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PATRON: H. fl. H. THE DUCHESS OF KENT

THE HAEMOPHILIA SOCIETY

PO BGX 9 £ 16 TRINIT}’ STREET : LO’\'I)OW SEI 1DE

D 407 1030

VII\UTES OF THE MEETING OF THE COUNCIL OF THE HAEMOPHILIA SOCIETY held on Baturday

15 September 1984 at 11 a.m. 1n the Ptesident Roum of t‘h& Kennedy Hotel “London;
N : 2 : 3

Those present: The Revd.2.J.Tanner (Chairman) Mr.D.Rosenblatt, Mr.K. Milne,

- M TL Prathera, Mre M. I.Britten, Mr.K: Colthorpe, Mrs.C.Holliday,
Mr.C.Knight, Dr.L. Kutther, Mr.P.Wetherell and representatives
of the fclluwing Groups = Blrmingham Bristol and South Wegt,
Cambridge, Colchester, East Kent, Jersey, Leicester & Rut:land
Lincoln & District, Norfolk and Norwich Northern, Nartharrptm:,
North Eastern. Northern Ireland, MNorth Wales, North Western,
Oxford and District Saattish, Sheffield, South Fssex, South
Vales, Sussex, Tayside.

In attendance‘. L.Givatters (Co-ordinater) :
: Miss.I.Hawkine (Personal Assistant) .

AGENDA

84.20 ﬁpalagws for absence :
B4.21 - Minutes of meeting held on 23 June 1984
84.22 Matters arising = ? :
84.23 Research Granty Applications
84 .24 World Federation of Hemaphilia
84.25° Blood Products Sub=Committee
B4.26  Honor ary Treasurer's Report

L BAL27 Matters from the morning sessién
B4.28 Any otlier business
84.29 - Date and place of next meeting

AFOLOGIES for: absence were received from Dr.J.F. Wilkmﬁcm Mrs.lewisg, -
M Abrahams;and l@rsayslde Lewisham and Snnthern vaupa

HINUTES of the meetmg held an 23 June at Manchesz;er, which ad
been circulated 4n advance, were unanlmcxualy approved as an accurate
record of proceedings followiug a praposal by Mz: Cowe, s@cﬁnded by
Mrio Colthorpe: -

MATTERS Ams‘mez

(a) AII)S" The Chairman reportexﬁ that the Execu .

te monitor the  AIDS _situation in the UK a it af le with
haemophilia. That situation remaing unchang&d and a new HAEMGFAGT will
appear in the next week or so.
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(b) Oveweas Sub-Gamxritz:ee* The Chairmaa reyortad that the doctor

~from Delhi had almost completed his training under Professor

Mannucel in Milan. The Lions Club of New Delhi had nndertakem oo

pay his salary costs. The Chairman also reported that - frﬁm &

Sheffield had made it possible to pmvic}e, at no fmat, an aggragometer :

#nd an alm;troghoresis tank. The thanks of the Saciety were recorded

to: GRO-D s his calleagues and Sheffield Gmup for their productive
asm in ca»nparating with this vital daveiopment in the work 111
A discussion will be held with Professor Mantiucei at the

UK Centre Dlrecmrs' Meating next week and thereafter the liat of

requirements will be ma—airculated to Gmups. SR : ;

EESEARCH ERANT APPLICATIQN& Eﬁtaua M’ tha granr. applicatims had

been circulated aa:li&x in the day and the Chairman introduced esch

of the fnllawin.g applicat dns. o Seiniiham

requested furnhe
yaar. The object of thze study is te
unity in haemophiliacs. The ‘application
visory Panel who presented a divided
the Executive Committee was that
felt that the work, while valuable,
was atamiarei and shnuhi now be funded from hospital or health =
authorit budgeza. Thia re;omnandaticm was approved unanimously,
Qhairman énd ﬂgreed nem con.

(b) Dr.F{E.Eraatmxz beal Ballamshire Hasgit:al Sheffield: This

at}plicatian for he st:udy af far;mr VIlI multimers of clotting

' orde to study 2 caim‘xy of haamuphﬂic dags and wark bamg
d out ‘hem tm antibodias. I’he Exec&tlve Cemmittaez 8 recamerdatiaﬂ .
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[3.“ .

~ (b) Cther matters: The Chairman asked wembers to advise the Gn-ordinator‘
~of any contacts held with Lions Grm:.ps in the U.K. with the o’bgect
~of \attraating additional support for the work in India.

> (c} m.mme expreesed appreciaticm of the Qhawman*s xm:k for The

World Federation of Hemophilia and amidst acclamatian preeentad him
with a commemarativa nug fr\pm the (Jcmgtess.

3 B‘LDCB) PRODUCTS Mﬁm 'ma cmmcil accepted Mr. Hilna's x-e'part

 which had been given at the me’srnmg session. The main paints emerging

from this repﬁrt as folkws.—‘ :
(1) The development of the Blood Products Laborawry The Blood Products

_ lLaboratory at Elatree: was on target for opening in early 1986, While :

. the building wauld be completed and the equipment installed

by that date it was forseen that there could well be prnb!ema with
the supply of plasma and this subject would be raised with Lord Glenarthur
at a meeting due to be held later in ‘the year:s

i) Raguirement of factor VIII in the U.Xi: Mr.Milne expressed some
concern that the maximum yield of factor TVI1IL from the new plant at
Elstree could fall short of the actual requirement. The requirement of -
100 m. units of factor VIII was baged on a projection which is now
some ‘years gut of date. B’a elt that commercial factor VIIT could

be required for some years to come: - certainly up to the "galde.n
age" of synthesised factn VIIJZ.

(144 Screarting of UK bloaé dﬁnms' Mr.Milne expressed some cencern about
the apparent lack of screenm& of denors in the UK which in many cases
is less stringent then that imposed by ‘the major commercial companies
in the United States. Th was, however, the poesibility of screening
donors for AIDS in the near future. - - :

Giv) Sznthel:ic facter ?111 While there was wuch development work

to be done in connection with the synthesis of factor VIII, Mr.

Milne r&parted that he was now explaring the future use of those
products in the UK. Questions arising included whether the Government
would be prepared to buy those ptqduct;s, which would almost certainly
be manufactured in the USA, heving spent some £25 million on the
devel«ppment of Elstra« an plusmawbased products. ‘

th(zre was a
11 becomes

the D&partmaﬁt.
The Chairman thank
Chairman of th Biunéﬂ
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‘ rmt‘fgc@uni £2,928.38
Ordinary posit Account £13,416,74
: Special ﬁ@paﬁit aacuunt‘ £70,0QQ»QQ

Mr . Pro hero bﬂs hig r art by apnlagising for not hexng ina -
position to praduce a stqt&ment of the financlal pesition for

“the six months to 30 June 1984. This will be presented to the =

SiExecutive Cﬂmmi e in nober aﬂd the November meeting af the -
Couneil. - SR

The Chairman gutline the puaitzap 48 it wag seen by the Executive
Committae, which was that there was 1ke1y to be a deficit on

~the General Fund again ﬁar 1984 This was a natural result of the
subatantially incrﬁaa aervices provided by the Society to the
memberehlp in recant re. All: expanditure is manitorad clasaly

8o it-is most mportant seek -ways of increasing income.

A constructiv disau ion followed during which a range of
“euggestisns was made, neluding the relationship betweer the
Reeeargh Funds and QGen Fund&. Questions were ralsed regarding
Grou bility of a levy on funds donated
to the services of the Society, a
wFH. Bgntion was alan made: of che position
in relatimn to fund rais e
“the wider work of the Ba et?. :
Iha expenses of some Croups was quéried by South &ales Qraup and strgss
laid on the volun Ty nature of the work of the Graupﬂ.
Ali Grcupe were asked to onate as much as pasaible to the Snciety‘s5
General Eunda before ths, nd of the year. Gruup were asked tc
give priority to the submiss of their accou & as soon as
possible after 31 December each year and concern was expressed that

\aama Croups had no! yet submittéd their ac aunte to 31 necember

EA!TERS FROM TKE MGRNIﬂG SESSION* At thﬁ mprniug sesaion detailed
consideration had been giv n Lo a paper submitted by ‘the Executive
Cwmmittee T garding the creation af a naw structure whzah would
entail the éppaintment of “Socxe&y Representatxvag” in 1ocal araas

. not ch ‘wzee affectively covered by‘a Igcal Grﬁup.

animnusly. The co-ardinat&r

was askeﬁ t prggare a further paper &ealing\witﬁ fﬁﬂﬁticna) dreas
of jur adictiﬂn,‘utq, ta he Lircul ted tb 51‘ Cou cil membera.i
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ANY CTHER BUSINESS‘

Co-ordinator was asked to look into the pasiz:icm and repi
a fututa meeti"‘xg. :

North East Group £500.00 Research:
Northampton = o £1,000.00 Research -
Birmingham 2 Sg500,00 o General
South Wales S £750.00 - General

March B-10

Jupe 1o ALGUML and Counceil (possibly london
September. 14 : Couneil (Landen)

Novemher 16 - Council (London)

DATE AND PLACE OF NEXT MEETING: Saturday Zl@ November at uhg Kam\ady
Hotel, Cardington 3treet, Lundem, NWL.

i
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