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The Haemophilia Society

THE 123 Westminster Bridge Road
HAEMOPH".'A Lendon SET 7HR

Telephone: 0171 328 2020
SOC'ETY Facsimile: 0171620 1415

MINUTES OF THE EXECUTIVE COMMITTEE
Wednesday 20 September 1995, gt 3.00pm
held at World Mission Associstion (WMA)
Partnership House, 157 Waterloo Road London, SE1

The Rev Preb Alan Tanner {Chairman), Mr Chris Hodgson (Vice-Chairman), Mr Simon
Taylor (Vice-Chairman), Mr Philip Dolan, Dr David Evans, Mrs Norma Guy, Mr Keith
Colthorpe, Mr Gordon Clarke, Mr Andy Cowe.

: In Attendance:
! Graham Barker (Director of Services and Development), Susan Archer (Registrar), Mchssa

Watson (Resources Clerical Officer).
AGENDA
E95.47 Apologies for Absence
E395.48 Minutes of the Iast meeting held on Thursday 13 July 1998
; E95.49 Matters Arising
; E93.50 Committee Reports:

50.01  Services Report

50.01.01 Access to information and Service Provision: Collaborative Project between the
| Haemophilia Society and the Birchgrove Group.

50.02  Resources Report

E95.51 Constitutional Review

E95.52 Future Role of the Services Committee
E95.53 Revised 1995 Budget and Plan

E95.54 Macfarlane Trust

54.01 Trustee Nominations
54.02 Proposal from Services Committee: Observers

E95.55 Approaches to the Patron

E95.56 Any Other Business

E95.57 Date, time and place of the next meeting
?’ E95.47 Apologies for Absence

Apologies were received from Mr Nick Lawson, Mr John Pepper and My Caddy Khudabux

E95.48 Minutes of the last mecting held on Thursday 13 July 1995

The Minutes were approved as an accurate record of the proceedings. This was proposed by
Dr Evans and seconded by Mrs Guy.
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E95.49 Matters Arising

i it] i bers and
Mr Cowe enquired, with reference to 95.43, whether the okj system of exec'utwe mem
their relationship with members was still in place. Mr Chris Hodgson replied th'at it was, and
that new ideas on how to develop that relationship will be discussed at the Executive Weekend.

The Chairman enquired whether there had been any response to the solicitor's letter sent
according to the decision made in 95.45. Ms Archer replied there had been no response from
the individual concerned.

Mr Barker explained that the Society had supported the proposed changeg in the rules fmd
constitution of the WFH. Members of the Executive had been consulted but it was not possxb}e
to discuss this at the Exccutive Committee because the closing date for comments was in
August,

E95.50 Committee Reports
50.01 Services Report

Mr Taylor drew member's attention to the minutes of the last meeting of the Services
Committee and highlighted a number of issues.

Mr Taylor stated that the Hepatitis C booklet had been completed and is now available. He
also went on to say that the Hepatitis Roadshow was running successfully.

Mr Taylor reported that there is a wish for World Aids Day to be brought to the attention of

e the membership. It was proposed that a card be sent to alf members. A Government grant
would be applied for to fund the card. However he made the point that if funding was not
forthcoming the Society would not support the project.

Blood Products Policy: Mr Taylor reported on the Society revising its policy with two
significant changes:

h Al} people with haemophilia should have the opportunity to use recombinant products,

2) It is no longer acceptable for people with haemophilia to use intermediate purity products.

The aim is to create a strategy that shifis people from using j i i
. ‘ g mtermediate purity roducts t
high purity and then finally to recombinant products. PATIY products to

t between various
The new policy and
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E95.51

E95.52

50.02

The Executive agreed that the Bulletin advertise the Dublin conference and invite poople to
apply to be part of the UK delegation.

50.01,01: Aceess to Information and Service Provision

[ GRO-D_}had produced an interim report on the projoct that had bocn discussed by the
Services Committee. The Chairman enquired how much was being spent Mr Taylor rephed
that the cost of £3,000 was being split between the Birchgrove Group and the Hacmophilia
Society.

Mr Cowe requested that there be a section on the methodology, sample size of groups ctc  This
was agreed by Mr Taylor.

Resources

Office Premises: Ms Archer reported on the progress of building work, all the major work had
been completed. Due to areas of uncompleted work there are ongoing negotiations with the
solicitors about the lease. The resources committce had suggested that the buslding be modified
with a ramp, which would involve rc negotiations with the landiord

Ms Archer proposed that a new telephone system be installed because of tochnucal
with the existing system. In addition the new system would be cheaper than the presest one
This was agreed by the Executive Commitice.

Constitutional Review

Mr Cowe reported on the latest stages of the constitutional review  The document complics
with Company Law and embodies the spirit of proposed changes. Any 1ssucs should be rarscd
with Ms Archer as soon as possible. He highlighted a problem concerming the virtual
independence of local groups and the effects on the Society's legal position  Thesr OfgaAnSSlOn
is to be considered by the Society to redress the balance, and determine their sctual stastus

Mr Colthorpe enquired about the position on proxy votes, Mr Cowe agroed that it was unclear
and said he would clarify it with the solicitors. In addition Mr Colthorpe folt that the clause
regarding the honorary chairman having the casting vote when two candidates ted m an
election was unsatisfactory. Mr Cowe agreed 10 refer that section 1o the solicitor

Future Role of the Services Committee

The Chairman raised the question of whether there is a future role for the Services Commutice
He made the following points: the majority of issues brought to the Exccutive Commuttec arc
from the Services Committee, most of the Executive Commitice members also st on the
Services Committee, and the role and decision-making capability of the Exccutive has been
greatly reduced. He suggested that the Services Committee was no longer nocossary M
Taylor made several comments in defence of the present Commitiee structure the Senvices
Committec was established to rid the Executive of detailed work, Executive mectings would be
much longer if there were no Services Committee, there is currcntly a clear management
structure that works well and has close links with Society siaff

The Chairman asked the opinion of other Executive members.

—
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E98.53

E95.54

55.01

55.02

Mr Cowe reported on 3 discussion he had had with the solicitors. They believed that a system
of standing committees would be more appropriate for the Society. Mr Cowe felt that the

Semcw Committee was vet another feporting mechanism; as such it was unnecessary. The
Chairman asked Mr Barker to produce a paper on this subject for the next Executive, in

Revised 1995 Budget and Plan

Ms Archer reported on the revised budget for 1995 taking into consideration unexpected
expenditure e.g. hepatitis worker and income. The carrent performance is a deficit of £35,000
for 1995. Expenditure will not inerease but future income is difficult to determine exactly. Mr
Taylor expressed concer about the level of income, he suggested that more could be raised
through fundraising activities, Ms Archer commented on several factors that affected the
Society's ability to raise more funds. The installation of Raisers Edge (a computerised
database) has taken much longer than anticipated, thus using staff time and resulting in lost
opportunities. An important element of fundraising is the use of ‘projects’ which donors can

It was proposed that Mr { GRO-D !attend the Exccutive Weekend and Executive Committee

meetings to inform the Commitice of his fundraising strategy and allow discussion on future
projects,

Executive Committee Weekend

Ms Archer reported on possible agenda items for the Executive Weekend. These were agroed
by the Committee,

It was agreed that Mr Lawson be consulted regarding the payment of Mrs Guy's costs for the
Executive Weekend. .

Maefariane Trust
Trustee Nominations

Mr Taylor reported on the issue of trustee nominations. He suggested that the Executive
Committee ought to consider in the long term, replacements for trustees of the Macfarlane

“““ jof the Macfarlane Trust had explained the criteria for trustees. M
Taylor stressed the need for the Executive to identify candidates as soon as possible.

Proposal from Services Committee: Observers
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E95.56

E95.57

E95.58

Signed:

close to the nature of the problem as they could be. This prompted the Services Commuttos to
propose the idea of two registrants being observers. Copies of minutes would also be made
available. Mrs Guy commented that discussion of certain issues at trustee moctings would be
inhibited by the presence of an observer who was a registrant. Mr Clarke asked what the
purpose of observers was. Mr Taylor replied that certain parties have expressed to ham the
concern that the Macfarlane Trust is not 'in touch’ with registrants necds. In responsc o tus
statement the Chairman commented that issues such as these had been the subject of the review
conducted by the Macfarlane Trust and clarified in meetings and discussions with, for cxample,
the Birchgrove Group. However Mr Barker commented that registrants feel they should be
more involved with policy making etc. The Chairman stated that people cannot be mvolved m
decisions where they may benefit.

Mr Taylor speaking on behalf of the Services Committee proposed that the Socicty formally
request the Macfarlane Trust to allow two registrants o regularly attend Macfariane Trust
trustee meetings as observers. In addition the Macfarlane Trust be asked to make available 1o
the Society copies of minutes of trustee meetings. The first part was not accepled, but the
second part was approved.

Approaches to the Patron

The Chairman reported that the Patron had been approached by the Kent group to attend onc of
their events, without the officers knowing about this event. He suggested that more ¢o-
ordination in the matter of invitations to the Royal Patron would be more appropnate

Any Other Business

Mr Barker reported on an event in Cardiff, at which tribute would be paid 1o Prof Bloom who
had died. He asked if any of the Executive would be able 1o attend, bearing in mund the cvent
was to be held during the weekend of the Executive residential scssion

Date and Time of Next Meeting

The next meeting will take place on 13 & 14 October 1995 ai the Forte Posthouse Hotel, 214
Haverstock Hill, Hampstead, NW3,

GRO-C

The Reverend Prebendary Alan J Tanner

Date: 29 November 1995
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