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The 
en1ophi is 

soci+ ty 
t~xJ 1~1,,!,rrn n tJ ,rrU~di Road 

*rr, 01 28 2020 

MINUTES OF A MEETING OF THE EXECUTIVE 
COMMITTEE OF 

THE HAEMOPHILIA SOCIETY 

hold on Tuesday 10 January 1989, at 

123 Westminster Bridge Road, SE1 

Present. Revd Man limner, Mr K Colthorpe, Mr A Cowe, Mrs C Hazlewood, Mrs J Hodgson, 

Mr G Krinrara and Mr C Knight: 
In attenthnce. Mr 0 waiters (General Secretary) 

AGENDA 

8ll.O1 Amar)togras for ahaenCO 
89.02 F, 'r tes of the meeting held on 10 November 1988 
R;I.:03 Face tiatter.,
8 ,04 Fie«of-, ltoii 1s'eo ng Partse+s 
119.x, a' ,a 1a; r# e atron of Mernophrl a 
89.l 6a ("ea a Secretmaryi's t'1 mport 
89,07 Ay otho.r business 
,SSY,08 t'.:ale am-,d ptar:e of next meeting 

89.01 AP*OI..OGIES FOR ABSENCE woeo Fecer',red trc,~rry Ur 1.. Fcm;ttner, Mr K Milne, 
C "err T Fstian and Mr .1 Malagr,. 

89 02 MINt1TI:s' OF THE MEETING held an ttt 1988 taad been circulated in ct=tiara, as an ar rurate rec.r'.rd of proceedings at that meeting,e1+ iIr mo4by, waving been l;,rQp;:sed by Keith Ctalthorpe and seconded by Goof-g F 1  4"n' an. 

89.133 MAITERS ARISING: 

nrsaT~d .a.; r.as 
fie) slxan ire 

y *aptarted that irsvatations ee~ a 4 u kIr! Feaaty  by ' lens Hazl wood, lead been GRO A A r a
t` 

M,d eaM GROA who at+, G'arents of children avith 
er a' s  lya RO-A ao-r.  r e a 

t W ^, arr , nr~~,tation had been 
G_RO-A °`a°" !;roue. To date 

GRO-A 
. et.tm»d e t a."). wad.+n and no ord had 1 

a 

.a . rt r,. *a,: been r celvoc on this 

. ......."w;". I°^' mrr" ^ at   a U rM v*. +e wa " r tin tfng further to 

. ,ar 
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89.04 REPORTS FROM WORKING PARTIES 

(a) Finance and General Purposes. A Craft, peotiiwsaonel', budget for tgag was tab9ed~ I his had not been to a fuu meeting of FGP. Discussion took pica. about F&GP and its rote in the work waf the Society. 
(b) Treatment and Care. Carolina Haflewood presented the report of the "treacrnert and Care Working Party, Particular discuss on took place on the following topics: 

(a) Holistic Health: After a careful Mscusspon it was agreed that true SOcif,ty's position cwrw fiplastic Health was not that of rao,rirrrAnicag it, as gu0t;. It was rather an option which some people, but hot all, m,ght finis helpful, It was recognised that there were a variety of rtiatfod and mtpproysctses 
to 'wholeness' and this was one option which was being watched with particular interest. 

(b) MSC Em  rI oYrnent Apoklet This is currently being rays;«at anti the „yapartmew of Employment had sought comments In that r'avtsron, It was agreed that members of. the Evecwitive Committee should feed crsr«rrrierats to the 
Treatment and Care Working Patty through the General Secretary. (c) Sterilisation, Pregnancy artrl Hl wr; It was reported that two cases had 
come to light concerning .women who had been sterrha..4 tone following a 
termination of pregnancy) without being given proper and rrrformod choice 
about the matter. Conr;ern was er~pressed about this and wt was agreed, 
as a matter of policy, that it was no longer the ease feat women Should 
necessarily be advised to avoid pregnancy at all costs -• in all r;aset, 
direct, personal, counselling should be given and the case dwxi waYsed corral+Ieie" 
enabling an informed decision' to be made by the patient, It was agaead 
that this matter Should be ii, sr ad farther with the fwrafaiaC: artv-m.nry 
Panel at their meeting in Marc i. 

(d) Genetics and Emor cs A discussion pa$ held on ethical 'ss ies surround«rig 
advances in genetics and ombryonics. it was agreed that Iianafpla, eitfe 
haemophilia should be given as much iriftrrmatidn as possible to enable 
them to make an informed choice. 

(a) Meeting with Parliamsratary Under Secretory A thief reprpr', war given 
of the rrieetirrg with Mrs Edwrwra " 'erne and the useful assurahce, obtained 
at that meeting, that cost would not be a limiting factor 'n the irimport 
of adequate supplies of factor tells to meat the UK demancd. 

(f) Scottish Blood Trenstusitin Serv,ce° It *as noted that attempts we'e 
being made to establish a dialogue with the senior staff in St5TS w ,th a 
view to safe-guarding the Scottish supply situation. 

(c) Case Committee: The General Secretary reported that, at the Oerember 
meeting o h, Case Committee, grants totalling £618 had been marie in respect 
of eight applications. One application had been deferred and two aratrticaticr a 
had been refused. Discussion took place an the low level of api air,afatNris to 
the Case Committee arid it was agreed that this matter should tie rererred' 
back for fuller discu^tsion by that Committee. 

(d) Overseas: The Chairman reported that he was travelling to lnd,a on 22 atruary 
along with Professor Mannuci, to hold a Workshop in Now Delhi, In corinectort 
with continued assistance to people with haemophptia in India, it was agreed 
that there was a need for better communication and, more partic.rlarty,. 
identification of a specific project by those responsible in tndra, "The Chairman 
was asked to convey this message to them during his vwsit 

(e) pRelations' Andy Cowe introduce the new ,rtsricatone 
d

Publications
since 

and External
last meeting g _ anew 'Membership Form:` and "twtrnat The 

Society Can Do For You' in a new format, The 'Update' * umber One,
had been dispatched, along with Membership Application Forms, an g .tinnily 
1988 and the first edition of the 1989 bulletin was hearing completion, it 
was anticipated that there would be a number Of pub'icatiorrs ,n thaa carwirlg 
year from T&C Working Party. rw iMo"% 

Mr Cowe also sought authority` to proceed witaty *wain of 'fire driildren's 

Haemophilia Bock' by Dick Bruno. This had been Out ref p'ant fOr Shiite co me 

and it was agreed that 02,800 be made available for the orcdurtµor^n of 2,P00 
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a rs ; ,̂f rw,tior et r peywood Laboratories and the Canadian Hemophilia rmy &.G would make a similar contribution to the production costs. This w ss t r m r"teo by George Krrrnan, seconded by Keith Colthorpe and agreed 

xr also took place on the profile of HIV/AIDS-related matters in the l oisa"'rw of w"as agreed that the balance was just was about right and P&ER rrlrtM arnrola " fe c0ntinub to use their discretion in this matter. 

t it t tas W as• +rw +eurest for an lily Seminar, held and funded locally, w *Riled and agreed, This Group was also interested in the holisticand Jerlathan Cooper had already been in contact with them 

w ou s 11 was noted tf°et the Scottish Group would subdivide into *T utiend and southeast of Scotland Groups and that the 'banns' 0 "+.taieed at the November meeting of the Council. e irznae~ arninar; It was rioted that this was in some jeopardy fir¢ a low yap&apse, Attempts were being made to stimulate x,w of the confesenra and its potential for people with haemophilia U, ttr,wlfal. P 
s f` r:ww getter': It was rioted that Jane Hodgson would be producing a short *;awisa':t irr fist Groups, following each meeting of the Executive. A r:ad ban pr  ;educed after the last meeting and the first edition w if csw t fenftl.aoratal fcllowu the January meeting. 

t oy a reporters a rhro~it of £4,417 from the sale of 1988ie" re tm, tra afef, t^ori re reppt'arted sales of almost £1,118 of 1987 cards. s a from safes for 1988 was 111,394, Mr Coithorpe sought f;,, tt ta. "apacer the 32.;'C1 r"arrfs held over as balance of stock into ees  ̂ fee sale tferoui7hwut the year. Approval was given for this aw a t>• " iwt  ad Out.. 

Perm scion to spend E70 on flexible Plastic keyrings, ?« 
a

»
,, r rw the 

Ha° tart e sr society logo. These would cost approximately r r tw~P *tai at 50f,, 7'hNs was agreed. 

,ww s 
Tta liertarral 5erretar~yi reported that four grant applications 

"" •" ,. 

'4a` 

two from s e wrr Glasgow both relating to the immune system; 
w ww ar Free osp°tae on genetics and one from Cambridge in 

ems'{ r serrabrts ice trice Centre there. These would be considered the eb. ary meeting of the Executive Committee and, as t°;a waderrarner stair rzs fr,amee. 
fig ., tsr ist 11 t t Cwf fs yr we Fft°° tCmpn IA: The Executive Committee expressed a4 rt e a^" and o s4a,"at that, e+"ter a tergthy period f r advertising * a, rf ai d s 

ea f war I•we -"a',.tor r'if WFH, the person offered the post t.• aMru aan 
were 

as asked o convey this feeling to the meeting n 
Ifte. ie g t_ordon that week. fsf N" tf aC &Ct Ayr lft♦ro.y~ m+w 

et .' r 
'woe"4r as r 5 

°«1kls+a7'~'YG s ec r etary had tabled a report, 

r.!«yr" t" 
...at a 

y o, a Voe eer Bureau, had been
f9 pM  

4ri mnary 
meeting wcul d be  held  with

to The  4C" attlme w e`bwouldf 
the meetExecutive Committee 

, through the 
+tier iw a°t rw Y e sr'iaa€h to weed,ng of the records 1-`p^si , ^eat . 9 a s will be done sensitivelyx'~  x ;s 

t  f+ tr,...r 
an y records. it was noted thatvr:* tse #I4 it is e rf 
tr.e Society should be retained.... 

istar r r r atetrr :rrn a Policy on 
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(iii) International Airlines Chart Bali: It was confirnaea that the LL~orr:•rrtittefw rat 
the Airlines Charity Bail had given the Society the benefit of thfm ,will fdr the 
next three years.i; M ,y,.0 

-e -4ie - ad rr~lu4abl Est #~ 
(iv) Scottish Social Security Commissioners Decision: It was noted that, trr the, 

light of Counsel's Opinion, it had been decided not to prG lied with a forrrtval 
X 

appeal to the Court of Appeal in Edinburgh. In the event; naathar Cd *l. the 
Scottish Solicitors, nor our own Solicitors in London, will be rwaaiwtg anwr, cfsaraiit 
for the work done. This is an effective saving of £700. 

(v) Staff: It was reported that Paul Surbe had been appointed t* iapliace 
Jean Chilemba as AudiotypistiReceptionist and that ne tied taken up hie ltilties 
in early December.

(vi) 1989 AGM: It was agreed to invite Or Korn, pponeer of tho North Waite 
Adventure Holiday, to give the afternoon lecture at the 1 (t9 AGM, The 
General Secretary was asked to look for verwes other than the Royol Praia 
Hospital. Working Parties were also invited to submit materiel tot the Ari^hmrai 
Report. 

(vii) Staff Meetings: The General Secretary reported that w*ekly staff tint
were now held on Wednesday mornings. A number of issues had already onwerged and those were reported for interest. 

(viii) Office Equipment: The General Secretary reported that he was invaetsgatind future equipment for the office, In particular network compwtalwsed systemsApproval for this course of action was proposed py George hiirttsan, Isrmtwftfled by Caroline Hazlewood and agreed unanimously, 
(Ix) Water Char es: It was agreed that the office should switch to rwweteresf payments or water and sewerage charges, it was anticisiatad that this wniyd bring about a substantial saving. 
(x) London Marathon: The General Secretary reported that Dr Mark Wif^itlr vii°r is run on behalf or the Society In the London Marathon on funrfay 3 April, 1989. 
(xi) West-European Haemophilia Meeting; The Dutch Haewhoph,l,e SOti ty were co-ordinating a meeting of Western European Haemophilia Societes, to be held in Holland over the weekend April 7-9, 1989, An Irwatali n  extended to all Member Organisations to send a delegate tr

which would discuss problems such as the supply 
of facto. and AIDS, as welt as the implications of 1992 for the inter coagulation factor products, etc. It was Proposed 

by the C unanimously that the General Secretary attend this 
meatmmig expenses be met. 

(xii) 1989 Council Meetin Venues.= The General Secretary orfrom the Coirnci! and AfaM on Saturday 2'7 May 1989, albe held in the Hertford Suite at the Groat 
Northern loot 

Mr Kirman suggested that we should seek a different 
vei the Executive Committee, since he felt that the Commit123 Westminster Bridge Road was too 

small and did nota table around which all members could sit. The 
Generato explore this question further.

89.07 ANY OTHER BUSINESS

(a) White Paper on `tealth Service explore any implications of Andy Cowe asked that t 
report to a future meeting 

White Paper to people wm
of the Executive Coimm~ittee. (b) Patient Comforts Edinbur h: Andy Cows sought ptrrno-say Committee for the expenditure of £500 on patient

established Edinburgh Centre, 
This was seconded 

byagreed unanimously.  Geor 
89.08 DATE AND PLACE OF NEXT 

MEETING;,: Ttiursoay 9Feprtmsr announced. 
y 

APPROVED as an accurate 
retard of the meetin; g f etrruesr 1 969 

GRO-C Revd Alan Tanner
- tchamimen) 

ad t n,
3 This r;tirirarewtr is 
'arlll, hop pe pn,wtre 
isat~onal ei ran , cf 
x°aamrrn mrritl agreed 

ar"md That haie 

pants:rl Ta+^,at. apart 
her ih,Ctsotow would 
tfari l~rsrta 

ftwr aetinget of 
rim apt 
trot th~a far,iat f, nr 
oCkeSar abeh Caked 

f this ie Gem^rrrem Sssretarf Pr t"dle*irny^aptlukati

w ,n Ida f.wa wlT , e 
iIs at me

1989 - venue to ttmi 

H S O C 0029690_005_0004 
WITN6392088_0005 


