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90.01

From May 6 1990 our '01' telephone.
: 7i%

\ numbers shown w;l’i become. 0

- R
k Milne, Mr K Colthorpe, Mr A Cowe, +8 ‘

____________ 2y Mrs J Hodgson, Mr and Mr C Knight.
Reprbgent ; e following GCroups: ymingham, Cambridge,.
Cornwall, Derby, Grampian, Hampshire, Jersey, Leicester, Lincoln,
Merseyside, Norfolk & Norwich, North Fast; North Wales, North West,
Northampton, Northern, Northern Ireland, Nottingham, -~ Oxford,
Sheffield, South Essex, South Wales, Southern, Swansea and West of
Seotland. - FRR T : LN

In attendance: Mr D Watters, i Mr J Cooper, Mrs H
S - Maynard (5taff) and Mrstocom- %

_Apologies for absence
Chairman's opening remarke e
 CERT: plementation . .
_ Reports from Working Parties i .
Report of Grou * donations and acceptange of cheques
 Consultation on Compensation issues )
Any other business Lo
Date of next meeting S e

APOLOGIES FOR ABSENCE: were received fromi

Lander, Julia 41ler and ;gp«;eueﬂtdnivaa‘ from the following Groups: N

Lewisham, Perth, South East of Scotland and Tayside.

| MINUTES OF THE MEETING held on Sunday 29 October 1989, having been
- eirculated in advance, were “proposed  for ‘adoption as an accurate

record of ;prgce&g@lings at that meeting by Mr Kirman, seconded by Mrs
and agreed unanimously. e Sl L

{ }m to this meeting of Council the Chairman

following the bigbly;suﬁc’cessful Chairman's Conference

 held in gewgaa;l in October, this meeting was following a new format

_ greater facilities for _personal involvement ~and.
hoped = that everyone ~ present would feel free to
the meeting. S ~ e
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Newcastle in :
ablished and ‘

Resources Committee was serviced i
by Jonathan Cooper; Member Se ommittee by

T serviced by the
Committees of the
ubject to gradual
above had, in fact,

The Grants Committee w

Secretary who also. attended all
Committee. Those changes were
-tion and all the Committees mentione
et, apart from the Grants Committes,

REPORTS FROM WORKING PARTIES:

 part of the agenda the Chairman pointed out that
~when the agenda was ~originally planned it was not thought that the
_new Committees would have met. It had therefore been projected on the
_basis of the old Working Party system rather than the new Committee
_strueture. This would _therefore, be the last occasion on which
_reports  from Working Parties would be received at a meeting of the
Council of the Society. e - . e

In introducing this

Finance and General Purposes: The Chairman reported that the
work of this Committee, along with new duties, had already been
~absorbed within the new Resources Committee of the Society. The
Annual Audited Accounts were in the final stages of preparation’
and would be included within the 1989 Annual Report. The
Chairman reminded the Council of the indebtedness of this
Committee to the Work ofl™™™ SROA.........)who had transformed the
work - of the financial accounting of the Society from that of a
small organisation to one with growing income and needs. Issues
which the new Resources Committee would be exploring over the
coming months included staff conditions of employment and
levels of
made regarding

effect from 1 January 1990. \

salar ies ‘iivi

staffing of the Society. Decisions had already been
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Treatment and Care: In introducing Mr Milne, who reported on
the workings of the old Treatment ‘and Care Working Party, the
Chairman ~pointed ~out ~that the work of this Working Party was
now included within the remit of the Member Services Committees
Mr Milne reported on the forthcoming Women's Weekend which was
heavily oversubscribed. “Consideration - was being given  to
further meetings to meet the needs of women involved in the
care of people with haemophilia and HIV. Costs were likely to
prohibit " further  residential meetings. Consideration was also
being given to meetings dealing with other subjects and a
Family Weekend was receiving active congideration. It had been
& disappointment to. the Heemophilia Society that funding for -
the Women's Weekend had not been forthcoming from the National
AIDS Trust. Mr Milne -alse drew - people's attention to the .
forthcoming " Families and Carers Day: to  be held “at - the
University of Manchester in conjunction with London Lighthouse
and the Terrente Higgins Trust. = o e

Among  other matters being considered by the Committee were the
National  Health Service Review,  the Human Fertility and-
Embryology Bill and treatment issues such as inhibitors and
liver disease. The availability, quality and price of blood
products remained a concern. BPL now produced. 70% of the
requirement for England and Wales. Scotland .and Northern
Ireland were virtually self-sufficient through the product made -
‘available from the Libberton Plant in Edinburgh. Mr Milne also
ientioned European legislation whereby blood products ‘would -
o 4 commodity, like toothpaste; with.a preference for .

paid, voluntary, domors, = = N SN >
oints raised included the future availability of
nology products since BPL was, currently, only geared .
production of products which were unlicensed. The
Secretary asked members of Council to discuss the level
action felt at being recipients of unlicensed blood
s generally agreed that self-sufficiency; of
nadequate and that, implicit ' in the call for
_ lay the requirement for the product to be of
iscussion also ¢entred on those who
s as a result of the receipt of blood .
faced severe problems with their livers. The
drew attention to the fact that this matter
ideration and asked Groups to give the matter
eration in their own Committees wince it appeared
problems in achieving good levels of
1 itres on account of ‘the current litigation
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g and ‘ L impé tant that
used any oypertuni:y za £ur‘ e i:s work providing

he spor : » influence or
nfluence, the paliey -t :
knewn;ta~,he Schaty 5 co' uter, had been sent a
; ('S HAEMOPHILIA BOOK provid eir children
12 or under. Additional copies wer available to
entres and a donation of £1.50 p&r\cayy i8S ‘ught Copies
> . no mont, to erup& and

y the next
i THE CHOICE IS
The Iagt‘publiquti is beimg fin&nced w th & Grant of
iZQ,OGQ from the Eﬁatt Edgaatzan Aﬂtharity,

A ( cumz 0 vamc; WITH HIVY

The Press Service was ezpi i d in detail by Mr cowe. He
eported that the Society was on nf‘tha very few organisations
hich gave a 24hr, 7 days a wee ver to the media by way of

Message Master machines. Those we e sophisticated Radio Pagers.

e Service had, time and again, proved its value and this was

) Ly achtevable by wvirtue of Ppeopl being prepared to carry
pagers 2éhrs a day ‘and be on call m‘ a‘rata baaia.: RN
&enazal Secretary was candusting a\seriea of Parliamentary
lunches in conjunction with the Chairman and the staff of GJW.
Se were proving most useful and were, of course, concerned

15%3;1& with deliberations concerning a fﬂtu:e Campaign for an

out of eaurt sattlemant. i - :

Finally Mx Cowg repgrted on a new faCility whiahiwas being made
available by the Armour armaﬁeutical Company. This inveolved
the provision of free Pagers - including both initial and
quarterly costs '« to the parents of people with ‘haemophilia
_aged 16 and under. This was being made available under a scheme
- promoted by Armour and British Telecom‘ A full anuoun;ement
;wauld‘be made in due course. =
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Croup Liaision and Trafning In introducing this subject the
Chairman paid Tribute to the work of and Mr Fittonm.
The tasks of this Working Party were now. included within the
Cremit of Member —Services.[ reported that, following
 the October .meeting in = Newcastle and the commitment of the
Executive  Committee 'to nurture and foster Groups, & detailed
- proposal ~was being prepared by the General Secretary in this
_connection which would be considered by the Member Services
Committee at its next meeting. B LN
' Gase Committee Crants: The Gemeral Sectetary reported that
“the work formally undertaken by the Case Committee was now, in
 view of the recommendations in CERT, dealt with by the General
_Secretary on a daily basis. 1f applications ~fell within
sstablished policy guidelines the application could be dealt
_ with within 8 hours, i.e. on the same day. Otherwise the matter
wae referred by the General Secretary to a member of the Member
Services Committee. oo
 Overseas: The Chairman feported that Ashok: Verma, Secretary .
~of the \indian}?aé&re\tic@ Haemophilia had visited London ‘during
_ January and had done 8o as the guest ~of the Society. In
addition, the Chairman reported that he was Hoping to take part
in & WFH workshop in India ‘later in the year, in the company of
Professor Mannucci and Dr . Peter Kernoff from the Royal Free

Hospital. = oo B
Grant Applications: The General Secretary reported that the.

Executive Committee had made  grants of £2,500 to the Royal
Hospital, Truro in connection with their maintenance of patient
ccords. In addition a grant of £200 had been made to Dr-PC
nter at the Royal Victoris Hospital, Belfast for the purchase

af electrophoresis gell tank to be used in connection with

; r Detection Techniques in the Province. ‘This formed
of a grant package totalling £450 which had = included
n . Seminer by Dr Winter. An application from the

radford for a computer based project To assess .
tor VI be administered to each patient in

of circumstances had been rejected by the Executive

and an application . from Dr Paula Bolton=Maggs at -

for work on factor XI deficient -

pending ~further consideration.
ding  from the Nuffield

¢ surgery which sought an annual grant 2

00 for the establishment of a National
vice for people with haemophilia. This had been

eptember 1989, ‘and had not been heard of

The Chairman reported that the Trust had
king the vast majority of payments to those
£20,000 per person granted by the Secretary of

vember . He also stressed that the payment
subject to ratification of Trustees at
d the following week, not be borne in =
applications for items of particulay
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Sauth War.t.eﬂ\i
Cornwall

North Wales
West of Scotland

n& the ﬁﬁllnwing éonatians had been reaeived through :he Centralised
Ennking :chn s : : .

North East

South Essex = -
Hampshire . .1 671‘80:‘
Merseyside == 1,242.04
South Wales - =~ . ©169.30
Sheffield . 762 48
Derby - : CUU64.3T
Southern. . 3,163.14

,In adéitioﬂ it had not been poaszble to allwcate nhtee ‘donations of
£34, £100.60 and £646.75 from the records provided by the bank, This-
wuuld, hawever, be detailed at.a future date.

Ihe General Secretary teparted that ‘there were now eleven Groupa
Withtn the Centralised Banking acham@ and one maue Graup had made
further enquiries earlier that day. ST 8 -

The above  donations: were equal to £16, 604,54 Facelived betwesn 1

November - 1989 = and 28 February 1990. The appreciation of the Council:

was expras:ud with acalamattqn.
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| CONSULTATION ON COMPENSATION ISSUES:

The - Chairman -‘introduced this session and identified it as the main
‘business -of ‘the day. He outlined the process whereby in 1987,
following a high profile campaign conducted through-the media, the
Government had given '£10m with which the Macfarlane Trust had been
‘established. Throughout it had been acknowledged that a Charitable
Trust was not, by any means, the ideal solution to the ‘situation in
which people with ~haemophilia and HIV found themselves. There had
been a constant desire to give people charge over their own financial
affairs. This led; in 1989, to a more concerted, and perhaps more
professional  Campaign, which led to.a Government award of £24m in
November of that year. This money was made ‘available on the basis of
“£20,000  per person with haemophilia infected with HIV or per family
_of those who had already died. The purpose of ‘the consultation was to
establish feelings from around the Country on how we should proceed.
‘The Chairmen outlined, for instance, that the average life assurance
_payout was in. the region of £23,000 and the average mortgage
protection plan was in the region of £48,000. The £20,000 granted by
_the Government clearly fell far short of this amount. bl

The General Becretary reported, on the litigation front, that prior
to the award of the most recent Government ex-gratia payment there
had been 600 cases before the courts from the entire United Kingdom.
‘It now appearsd that that number could exceed 900 and possibly be as
many  as 1,200. The next court hearing was on 10 April 1990 when the
numbers  involved would become clearer. While the foregoing referred
to England and Wales; the General Secretary also cutlined the fact
_that at the present time the _situation in Scotland and Northern
Ireland was not bound by eny limitation date established by the High
Court in London. Mr Dolan raised the question of delays in the
_granting of Legal Aid in Scotland,. : :

Everyone present _was  anxious to know how the Secretary of State,
ke, had worked out the figure of £20,000 per capita.
No-one knew the answer to this question and it was generally regarded
a¢ the price which the Cabinet felt would satisfy the Tory back-
benchers who were supportive of our cause, along with the other
1s running at the same time., = oo S
pecple commented that there was a shortage of information from
Macfarlane Trust concerning items for which 'help might be

While many people f«g}t & sense of short-term gratitude for what ‘had.
‘been given, none regarded it ae compensation, but they were, at the
same time, deeply concious of the need not to appear 'greedy" in the

eryone present that, at one stage in

ivil servants had enquired about the

¢ L enable the lawyers to recommend

discontinuance o - legal cases. Th figure of
‘,‘g‘ZEQ,GOQ; S ' \ L NN .
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hat sufficient
y Members of
a maphilin
y them very

should be
‘health.

The question had arisen regarding the provision of creche
facilities to enable those with young children to attend
meetings uncil. While the idea of providing such

acilities attracted support, it was generally felt that the
_place for provision, in the form of alternative care, could be.
~at home withi; he local Group. Problems could arise if, say, a.
“p&rar;m with ve or more children wished to attend. Who would
be responsible for the fares? The General Secretary was invited
to look more clanely into the matter and loaal Gmupa were >
‘?invitad to reparz to hi,m. TS

DAIE OF REXI MEETING:

The nem: memting HULI be held at 10 hﬁem on Satumday 2 June 1990,
immediately preceeding the Extraordinary General Meeting and Annual
‘General Meeting to be held :;ln Shaﬁfie‘ld ~on_ that day. e

APPRQVEG as an a%:c@até record of p‘ro::e‘ediﬁgs of thé‘ meeting of 17 March 5}990

S GRO- .
s - Signed. o-C L
‘ The Revd Alan Ji”f"gn‘rne‘;, Chagrmgn
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