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I  R - v i  q e d  f e b - L d r  y  ' 9 7 8 1

l4inutes of the 8th lv leet lng of the l lnt ted Ki

Centre Directors. Flel .d on 24th october l

T h o s e  p r e s e n t : -  P r o f .  E . K .  B l a c k b u r n  I C h 6 i r m a n ]

Dr. A, ArDnstan,
A l t o n ,

Dr.  l , l . .S. A. A11an,
l^ iolverhampton.

Dr, A. r I .  Barlow,
H u d d e r s f i e l d .

D r .  D .  L .  B a i n a r d ,

O r . 0 . H . A .  B a u g h ,
Chelmsford.

D r .  E t h e l  B i d w e l 1 ,
P , F , L . , 0 x f o r d .

Dr.  Rosemary Biggs,
0xford.

D r .  G .  B i r c h a l l ,

P r o f .  A ,  L ,  B l o o m ,
Cardif f .

D r .  F ,  E ,  B o u l t o n ,
L i v e r p o o l  R . I .

SouthamFton.

D r .  V . 1 4 .  C o 1 ] 1 n s ,
DHSS. London,

D r "  B .  C o l v i n ,
London Hospltal ,

D r .  S ,  H .  D a v i e s ,
Edinburgh.

S i s t e r  G ,  S .  D a v i s ,
N. E. Thames Co-ordinator.

D r .  I  W ,  D e l a m a r e ,
l " l a n c h e s t e r ,  R . 1 .

Dr,  Helen Dodsworth,

D r .  J . A .  E a s t o n ,
i / , lexham Park Hospital ,  Slough,

D r .  J . 0 ,  P .  E d g c u m b e ,
Exeter"

D r .  D .  E l ] i s ,
B , P .  L . ,  E l s t r e e .

D r .  D . I .  K .  E v a n s ,
lv lanchester Chl ldren'  s Hospitat .

P r o f .  P .  F l u t e ,
S t ,  G e o r g e '  s  H o s p i t a l ,  L i r n d o n .

D r .  E ,  A .  F r e n c h ,
Nott lngham"

Dr. H" Greenburgh,
P l y m o u t h .

Prof.  R.14, Hardisty,
The Hospital  for Sick Chi ldren,
Great Oftond Street,  London.

D r .  N .  E , l Y .  H a r k e r ,
14iddlesbrough.

D r .  J .  P .  L .  A ,  H a y e s ,
Chathaf i .

D r .  F .  H i l 1 ,
Birmlngham Chi ldren's Hospltal  .

0 . .  C . A ,  H o l m a n ,
Ler,/i s ham.

D r ,  J ,  F .  H o r l e y ,
BrlEhton,

Dr. Kay lv l ,  Hunt,
Bradford.

D r .  R .  f 4 .  l b b o t s o n ,
Stoke-on-Trent.

D r .  A .  I n g l i s ,
C a r l i s l e ,

P r o f .  G ,  T .  C .  I n g r a m ,
S t ,  T h o m a s ' s ,  L o n d o n .
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0 . .  P .  J o n e s ,
N e w c a s t l e .

0 r .  P .  K i r k ,
B r i s t o l .

D x .  T .  K o r n ,
Bengor.

D r ,  D ,  L e e ,
Lancaster.

D r .  J .  L e s l i e ,
N o r w l c h ,

D r .  J .  S ,  L i l l e y m a n ,
S h e f f l e l d  C h i l d r e n ' s  H o s p i t a l ,

Dr.  J.  [ '1.  I ' lat thews,
Oxford.

Dr.  R. S. lv l ibashan,
K i n g '  s  C o l  l e g e  H o s p i t a l .

Dr.  J.  lv lurrel l ,
T r u . o .

D r .  G . A "  l l c D o n a l d ,
GI asgor, / .

D r ,  N ,  t 4 .  N a t k ,
l l a i d s t o n e .

P r o f .  l v l .  G .  N e I s o n ,

D r . 0 . A .  N e w s o m e ,
B l a c k b u r n .

D . .  E .  N t e k i m ,
H 1 l 1 i n g d o n .

D r .  J . S , o a k e y ,
Grays, Essex,

Dr. l '1.J.  P€inte.,
L . 1 1 , T .  C o l l e g e ,  A l t o n .

I t l lss lv loira R. Patterson,
P ,  F .  C . ,  E d i n b u r g h .

D r ,  P l , J .  P h 1 l L l p s ,
Taunton, Somerset.

D r .  J .  R .  H .  P i n k e r t o n ,
S a I i s b u . y .

Ir l r ,  K.R. Polton,
Haernophi l ia Society.

Dr ,8 .R . I ' 1 .  P ren t i ee ,
Glasgow.

Dr .  F .  E .  P res ton ,
She f f i e ld .

l '1r. J. Prothero,

Dr .  S .  G .  Ra ins fo rd ,
A1 ton .

Dr .  J ,  D . l v l .  R i cha rds ,
L l ,  [ .  H . ,  London .

Dr .  C ,R .  R lzza ,
0xford.

Dr, Patricia Robb,
L i ve rpoo l .

Dr. Diana PI. Samson,

Dr. Shahriarhi,

D r .  N .  K .  Sh tn ton ,
Coventry.

P ro f .  J , l r ,  S tewar t ,
lvl iddlesex Hospital, London.

Dr .  J ,  Sml th ,
P , F , L , , o x f o r d .

l '4iss R. J. D. Spooner,
0xford.

Dr ,  J .  S tua r t ,
Birmingh6m.

Rev .  A .  Tanner ,
Haemophll la Soclety.

D r .  C ,  G ,  Tay lo r ,
Pembufy, Tunbridge We11s.

Dr .  D .  S .  Thompson ,
L U I O N .

Dr .  J .  Voke ,
Royal Free Hospital, London.

Dr .  H .J ,  Voss .
Kettering.

Dr. Sheila Waiter,
DHSS, London.
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D r .  R .  T .  W e n s l e y ,
lv lanchester,

D r ,  P .  J .  U l h i t e h e a d ,
l , /hi tehaven,

D r .  J .  R . B ,  I ' i i 1 1 i a m s ,
Stevenage.

D r .  D . A .  h / i n f i e l d ,
Derby.

Dr.  D, N. I thl tmore,
Lewisham,

D r .  J .  K .  I t o o d ,
L e i c e s t e r .

P r o f ,  B l e c k b u r n  w e l c o m e d  t h e  D i r e c t o r s  e s p e c i a t t y  t h e  D i r e c t o r s

of the newly designateci  Centres or Associate Centres who were attending

the Directors'  l , leet ing for the f i rst  t ine, also the .epresentat ives of

the P1asm6 Fract ionai ion Laborator ies, Department of Heatth and Social

S€cLri ty and the Haemophi l ia Soclety,

A p o l o g i e s  f o r  a b s e n c e

Dr, S. A:.deinan Dr. p.A. Gover

D r ,  P .  B a r l , h a n  U r .  R . C ,  H a l l a m

P r o f .  B e l l i n g h a m  I r e p .  b y  U r .  K . t v l .  H a r . i s o n
0 r ,  F ,  E .  B o u l t D n l

Prof.  HrJnble Irep, by Dr,  Shahretrhi ]
D r .  . A .  E  l e L h e r ,

B r ,  R . i ' 4 ,  H u t c h l n s o n
D r .  R . P .  B . :  L i  ( r e p .  b y

u r .  E ,  N t e k i m l  
D r '  J '  K r € m e t '

u r .  D . s .  c a r m i c h a e r  
D r '  A '  l 4 a c K e n z t E

D r .  D . G .  c h e l m e r s  
D r '  J ' R '  l l a n n

D r .  J ,  M e F L i n

D r .  K , p .  C o t t e ?  
D r .  l ' l a y c o c k  [ r e p .  b y  D r .  E l l i s )

ur.  J.  craske IHepat l t is l i .p.repo.t  
D' '  l '1ayne

to be presented by Peter Ktrkl  Dr,  T.R' lv l i tchel l

Dr.  A,A, Dawson Prof.  lv lol l lson (rep, by Dr.  H. Dodsworthl

Dr, K. Dormandy [rep. by Dr. t4^lr. lvlcEvoy

o r .  J .  voke l  u r .  J . | n I ,  N l cho las

Dr .  C .D .  Fo rbes  Or ,  J .  0 ,B r ien

Dr ,  B .E .  G i l l i ve r  U r .  t l , J .  o 'She€

Prof. R.l- | ,  Girdwood Dr. R.Ll. payne



D r .  F ,  K i r k )

D r .  E .  G .  R e e s

n -  a  I  c - - + +  T - o -  i . ,

D r .  H .  S t e . n d a l e

D r ,  H . T .  S w a n  I r e p ,  b V

P r o f .  B l a c k b u r n  &  B r .

D r ,  L . l l .  S w i n b u r n e  I r e p .

0 r .  D .  L ,  B a r n a r d l

Li l  leyman l

by

0 r .  R .  D .  H .  T i e r n e y

D r .  G .  T u d h o p e

P r o f ,  T u r n e r  ( r e p .  b y  D r .  K . l v l .  H u n t ]

I ' l r ,  J , 6 .  ! , J d r b  f r . p .  b y  ^ 1 i E s  P a r t e r  s o r l

D r .  l v l .  L . N .  i r i l l o u g h b y

Dr. C. R. R. l^/y l ie

fl1nqq99 ql the last meql!!g_ were read and signed as a comect recor.l of

t h e  l a s t  m e e t i n g .

f l d t L P , q  a - ; q ! ! g  l r o m  t 5 e  l l i n u l e "

t€) Report  on sett ing up of l , {orking Pdrt ies (ApDendix A) out l in ing the

trackground to the sett ing up o{ working part ies had been circulated.

The dppendix afso gave detai ls of  the a working part ies which had been set

up by the Reference Centre Directors, The meetlng approved of the sett ing

u p  o t  1 l - o s e  w o r l l r g  p a - L i F s  ' ) n d  d p p f o v e d  t l _ e i r  L o r s L l L r  i o n .

(b J Report o! Dilgglqrsllllqlqlqlislics

ADoendix B eivins detai ls of  the Annual Returns for 1976 had

b e e n  p r e v i o u s l y  c i r c u l 6 t e d .  T h e  E n a l y s i s  o f  t h e  f i g u r e s  w a s  n o t  c o m p l e t e

owlng to the fact that several  Centres had not sent in their  data. I t

\ tas hoped that, those Cenires would send in their  f lgures before the end of

0ctober so that the report  on the Annual Returns for 1976 could be

o r e p o ! e o  o e f o r e  t h e  e n d  o r  t " e  y e o r  i o r  p u b . l j c a t i o n  d f t e r  6 p p r o v a -  b y  .  . r .

Reference Centre Directors.

tc l  Hepglqis Study

Dr. Peter Kirk pre€ented the report  {Appendix Cl on behalf  of

D r .  C r a s k e .

Discussion of the report  was delayed unt i l  l tem I on the Agenda.

t d l  T r e a t m e n t  o f  p a t i e n t s  w i t h  € n t i b o d i e s  t o  f a c t o r  V I l I

Discussion of this h/as delayed unt i l  l tern I  on the Agenda.
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lel  Home Treatment

A n  i n t e r i m  r e p o r t  v r d i  g i v e n  o n  t h e  p r o g r e s s  o f  t h e  c o l l a b o r e t i v e

6 t u d y  o n  H o m e  T r e a t m e n t  t r e i n g  c a r r : l e d  o u L  d t  S t "  T h o m d s '  H o s p i t a l  a n d  O x f o r d ,

-  
r .  r d y  ' d o  o o e  o m - r F  a  d '  d  l x a c  t . ,  . g  p r F p d - e d  F o l -  o L D l : c d L i o I - .

T h e  q u e s t i o n  o f  h e p a t i t i s  i n  t h e  h D u s e h o l d s  o f  h e e m o p h i l i a c s

having home treatment was raised" In ansrrer Prof.  Tngrdm said tnat he

r . d  t o o  - d  r  i o  . 5 p  i r L i a e . c .  o F  c ' . o - s  _ q + e ,  j o n  w i r t -  t - p a t i  i c  r  r

l d e  o D 5  r ' c  h o u s e 5 o l o s  r - c d r s  L .  i o r  i - o / . 1  l o ,  . 3 / - 2 4 1 )  D t  r o l  \ o e c i f i , d l . j

ln homes in which home treatnent nas taking place. I t  waE fel t  that the

H e p a t i t i s  U o r k i n g  P a r t y  m i g h t  l o o k  € t  t h i s  p r o b l e m .

t t l  c - . + - . r o  n f  H , - n o n

b r o r .  B - . c l b  . r  a L  . F  h a d  o J . r  l - i _ e  y e d . s  a . r  r .  . f

c o r . e s p a n d e n c e  t r i t h  t h e  D i r e c t o r s  r e g a r d i n g  t h e i r  s t a f f i n g  p r o b l e m s .

Shorlage of secretar ial ,  nursing and junior medicel  staff  seemed to be

t h e  r , r a i n  p r o b l p m ,  A s  i n  t h e  p . s t  i t  t ^ r a s  f e l t  t h a t  e a c h  C e n t r e ' s  p r o b l e m

s h D u l d  i n  t h e  m e € n t i m e  b e  s o l v e d  l o c a l ] y .  S e v e r a l  s p e a k e r s  f e l t  t h d t  t h e

Survey carr ied ol t  by Dr.  Biggs sor ie yedrs ago into the stdff ing dnd

" . / o ' L l o r d  E r  P e  e r p r c e  C c 1 '  e s  m j g ' .  p r o v : d e  r s o f u  g L i d p t r r o s  f o r  s _ d f - j r g

at other Centres. The generdl  {Eel ing of the l" leet ing was that the

p u b l i c a t i o n  o f  a n y  i n f o f f r € t i o n  o n  e t a + f 1 n g  o f  H E e m o p h i l i a  C p n t r e ' s  w o u l d

Decision, The nratter wo! ld Lre ci iscusseC further at the next Reference

C e n t . e  D i r e c t o r s ' l l e e t i n g  p o s s i b l y  v r i t h  a  v i e w  t o  p u b t l s h i n g  t h e  d a t E

c o l  l e c t e d  b y  D r "  8 1 g g s ,

Dr. f ' lcDonald reported ihat at  the ldst meeting of Reference

Centre Directors held in Oxford in l4ay 1S77, he haci been invi ted to

o r g a n i z e  a  m e e t i n g  o f  r e p r e s e n t a t i v e s  o f  t h o s e  c l o s e l y  i n v o l v e d  i n  t h e

p r o b l e m  o f  f d c t D r  V I I I  s u p p l i e s  n d m e l y  D H S S ,  S c o t t i s h  H o m e  a n d  H e a l t h



- 6 -

Depertment, Fractionation .Laboretories, Blood Transfuslon Centaes and

Haemophil ia Centres. prel iminary enquir les showed that ln some quarterd

there was l i t t te enthusiasm for such a meetjng and so the meeting was not

arranged.

There then fol iowed a general dtscussion of the supply of

factor VIII in the United Kingdom. Dr. E]t ls said that the Ldborato.y at I

Etstrce had a capacity to produce approximatety 14 mil l ion units of

factor VIfL Miss patterson representing protein Fractlonatlon Centre,

IPFC], Edlnburgh said that pFC was at present processlng up to 400 t of.

frozen plasma per week andScottand was approachlng the target of 1 mil l ion units

\J of faetor VflI  per mil l ion of populatlon per annum whtch wqs suff icient

, 
ao meet the Scott ish needs. No factor VIII was being sent to England.

Dr, prentice reFlied th6t in his oplnion there was sti l l  a shortage of

factor VIII in Scotland and that he had to buy comlerciat factor VIII

ro  t rea t  h i s  pa t i en ts .

In vfe$/ of the large fractionEtion capaclty at pFC some Oirectors

wondered if  i t  uorrld not be possible to send plasma from England to

. Scotland for fractlonatlon. Dr, Waiter said that approaches had been

maiJe to pFC on this polnt and that there !!ere severat major problems

.i_ whtch stood tn the \"/ay of such a step, Any incfease in the amount ofplasma

frtsctlanated at PFC lrould fequlre the.unnlng of 2 or eventuBlly 3 shtfts per day.

This along !,r i th other factors e.g. pay structure etc. .equlred to be
' 

dlseussed b/i th the unions and the Uhlt ley Counctt before any progfess coufd

made. It  coutd become possible to transfef plasma from T.€nsfusion

Centres in England for fractionation ln Scotland but fu.ther dlscusslon between the

Departments IDHSS and SHhD] w111 take pl.ace before f lnel arrangemBnts ate irade.

The point was made again th6t there is a need for 50 mil l lon unlts of

factor Vflf /annum for the Unl.ted Klngdom and th€t thls should.be in the

form of freeze-drled concentrates.
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t  F l  H : F d F . . l  . n  l l : a m n n F , r  r  r  -

Dr, Jones reported that a dr€ft  of  the handbook had been

prepdred and copies were avai leble at the l leet ing for Directors to take

away and comment on, He ! .J ished to have al l  Eomrnents by the end of

l \ o v e m b e r ,  1 9 7 7 .

t  i  J  T r a n s p o . t

l l r ,  P o l t o n  t H a e m o p h i l i a  S D c i e t y l  s a i d  t h a t  t h e  S o c i e t y  w a s

ext.emely unheppy with the 17 Der- r leek mobit l ly al lowance and drew

attent ion to the fact that i t  was noi only a very smalt  sum of money bl t t

w a s  a l s o  t a x a b l e .  H e  a l s o  d r e w  a t t e n t i o n  t o  t h e  g r e d t  v a r i a t i o n  f r o r n

R e g i o n  t o  R e g i o n  i n  h o w  t h e  a s s e s s m e r t  f o r  m o b i t i t y  a t l o w a n c e  w a s  m a d e .

h e  - . r  m D a h i r i -  s n . i c i \  i c  a r  a r p c p n l  n . p n - . i n a

s i t l a t i o f  c o n c e r n i n g  m o b i l i t y  a l l o w a n c e  a n d  c a r s ,  a n d  ! , r i 1 1  s e n d  i t  t o  a t I

l l a e m o p h i l i a  C e n t r e s  f o r  c o m m e n t s .  T h e  m e e t i n g  f e t t  t h d t  t h i s  d o c u m e n t

u o L l d  b e  o f  v a l r r e  d n d  d g r e e d  t o  s u p p o r t  i h e  H a e m o p h l l i a  S o c i e t y  i n  i t s

P r o f .  B l e c k b u r n  s a i d  h e  h a d  h a d  m u c h  c o . r e s p o n d e n c e  o n  t h i s

s u b j e c t  w i t h  o f f i c i a l s  a t  v a r i o u s  l e v e l s  i n  t h e  p . O .  T e l e p h o n e  S e r v i c e .

I n  s u m m a r y  i t  s e e m s  t h a l  i t  i s  e x t r e m e l y  d i f f i c u l t  t o  p u t  h a e m o p h i l i d c s

o n  t h e  e m e r g e n c y  r e p a l r  l i s t  a s  a  s p e c i a l  c a t e g o r y  s i n c e  t h e r e  E r e  o t h e r s

t { i t h  i l l n e s s e s  w h i c h  c o u l d  b e  r e g a r d e d  a s  e q u a l l y  r e q ! i r i n g  t h i s  s e r v r c e .

I f  l a r g e  n u m b e r s  o f  p e o p l e  w e r e  p u t  o n  t h e  e m e r g e n c y  l i s t  t h e  l o d d  o f

worK would be too heavy and would caLrse a breakdown in the service.

T h e  g e n e r a l  f e e l i n g  w a s  t h a t  e a c h  c a s e  G h o u l d  b e  d e a l t  w l t h  a t  a  t o c a l

l e v e l  a n d  o n  a n  i n d i v i d u a l  b a s i s .

5. Report  on i ldernophi l ia Refef i jnce Centre DirectorC | \ , leet ing

Dr. Rizz,r  reporteo on the 4th meetine of pefercnce Centre

D i r e c t o r s  h e l d  i n  0 x f o r d  o n  t h e  2 3 r d  n a y ,  \ 9 7 7 .
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6. FLture Arrangements far Haemophi l ia Centre Directors'  meeting

Prof.  Ineram referrpd to his document (Appendix Dl which had

b e e n  p r e v i o u s l y  c i r c u t a t e d ,  F l e  s u g g e s t e d  t h a t  t h e  A n n u a l  l " l e e t i n g  s h o u l d

i n  f u t u r e  b e  h e l d  i n  t w o  p a r t s ,  t h e  b u s i n e s s  s e s s i o n  t a k i n g  p l a c e  i n  t h e

mornlng and a scient i f ic session being held in the afternoon. He suggested

a _ E o  L - e t  d 1 y  o p i - s  r d i s e d  a L  t , e  v a r i o u s  .  u p r a - r e g i o r d l  n e p r i '  g S  t o L I o

b e  d e a l t  w i t h  a t  t h e  m a i n  A n n u a l  l v l c - o t  i  n p  ' o s . c n i a l l v  i +  t h p v  u p r p  o f

r a j o r  i  r . . r e  -  a r d  r e o J i r J d  I  a L  o n d l  u p p o  T  e - e  v , / E s  s o m e  d i s c r c s i o a

a s  t o  w h e t h e .  o r  n . r t  t h e  m e e t j . n g s  s h o l l d  b e  o p e n  t o  a l l  p e r s o n n e l  o f

t h e  C e n t r e s .  T h e  g e n e r a l  f e e l i n g  w a s  t h a t  t h e  l a r g e  n u m b e r s  r n i g h t  g i v e

r 1 5 e  t o  p r o b l e m s .  I t  , , , r a s  a g r e e d  t h d t  t h e  n e " t  H a e m o p h i l i d  C e n t r e  D i r e c t o r s '

l l e e t i n g  s h o ! 1 d  b e  o r g a n i z e d  a l o n g  t h e  l i n e s  s e t  o u t  i n  P r o f .  I n g r a m ' s

7. Slppl ies of factol-vl l ]  a l lLfaqlor ]X concentrale

D r .  E l l i s  i n f o r m e d  t h e  m e e t i n g  t h a t  E l s t r e e  w a s  n o w  s r . r p p t y i n g  R s g i o n a l

T r a n s f u s i o n  C e n t r e s  w i t h  f a c t o r  V I I I  c D n c e n t r a t e  i o r  i s s L e  t o  H d e r n o p h i L i a  C e n t r e s ,

the 3lpply belng based on infcr. .at ion received from Centres concerning

L - b e r s  o -  E d t : . r  - "  L r e d r e o  a r , r  , d l  / .  D r .  - l I i s  
" 1 e o  s d : d  L  r a l  1 s y  6 p 6 9

d i m i n g  a t  p r a d u c i n g  s t a n d a r d  b o t b l e s  c o n t a i n i n g  2 5 0  i , u ,  o f  f a c t o r  V I I L

D l "  l o r e ,  L q r g r a ' u l d ' . d  E l - t r e e  0 1  c h e  q r a _ i t y  o c  r d c t o r  V I i l  D . : r g

P r o d u c e d .

With regard to factor IX suppl ies Dr.  Bldwel l  commented that

the amount being issued from the Plasme Fract ionat ion Laboratory et

o x f o r d  w a s  s t i l l  r i s i n g  b u t  L , a s  s h c w i n g  s i g n s  o f  l e v e l l i n g  o f f .  D r .  B i d w e l l

r e m i n d e d  D i r e c t o r s  t h a t  t h e  p r o d u c t  u a s  l i c e n s e d  f o r  u s e  o n l y  i n  p d t i e n t s

w i t h  c o n g e n i t d l  d e { i c i e n c i e s  o f  f a c t o r  I l ,  I X  a n d  X ,  t t s  L s e  i n  o l n e r

d e f i c i e n c y  s t a t e s  r e q u i r e s  a  p r e s c r l p t i o n  + a r  a  n d f 0 e d  p d t i e n t ,  a n d  e t s a  a

d e t a l l e d  r e p o r t  o f  t h e  c i r c u m s i a n c e s  i i  L v h i c h  i t  w a s  u s e d ,  E n d  i t s  e f f e c t ,
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8 . r e E s  . R e p o r t  f r o m  W o r k i n C h a i r m e n

Treatment

Dr. Jones said that the Home Tredtment Working party ptanned

to meet twice each year.  They had atready held one meetlng and planned

to undeftake 4 projects:  -

1.  Study of minimum dose requtred for control  of  haemorrhage

2. Study of prophytaxis

3. Study of ernployment of haemophi. l iacs

4. Study of long term side effects of replacement therapy, I t  wds

agreed that al l  pubt icat ions result ing from the above projects

lrould be publ lshed on behalf  of  al1 the Haemophi l ia Centre Directors.

The Working party fel t  that some funds might be .equireo to

cover the costs of some projects and suggested that the Haenrophit ie Society

should be asked for money. Tt $/as agreed that the Heemophlt ia Society.

should be aFproeched in a more formal fashion end be ettowed to consroe.

tne proposals.  In the meantime the Working p6rty Chairmen and Lire

Reference Centre Directors should come to soDe Egreenent about the

vartous projects and their  pr iof i t ies for funding, There were orher sources

of research funds in the Regions and from the Department of Health dnd

Socidl  Securl ty.  Any proposals put for i raid woutd presurnably hdve to

compete with the many other research projects submitted,

Dr.  Jones gave the resutts obtained from a quest ionai.e on home
treatnent sent to Haemophi l la Centres in the Untted Kingdon during 1S76.

The repl ies showed that there u/ere 72g pat ients on home treatment and that

they used on €verege tg,g20 units of factor VII I  per pat iBnt per year,

. " ,

ant ibodies. Dr.  prent ice reported on work so far carr ied out by their
h/orklng Pafty.  At present he was cot lect ing information from the var ious
Centres on the numbers of pat ients with ant ibodies being t feated and on
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t n e  t y p e  a n d  d m o u n t  o f  m a t e r l a l s  b e i n g  u s e d .  f t  w a s  s t r e s s e d  t h a t

info.mation should be gdthered alsa abolt  pat ients who had received no

! e p l a c e m e n t  t h e r d F y  a r  w r o  h a d  r e c e i v e d  t o c a l  t r e E t r n e n t ,  T h e r e  i s

c o n s i d e r a b t e  v a r i a t i o n  i n  t r e  m c t h o d s  U s e d  f o r  d e t e c t i n g  e n d  a s s e s s r n g

ant ibodies and i t  was fett  that sorne attempt shoutd be made to slandardize

m e t h o d s  i n  t h e  U n i t e d  K l n g d o m .

Prof.  Blcom reported thEt this Worklng party had not yet had

a n y  f o r m a l  m e e t i n g s  b u t  a s p e c t s  u r h i c h  c o u t d  b e  s t u d i E d  i n c l u d e d :  t h e

i r n p l i c a t i o n s  o f  t h e  i n t r o d u c t i o n  o f  s t a n d a r d s  f o r  f a c t o r  V I f I  c o a g L r t a n t

a c t i v i t y  a n d  f 6 c t o r  V l - l I - r e t a t e d  E n ! r g e n  o n  c a r r i e r  d e t e c t i o n J  d e t a i l e d

fol low-up of women examjned for carr ier status, The preparat ion of a

b r o a d s h e e t  c n  c a . r i e r  d e t e c t l o n  w o u l d  a l s c  b e  c o n s i d e r e d ,

H e p a t i t l s  l / o r [  i n p  p d r t v

Dr. Kirk pr:esented the j .eport  an behdlf  of  Dr.  Crdske. f le

m e n l i o n e d  t h d t  D r ,  C r a s k e  h e s  s u g g e s t e d  t h a t  i n f o r m a t i o n  s h o ! l d  o e

Dol lected regarding pat ients , /ho 1,/ere HBsAg C6rr iers.  Some Directors

e x p r e s s e d  c o n c e r n  a b o u t  t h i s  d a t a  b e i n g  i n c l u d e d  i n  t h e  N 6 t i o n a t  R e g i s t e r

ds rney u/ere l iorr ied that the information might become avai lable to

unauthorised persons and be used in a menner detr imentsl  to the lnterests

o f  t h e  p a t i e n t s "  f t  w a s  p o i n t e d  o u t  t t r a t  e l l  d a t a  p r o v i d e d  b y  t h e

Haenophl l ia tentre Directors wercregarded as conf ident ial .

There then foi lowed a discussion of the advisabi. I i ty of  1ive.

tr iopsy in haemophi l iecs. The consensus v,ras that each case must be

c o n s i d e . e d  i n d i v i d u a t l y  a n d  i n  p a r t i c u t a r  t h a t  t h e  H e p a t i t i s  t o r K i n g  p e r t y

should be informed of any slch pE1_ients.

Dr. Rizza reported that

formal meeting. The ftrst project

the  f i nd ings  o f  t he  Workshop  he td

the l^rorking P6rty had not

of the Working party was

in Oxford -  November 1976.

yet held a

t o  f o l  l o w  u p

lcl  l , lorking Part) l  on Delqct i ! |  of  Cerl iers of Haemophit la
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Any  0 lhe r  Bus iness

Ia] I jacfarlane Award

The Reverend Tanner of the Haemophi l ia Soclety said that the

Society wished to pay tr tbute to the work of professor tr lacfartane by

making an award, the' f tacfar lane Awardi to a doctor,  scient ist  or orher

person lrho maKes a contr ibut ion to the cause of haemophi l ie,  The Aw6rd

would take the form of a gold r ,redal and cl tat ion and woutd be awarded

annual ly or less frequent ly,  The Counci l  of  the Haemophtt ia Society had

decided that the f i rst  award should be made to Dr.  l (atharine Dormdndy and

expressed their  pleasure at making the announcement at the Dixectors'

meeting, The meeting showed i ts appreclat ion of the award and asked the

Chairman to wri te to Dr,  Domandy conveying to her their  congxatulat lons.

(bl  Analgesics in haemophi l i6

The problem of excessive use of analgesics and of possibte drug

addict ion in haemophi l iacs L/ds discussed at some length, pain of chronic

arthropathy is one of the greatest problems facing the haemophit idc toddy.

Hopeful ly this would be a diminishing problem with the young haemophi l iac

on home therapy. In the meantime gre6t care should be exerciser i  when

prescr lbing addict ive dpugs" .r- t  was general ly fel t  th6t this topac

should be referred to the Haemophi l ia Reference Centre Directors for

d i s c u s s i o n .

Ic]  Home treatment packs

Dr. J.  Stuart  (Blrnr inghaml ralsed the quest ion of home rreatmenr

packs and asked how valuabfe such pEcks were, Several  commercial  compenies

provided home treatment packs and he vrondered i f  the NHS would produce

simi lar packs i f  they l rere thought sui tabte. Tt was suggested that this

mdtter shoLld be dealt  with by the Working Farty on Home Treatment,

t d l  S u p p l i e s  o f  f e c t o r  V I T

Dr, Bidwel l  drew attent ion to the fact that e concent.ate of

factor VII  had been prepared at the Plasma Fract ionat ion Laboratory at



Oxford and could be suppl ied on prescr ipt ion for t reetment of nanred pat ients

suffe. ing from congenitat  factor VII  def lc iency. I f  any Centres required.this

rnater ial  they were advised to get in touch tdi th Dr.  Bidwel l .

tel  Ant i-A and Anl i -B Agglut ini l ls in factor VII l  concentrate

Dr. Rizza referred to a let ter f rom Dr. Lane lDireetor-Designate,

L l s t e r  I n s t i t u t e ,  B . P . L . l  r a i s i n g  t h e  q u e s t t o n  o f  a n t i - A  a n d  a n t i - B  d g g t u t i n i n s

in factor VfI I  concentrate. Dr" Lane wished to know to what extent cl in ic ians

are concerned about the presence of ant i -A and ant i-B in concentrates and would

l ike i f  possible to have some feed-back of c l in ical  information on this matter.

I t  was decided in the f i rst  lnsiance to try to ascertaln the size of the

problem and to ask the Directors to wri te to Dr" Rizza etving detai ls of  any

pat ients who had suffered haemotysiE fol lowlng the administrat ion of factor VfI I

i f l  Lord lv layor Tr 'e1oar Col lege

Dr. Rainsford dren attent ion to the fact that the number of haemophi l ic

boys. applying for admisslon to the Col lege had decreased dnd th€t the.e wefe onty

4 dppl icat ions this year compared with 7 last year.  He wished to know i f

Haemophi l id Centre Directors' , rere changing their  pol j .cy with regard to sending

troys to the Col lege. - fhe 
conment was nsde that the decrease in haemophi l i€cs

applying for admission das in af l  l ik l ihood a ref lect ion of the improvement in

haemophi l ia treatment throughtout the united Kingdom both at Centres and by

As no other matters were raised" the chair | I lan ctosed the meeting at

4 . 0 0  p . m .


