was that 52% of 
successfully treated haemorrhages were 
into target joints but only 42% of failed 
episodes were into such joints. 

Looking at the main presenting 
symptoms we saw that presentation with 
what is called 'stiffness' alone is a highly 
significant pointer to a successful out-
come while pain alone is more likely to 
signal a failed outcome. When the two 
symptoms coexist no inference can be 
made. 

We then looked 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 
failed episodes did so. This difference is 
highly significant. The other significant 
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Sign is the loss of more than 50% of the 
baseline range of movement. 

Finally, we examined the time taken 
from the onset of symptoms till treatment 
was administered, and found -to significant 
difference up to three hours. Episodes 
treated after three hours formed a signi- 
ficanily higher percentage of failures that 
of the successes. I 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 haenicr-
rhayes are thus pain, tenderness, the loss 
of more than 50% of baseline of move-
ment and probably a delay of more, than 
three hours from the onset of symptoms. 
The more the number of risk factors at. 
presentation the hiilher the likelihood of 
fa litre and as much as 62°% of episodes 
presenting with 3 of the 4 risk factors 
required retransfusion. Only 3 episodes 
presented with all 4 risk factors SO ;lot 
much can be gleaned from that result. In 
fact we found that 40% of all haemor-
,hages into the elbow joint which 
presented with 2 or more of the risk 
factors needed retransfusion, and this 
grout; should provide a fruitfui flu Id for 
studying the effect of higher initia' doses 
of factor VIII 

We have done a similar sutvey on 137 
heemorrhagn..s into the knee joint which 
had been treated with a 20% dose and 
found that we nculod to etransfuse 32 
or 23%. Trauma ailnin hid no bearing on 
the outcom e and 'ieithnr did the iinner 
tying stale of the john largot joints again 
funnc:cf a higher percentage of successful 
incidents than of failed incidents. Pain 
was again a pointer of failure as was 
tenderness and the loss of more than 50% 
of i ovrnxrnt. f)eley of treatment up 10 
three hours did not i,tflufnv:rr the nuteornn, 
Of treatment and as only 3 bleeding 
rpfsodks were ir•rnrrx3 mare (leer( hr on; 
hours after the conmr)nr :nnrnr of 
syrnploms we were unable to draw any 
conelusiorts about this delay The risk 
factors for bleeding into the finer: rice 
therefore pain, tenderness anti rn (cotton 
01 movement beyond 50% of baseline. We 
saw again the rising proportion 01 failed 
bleeds which evert( with increasing 
numbers of risk factors at itiesefttation 
and found that 40% of the episodes 
associated with 2 of the 3 risk parameters 
needed retransfusion. Another fertile 
field for the study of higher initial doses. 

We are at present cendtictinci a double-
blind controlled trial of•the effects of a 
20 or a 40% dose of factor ViII for 
bleeding episodes into the knees, elbows 
and ankles of our patients who present 
with two out of the four risk facters --

pain, tenderness, loss of more than 50% 
of movement or a decay of more than 
three hours from the onset of symptoms,. 
but the numbers entered so far are too 
small to report. If, however, this trial 
works out, and vve can reduce the number 
of protracted bleeding episodes into 
major joints I believe we will have gone 
some way to arresting the ever present 
problem of progressive arthropathy. 

THE HAEMOPHILIA FVURSES' 
ASSOCIATION 

Sister Maureen Fearns 
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Sister Maureen Fearns 

As I ei;bark upon this talk oboe( the 
Haemophilia Nurses' Association I know 
that most of you will never have heard of 
it. This is because it only became official 
yesterday, Friday 13 March. You may 
also ask yourself 'Why do nurses need an 
association?' In the following ten minutes 
I shall attempt to answer that question 
for you. 

Durinri the last ten years the role of 
the nurse has expanded as legislation in 
the nursing profession in general has 
changod. In particular the haemophilia 
nurse has a very different and spociatised 
role to play as part of a leant caring for 
haemophiliacs. 

Many disciplines ,nest join together to 
care for har:ntof.,hiliar:s. If all of these 
ptroplr., including the haemophiliac„ work 
totlruher then you have what is known as 
'tr-!am care'. Those of you who have 
haemophilia, or are part of a haemo-
philiac's family or circle of friends, 
possibly have a greater understanding, in 
a broad sense, than any individual pro- 
fessional involved in your care will ever 
have. However, each person in a rlaeino-
philia team contributes their own special 
skills, which no other member of that 
team could provide. in latter years many 
associations and societies have been set 
up for the patient, the doctor and the 
social worker. Although all of these cat) 
help to teach the nurse many aspects of 
care, we feel that none can teach her 
specific nursing skills or fully define her 
role in team care. 

The role of the haemophilia nurse has 
been created, in practice, by those of us 
who took it upon ourselves to become a 
Sister, or nurse, in charge of a Haemophilia 
Centre. When our patients see us carry 
out treatment, or training 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 I liken the nurses' 
feelings to your initial fear of having to 

E 

go off and do it all yourself, in the past 
nurses have not been taught about haerllo-
philia except for very superficial iectures 
during nursing training. Suddenly we 
were faced with many rote practices 
which were completely foreign to our,
prior knowledge of the disorder, There 
were no special training courses available, 
so haw could we learn new ways of 
working? Until now, much Of our know-
ledge has been gained from the haemo-
philiac and his relatives and, occasionally, 
via another nurse already practising in a 
haemophilia centre. The Haeniophiiia 
Centre Directors have beet our greatest, 
professional source of information with-
Out which cave could not have functioned. 
However, the Directors themselves recog-
nise that often their information has been 
extremely technical and so the e remains 
a need for more basic information This. 
we feel will best come merit those nurses 
already established in liaentophilla 
Centwes Tile difficulty has boon how to 
exchange information and gather together 
as a grout), 

in 1976, 1978 and 1980 we were 
fortunate to be given flrtancial SUppor;, 
by drug companies, to hold a lfaemophilir? 
Nurses' Conference. At these confer ntiet, 
nurses met each other aril exchanged 
ideas for the first time, We were given the 
opportunity to hear some eminent doctors 
speak on many aspects Of haetrtophilia 
care, Althougl: we all epprecieted these 
symposia, we felt there were still sneer? 
(Missing links in the chain. 

Trish Turk and I reallserl our good 
fortune in working at very good Centres, 
which are well organised, offer good 
services and excellent medical care to the 
Intents. As we have been established in 
Ott" jobs for several years, we felt an 
obligation to Bass on our knowledge to 
other, less fortunate, nurses. (Now I 
would have welcomed the opportunity to 
learn from others! The logistics involved in 
our job are extremely difficult and / 
cringe at the thought of how naive if was 
when I began working in a Centre I. We 
decided that, this year, we must take 
some positive steps to form an association 
through which we could tackle specific. 
problems. I-fence the creation of . Our 
Haemophilia Nurses' Association of 
which, I will be Chairman and Trish Turk 
wi I I be Secretary and Treasurer, 

The lfaerriophilia Nurses` Association 
has obtained official recognition from 
Professor Bloom, who is chairman of the 
Haemophilia Centre Directors, and the 
Haemophilia, Society has agreed to take 
us under its umbrella. The drug companies 

WITN3429002_0007 

WITN6392004_0006 



have also offs,, to rel[) us •'ir;hl cu,,
ai!`is which are, initially, as ioflr)vos_ 

1 To produce an anti.- e tiettisfel',er and 
bibliography of un-In-state literature. 

2. ru hold bien!tial sy3ncrus:a '..sits Guest 
snr'akers ,vho o. ii !alert .;s infor'cod of 
rr,sv efc'vet.''l(}nie'nts In .ti ra0Qns..nt 

3, To f)rov:drt a basin r)bservation andro• 
Irain:ng poi sod it) at establohexI t:entre; 
for triose litirs(is a, 'bar I: no Upon a 
carter as a haer•rcnhitia nurse. 

4. To lt-' ;II and Cnrrun,t` ...:r: ,%ith !his 
mitt,r clonal Nuese CI; . ccit.t .°.II :l i 

1.'3 31 he eSI ::'ist'ed his y'rar. 

The initial ai 's are of i.riite'rl but Itriat 
ot tonic,, a5 'vie be!k_tvn that a Pistil 

I nt(jthied 00151 03ri Of Ii r'3111? It to :''n i cvti 
the r;.)nni;ig cf a Ccntr,', ; i 'h

1 [`late-ly benefit liar; tiaculof>hil+ac and 
f,is fa.'t:ly. Lvemitually .-,,e hock; to fink 
triitl` other , atreatiy 050K-':Sh d, ,),,ir'lif-i 
and ,Situ iat,orls. I hove today :will be thr: 
i;nCi-nntx(c that funk.

'IS•S n s; -I a IVY ' r rZ :4 rk S i 3 

RELATIONS WITH B.A.S.W. AND THE 
HAEMOPHILIA SPECIAL INTEREST 
GROUP 

Elizabeth Wincott, Principal Officer 
Health Services, Lothian Regional Council 

! am guing to t.ilk aLot the p)sit an (Ii 
social `,workers its Haer,ord' lia Centres, 
!=ow thrty It ill to soccai taor'k sir -UGIt. 'ej. 
The needs experieltrecl by these sees,! 
`iorkerS and t'te uutt"ntia, links :nit 

EiA.S.t^1. I shall tra:e, ttte eeeveiop'ccint sir 
the fiaertophi!ia Special fnterest Gr!iui) 
and look to its future. I shat) not !tov,e_wlir 
he snnrifirally talking abr;tit the rn!o, cf 
:tor.ial vjork .vith Haer lotihrtia's and their 
fart'ifres sircc this is e huicjr' toftic •.ihicll 
m en Is a [riper of its o`.vf. 

The Local An thin tips are, the, t'rinr.irail 
erintovers of Social 't'orkr?rc base:: :n 
Area or Corer nunity based teams and +Ii 
l lost 'tats as well as some uthei speciafise!r.i 
settings. Prior to uc:. al Govern:nerit Rig. 
orrfanisation, hospital based Social 
kVorkrers won? enipioyed by individual 
hospitar 'nanarjerllenI t:4r?ZrniUi3Fs li..l at 
Regionatisaton in the rrtid 70's 1 r,:al 
Ailthnrity Departments took civic the, 
r:!nilrloyrnent of hospital based Social 
Wor kers. 

There are few, if any, Social Workers 
waitti;n the U.K. who work exclusively in 
I faernophi!ia Centres. The a iynrnent to 
work in a Haemophilia Centre is usually a 
part of a wider area of responsibility. 
Commonly Social Workers in ilaemolinilia 
Programmes cow the whole of Haetma -
tologybut they coukl cover other services 
as well. Takirig the example of Haenta 
tology the hospital Social Worker there-
fore works with i_tuiliaetnics and their 
families and very often there will be great 
pressure on the Social Welker to spend 
much of their time working in this area: 

The- Social Worker therefore needs to be 
able to i=takc! a hafanro hetween the hail.' 
demands at his irr cr ne, mind sin nv-
t!!;lei this r-rfise'iitsa rr)rrsderable ::anfbra. 

the Social `i,,rl:irr in the 11a e''.,
Centre 15 ai'nust :':variably the ditty Social 
i :'Orker in tha! area or r('C;;on - -a1 ii [)as A 
knotr',ledytr of a%Kt o'!lr L..titt 15, 
Ha6n)of!hifia, this, it will be, ar.nree.iatad, 
ran be a rather isolated position:. 

It is ttrrirerore very i!nr)rirtant that. 
rlr+nal sr:drum links and an ot'tr<rr.;irairi 
to '3xihaii': ideas are availah13 r'•!): r,nl' " 

i^/on the Social 'M'trkm anti ttie i>t i" 
liac'mmrrIthilia Cerrt'c staff but trim :I'.: 
ideal branch of the 1l,eeatoi)futia Sr a rots 
and the control I lain 'to[il:il:a Srx.ir:ty 
personnel. As with the I tar' ) [uitia 
Nurses Association, the Sccr71 Wi_i;ken is 
irrrl kety to have rt e t'E:mil any St'ecili - 
trernhtg in v,orkinu with Ifartr.xo)ttiIia or 
innir:crd with :)thCt cltrun :: tlCn-tit tlis 
orde)rs- ihy recd to lr:arn "oil the: job 
They also treed to he ante to rtesrrit)•! 
.,cart/ to thoue who emtpioy ;hem shat 
tasks they kinder take aid it nea!:casary, hot 
ahfe to .tiaktt a Clear rase for being able (ri 
Spend mere pint?, in •work ng with the 
Ilaer,lorl)ilir.'s and thr:ir ta•aitirs in the 
f i in:UfrlZlha Centre. 

)-here are therefore areas cif iSrilatirvr 
and yaps which it is;fr: -ortant to try t') 
pelt) the Social `,corker 1111. These y£r{:s 
:learty began to fit .net by the Seminars 
f)t ten sal by Vicki Stol:'ferrf whorl 'rest of 
you knnnr as the Resoarrt'. Sn'.:lal Worker 
to the Sorely. t'it' '''a -ill wits on non-
znr•:I;i'.al I`sy r:fiolc'tftr•it. and social Still 'S ir; 
:eta Iion to Hnetr"ophaia rare. Their Pratt,- 
i In sty in Itself _iirrr,.)t:stratr:et i 110 nil 'S 
they •:'tilt'; hiryuuiinf) to t:loot, II ,was 
i:ncouraying to notcr trot they lucre 
,Mended not, only fly SO.lmill inks'rs but 
also by!ttar.y ether He:rroi Julia :Or''stll1. 

B.A.S-''.``+a. is -htl gnat;-ssionat un}anis 
er on in treat Sri 31(10 lot Social Wa'ke!rii. 
It is able to offer ; rofrssional qi;piano 
and support tl;rotrlh its own central 
nnganisatior1 and lr`cad branches. Trtn 
o nnais arr: pus;iishc,f :n riss riatioa with 
S A.S.E'i- One is th¢ ;'/i'c.?l;!v i<x;rnal 
"Social Work Tr"da, " rile other is tint' 
(I(•artolly''3ritish.Journal nl Sits-sal Work'' 
Which f,ublishtie ^r)r•! '.r:: rlrir'i[c and 
theoroti.:al ii rim i s. The ;t)ae:kly jounh et 
"Social Work today" is a Irstiful vehicle 
for f;tif)Ii. iSiny,Case^hr'; of Social b'l'ot kmt 
and also is a sour cii tin dissrt'r)inatil)11 
further information. As I enrntiOned 
earlier there iS a need for a two way flow 
in It 11.4  support. Not only can B. A. SW. 
offer sl:j):oort to S sal Workers but Social 
Workers in Haerrrotshiiia frrogranu,!es 
need to describe clearly the rote they fail 
they tutdertake irr their Centres. Bearing 
in mind the perspectives of the two 
organisations, B.A.S.W. and the Ha -mire -
philia Society, it was feat that it would be 
Potentially of groat value to establish a 
Special Interest Group principally for 
Social Workers working with Haerriophitia 
and other related Haemostatic disorders. 
For the paSt two years discussions hawea 
taken place wit, Senior Staff at 13.A.S :pv. 
and the liae,nophifia Society. We have 
been very fortunate to build on a know 
ledge base and links already created and 
developed by Vicki Stopford, 
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In. S,nir aitl lOOP Ursa Sl;rr.iai I . • _., 
Cro.;;r fir f-far•'r, r'h:.ia runt Pi tt' I 
! fa, tUSIaL d:tn>r P:rs :,as
rr;. rinise,I by BA S :;f By this Si'::?' th-r 

-e`;,h;fia Scl. i I',' liar[ -ltr,0 cr' 
IdeSS ly tin.i ii t,•);r. 'it' f .. -'ii 
Sr: ar ., I . !)li , t11r its it, i t t.  
3.A S W. e rr i)-t-5S.itrl,,1 cf.,l.tti Saint:rt 
lit)4 I:n-(,:a>'at •d ,nt![ a ve)Ii,ntaty aGisl(.+ 
n fo r c rj a S:: '.,i hlter•.is Ctr ,u. I 
t) i .. s a. :wr I; , c : ;hrs rS 0 `.irr .inns 

ri ti ',' 1m m f" 'mrcf. 
A 'situ,,; ri ;ihr. St cciii f^ic-rest Sr in :

s that t;•hi'.r- it oriOi l nt,, 11x1 itrin iral: 
for S' ti ',:.) ., in h s; .nr i : t'r,•i 1l' - 
nil-',f aid :h, ti 5:111 cr ni - t ,'art .o to 
Mi r . r •I f li i ar : rir f,ir Pica ;t _ 

rits' rlt ir i il. ..;r:ine t., ills 'Si','
I t net^icr,rl' riot Str iety •'loin n..rs ; ,h: :3,
y at'y r c w.nc, , f:• . ,i'n' , ar ! . 'arilia; 

'ii Cet~lre. ,)i!(t..ti rs :are ma;': 
r).., ''lit ' n= f)Brti .irr.: rr- r -. 'i:. . i ,'rah 
list nuns shards at aP;r)..t 30, eve• turf u1 
these iie'.11} f Sri ;;la! r ':f.t, i _ri. 

rt:r,. C-c,',m tn-e S nr.cremrriy tarai ,ri i. 
Vlc:f:i Sl,x fr)rrl 11101 on shit Ccrt! -ni l ',
th !!r. arr ',net^hers c3` the Haii^'r>f l)r.ia 
St-i:. ;i• .i N;. . rse and {ultras P,rtm Grins. 1''.

i df,.'i(1hted Ii navy this I:•pad has',d 
i i'; o,:l It :.,r': . ik')v,iny .,, ':rt .li (!-s

 Ur! hi +!;<l:'ore th•: di'e' rr[ •. ;rlt of 
Ut $lt 1 !t tr?r,' C. ;.'r int Pin i .i;)ytl;t'+ ';
in !liter.:b_r 1019 and a -i,o ti(iri 1)f trio 
C ?:' Prt•a' it, Ann ' 198C) „ t: had the first 
u rn ' at rtza nri i f the Sticl.lsk it!t•ni'5 
Ciro❑; - at TI1e: frugal free Hits,:. tai :n 

[': rn-ben` 1PSO. Abort 5^ :r~.ur fP 
it ts!idiA 1.'lis ^tint; utri(f tlrt tour,:
Ile > ih' ;:ons•'!nufj. A vhr:r t; n' ravers 
[err; r>ns,:ntod ff.II-a'n'ri by a Seri,ns r[ 

scr<)il riis•arssiort anoints t:nirl lb inn' i,.trf 
E7; i;. f:. iu fha' m iai 5 •11 etitig. tin r'Ons"rlsus 
of a;iinior' kvils that it hod burn a ;dust 
;,sob n;er,Ung. 

Cu rren tly x,re have dtiidrd to hold ts. .. 
nr•sntings per year, each u) also(:iar.ori 
t:•itf: j Co :ur;rtee. Meeting and one: of 
those to association '/tilt an A.t V. lIen 
tv:xt Study Da', and Crzrt:rtnttee Visa iti : 
°rli fit held at the M,ini.:lestFr Royal. 
Infirmary on Thai stay May 7tl't v.'•)en the 
topic +;i'i br "i:ntitc:cent to Benefit 
tIme role of the. Centre and the Social 
Won.,''. Thud, vtill th 'r hi! Sevr;rai 
discussion groupS in this area, In addition 
there -viii hi r a rtis ussu)n [group following 
ci t the topic of Ccnetic Cnunsri'inc 
exan.tintid at the first r!:e:etrnd. 

i'he! Special Irlte!est Groot` hopes to 
' %Nish a Newsletter twice a year probably 

corrirltj nut prior to each meeting. The 
first full Newsletter is in draft forth and 
should be going out by April this year. 
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Already some :InarltiCipated positive 
spin-offs have occurred and I should like 
to mention just one. A person associated 
with Huntingtor`s Chorea attended the 
first Special Interest Group electing arid 
since attending that meeting she was so 
impressed by the uotential of Special 
Interest Groups that she has now 
approached us as She wishes to Set up a 

,rH_E_ f3_Of_E OF GROUPS GRO-A..._..... 

1. Introduction 

In etteetprii ,j. ra e fculate six tolls. of. 
the Groups to ref snort t( six, tttaitt ies, 
aims and objeetivrs of "Eliot f t ai-t tttiti.t 
Society, it wra tcl be nrtivrl nt snc to 
believe that wo in Northam Iml.'ttttI 
Croup, have any sad d understanding of 
what that rote should hrh 

It is my initntis)tt, (hnrr•i err„ I) 
t)rtsent to Yost cxrr uric:'{>rr.Utlicn of Ill'.t 
Rote of the Coup a5 we tray t:llrmn to 
understand it ann •stn: illustrate _soiml 
general aspects of our ar;ltvitiot its $arvlaort 
of that understanding. 

2, Group Geography and Committee 
Structures 

Before discussing the Group's rule  i 
support activities it may lac useful (or 
Somte to be tetninded id (ho catchm cnt. 
area and Organisation involving the Group. 

2.1 Geography 
'tile Group's area of responsibility 

covers the whole of Norihcnt Ireland and 
whilst few will need remtindinq of the 
precise location of Northern Ireland, the 
essential Geography of the ̀  Province is 
shown in Figure 1 attached, 

The main centre is designated a Haamo 
t?hi?ia Refcrcnce centre and is located at 
the Royal Victoria Hospital, Belfast. 
Associate centres where in/out adept 
emergency treatment is availadle, are 
located mainly at Lortdooderry in the 
North, and Craigavon in the South. 

Special Interest GrrKilp for those working 
.Witt, Huntington's Chorea. 

In terms of the future we need to 
explore and devalq(i ways in wilich 
I3.A.S.W. and the Haemophilia Society 
through the Special interest Group can 
develop working together and offer con-
structive support to the narrtbers of the 
two organisatibnS, Already this appears to 

be happening- B.A.S.W. holds two annual 
study conferences. Thorp is one due in 
September, theliileof which is "Collabor-
ation in Caring". The Special Interest 
Group has been asked to provide a speaker 
to talk about the role and devo:lopetent of 
the Special Interest Group and I ant glad 
to repot t that we nave suggested that 
Vicki Stonfcrd undertakes this. 

The Group is involved with at#)roxi-- Volunteer Organisers in :most of the main 
matety 130 families covering Haemttphitia centres of population throughout the 
A, 13 and von W iltebrand's disease, and Province, and as shown on map at Figure 
hence racy be: considered among the 1. This antmgement is very effective in 
larger Groups within the Society, relieving the burden of mtobilising local 

support for events/collections etc., from 
the main committee, by focusing (rlblic 

2.2 'Group Cominitffee Structure attention at a local interest level 
Tile structure of the Group committee The Haeinnphilia Centre Director sits 

and organisation is shown in Figure 2 on the Coiemittee as Medical Advisor, 
attached. The Centre's Medical Social Worker also 

The Committee of 13 elected inemisors attends the Committee by request or as 
thcrosslves in turn elect the office hearers necessary, 
{3) as designated, viz:— Chairperson, A member of the Cetrrtnaittee is 
llogorary Secretary and Honorary nominated to represent the Group's and 
Trt:asorer. *the Committee is served by a hence the Society's interest on the 
part time Admnisirativc Assistant Northern Ireland Committee for the 
{salaried) and a Voluntary Magaz.ino editor ii-landicapped {NIGH? which represents 
from among the general membership, the interest of all voluntary organisations 
Further support for the Committee is throughout this Prouincc, via the Council 
acknowledgedby the existence of Area for ,Social$ea'vtEe< -: 

figure E / ~~ 

Group Geography 

;--- Oi. rtavtcly

Di..ondonderry 1 

$.~ \ .../-~~. sallynietiis '

Cookstown 

fittaflh 
r ~ 

NORTHERN IRELAND GROUP 

e haemophilia Reference Cer+:tre, l oyal 
Victoria Hospital, Belfast 

p Hoemonhil a Treatment Centres: 
Altnagelvin Hospital, Londonderry 
Ames Hospital, Craigavon 

e Newtownards 
Boffast~

1' Ctaksavon 

Portadown t v 
a try„n;'l~- Icir A!r 8qh

tt Nravey 

1 .. Kilkil ) 

Haernophiho Centre..Diret,tor: Dr. C_ E_ 
Mayne. 

Main towns aiid cities 

No, o! families: 130 (all categories) 
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The Committee meets monthly, usually 
in Belfast although several meetings per Met)tcaf `~ C~rairi~t3rOri 

Car are held in provincial locations tp Adcnsor Y t Secretary (t•Iorij 
encourage inetriber pelticlpalion.  'firenire Treasurer lHon.l 

The Group's Annual General Meeting Director).. , 

has become soutething of an event with 
creche facilities, guest speakers from all 
parts of the U K and even Father Christmas, -- - 
to ensure a good turn-out of members. 

tdC©MMITTEE Mt r,nct-n S
Usual attendance at the ACM is between: (NO.. P(#R'LF O L I JS ) 
8G1 — 110 people - a good proportion of 
our membership 

Social 
Worker 

_ _ lnttr:ctc~r3}. 

3 The Role of the Group 

Within the airns, objectives arid policies Part-time 
of the Haemophilia Society, we see our Artratin- J 
Group role as being essentially supportive Assistant 
of the Society function. This supportive 
role can be articulated at Group level at 4 
different interfaces each requiring its own. .. . 
response to pertici lar requirOmertis. 

7hPse ittertac , ;ray be defined as 
follows. r"oci3zi, 
(a) The Parent Society interface.
(13) The He muph iii Centre interface 
(c) The r..t,iar. irac and Family inter-

face. 
(d) The Center l i:r vi,rUnri on*. 'interface: - irvlermoors} 

Locat I,rc:a Local Area 
3.1 The Parent Society Interface. : o nte<rs .. . . . . Volunteers ... 

The supportive aspect of the Group's 
GROUP CO'trdAMITEE STRUCTURES _ Figure 2 role co 1. is interface is seen as being 

primarily lie lcirrl in nature. Since lie Main -Con ,+ittee Location: Dept. of News Magazine: CLOTT -- quarterly, free 
main on r nine. benefits to the tiaerro Heematofogy, Royal Victoria Hospital to rnearbers. 
phitiac, in the t,r •nec,Iate future at oast, Frequency of Meetings: Mon'th1y, Associations: 
will stem ho;rr ,he positive results of ,Meetings Location. Royal victoria figs- 1. The Haerophilia Society 
research and development into treatment pital, Belfast .2. Northernr Ireland Committee for the 
philosophies and materials availability, it +4 other locations throughout year, Handica;sped 
is essential that such research programmes 
are adequately supported by Society 
funding, 

Generally, the extent of funding 3.3 The Haemophiliac Patient Interface 4. Financial Aspects Implicit in tree 
required for research project Support is The Supportive role on this.interface is Group's Role 
beyond the resources of any individual sa=tisfied by ensuring, as far as is prt<ctical, ha attempting to satisfy several aspects 
group, and Bence the need to subscribe 

t i the availability of adequate infor- of the Group's suppor tive role, the need 
such funds centrally to ensure proper and ,r,U:ion about the disease, its for the Group to raise funds and to expend, 
adequate control and support. funds as 

implicit, in this aspect of role is the 
N~rtt =e'nt and its implications,. to required becomes Obvious. 

Croup's requirement to receive  nd die• he latent and his family The Group's success :ti raising adequate 

Groupie information to members arising  E) .he cre.'ability of equitable social, funds will depend on a number of factors; 
l din 

from the central application and control rttea-ional and occupational neaa g, 

of subscribed funds and in addition, the oppor tunity for the Haemophiliac f l The i!C and extent of the area 

news, activities and views of other Groups, _ ,ill in the community co pc(! by the Group. 

Society end outside agencies, in all matte's , Ii) Cr. ass to adequate and sufficient. (ii) The crrthusasrn and commitrttent 

relating to the welfare of Haemophiliacs velf.rrc entitlement and support of tha Committee and supporters, 
and their families. were r-rws;try (iii} 'T 'he fipir and imagination put into 

in additvon ,) providing the opportunity fund raising schemes. 
3.2 The Huernophiiia Centre Interface to protrote the fellowship required (iv} The extent to which your case it 

1hils: it should be the Society's amongst sufferers and their families and known and publicised: 
t:4 r:_C;rr to strive to ensure the adequate friends, by organising meetings, discussion As -
aric equitable availability of treatment groups and social gatherings as required, of

 op ate in identifyingco
those 

se  sources 
onto and hence those areas into 

and care for Haemophilia patients through- 3,4 The General Environment interface Which a Group may wish to concentrate 
our. tic UK, we feel that the Group can fi,r,it fund raising resources, the follow. 
hake a srynificant part to play in trans The role of the Group on this interface 

formir arm adequate, or sufcient, centre can be considered largely one of education. Inq analysis of where the Northern. 

This includes the educati 
, 

on of Ireland Group's income came from over 
in too a aoo f tine. h period 1976-1980 may be of interest, 

Agri n t'e implications in this aspect of Social(Comrttun ty Workers The Group's year 
Educationaffsts' 

p's  by year income and. 
role nay be predominantly financial to expenditure is shown in Figure 3 attached. 
the extent that such extensions to the Ernoloyers 
Centre's capability by way of laboratory The General Public 4.1 Analysis of Income Sources 
equipment, clinical research support and into the needs, aspirations and limitations 1976-1980 

patient education,' Comfort and care, as of Haemophiliacs in all aspects of activity A statistically weighted analysis of 
are not supplied from the public purse, in order that he may make a full and income over the period October 1975' — 
shbUld beeorne the responsibility of the meaningful contribution to the com- September 1980 is Shown: diaagr=i,tt- 
Group to secure, rri'Unify in which he lives, matically in Figure 4 attached. 
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As can be seen, scnie n3% of the INCOME/EXPENDITURECU.RVES Figure3 
Group's iocorne ele i ,ed frrrn +riva~tr. ard 
institutional donations, 37% rein lac 
days/street collections and the tuiri ,iiiir'-4l 
20% from organised events and activities. 

Thus slightly less than half of cur 22 = tncume ' 
iticome over the per icxf has relied on the Expenditure response of individuals and organisations 
to direct appeals for funds thus indicating 20 
the importance of continuous publicity 
and exposure of the Society and its aims. 
In some cases, underlining an appeal for 18 
funds for a local need is necessary, since 
sonic firms and institutions insist that 
such donations be so used. This is entirety 
acceptable since this would help satisfy 
the financial support on the Centre's 14 
interface to the Group and release other 
funds to support the Parent Society 
requirements. 12 

Flag days and street collections arc p 
organised throughout the year and yield Z 
some 37% of income on average, over the a 

10
period. Whilst this form of fund raising X 
can be demanding in terms of manpower, 
loctil Schools and colleges can be canvasse4f 
for pupil Support usually with spore c 
success and especially at weekends. 

The return obtained from the invest-
meat of time andbodies in organising 
events should not be too readily dis- 4 missed, although generally it car, be quite 
modest, Some projects however can 
return large amounts of money fur a 2 
minimal investment of time and ortkenis-
ation by the Group committee, as ti-to 
'SNOWBALL LUNCHES' event by the 
Scottish Group shows. 

it is irnpoi tarts to eticoutapo friends 
rat'id supporters to erg nice events on you r l y".7i:; 1``77617 19 7/$ I '17c:'0 1U7P/80 

ROUP`S NET INCOME CLASSIFICATION 1976/80 

TOTAL lNc0ME = r 2GC.0(:: 

3,
" 

OF 

TOTAL 
20% 

L
OF 

TOT .l_ 

?i re 4 

Don ziars Co:laceiors Actiaifie> 
} Private (i) Street ;Flat Days) 4pi Carden Pets 

i rest i.It;Oral iii) )i. t-,_5•D;c r (
7i'i 

fashion shows 
{iii) Social Events 

9 

behalf and it may even be necessary to 
underwrite certain costs, such as hiring of 
rooms etc., to enjoy soiree very good 
returns for little direct involvement. 

4.2 Analysis of Expenditure 1976-1980 
An ,nalysisof the Gtoup'sexpertdit<rre. 

over the period is shown in Figure 5 
act t,c;he,d. 

Cm sktent perhaps with the priorities 
set out in 3 above in defining the support 

e<, of the Group, it can be seen that 
so,' a L4% of expenditure was directed to 
the Parent Society to support both 
research projects and other Society 
Ac;tivity. 

The relatively significant Admin costs 
at some t6% ._t r.spendittireweredistorted 
by the emp oynm: rent of a salaried f ind 
raiser for a pa - iocl when the Group 
organisers were over committed with 
special appeals and events programm s_ 
This situation was terminated at thi. 
beginning of 1980 and our exper icr cca in 
-his area Was not Suth that Wit
recornniend it to others, However ni6kinq 
necr.:>sarl allowances, thr tme &irr';n 
costs are reckoned at apprcr:irr'etei'; 8-- 
10% of expenditure over the peri;:xl and 
such investment is considered wort i ,,vh6c 
for the degree of "professionalism such 
expenditure attaches to the Group's 
appeals literature and eorrespeondencc, 
and Nie extent to which SL ti ugstar•i 
exp?i3r:Iture tr arrsfur: s err idea into a 
successful fund-raising event, 
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b. Communications through theta, We Courlcil -ffor Social 7
J

The Supportive role of the GtotiA 
Se,'vtce, with *roe access for ol•a- literature - i 

inwards the 1tae,noilhiliac and his fa :firs r and Heads to the agencies and public via 

on the one hand, and the general envirorl• their official organs. 

ment on the other, is essentially about Aacii.iortally, the Group can act tit 

com m,)n ication5. support of tarttilie5 directly with schools, 

The Group thorciore has a rtuty to employers and social/commut ty workers

ensure adequate and up to date infclt hY supplying inirx tetiwt as rcxtuired and 

motion is available to all Members on all torneet local s(ler. tic rfeFds. 

• aspects of treatment and welfare and tti c. 
provide: the necessary nrrtchanisms where l 1 

• free and (rank interchange of ideas anr: 6. Future Plan/Aspirations 
views can take place. 

This quty is dischageo by the Group In articulatltic future Plans for 
" 

in the maintenance of a library of .tr•enjthentrtg this supportive rote ei the 

lilerpture and in the reCdular put„'cation GGroup, we are co icerriod. to ensure the: s(f . . 
of the grculi magazine "CLOTT" fuse; t=3 continuation of Our modest success as 
all embers. The macjazine may he used s~t<}rjested by the last 4 years activities and 1 
as a two-way ITfechlaniStml wrin the free results, lo- this ealo'tt thcrolort, our. 
access to members of articles it r e1; alt. diort tents fund-raising plans t,reeesr stare 
for publication, and the irstpat'tind of of the same as in the past end include. l 
;ntormation to the ;Harriers .frdtn the Ii) Rad;o and TV appeals (April 1181.} Dr. Ludwig 'ursner — 
Group or Society cornnlitteeS. pi) Flay days/street .r:utfoctic~rTS (ail Group Liaison Officer 

The Group also has :a rerty to educate year) 
and inform the welfare acjencitrs and •- . 

(uu tug darts and other st}ofl 
public at large into all asixcts of 

lfaento- ing/sin 
ia' =ng/sex evc;nts The income generated by these events ` philia — education rteects, e;rpinyntt~nk 

needs and Iim talions P..t:C.  ftr.) i re t;1 institutional appeals Will be used, as always, to ensure site eon-

In satisfying this rote, the Croup is M. Snowball "Pork Supper" project: tinged init ravdttent tit the well I ofntt el 

relireseated on rho Northern Ireland (vi Dinner {March all Hee touhiliaas, with •emphasis orr f'-
Gorsunittce ir:r the Handicapped and 

,DaneefCabaret 
t .)) eitrnrrchare areas as follows.—

._ - Continued pledge to Research Appeal 
Fund, Estabiishinent of Permanent ,., 
ri }iday Cara rut faa.aies. Purchase 
anti irsstalletioo of ViSCGMf Tv ft jr: 
Haematology Labs, Provision of dntp-

G RQUPSNET EXPEIVMT ~€tECtASSMC11'tm7 o : louter5 mean and •Services as rrtq.iired ' or 

TOLALIXPEN:[}iTU lE = e29,100:va 

7. Concluding Remarks 

64% tn Cns•Cln gat the l turn success of 

,;,DcI L , YS I 

fit SEARCH f":fr;,~; 
• 

SPECIAL 
BALLOT 

rtiND- . 0 

London • Local 

i c 

PRWTtNG 
POSTAGE 

STATIONE.f4Y 
SALAHY 

EXPENSES 

FUND VAtSEA 

C ry r Acrnir. 

the Society as a whole, I. fed that new 
may be the time to consolidate' What has 
sO far been a successIu:' r.reriod of growth. 

Whilst it is inlpor taut; for any number 
at reasons, to allow a certain autonomy 
amongst the Groups in their activities 
within the areas of their interest, the 
Society should be looking to `onna)ise 
the Struciseal relationships 'with the 
Groups al Council level, by suggesting 
that G:rcup$assicjn a uermancnt t2 years?) 
dclegatp to Council in addition to one 
Floating 'number. This would ensure that 
Some niC.asure of continuity in represen-
tation is achieved from both a Society,
and Group, point of view art w uirl thus. 
serve to ensure consistent and concerted 
action and interpretation of Society 
policy. . 

1 thank you for having givers use the, 
opportunity to speak on this fepic. if, in 
alteepting to articulate what one lady 
see as being the role of the Croup within 
tile Society, arjracrrrent can he reached 
in fernialkirig suc:i+ a rout, tilers this 
exorcise will have served its purpose avid 
perhaps fend to a s!renclthcningj of the 
purpose and lellowsh,p which unites us all, 

0efr }00 vsb r' eGtr0 0 0 0 0 0 8@ 0 10
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THE WORLD FEDERATION OF 
HEMOPHILIA 

D, Rosenblatt a.Sc. 

For moue of you who have tittl or no 
I.novr (igr of thri World Federation of 
Ilesnolthilia, their' veil l br, • )any goestions 
that yo., will war t to have :irrst•:rrr :ci. This 
I sfl,)Ii atttri??pt to do. 

You •nay ask what need is there fu 
tl' The same 0t;1stiu)4r :raght Le ask~tl 

ai)nru tale• nil :d far lira national society 
v;hf:r? ;VI. haver twf:nty-live or 1-tore local 
tlrort is. The tesasoning is that 'c1'FH d;a'hs 
with the saw r nnral aims ,and oh ects On 
an n tomb t;oral s,_ ale as it' ) WI : i?tra?br~rs 
within torch rain r'<. Irtrics and :n;iivirlrad 
grouusiu..:;;fly, lln itigfl ihi•gtohal L;;i mic 
irldivitlt+all; !!i•nl;irt {nun tho :visrld 
ultcation. In :id,•rse',\(FH I1crt01(15 riclr' 
tltf, roll, t t;v'' sR+'!uliti if nt).'tihi7S of 
r,y„•il,rac.. 

In a i iiii:.h,ail , 'ail it t):;ars a s;anal 
re!Fltimr:Sltr lJi r ; 11X)1 flit !rtrl, 1::r oruanis 
iiions ac;  ,. . r Fir .:lf!ty rr'iati'.S to tri!' 
ifcluf)5: ff:r ; ,'rre,'r;t is rath'r ithi thnSt 

Russian :; n,:+f••7; ifralc %'J" :'i' one 
v;rithin till,, t Hit- hat )loll as he 
inchvlrfi,al r eI''l+rir ilsu.illy rho hanrrn-
nhilae iii self - ,ii :)lit' )f his rarnnts; 
the next IS his local ilru: it.; his, in turn, 
! i ts'cv;thin the 1111 ur,af s:)' ''iv, r;hitr, 
again, is eni <. r,;,assf!ll try ':hi If. 

Mr. David Rosenblatt 

I r e dints ,urd oLie, twit' .tf tWtf l will 
ilkisirate what I neon --

01 jective: f ho ubju,.tive of the World 
f-r?rtefoti;)n of tirurcx hifiil is to assist 
tineopftilibis and pursues :with related 
dsordurs in ;tv.iry passible way, and to 
Contribute by ail means {)laced at its 
diSpoSal, to the advancement of the 
Seient fir , toi:hnicai, social and ethical 
problem% ierlaitrci to such disorders. 

Membership: there are [3 national 
nie'nbr:r Organisations from Algeria and 
the Arab flepublin of Fayut down to 
Voneiueia and Yugoslavia at the opposite 
end of the alphabet. 

Status: t'rl t-t has official relations will? 
ihe' World Health Organisation and the? 
lnternationa' Soc.. my for Thrombosis and 
llaernostatis; is an Asscs:iate Member of 
Rehabilitation International; a Meniber of 
the Counc'i of World Organ isa tines 
interested in the Handicapped and co• 
eibarates with the League of fled Cross 
Societies, International Society of Blood 
Transfusion and International Society of 
Hairratology. 

Activities: An important function of 
h/ IH is to provide the know; f1mv that 
lvii! 'Is5ist in ft c• tolniatiOt of national 

f?;rrbr.r organisations, The knowledge 
and expel fence of idlers, cainwcl by 
or?niarin.1 e i'tI' ed., techniques and 

t !Ocmlucis, Nnabtc a harnlophiiiii or'ganis• 
ation to i riprove its sarv,ues and to find 
5n1ca`ens. 

Mr. John Prothero 
European Liaison Officer 

Congresses, symposia and workshops: 
I here have bec:'n cite or wore meetings 

every y~,ar irotn 1963 to 1980. These 
tool:--ti+tus have been it 'najor influence in 
ri;rrityintl the status of trr?;lt lO'nt and 

sr'at :1 I he', rill dof rfi') tb ' areas C'.f 
rrtkfh?, t and aCe'eiifrrAtrr the; tititisation of 

Stittii isle+:':dcrdgr). 
II .'l : itte :•)tit:+ stit)-rcrttanisah<ms 

within di' !?;cr-! frrrr:,vnrk

a1 ihart is tito new llci 1,a1 ^rq SGerrlanY) 
Clearing ib oa fur the cotiection of 
nun. nedlr.ill and oara•ti;edical infor-
rnati.in 

It) There- is the Ftirctie:, n Advisory Board 
within the main internatiatlal WI H. 

ca- WI- H has a Medical Advisory Panel 
:which enables toll opirii011 to be ex-
pr:rsse;d on ally c ont(rntictis matter, 

dl One small exempts of WI- H's work, 
yet of paramount Impof lance, is tb'. 
investigation into the cost, distribution 
anti availability of concentrates 
throughout the world. This arises from 
thtl rr:CCrit frolic Cori for'ence, as a 
speciIce topic laiserl !i r;:e. 

e) WF H produces Bulletins several tines 
a year. 

You would probably have expected these 
sort of activities, even if you had not 
been given the detail before. 

However trite and oft-repeated it stay 
sound, we all know that the standing and 
value of an organisation depends on the 
people who make it up. 

In this cast,, we think haemophiliacs 
are fortunate to have the dedicated 
services of its President, Frank S: hnabel, 
who fuelled the Federation in 1963, 

11 

Ricrac is a nliln of i.antense individual 
tairrnt, trcr tendo.:s driving force, Old 
nano, tl Ill be ha l v dtctc red, -GRO-A ~ •' 

~._._._._. GRO_A _ _ _ _ b,)t ^.etta?t It'r'r'SS Effl~ 
.nsliirilt,un to all wht: coast hire:, 

is it all '.vurthwhilei' Meetings are en 
cloth tdl c, vary expensivtr. Fares, hotel. 
an: :onuth)e filliurl and biro of halts ,Jr c. 
costly, Medical experts night be better 
urnpioverl in the own countries, rather 
than chasing round continents, there is 
ntle expression which I have used 
previously in Our Own Bulletin and 
etc- nth/ I have seen it in literature rise-
where. It is the 'catalyst" effect in. 
encn;cra( inn intorchantir-' of infr)rnlation 
bvts's"' s n--ir'ties and ilc •r•s acrciortrtinrj' 
cdeve:'ion-mont of ox sli p Susie tars and as, 
ar', aid to forming Oil',',' sol fl'o'cs, as well as 

ryectiog new .'rshusas's.  
What has been hOhirgved Iris already 
rl set out oat, fair the future, slowly, 

bid steadily, l•VFti w;tt grow stronttt,r 
or hi, traracloxir'ttity. 'rV'r 11 will attcnif)t to 
hecorne) ,r: effective that it is tic longer 
nrc'rled, What are the dancers and 
problems? 

The largest, as I see their, is the sire of 
the organisation, the number of different 
t. tai Is and the spread across the world 
iwhict , of course, is also one of thn 
strengths). Meetings, I fecal, tend to be a 
;flues Ion ttal, somewhat ponderous amid 
aintost pn'npOus in relation to the friendly 
n11turii of the participants. Let us not, 
however, fail into the trap of adopting a 
parochial attitude by thinking of ourselves 
alone. 

Oddly enough, as in so many other 
similar instances, we can find that by 
setting out to help others less fortunate 
than ourselves, the abundant harvest of 
benefits is reaped by ourselves in distro-
portlonattl rieasure to our Own efforts. 

I hope I may have helped you under-
stand a hied£ more about the work of 
WFH. 

): tf .S, t f :a .m a'• G, ii C a 10 ai p(i
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THE AIMS AND OBJECTS OF 
THE HAEMOPHILIA SOCIETY 

(Based on a talk by Ken Milne at the',', 
Society's Seminar held on 15th March, 
1981) 

Mr. Ken Milne 

The aims and nbie cts of the Society a, c 
set ou.t in the Society's constitution. 
They are:- 

(a) To provide a fellowship for sufferers 
from Haemophilia and allied con• 
ditions, their families 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 to the 
Society and the way it operates. As a 
consequence, of course, a Group which is 
not successful in fund-raising, for example, 
need not be regarded as a failure. The 
only requi:enrent of a Group is that it 
meets a local need for contact and support 
between heernophitiacs or their families, 

(b) To safeguard social and economic 
interests of such sufferers. 

This is to a cer tain extent self-explanatory. 
The Society tries to safeguard the 
economic interests of sufferers by, for 
example, opposing the excessively strict 
standards applied in granting Mobility 
Allowance. Similarly, we try to make it 
widely known to employers that treat-
meat advances mean that haemophiliacs 
can usually carry out a normal job. Often, 
however, it is not easy to say what the 
social interests of sufferers are, For 
example, this is the International Year of 
Disabled Persons. Clearly many of our 
members are disabled or partly disabled, 
Equally, however, many members are 
fairly fit, and resent being labelled as dis-
abled. Consequently it is difficult to 
know whether we should place special 
emphasis on the IYDP. 

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

The need for funds to support research 
and routine treatment has steadily in-
creased over the years, and is likely to 

increase further as the recession deepens 
and goverrtmet:t funds become harder to 
obtain, The Society fries to limit grants 
to a restricted period, so that the grants 
we make are to be regarded as for " puntp-
priminq" purposes only. We hope that 
usually the value of a project will become 
r&adify apparent, so that health service 
funding is made available. This has 
happened with most of the Haemophilia 
Nurse posts we have helped to set up. 

(d) To gather and publish information 
useful to sufferers and the general 
public. 

This is an aspect of the Society's work Ott 
which we place great emphasis. We egar 
our publications as of great importance, 
particularly The Bulletin, but also the 
pamphlets we produce, such as "Notes 
for Teachers". These are all distribute-d 
throughout the world, as many other 
1#aentophilia Societies find then-: useful, 

ía) To co-operate with the medical and 
allied professions for the furtherance 
of the objects of the Society. 

The value of the Society's cooperation is 
'ecognised by most professionals in the 
field of haemophilia gore, The Society has 
been involved in the setting up of the 
1laetriophiiia Nurses' Association and the 
Haemophilia Special Interest Group of 
the British Association of Social Workers: 
Moreover, the Society is invited In send 
observers to the annual ,Meeting of the 
Haemophilia Centre Directors, 

tf) To ca-operate with any other 
Societies or bodies having similar aim s 

Notahfe among other bodies with woo~;~ 
we work is the World f=ederation of 
Hemophilia, the relationship with which 
has been described during the Seminar. 

(g) To provide financial help where 
necessary and practicable. 

This is self-explanatory. It is worth 
emphasising, however, that the Society's 
policy is not to provide funds which 
should be provided by national or local 
government. Thus, for example we will 
pay salaries only for a restricted period 
until the NHS can take over. At a different 
level we will provide only restricted help 
with such things as telephone installation, 
which should be provided by local 
authorities under the Chronically Sick 
and Disabled Persons Act, 1970. 

(h) To do all other things which may 
legally be done in the furtherance of 
the Society's objects. 

As one might iriagine, this clause exists in 
case anything has been forgotten in the 
first seven. 

It is perhaps worth pointing; out two 
things that the constitution does not say-
First, the Society exists to help all haerrto-
philiacs, not just its Members. Although 
obviously we like people to join, we can 
provide help or advice to any haemophil lac 
or relative. The only restriction is that we 
cannot give financial help to non-members 
without Council's approval, for reasons 
connected with the legal terms of our 
registration as a charity. Second, we are 
not restricted to helping haemophiliacs in 
the United Kingdom alone. While most of 
our help to haemophiliacs overseas is 

12 

directed through the World Federation of 
Hemophilic:, it :rtay happen that we will 
soon feel the need to offer direct aid to 
third world countries to ease the plight of 
haemophiliacs who still receive no, or 
purely rudimentary, treatment. 

SOCIETY FINANCE. 

H, N. Abrahams, FCA 

It is extremely important that, before 
accepting appointment as Honorary 
Treasurer to a charity, ore should be 
fully aware of the responsibilities and 
duties of such an, o'fiee. There are rte ;,y 
legislative provisions that a Treasurer 
sl, oulci be awnrreof and it is of coasideral:rle 
advantage if liaise rrrember of, or involved 
in some way with, the cc eouittancy pro 
fession as it is important that- he has a 
sound knowledge of layok-keepirttl 
methods and the maintenarea of financial 
records. As you arc all probably aware, I 
am a Chartered Accountant and I would 
riot have accepted the appointment as. 
Treasurer if I did not have the experience 
gained as  member of that profession. 

Mr. Howard Abrahams 

My own work as Treasurer consists of 
the following major items:-

1. Maintaining all financial books of 
account, including monthly cash book 
reconciliations with bank staterrierits. 

2. Dealing with all staff salaries and Pay 
As You Earn matters and reviewing, 
When necessary, staff salary increases 
and making consequent recomntend-
ations to the Executive Committee, 

3. Maintaining the Deed of Covenant 
records. 

4. Constantly monitoring our cash-flow 
situation, so as to ensure that out 
deposit investments are maximised and 
that call notice is such that large 
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amounts caii be obta ned, when 
requited for paying research fund 
grants. 

5. Controlling the settling of all bills and 
remitting payment of all research or 
benefit fund grants — ensuring that 
proper approval has been given, where 
appropriate, by either Executive Corn-
tnittee or Council. 

£i. At the end of each financial year, which 
in our case is the 31st December, the 
books of account have to be balanced 
and I then prepare our accoums,which 
are then forwarded to independent 
accountants lot annual and it. Careful 
preparation of the accounts is essential 
so as to ensure that all lunds reflect 
their individi t t tnovomenis throut)hout 
the period of ia:cttitot. It is essential 
that the actual books of account are 
meticcctnusty Fept and adequately 
anatysrtrl to that amounts can be easily 
preliarirl. rnsni ing that it is easy to 

ex€rant '!i.ni thcivs tour dsany relevant 
in fun, to! iii which nutty ho regn>ested 
or rwtirired at nivetint;s, C,cl, t1v 
acCtlr'•tul.'•Itive alttcurits raised towards. 
our 1f rnilliolt Ijis=;Inert F rd Appeal . ' 

it is worth 11011041 that, allhout,h the 
Honorary Treasurer ttsualfy fulfils the 
necessary ols'igatioiss to ken p proper 
books of account, the Chanties Act of 
1960 imposes such oblilyllii,ris on all. 
Charity Trustees. 

The lack of adequately kepi records" 
could ej irlicr the various laxatiu.11 
exempt ors afforded to charities. One of 
these is that 'egistcreed charities are 
exempt from•taxation of their investment 
income and are ablo to reclaim any such 
tax, deducted at source, oil any it(erest 
or dividetxls paid not. Reftaymefit cFrinle: 
are usually ni ule annually and have In he 
submitted to Itir' inla~lrt finvnntt' with 

siij,po Ling doca uentary cvidt:ncu of 
inco'liepaict under (t(aliictionsol tax. That 
evidence would consist of thedivirierid or 
interest Counterfoils ohtained when 
income is received. to avoid the extra 
work involved in prep at ing and submitting 
so the levenue rat,ayinenl claims, it is far 
better to invest charity funds in invest'
rnents where inmrirst 15 Laid t-foss, Such 
investments also ensure luau he cash flow 
arising is not distorted by lice income 
initially being paid eel at l then the tax 
tcipaymenl being ttceivad Ixissibt.y several 
months later. Over the past two years, I 
have invested the Society's funds on the 
money market, throtxfh our bankers 
National Westminster. fhp Monthly pay. 
rents of interest are made to us gross, 
thus ensuring, as regularly its possible, a 
desirable cash-flow. Moreov:x the larger 
thearnour.t of the deposit, the (treater the 
interest rate which can be earned. 
Obviously the funds which the individual 
(it Cults hold root' not be large enough to 
place in this way, and, therefore, it is 
advisable at present, to Put them into 
ordinary bank deposit accounts or 
National Savings investment accounts. 
However, in the latter case, note that 
interest is only paid once a year in 
December. t would stress that you should 
not allow Group deposit balances to get 

too large, as if they are transferred to 
antral fands we can obtain higher interest. 

rates by having the benefit of investing 
much larger amounts through our own 
bankers. When investing our deposits I 
have to Consider that interest rates vary 
depending upon the period of the invest• 
meat; at present our funds are re•invested 
monthly and, as I have already said, the 
interest is received at the same interval. 

I am sure that many of you here today 
have far more experience in thegrass.rgots 
aspects of fund raising and; GRO-A
has given a cinisrderable insight into 
Group fundraising activities. Ken Patton, 
our Honorary Secretary, and our office 
staff are extremely experienced in sending 
appeal totters to the Chairmen and.charity 
committees of large companies, insti-
tut ions and livery companies. The response 

Mrs. Irene Watson 
from the Society's office 

to suet' letters tins brain tier rendous; one 
ufutn rinds that nrgr'inisatiorrs repeat and 
incrcalse (hair donations each year. When 
companies of individuals, for that matter, 
wish to donate to a charity on a regular 
basis, there are several advantages in 
doing so by a Deed of Covenant, partion. 
fatly since the improved taxation legis-
lation in the 1980 Finance. Act. Prior to 
that Act, a Deed of Covenant had to be 
In, a minimum period of seven years; th-s 
pas now been reduced to three. years. 1 he 
major advantage to a charity of a donation 
by Deed o` Covenant is the taxation 
repayment which can be made thereon. 
Assuming a basic tax rate of 30%, say a 
person wishes to donate £70 per annum 
net, that amount hasa tax credit attaching 
to it of £30, which the charity can reclaim 
from the Revenue, thus risking the total 
gross deaf £100 per annum; the tax 
credit of £30 beinc, equal to 30% thereon. 
it is always easier if the deed is prepared 
on a net basis as, if it is gross, the donor 
ties to ensure that he, or she, deducts the 
tax at source at the Prevailing rate, prior 
to making the pavmcnt to the charity. By 
having net deeds the charity has a clearer 
idea of what its cash-flow position is, as 
the instalments will not he subject to 
variation duo to change in tax rates, 

To obtain the benefit of repaymeait 
claims for income tax credits, attaching 
to the deed of covenant payments, it is 
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essential that the following Points are 
always complied with:- 

1, The Deed must be for a rtmininidirt 
period of 3 years, 

2. The Deed mast be dated on the same 
day as the first payment or before the 
first payment. 

3, The charity's financial records must be 
meticulously kept with cash hook folio 
numbers being noted next to each 
payment re ce ived, when listed in the 
formal repayment claim forms. The 
date of receipt must also be noted; 
there is always the possibility that the-
Revenue may wish to inspect the 
financial records, so the better the 
records, tho easier it is to process the 
repayment claim. 

4, in the first year of a deed, the original 
deed together with a form 8.185 
rnt.rst he sent to the Inland Revenuit in 
support of the repayment claim There-
after, a Form R.1 PS is not necessary, 
as long as the net amount of the Deed 
does not exceed £130 per annum. The 
R.185 is merely a simple form to be 
completed and signed by the donor 
certifying thai the appropriate atrount 
has been paid to the charity under a 
Deed of Covenant, and the date of pay• 
men( and the deed has to be recotded 
thereon. in addition, the donor should 
complete details of his address and 
employer of relevatlti. Fina!ty the 
R.185 shouid show the amount of the 
attacf-,ing tax credit. 

5. She repayment claim tones, deeds and 
`orms 6.185 have to be sent to the 
Claims Branch, Charity Division of the 
inland Revenue and although usually 
sub:riittCtJ annually, if large enough may 
be sent quarterly or more frequently. 

Finally, with regard to Deeds of 
Covenant, sifucf: the introduction of the 
finance Act 1980 provisions, there are 
further advantages to higher-rate tax 
pavers making donations by this method. 
Let as say that a person who is paying 
Income Tax at the top rate of 60% plus a 
159E investment income surcharge, wishes 
to enter into a net deed for £70 per 
annum. That effectively grosses up to 
(:100 per annum while basic rate tax is 
30%. The donor will be able to deduct 
From his assessable, investment im:omo 
£300; with his total tax rate of 75% the 
actual net cost would only be £25. The 
donor would be able to deduct a further 
£45 from his income Tax liability; the 
first £30 having been obtained by way of 
relief, when paying the net decd o' £70 
to the charity. 

Because of these tax advantages to 
high rate tax-payers, consideration might 
be given by the, donor to increasing the 
net amount of his donation, without 
effectively c:nst:ng more than the original 
commitment, taking into account the tax 
savings. Obviously the bigger the net deed 
the larger the tax refund which can be 
obtained by the charity. Not only 
individuals but also limited companies 
can corer intro Deeds of Covenant and 
obtain Corporation Tax relief thereon at 
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rates of between 401 and 52%. While on 
the subject of taxation it is perhaps worth 
hearing in mind the exemption from 
Capital Transfer Tax of life-time gifts 
cede niore than one year before death,. 
and of the recently increased tax exempt 
limit of £200,000 in respect of willed lifts 
or those made within one year of death. 
Charities also enjoy other advantages 
under the Community Land Act of 1975 
and the Development Land lax Act of 
1976. 

The area of taxation which causes 
most hardship to any charity is VAT, 
There has been sustained lobbying of the 
powers that be for exemption from VAT 
ore expenditure. It was hoped that some,
form of announcement along those lines 
would have been made by the Chancellor 
in his 1981 budget speech. Unfortunately, 
no sects announcement was forthcomintt 
excc'$et for sorue expansion of existing 
provisions relating to the exemption of 
VAT on the purchase, by a charity, of 
equipment or special aids for the benefit 
of some disabled persons, or certain 
hospitals associated with their irearment. 
It is unfortunate that full exemption on 
all expenditure: could not have been 
granted. as in our particular c:ase, VAT on 
expenditure accounted for approximatoly 
£500 of our income for 1980. This figure 
does rot include the VAT on expenditure 
incurred by Groups, so one can sue that a 
considerable saving would he ohtainec if 
the Government were more lenient in this 
respect. 

The last point which I would like to 
raise is a particular hobby horse of nine. 
How do we ensure that a consolidation of 
the' Society's accounts, including all 
Group accounts, can be prepared? The 
reason for my question is that by such a 
consolidation it would be possible to 
ascertain the entire amounts the Society 
has raised and expended annually. At 
present our main accounts merely reflect 
the amount of the donations to central 
funds from individual Groups. These 
donations are not the full amount raised 
by each Group, as the Groups incur ,heir 
own expenses in raising such funds and 
also wish Sc retain balances on their own 
bank accounts to cover future operating 
expensrx. When accounts are presented to 
outside 'bodies in support of appeal appli-
cations, a full picture should be given of 
everybody's efforts to raise funds for the 
Society. It would be necessary to incor-
porate in such a picture tire full amount, 
not only of central office expenses, but 
also of those incurred by Groups. I appre-
ciate that a lot of extra work would have 
to be put into establishing such a system, 
but I feet that such a consolidation would 
be very useful and would yield valuable 
information. I would be only too pleased 
to discuss the proposed workings of such 
a system with all Group treasurers. 

I hope I have given you ail a more 
detailed insight into my work, duties and: 
responsibilities as the Society's treasurer, 
and the problems and issues that I have to 
consider in fulfilling those duties. 

eeir®w®rr¢e0as00eo0eeref 4 

ROYAL PATRONAGE 

by Mr. Ken Patton_ 

Mr. Ken Patton 

Mr. Ken Patton spoke on the benefits of 
Royal Patronage to a coml.tarativefy small 
charity such as ours. 

He related a series of events which, 
althoutth apparently unrelated, have 
ccicitributed towards the high rutfard is 
Which the Society is held and which have 
been invaluable, particularly in the field 
of fund-raising. 

1970 was a rnontentous year starting 
with a Marks and Spencer Fashion Show, 
at which H.R.H. Princess Alexandra was 
present, which raised over £2,000. Shortly 
afterwards Robert K. Massie's best selling 
book "Nicholas and Alexandra-  was pub-
lished; Mrs. Suzanne Massie was the quest 
speaker at our Annual General Meeting, 
and later in the year we met and talked to 
the then Prime Minister, Edward Heath_ 
A donation of £5,000 came from the 
Drapers' Company in the City of London. 

in 1971 the Royal World Premiere of 
the fit -r.. "Nicholas and Alexandra" took 
place from which we received a proportion 
of the proceeds, just over £7,000. Because 
of ilinoss, H.M. The Queen could not 
attend, but was represented by H.A.H. 
Princess Anne escorted by the late Lord 
Mountbatten. A number of represen-
tatives from the Society were introduced 
to the Royal quests. 

In 1972 we were included in the New 
Year Honours Listiwhen Mr. Ken Potion 
was invested as a Member of the Order of 
the British Empire. Editor's Note) 

Twice during the next three years we 
were contacted by a charitable trust 
enquiring about the work and plans of 
the Society and the result each time was a 
donation of £25,000, which enabled us to 
finance and complete a number of projects. 

For some time we had been making 
enquirie=s regarding Royal Patronage and 
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eventually we were delighted to be able 
to announce that Ii.R H, The Duchess of 
Kent had aureert to become our Patron. 

or those who had been involved in the 
Society's work for many years this was ar 
a,nbilion realised acrd the ultimate ''seal 
of approval" 

The Duchess has been keenly interested 
in the viorft of the Society. Her partici. 
potion has included attending the World 
Fifer  of Hemophilia European 
Congress held in London, opening the 
Newcastle !-laerttophilia Centre extension, 
and visiting 'i ravenol Laboratories 'n 
Norfolk where many items used in the 
treatrytcnt of hacrtiophilia are produced, 

Mr. Palen dosed by saying how 
strongly he hilt that the Society was 
ox (re rholy fortunate in having Her Royal 
Highness as Patron. Slice the start of lieu 
sympathetic involvemr:nt the Society's 
role, views and opinions have become 
niorc important and influential Which 
cot rld only be to the u lir?iaie: benefit of 
tilt heert-iophil iacS-

H.R.H. The Duchess of Kent 

a•e0oos4s®®a0o4a®•s®®® 

CO.ORDiNATOR'S MINUTES OF THE 
GENERAL DISCUSSION 

After a short introduction by the Chair-
man, the Rev. Alan Tanner, the following 
points were raised by delegates. 

1. There was a suc)yestion that Group 
Publicity Officers should meet regularly 
with the Coordinator to talk about 
publicity, activities etc., thereby on-
suriny a free flow of information 
throughout the Society. It was stressed 
that nothing should happen in or 
through Groups without the knowledge 
of the Co-ordirtator. 
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2., A delegate spoke of d-edifficu!tiasher 
Group 

faced when dates etc., for 
national meetings ivcre not fixed nt ad-
Vance, It Was noinied out that the AGM 
was Aways ite,d on the last Saturday 
in April and that Siring Council was 

always 

six weeks prior to th-at. 
Th=s also caused problertis with kx-at 
and i !tic pal Fund f?aisi'ig While the 
Draw is normally at the same time 
each year, this play not bit widely 
rocoranised. 

3. Discussion took p'ace on a sug'cstiot 
that Groups nay 1htttk membership. 
subs It was put to the rnie.'.tinc, that 
Groups should he iii the business of 
recruitin9 tttent:x?rs of the. Society and 
e;lose identification with the Society 
was of great importance in circler that 

to -eth

ers 

gain a broadly based and 
wick undersunding of the WI) k of the 
Society, as well as of their own Group. 
To this end it was seen as irrportatit 
that as much iiu;taturr. as possibic be 
led irito Centres fly Groups. in a,ciet to 
ercouraget vnrrl)er'eO of the, Society. 

4. A .deed-ext. discussion e('.ntred on bac:l:-
aaif puhtieity -- the need for such 
material 

to 

he of a l•igh t:eofe;ssiotai 
slanderer -- avoiding dw)Fcotion. One 
Groan told flow it had prods rcC its 
own no-dated version of 'He Has 
Haentophilie'. unaware that the Society 
were protli cc:inch a na',v ore at the slrti'e 
t  iE-. Shoidd there ho. iii olessonal 
camftaigrr base d 'a i-,s hpn:lottts? Dele-
gates with ideas onclertook to contact 
the Co-ordinator with any ideas they 
had to improve the existing leaflet. On 
Groups recut their own regional 
material? it was felt +tot to he 

tea 

cast 
and 

(lviip; 

iilii i 

rn labrillii 11 (xAlltt; 
handle this well. A d l.'etatu sttoll•.c ol 
hoc, (<a-Oct ti, ;I her i,,t! ,nitro Grotutit, 
could hr. rind vial ills .afal oared .let:
,wfl!yr, ttirr ,t,li a ticIt u! tuleir/rtmioii 

Mr. David Walters 

of what was happening across the 
whole field. 

. {lete(lates.kore tot(: of a nesting which 
had taken Place hetwnnn represC'-
tativeS iron Birminctham, Oxford, 
Notts and Derby. and Northampton 
Groups •-- a minute of the meeting will 
be made available throuf;h the Co-
aidinator- Coichorn was expressed at 
the meeting about the position of the. 
older haemophiliac and the fotfcwving 
questions arose from tlic iittetinyc 
Could a comprehensive list of ail 
Research l=and allocation, bei-xi fished. 
once a year? Could ld all i ecipietsts of such 
ijranis lit retivired to it port beck on 
titirit litu?icslls tx+ IOU irafty Cute those 
Iiictituil be inane avail<3bin, to Groups? 
Shrrulu fsrkasanft Fund allocations: be 
eeaetaaau abed on a fete major tttOjflGys 
philter than dissipated, cvu• a wide 

tarn,.' arm leafs trahn srttnrv4nr4 tarn gamin ar ... .... 

spectrum? Should itwcslictations be 
made on (a) laser ssryury (hj oral 
:tt erapy (c) joint repleccniont? 
This 'grouping` 9f Groups was :wt-
(:ogled — it was felt that they could. 

serve 

as 

a 

Forum 

for 

Groups to meat 

:on .a more regular basis to thrash out. 
their 

thoughts, 

which could 

then ha 

passed on to the Executive, or they CO-
oidirtatur, at regular rnectinys. This 
could iced to an increased sense of 
nationsd direction in the Society, better 
soirmunicatiot avid more effective 
servicing of Groups by the Executive 
through the Go-ordirratof,. 
it not a flag day, should there be a 
national fiord-raising effort once a year, 
so that Groups could co-ordinate their= 
thrust on local fund-raising to fit in 
with increased publicity, tierce iii 

creasing 

funds riais(ed? 

6. It was suggested, and the suggestion' 
was 

warrniy 

received, 

th at seminars 

should be held annually on the sau te 
weekend in March. They could perhaps 
took at particular themes within formed 
medical in-put, group workshops anti 
general discussion etc., to produce art 
Action List for discussion with other 

Gm 

fps 

during the 

yeas 

7i 

lnforrnaiion 

Flow: 

Groups to submit 

ideas and regutists for literature to the 
Co-ordinator. Groups to be supplied 
with a list of all.puhlicatiu-is available. 
A list to be produced sf speaker: s, films, 

slides etc., 

suitable 

for 

Group 

rni:ctings 

rand general nreetittgs organised locally. 
flep ,

iitittg of site Society Rules and 

Constitution, W:FH..anrxr7bershin forms 
to 

be 

sent to Groups 

was 

renor -nine eled , 

f&B. The roprinting of Pules and Co tsi-
iwlon 

is 

nil e 

ivinrf 

atti'ntion and we 

are 

looking into ;xoducing a Society Hand-
hook tyfne nul:rfi: atio❑ to replace both the 

old 

R. 

& 

C. 

and the 

former 

"Heotnofphitia 

Society'" 

.chariot. 

David 

Watters 

the 

Society's 

Vice -Chairman committee mermlaer 

committee 

member 

(elected since seminar) 
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THE M PHILIA. SOCIETY 

❑Hear3Office- London SE, 

•Local Groups 
Birmingham and Midlands Group Birmingham 
Bristol and South West Group (Bristol) 
Cambridge and Distncl Group (Gamoridge) 
Colchester and District Group (Colchester) 
East Kent Group (Canterbury) 
Great Ormond Street Group (Great Ormond Streelr London) 
Jersey Haemophilia Group (Jersey) 
Lei easier and Rutland Group (Lecces(er) .... 
Lewisham Group {Lewisham) 
Lincoln and District Group (Lincoln) - - - - 
Merseyside and Grstrct Group (Liverpool) 
Norfolk and Norwich Group (NOrW.Ch) 
Northampton and District Group iNorlharnpinnj 
North Eastern Group tLeeds) 
Nor..hern Ireland Group (Bellast) 
Northern Group (Newcastle) 
Nonn tVales Group i tiaogor) 
North West Grcup (Manchester) 
Nors and Derby Gro,,p rNull gar •;? 
Oxford and District Group ;3x1crd! 
Scottish Group (Eorrtbuigh) 
She!heid Sr  Distric: Group ) tefhe d; 
Solon t Group (Svutha('b lurb 

trier' Group i Sourr OrnOOtn). . -  
Soul n _ssex Groua lrla*low! . . 
Sdt;fn V ales Group Ca'Jat) - - - - 
Sussex Group tBrghtor' 
Tayvde Sr r' .(?unuee) 

ae r~ 

4i
.

.G STMAS AND A HAPPY NF

NEW YORK MA iATHON --- ------- 
We are happy to announce that G_RO_-D 
successfully completed the course in the New 
York Marathon and finished number 6883 out 
of 16,000 runners. We congratulate him on his 
splendid achievement and thank him for his 
generosity. It is now up to you to 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. 

N.B. If you want a receipt please enclose an addressed 
envelope 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 to get your local shop, pub or office tO put it 
up . . . , we have lots more for those who need 
them!! Ail proceeds go to the Research Appeal 
Fund, 

Op rtions e'x,(:i.te se.c1 ul thc'BltlCcti; 
do no 'reeess5('ri(v rpf`fect tho e of. t)1C 
) to r tt.plbtflh 3o.cz ie?y, 
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