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THE
HAEMOPHILIA
SOCIETY

UNITED KINGDOM

Caring for people with bleeding disorders

Minutes of the
EXTRAORDINARY TRUSTEE MEETING
Held on Friday 19th January 2001

Af the Methodist International Centre Chesterfield House
Euston Street, London, NW1 385 Euston Road
London HW1 3AU
AGENDA Helpline: 0800 018 6068
T01.01 Apologies for absence Adimin; 020 7380 0600
TO1.02 Minutes of the previous meeting held on 30th November 2000 Fax: 020 7387 8220

T01.03 Matters arising:
a. (item T00.61) Update on Haemophilia Society appointments to Mactarlan
Board (user and treasurer)
b, (item T00.62) Local groups bank mandate and rules
¢ (item T00.64) Meeting with Lord Hunt 24th January 2001

il @by i 13
as?:’z}ds?‘h emophi t?»rg.
WebSite: www.haemophilin.org.uk

T01.04 Campaign review - report by Paul Richards Communications and Politics Direct
T01.05 South Wales group
T01.06 BPL report of vCJD donor
T01.07 Board calendar and trusiee attendance at forthcoming events
{Local Groups Eocum 24th:25th February 2001)
T01.08 Member letter! GRO-D _ |
TO1.08 Any other business
T01.10 Date of next meeting: Wednesday 28th February 2001

Present: Chris Hodgson (Chair . Philip Dolan (Vice Chair); Simon Taylor
(Treasurer);, GRO-A _iNigel Hamilton [part of meeting]; George
Levvy; Rona Macdonald; “Carolyn McGimpsey; Alex Susman-Shaw.
In Attendance: Karin Pappenheim (Chief Executive),
Sue Rocks (PA to Chief Executive)
Paul Richards (Paul Richards Communications)
John Arnold (Politics Direct)
David Beamer (Politics Direct}
Anne-Marie Piper (Paisners Sclicitors)
T01.01 Apologies for absence
Apologies were received from Keith Colthorpe, who was unable to attend and
Nige! Hamilton, who had been delayed.
T01.02 Minutes of the previous meeting held on 30th November 2000
The minutes were discussed and then agreed as a true and correct record.
T01.03 Matters arising:

a. (item T00.67) Update on Haemophilia Society appointments to
Macfarlane Trust Board (user and treasurer)

The Chief Executive reported that two candidates had put themselves

forwarded for the position and arrangements would be made for them fo be

interviewed before the next Board meeting on 28ith February.

Patron: HAM The Duchess of Kent  President: Lord Maorris of Manchester
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B {item 100,62 Local groups bank mandate and rules
The Chisf Executive reporied that the mandate and Rules had been amended
and ciroudated o the loosl groups.

Asgoptation.

AL s point, Ann Marie Piper was asked to dlanify the Sovlety's tegal position with regard to
the campaign. She eiterated the contents of her lelter praviously ciroulatsd o trustaes and
confirmed that any changes fo be made o the aims of the campaign had o b approved by

the Board of Trustaes.
TH1.04 Campaign review — report by Paul Richards Communications and
Politios Direct

Paul Richards, Johs Armold and David Beamer gave outcomes of thelr review
of the campaign and fook questions from the ustess. The ressiew povarad
the media and political dimensions of the campaign and the consultants’
report recorrsnended changes it both strategy and aims.

it was agresd that if the recommendations made by Paul Richards of & wers
accepted, decisions reganding the implementation of tha racommentdaiions
and costs would be considered at the next rmseting In February.

Cusstions were raised about the Ymescale for the proposed campalygn ant
the point at wiich I 588 unsuccessiul the declston might be taken fo end & 1t
wees agreed that § the campaion wers {o go ahead as proposed there would
be an ongoeing evaluation and 8 further review in January 2002,

Trustees askad if Politios Direct considerad that the Soclely had hed a
powerful snough voles in the campaign and Paul Richards replied that he
could not find any mistake or lssug that had not been covered bt {hat 2 fack
of slearly defined goals was a weakness.

Thare was further discussion on the media coverage of the campaign and
whethar recombinant should he a part of or separate b the HCV campaign, |t
was pointedt out thatl the catpaign aims had been changed 1o include
racombinant 8t the spacial campaign review meating held in Reptamber 2000,

Fritowing further dispussion | was proposed by Simen Taylor arsd secontied
by Carolyn Moliimpsay thell

“The campalgn objectives are exclusively:
o # public Inquiry inte blood borme infections
G a hardship fund which would be a fixed total sum for the
banefit of Individuals afected by HOV on a case by case basis
o svidence of hardship
2 recombinant for all

AGREED NREM CON
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implemantation of the campaign out to tender to other conaultancies. The
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Uhief Executive would co-ordinate this process bafore the Board meeting on
28th February &l which an assesament of the ocosts of implementation of the
proposals could be rovievsd. #f was further sugrested that s panel consisting
of the Chief Exsoutive and two or three trustees review proposals frony hree
or more competithve companies befors the board meeting. Nigsd Hamilton,
Simon Tayior, Phillp Dolan and § GRO-A §a¥§ offerer 1o sl on the pansl

South Wales group

Trustaes ware informed that the inllveing the witherawat of the South Wales
jonad group from the Soiety the members i Wales were o ba asked thelr
siews on the formation of 2 new group. |was agresd that any monies
ramaining in the bark acoount of the group should be given to Haamophilia
Wales {previously the South Wales group).

BPL report of vOJI donor

The Ohiof Exsoitive tablad cogdes of inlters gend to Sociely membars and
hasmophiiia cantres aovising of the BRL report of 2 blood donor having been
diagnosed with «CJIDL Bhe explained that the leller was seni after consullstion
with the UK Haemophilie Deckrs Organisation and the Mesamophilia Numsss
assockation whe agreed thet patients should be told. Individua) cantres would
b taking thelr own action with regard to informing patients.

The Chief Exaoutive alsa tabled coples of a leter sent {0 selected 1Ps and
Lords in support of the Society's campaign, whish accompanied a copy of the
video of the Maridian TV programme "Bload Brothers®,

Board catendar and frustes atternfance at fortheoming evenls
{Local Groups Forum 24th-25th February 2001}

The revised calendar was noled. Oarolyn McGimpsey,]  GRO-A  Alex

i

Susman-Shaw, Pat MeAughay, and Phil Delan said thel TREV WaLIF B8
attending the Loval Groups Forum iy Felvuary,

fatlar ware agreed.
Meraber letter {Carol Grayson)

A letter received from Cargd Grayson which had been oiroulated in November
wan labled fogether with a draft reply, which was agrasd,

Any other business
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There was no further business o discuss,
TOLID Date of naxt meating: Wadnesday 28th February 2001
The maeeling ¢losed at 44D pm {
B e R e Pemend
GRO-C: Chris Hodgson 3
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