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Present: The Revd Alan Tanner, Mr K Milne, Mr J Prothero, Dr L Kuttner, Me K Mhos arMr A Cowe, Mr T Fitton, Mr G Kirman and Mr C Knight. In attendance: Mr D Watters (General Secretary) and Mr A Brookhouse. 
AGENDA 

88.15 Apologies for absence 
88.16 Minutes of the meetings held on 14 January and 22 February 1988 88.17 Matters arising 
88.18 Working Party reports 
88.19 World Federation of Hemophilia 
88.20 General Secretary's report 
88.21 Any other business 
88.22 Date and place of next meeting 

88.15 APOLOGIES FOR ABSENCE were received from Mrs D Daniel, Mr P Stevens and Mr S Taylor. 

88.16 MINUTES of the meeting of the Haomophilia Society held on 14 January were approved unanimously, having been proposed by Clive Knight, seconded by George Krrmen. Minutes of a meeting of the Executive Committee held on 22 February 1988 were amended at 88.13 by the insertion of the word "permanent" between the words "appropriate" and "salary" in line two of that item and deleting the words "to give him parity with his colleagues". Following that amendment those minutes were agreed unanimously having been proposed by Keith Colthorpe and seconded by Ken Milne. 

88.17 MATTERS ARISING: 
(a) The Presidency The Chairman reported that word was awaited from

Dr Peter Jones on an approach to Mrs Catherine Cookson. The Possibility of Dr Hilary Macfarlane was also mentioned. (b) Vice-Presidents: The Chairman reported that he had written to Frank Field, Robert Key and Baroness Masham inviting them to accept invitations to be nominated as Vice-Presidents at the forthcoming Annual General Meeting, The Chairman announced that letters of acceptance had been received from Robert Key and Frank Field. 
(c) Attendance Allowance: The General Secretary reported that the attendance 

allowance case for which Counsel had been engaged had been successfully dealt 
with by the Social Security Commissioner, He also mentioned an important Commissioner's decision on Mobility Allowance for people with haemophilia 
which had been obtained. The Chairman expressed the congratulations of the 
Executive Committee to the General Secretary for having achieved those two 
matters which would be so important for future claims for both attendance 
allowance and mobility allowance for people with haemophilia and it wag agreed 
that gratitude be recorded for those important achievements. 
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Id)  Conference: The Chairman reported that he and the General Seeretar 

would be reviewing the content of the Executive Conference and stressed the 
importance of Working Parties checking their own positions against the minute 
of the :meeting. The Importance of Individual Working Parties producing their 
Own objectives was also stressed. e) The Macfarlane Trust: The Chairman reported that the Macfarlane Trust wasnow a registered charity in its own right and that all the points recorded at
88,10 had been successfully dealt with apart from changing the name to "R G Macfarlane Trust". This had net been possible on account of the advanced 
stages reached with the enabling legislation based on the name " The Chairman also reported that the General Secretary w 

Macfarlane Trust". of th Y as convening a meeting a Trustees which, it was hoped, would take place before the end of March. 
The Chairman asked members of the Executive Committee with views on the criteria for allocation and disbursement of the Fund to communicate those to him, vie the General Secretary, as soon as possible. 

WORKING PARTY REPORTS 

(a) Finance and General Pur ores: John Prothero reported that the Audit had now treen co*np eted and that there had been an excess of expenditure over Income. It was hoped that a refund would be obtained for £2,500 corporation tax which had been paid ever the last three years. The Executive Committee expressed their gratitude to Linda Matthews for the hart work and conscientious effort she had put into both achieving the audit and establishing the new computerised ecr.ounting system. 

(b) Blood products/Treatment and Care: Papers from the Committee were tabled, recording discussions at the last two meetings. These included reference to the new era of Blood Products. At the suggestion of Clive Knight it was agreed that the Treatment and Care working party would investigate treatments available for AIDS and, if possible, produce a paper on this. 

(c) Case Committee; Dr Kuttner reported that the Case Committee had met in Nnua, a Considered forty-two applications for Financial Assistance. Thirty-four grants had been made, totalling £10,915.95. Six applications had been deferred for more information and two were refused. In February the Committee corrsiderect terenty-six applications for assistance, nineteen grants having been made totalling £4,433. Three applications had been deferred for more information artd four retUud. It was ncted that money granted in respect of HIV infection in people with haemophilia would be recoverable frcm the Macfarlane Trust in due course and that, to the end of February, the total amount recoverable was £t7,9i39, George Kirman expressed concern that the Macfarlane Trust should maintain the seine level of flexibility and fast response to emergency applications for grant aid as was the case with the Haemophilia Society. The Chairman 
undertook, to pass this on to the Trustees. 

The Chairman reported that Dr Smit Sibinga had now formally reported rz <1n a visit to India in November 1987. Dr Smit Sibinga was greatly concerned 
a ft the situation in India and felt that it demanded concerted action by 
WHO Rid Cross and Red Crescent Societies, etc. The Chairman agreed to 
keep thO ExMicutiva Committee informed about developments in the subcontinent. 

fa) Pt hiaation$ and External Relations: The Executive Committee accepted the 
r+rdO of the P&ER working party and discussed the content of the 'First Tuesday' 
peGgfam ne transmitted on 1 March 1988. There was a mixed reaction to the 
prrgrarnme and its content. Concern was expressed that apparently new 'policy' 

• bad been made on behalf of the Society which was contrary to that previously 
and mad. public. It was agreed that no blame was apportionable to 
to ttU , but it was felt that policy statements should be agreed well in 
and adhered to. In the case of the £1Om find from the Government 

• ft wNaf s'e.d that the approach would remain that of accepting the grant as a 
r  

tuner than condemning it as insufficient as a matter of policy. 
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(f) Seminar: It was noted that the Executive Committee would be able to meet in full session and in working parties during the Seminar in Liverpool and, accordingly, it would not be possible for Executive Committee members to participate in workshops. It was agreed that members of the Executive Committee Should make themselves available to delegates as much as humanly poaeible during the Seminar, since this was their one, and in some cases only, opportunity of me tlflg and discussing matters with elected members of the Executive 't:Onlrrtliteer, A memo to this effect was to be circulated immediately to all members of tlim Executive Committee. 

(g) Sales: Keith Colthorpe reported that he was actively following up C►irlatiines cards, etc, for 1988. 

(h) Group Liaison: At this stage the Chairman welcomed into the meeting Alan Brookhouse who had come to stress the importance of a Management Training/Group Development Role following the Need identification exercise held on 3 October 1987. Mr Brookhouse presented the opportunities which could be presented by following such a course and members of the Executive Committee were able to ask questions and discuss the matter with him, It was agreed that estimates of likely costs involved should be obtained end submitted to a future meeting of the Executive Committee. When this item was over, Mr Fitton and Mr Kirman left the meeting, in the company of Mr Brookhouee, to travel home from London. Detailed discussion of this item was defarred until a future date. [NB This agenda item was dealt with after 8818(i).j 
(i) Grant Applications: The Chairman reported on application for grantt+ as follows:,m 

(a) Dr C R Hay Liverpool• The Officers supported an application for a grant of £3,000 per annum for three years to look into immunodepression caused by factor VIII concentrate. That this application succeed was propo ,d by the Chairman and agreed nem corn. 
(b) Dr M O'Doherty St Thomas': This application for a grant of £10,r 1 for one year to fund work on haemophilia, AIDS and lung epithelial permeability was supported by the Officers. That the application succeed was propraaed by Mr Colthorpe, seconded by Mr Kirman and agreed unanimously, (c) Dr P B A Kernoff Royal Free: This application for a grant of £11,044 to fund the salary of an MLSO for work on carrier detection and prenptel diagnosis using gene probes was also recommended by the Officers. That the application succeed was proposed by George Kirman, seeondled by John Prothero and agreed unanimously. 
(d) Or E Tuddenham MRC Clinical Research Centre: Or Tuddenhan had applied, for a grant of £2,000 per annum for two yearsr plus equipment costs of £311.60 in the first year, to meet the costs of a project on factor Xl purification and characterisation. That this application succeed was proposed by Dr Kuttner and seconded by Andy Cowe. This was agreed unanimously, (e) Dr L A Paraoia Bradford: The Chairman reported that for the past two years the Society had funded, on a year-by-year basis a psychological stu~ly of HIV positive patients at Bradford. An application had now been received 

for renewal for a third year of the study. The Officer's 
recommendation 

was that this application for renewal not succeed. That this be so eras proposed by Keith Colthorpe, seconded by Terry Fitton and agreed unarlimousty, (f) Dr R 

MibishanpeKiannumo(oe two years 
Mibishan had applied for a grant ofsome £16,500 

the analysis of the molecular basis 
eof smuta lone on  ni heemth work involving 

diagnostic applications. Enquiries should be made oph"lia A end its whether this project is distinguished from of Dr Mibishan to " tatriish
similar project That part, the

Committee felt that this was a large amount
todevote to work which was 

s. a in any case, being undertaken elsewhere and it was pro seconded by Mr Kirman, that this application not succeed. Tri 
by Dr K unanimously. utter, 

s was agreed 
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"he rfiCarmmoodations from the Executive Committee will be presented at the 
Cowøcfl neaeting an Saturday 18 April 1988. 

l»t9 O FEDERATION OF HEMOPHILIA: The Chairman briefly mentioned the 
rfrrw+rg Congfesa in Madrid. 

04* WW tAL ARY'S REPORT 
t ff ft .It was agreed that further consideration be given to the 

ify atfen an alum system in the office in view of the sensitive information f+alflf *"ut peeped at t23 Westminster Bridge Road and the overall value of 
irr'~r 4'4 equwpmont within the SoCiety's headquarters. The General Secretary 

f dd that '+e fa4 Obtained one estimate and undertook to obtain a further 
e itifate„ 

tf1% I AO1i&t T%# 108 Annual General Meeting will be hole on 1" June in the 
itfite if4 9ifittinpham. It was agreed that Dr Kernoff should be 
'"episrding a teCtufC on "New Era Blood Products". The Chairman 

to write to Or Kernoff. 
(C) t Ii Centr• Directors' U etin The General Secretary reported 

$ n$ would be field inDublin and that Mr Milne and Mr Prothero • •$O $It Off behalf of the Haemophilia Society. 
iff f it wwas agreed that outside storage facilities be obtained by 

h (rifle* tO fetease some useful office floor space for packaging 
w Ott. Later in tie meeting, based on information provided by 
Cf#f'y, i W agr red that the matter should proceed. fp r T 3 qal ret4ty reported that a =otter had been received from f ify~ 00 supel't of the SGCieIY in a combined fundraising effort on 

Of tho A11 i +*aid &t the floyai Fres Hospital. It was recognised that tats wasd weot e wvreYefy used by lama numbers of people with haemophilia sift! it lirasdetaeea in Ptifrcl 1 tO conmbine with Crusaid in this exercise. The D f air was asked tO fommunrcate with Crusaid about this. ft ) Pft 
Ar Pe G6n,tsI $ crt-sYry had r0Ceivec a communication from iF a boy With f`reefll►apihlfia who is currently serving a prison sentence. 

TM •'p' an intetrlilt in, and wished to arrange an art exhibition 'n slat efw the N life moiety. One of the greatest problems was in the to'eil of the wfli of aft bef tf  putting them on display. It was agreed affil l a dii be dlli .farther with the prison authorities. 
ANY Cl I*ore Was, no other D mess. 

OAt* Ate PLACV Olt NeXT MEETINGS; Aft.' discussion it was agreed that the to 01 te to transferred to Monday 9 May at the usual time at tn sts t*' ff ftflYfrd. 

AffwPftv*Vd rM aw M"war*f— .—_1
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