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'MINUTES OF A MEETING OF THE EXECUTIVE COMMITT

THE HAEMOPHILIA SOCIETY

held on Thursday 10 March 1988, at
128 Westminster Bridge Road

o MrEcd Prothero, Dr Lo Kuttner, b i
tman and Mr G Kaight, S
eral Becratary) snd MroA Brookbouse.

it The Revd Alan Tanner, Mr K Milne
Mr A Cowe, Mr. T Fitton, Mr @ Ki
In attendance: Mr D Watters (Gen

AGENDA

Apologies for absence
Minutes of the meetin
:Maticefs;arigfngc

Working Party reports
World Federation of Hemophilia
General Secretary's report

Any other business - :
Date and place of next mesting
_ APOLOGIES

gs held on 14 Jar‘ma;y any 22 F&%&rémy;w%

5 FOR ABSENCE werg receivad from Mt D Daniel Mr P
Mr 8 Taylor. b :

- MINUTES of the meeting of the Hasmophilia Society hald wn 14 Jhnusry
Unanimously, having been proposed by Clive Knight, secondey :
Minutes of a meeting of the Executive Committee held on 22

amended at 88.13 by the insertion of ‘the word "oermanent
"appropriate! and "salary'" in line two of that item and delating 1+ .
him parity with his colleagues”. amendment these minit
_agreed unanimous b Colthorpe and s
Ken Milne.: S :

Following th
¥ having been proposed by Kelt

MATTERS ARISING: ; .
(a). - The Presidency = The Chairman Teported that ward
: Dr Peter Jones on an approach to Mrs Ga
Dt Hilary Mactariare was also
Vice-Presidents:

Was awaited from
erine Cooksan.  The b

mentioned.

Robert Key and Frank Field

Attendance Allowance: The G
allowance case for which Coun
with by the Social Securi
Commissioner's decision o
which had been obtained, T
Executive Committee to
matters which would be

allowarice and mobi

ecretary reported that the

B Mmﬁm -
sstully o

Stevens e

HSOC0029476_078_0001
WITN6392084_0002



ack
@ The importance of ‘individual Wor
Y85 was also stressed. ‘
Mggm:"«’“mm:; Tf}e Chair{nanfreporteﬁ that the Macférfat’?e T?wt was
#-registered charity in Its own right and that all the pointe recorded up
-10 had been fuccesstully dealt with apart from. changing the name to
L Mactariane Trysth This had not been possible on
reached with the enabling fegistation
bl rman alun reported that 1
W Tiusters which

positions against the minute
king Parties producing their

’“&ﬁﬁ?%’ﬁ K’Hr@&%; John Prothero reported that the Audit had now
84 and that there had been an excess of expenditure over incarme.
that a tefund would be obtained for £2,500 corporation tax which

60 paid over the last three years. The Executive Committee expressed

108 10 Linda Matthews for the hard work and conscientious effort
BUE Bto both achieving the audit and establishing the new computerised
fhog system, - i o

i %@;mfﬂ%m%t ane Care:
g tscussions el the last two meetings. T’hesa;jhclgded reference to
s e of Bleod Products. At the suggestion of Clive Knight it was agreed

pulinent ‘wﬁ_{mg& working party would investigate treatments gvailable é
P ang, iF possible, prodice a paper on this, . 0

Papers from the éom‘ﬁaitt‘ée vi\ieregitabféd,i

ported that the Case Committee had met in

=two applications for Financial Assistance. Thi
ing £10,915.95.  §ix applications had been deferred
inleimation snd two were refused: s February the Committee
tyenix Boplications for assistance, nineteen grants having been -
Pa Thres applications had been deferred for ‘more information
15 hoted that money granted in respect of HIV infection
i @ would be recoverable from the Macfarlane: Trust in
B ShaL, 1o the end of February, the total amount recoverable was
Glurge Kirman expresied concern that the Macfarlane Trust should.
: i tevel of flexibility and fast response to emergency applications
Wit the case with the Haemophilia Society.  The Chairman

ga had now formally reported

in November 1987, Dr Smit Sibinga was \gr\eatty concerned

foandndia and felt that it demanded concerted action by

and Red Crescent Societies. etc. The Chairman agreed to
ammittes informed about developments in the subcontinent,

{ations:  The Executive Committee accepted the :
| party and discussed the content of the 'First Tuesday'
Warch 1988, There was a mixed reaction to the
Gontent, © Goncern was expressed that apparently 5newi;vpgjz¢yt:
o0t the Speiety which was contrary to thgt ‘previously
o It was sgreed that no blame was apportionable to -
it was felf that policy statements shouid be agrged well in .
o0 the cage of the £10m fund from: the Government
e spproach would remain that of accepting the grant as a
ning it oas insufficient as a matter of policy.
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{f) Seminar: It was noted that the Executive Committen &

~ Tull session and in working parties during the Seminar. in
it would not be possible for Executive Committen members to
workshops. It was agreed that members of the Exscutive Co
make themselves available to delegates as much as humaniy
Seminar, since this was their one, and in some casey only
and discussing matters with elected members of the Exacit
memo to this effect was to be circulated imm
Executive Committee. =

Sales:  Keith Colthorp

cards, stc, for 1988,

e r‘epo:rted‘ that he wa{s Wt%my mmmm{ up L

Group Liaison: At this stage the Chairman welcomed ints the mes i

Alan Brookhouse who had come to strass the importance of-

Training/Group Development Role following: the Newds Identi

held on 3 October 1087, Mr. Brookhouse presented the appern

could be presented by following such s course and ma

Committee were able to ask questions and discuss the mukt

Was agreed that estimates of ‘Hkely costs “invalved should o

to a future meeting of the Executive Commitise.  Whan t

Mr Fitton and Mr Kirman [eft the meating, in the compe

to travel home from London. Detatled discussion of thiz ke

until a future date. [NB This agenda iterm was dealt with atter :
Grant Applications: The Chairman reported on spplications for arents us Yollo,
(a) Dr € R Hay, Liverpool: The Officers supported an application Tor a gra
~of £3,000 per annum for three years to look bito trunolopims o a0
by facter VHI concentrate.  That this application stcobed way Brdpoang b
the Chairman‘and\agr‘eed;nem com. e

Dr M O!Doherty, St Thomas!: This application for a grant ot Lnn
one year to fund work on haemophitia, AIDS and ng wpithelial v

was: supported by ‘the:Ofﬁcerg, That the spplication siue 680 ey prr

by Mr Colthorpe, seconded by Mr Kirman and dgreed unan

Dr P B A Kernoff, Royal Free: This application for g

fund the salary of an MLSO for work an-curtier dete

diagnosis using gene probes was also recomimended by th

the application succeed Was proposed by George Kirman,

John Prothero and agreed ‘umahimqiua[y,

Dr E Tuddenham, MRC Clinical Research Contras
for a grant of Q%Gﬁoi‘per‘annu or 1 ars,

£311.60 in the first year, to meet sts o
purification and characterisation.  That this ap
by Dr Kuttner and seconded by

Dr L A Parapia, Bradford: The Chairman repsrtad that f,

2ars the had d, on a year-by-year basis Wone
of HIV positive ,pétienfcs at Bradford, An application hae %%
for renewal for & third year of the study. The Officer's
was that this application for renswal not Sutceed.

proposed by Keith Colthorpe, seconded by Tarry Fitt
Dr Mibishan had a

Han suthaey
ndy Cowe. This was sorpns o

the agél 5

diagnostic applic

whether this pr tinguished From similes .

: 5p ‘ 8m similar projects

Committee felt that this was a large amount to zﬁgw%?;i :ﬁ
. c@gﬁg Zasbe, - ,n’g“undertaken elsewhere and it was prope
o o8 DY M Kitman, that this anpiienr. T8 |

arinsa, . = is appff mrw not ﬁg B
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: . m Cammnme wm be presented at the
*:mmmw ‘%& /f&;mi 1988,

ridgn Biad sed the oversll value of -
he Society's hesdguarters,  The General Secretary
G wativnate and umﬁwtmk m obtain a further

Mwmg will be hafa“ on: 17 June in the
2}‘3 w84 Bgreed that Dr Rernoff should be
“New Era Blood Products’. . The Chairman

The ‘General Secretary reported
Bi Wy Mxma and Mr Prmhero
Mpamuphilie Sooipty
rhed that outside atorage faci maaa M abtamed by
i & wsetul oftice floor space for ‘packaging -
iy Based on information provided by
at the imatter should proceed. :
Eputied that oa lelter had been received from
; ! rambined fundraising effort on
wital. It was recognised that
£ people with haemophilia
dusaid inothis exercise. The
@"m%mtﬁ about m;a,. .

g wwm m wmmg& an art exhnb:tmn
t the prentent problems was in the
% ; o gieplay. It was agreed
W w:‘fﬁ *%& ;m w ammmrw,

250N 0t was pgresd that the
m?my ’i& Maw Bt -the m‘ma@ txmt& at
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