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Caring for people with bleeding disorders

THE
HAEMOPHILIA
Minutes of the SOCIETY
EXTRAORDINARY TRUSTEE MEETING UNITED KINGDOM
Held on Friday 19th January 2001
At the Methodist International Centre Chesterfield House
Euston Street, London, NW1 385 Euston Road
London NW1 3AU
AGENDA Helpline: 0800 018 6068
T01.01 Apologies for absence Admin: 020 7380 0600
T01.02 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 Macfarlane: TRisf o ehaemophilia.org.uk

Board (user and treasurer) WebSite: www.haemophilia.org.uk
b. (item T00.62) Local groups bank mandate and rules
c. (item T00.64) Meeting with Lord Hunt 24th January 2001

T01.04 Campaign review — report by Paul Richards Communications and Politics Direct

T01.05 South Wales group 1

T01.06 BPL report of vCJD donor i

T01.07 Board calendar and trustee attendance at forthcoming events
(Local Groups Eacum_24th-25th February 2001)

T01.08 Member letter: _GRO-D_ |

T01.09 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 :Nigel Hamilton [part of meeting]; George

Lewvy; Rona Wiacdonaid; “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 Solicitors)

T01.01 Apologies for absence

Apologies were received from Keith Colthorpe, who was unable to attend and
Nigel 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 T00.61) 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 to be
interviewed before the next Board meeting on 28th February.
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b, {item T00.62 Local groups bank mandate and rules
The Chisf Executive raporied that the mandate and Rules had been amnended
and cirnulated o the looal groups.

. {iter TOD.64) Meating with Lond Hunt 24th January 2001
The Suclety would be renresenied ot the meeting by the Chisf Executive, the
Chairman and trustesl____GRO-A __Theve would alsn be representatives

frorm the LI Haemophilia Dontors Organisation and the Masmaphifia MNurzes
sgsopiation,

AL this point, Ann Marle Piper was askad to clarify the Society's legal position with egani o
the campaigrn. She reiterated the condants of her lelter praviously clrcsalated o trustees and
sonfirmed that any changes 1o be mads 1o the aims of the campaign had to b approved by
the Board of Trustaes.

TO1.D4 Campaign review ~ report by Paul Richards Communications and
Folitics Direct

Payl Richards, John Ammold and David Beamer gave outcomes of thelr review
of the campaign and took questions from the rustess. The ressiew ooversd
the media and political dimensions of the campaign and the consultants’
report recormmended changes in both strategy and aims.

it was agread that if the recommendations made by Paul Richards of ol wers
accepted, decisions regarding the implemantation of the rscommentdations
and sosts would be considered at the naxt meeling In February.

Ouestions wers ralsed about the tmescale for the proposed campaign and
the puint al which if st unsuccessiul the decision might be takenloend i it
was agreed that § the campaign wers to go ahaad as proposed there would
be an ongoing evaluation and & further revisw in January 2002,

Trustees askad if Poliics Dirsct considerad that the Soclety had had a
powerful enough voles in the sampaign and Paul Richards repiing that he
could not firkd any mistake or issue that had not been covered bul that a lack
of sleasly defined goals was » weakness.

There was further discussion on the media coverage of the campaign and
whether recombinant shoukd be a part of or separate tn the HCV campaign, It
was pointer sut that the campaign sims had bean changsd to inchuds
racormbinant a1 the spacial campaign review meating held in Beptember 2000,

Friowing further discussion i was proposed by Siman Taylor and seorndad
by Carolyn Moimpsay thall

“The campalgn objectives are exclusively:
g public Inquiry inte blood borne infections
a @ hardship fund which would be 3 fixed total sum for the
benefit of individuats affected by HOV on a case by case basis
ot gvidence of hardship
o recombinant for all

AGREED NEWM CON
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implemantation of the campaign out to tendar to other sonaultancies, The

Chisf Executive would co-ordinale this process bafore the Board meeting on
28th February &l which an assessment of the costs of implementation of the
propossis couwld be reviewed. It was further suggested that » pane! congisting
of the Chief Exsoutive and bwo or three tusiees review proposals from thrge
or mure compelitive companias bafors the hoard meeling. Nigs! Harmdltor,
Siman Tayior, Philip Dolan and i GRO-A gl offered 1o sl on the pansl,

TH1.05 Bouth Wales group

Trusters ware informed that the Inllowing the withdrawa! of the South Wales
jonad group from the Soclety the members In Wales were (o be asked thelr
vigws on the formation of 8 new group. |t was agresd that any monjes
ranaining in the bank acoount of tha group should be given to Hagmophilia
Wales {praviously the South Wales group).

THLOE BPL report of wOJI donor

The Dhisf Executive tabled coples of intlers sent to Socisly members and
hasmophiia contres atdvising of the BRL report of a blood donor having been
disgnesed with «CJD. She explained that the lelter was sent after consuliation
with the UK Haemophilie Dockes Crganisation snd the Meemophilia Nurses
Assoctation who agreed thal petients should be told. Individual cenlres would
by laking thelr own action with regard fo informing patients.

The Shief Exeoutive also tabled coples of a letler sent {o selected MPs an
Lords in support of the Sodlety’s campalgn, whish accompanied & copy of the
vidae of the Maridian TV programme "Blood Brothers”,

o107 Buoard catendar and trostes allendance at fortheoming everds
{Local Groups Forum 24th-25th February 2001}

The revised calendar was notsd. Carolyn MoGmpsey, __GRO-A | Eﬁiax

Busman-Shaw, Pat MoAughay, and Phil Dolan seid thal TheyY WOl BE ;
attending the Looal Groups Forum in Falvuary, H

TOLOB Member letter {

A latter received from ex-trusted ihad heen cireulated and a draf
raply from the chairman was tabled. Following dissussion the contants of ihe
fotter werg agrasd. -

Member letber {Carol Grayson)

A letter receivad from Carol Grayson which had been oiroulpted in November
was labled together with 2 draft reply, which was agresd.

TH109 Any other business
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There was no huther business to discuss.
TOL1G Drate of next meating: Wednesday 28th February 2001
The meeling closed at 440 nm ;
B3 . R e el
GRO-C: Chris Hodgson 3
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