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) The Haemophilia Society

= THE 123 Westminster Bridge Road

S HAEMOPH"JA London SE1 7HR
5. SOC'ETY ) Telephone: 0171 928 2020

Facsimile: 0171620 1416

MINUTES OF THE SERVICES COMMITTEE
held on Wednesday 12 April 1995
at Hotel Ibis, 3 Cardington Street, London

Present:

Mr Simon Taylor, Vice Chairman, Mr Chris Hodgson, Vice Chairman, Mr Andy Cowe, Mr Keith Colthorpe,
Mrs Norma Guy, Dr David Evans, Mri GRO-A |

In Attendance:

Mr Graham Barker, Director of Services and Development, Ms Liz Cox, Children and Family Worker, Miss
Shanit Marshall, Clerical Officer.

B95.13 Apologies for Absence
Apologies were received from Dr Mark Winter
B95.14 Minutes of last meeting

The minutes of the meeting of 25 January were previously circulated and it was agreed that these were an
accurate account of that meeting, except for a mistake regarding the date.

B95.15 Matters Arising e,
a) B95.06 Co-option of; _GRO-A _:

PR e e e =

The Committee welcomedih Efrom the Birchgrove Group who was joining the Services Committee
meetings. Simon Taylor would attend future meetings of the Birchgrove Group steering group. This had been
agreed at the previous Services Committee meeting.

b) B95.09

Graham Barker confirmed that the Society would be holding 2 haemophilia days prior to the summer. These
would be as follows: Exeter, 3rd June, East Anglia, 24th June. Chris Hodgson offered to chair the Exeter
meeting and would confirm this with Graham Barker; David Evans agreed to chair the East Anglia Day.

2 further days would be arranged for the Autumn but venues had yet to be decided.

B95.16 Hepatitis
a) Campaign Update

Simon Taylor reported that the campaign had been officially launched on 14 March 1995, the day before a
debate in the House of Lords on a motion put forward by Lord Ashley. The launch had been covered by the
BBC TV News, some radio stations and some local papers, but not the national papers. The basis of the
campaign would be that because of the many similarities with the HIV infection the Society was of the view
that there should be more equitable treatment between those infected with HIV and those infected with HCV.
The Society was calling for:

i) an across the board ex-gratia payment to all those infected with HCV through contaminated blood products
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iiy ascess to a hardship fund for those who become il and the dependants of those who die

CARING FOR PEOPLE WITH HAEMOPHILIA
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i) as & matter of urgency, payroens 1o those who are already il and the dependants of those who have died,

In addition the Society would be calling for adequate resources for hasmophiliz centres and for research, and
for a public education programme.

Members of the Medizal Advisory Panel bad been asked for their views on possible criteria 1o trigger the
access 1o payments from any hardship fund that may be setup.

The press release wos sent 1o over 500 MPs and an all party meeting would be held in the Commons on
Wednssday 26 April. Graham Barker also reported that the response from MPs 10 the letter from the Soclety
had been a gond one, and that over 100 bad given ndication of support, and 150 letters had been sent tw the
Secretary of State on the malter. A5 well a3 this, members who had wiitten 1o their MPs had also beon
responded 10 positively.

Simon Taylor went on 1o raise the issue of there being a Jack of members il from hepatitis C who would talk
1o the media. Tt was agreed that an infected individual who appeared to be well would a0t generate the right
publicity for the cause,

Andy Cowe asked whether the Campaign G;ﬁap had 3 specific figure in mind relating o the amount of
‘recompense money’ it was seeking or whether it was prepured o negotinte. Bimon Taylor's response was that
the Society would have to awail what was offered,

by Hepatitis Task Group
The Hepatitis Task Group beld a meeting on 7 April chaired by Andy Cows in Simon Taylor's absence.

Graham Barker reported that Mandy Cheetham had been appointed as the Hepatids Warker, The Group was
informed that she would be sttending the Hepatitis Diay on May 6th.  Her role would inclade researching the
use of Interferon treatment, as well as the issue of the extent to which centres were following the goidelines
set out by the HODO. She would be falking 1o people with hepatitls 1o find owt how they were affected and
what problems they were expariencing. This information would help define exactly what 5 hardship fund
would be used for.

Graham Barker reported that the Hepatitis Road Show being organised by Bayer had yet to be arranged, but
he sonfirmed that he hoped these meetings would be held after the summer, and was pressing Bayer fr a
speady resclution of any problems.

The Hepatitis bookiet had also been discussed and it was meported that the final drall was currently being
cirentated with a 3 week response deadbine. Schearing had agreed 1o produce a print run of 8000 coples.

The Manor House Group had raised the question of funding for their activities but had not indicated any
specific figure. Funds would be used 1o cover meetings, the sewsletter and sundry costs. Norma Guy siaed
that some of the activities that they wished o prganise would be incorporated into carrent Society svents such
s Hepatitis Days, Simon Taylor stated that the Society would consider any formal proposal for funding from
the Manor House Groug.

Andy Cowe had raised the issue of ncorporating the Manor House Group into the Society's constitution. This
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House Group had invited the Hepetitis Worker o attend s futwre meetings, She also informed the
Commities that the Group would discuss the possibility of one of its members talking to the media,

B9S.I7 HIV
&) Report from Society/Birchgrove mesting on 9 March 1995/HIV Task Group 27 March 1983

Representatives from the Society (Alan Tanner, Simon Taylor and Graham Barker) met with 4 representatives
of the Birchgrove Group {full details of the meeting 1o be circulated) to discuss 3 paper prepared by the

Birchgrove Group. During the discussions a number of areas of broad agreement emerged. These locluded
the geed for the Society to demonstrate Hs commitment 1o people with haemophilis and HIV, the need o look
at the Bulletin and i3 coverage of HIV, the need for improved communications between the Society, the
Macfarlane Trust and the Birchgrove Group, the need 1o give the Birchgrove Group recognition within
Council and the need for joind work between the Society and Birchgrove, and where appropriate, the
Macfarlane Trust,

The editor had met with representatives from the Birchgrove Group and agreed that future editions of the
Bulletin would have 2 page devoted to HIV issuss. The Socizty would work more closely with the Birchgrove
Croup on its sonfereaces, 1t would also consider how to improve its information and advice resources, and
the referral of appropriste calls 1o the Rirchgrove Group. It was also agreed that the Macfardane Trust, the
Birchgrove Group 'aad the Sovisty wmié ;}mdum & mwslmer on information rescurces. The editors would
| Graham Barker reported that the Society was co-
operating with the Birchgrove Gmnp on c@mmxsmnmg a consultant to look at the peeds of long term
survivors and also ways of meeting their needs. The consultant would report on how hest to improve secess to
information and services for HIV positive members and their farpilies.

activities mimng 0 aii areas @f wcxk,, o that members weui:i Zm}w what 10 expect from dm 3&;&}; argd this
was agreed 0.

Andy Cowe raised the issve of the constitulional relationship between the Birchgrove Group and the Society.
1t was agreed that the Constitational Working Party should meet with representatives of the Rischgrove Group
and the Manor House Group as 2 matter of urgency.

)y Memorial

Driscussion took place regarding commissioning s monument in memory of people with haemophilia who died
of AIDS. The Comminee was in favour of this, Simon Tavior expressed the view that the memorial shoald
be situsted in London as it would be the most accessible area for people 1o reach from other parts of the
sountry. He also suggested that the memorial should be secular, possibly in s park or gardens with a place for
people o sit and reflect  Bimon Taylor suggesied the Bmbankment Gardens or College Gresn might be
suitable.

David Evans supported the ides but suggested that 3 seulpture might be very sxpensive, and that metabers
should not be approsched as this could be seen as competing with funding for the Birchgrove forest project.

{ GRO-A__!suggested that the Society chooss a sculptor who had & personal commitment to HIV and

Haemophilia. He expressed that view that the Sociaty should aim more for accessibility than prestige.

Andy Cowe supported the ides of having an open alr monument, bt was not in favowr of the locations
suggested by Simon Tavior, He suggested that all possible sites be considered, inchuding the Roval Parks.
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Simon Taylor agreed 1o look into these suggestions,
BU5.18 Parent Bapport Group

Crsham Barker reported that the Parent Support Group met on 16 March and progress had been made in the
following sreas:

ay Comact Network

The Parent Bupport Group sccepted & proposal for setting up a parent support network,  Initially there would
be three or four parenis acting as co-ordinators for a smell team of volunteer parents that they aiready knew.
Any parent ringing the Soclety seeking contsct with other parents would be put in touch with ope of the tram
of volunteer parents by & parent soeondinator.  Four parents had expressed & sirong interest in becoming -
ordinators. A mesting would be held i varly May Ry them 1o 1ok at how the system would work and what

waining and support stuctures would be nesdod. The parent support nigwork wonld complement oot replace
the work already done by Local Groups wht put new parenis in contact with others,

b} Video

The Northern Group had produced a video of young boys with haemophilis playing and tlking shout
haemophitia. The video would be of considerable help o parents of newly diagnosed chilibren. The Society
had initally purchased 50 for distribution t© Local Groups and contres. The Parent Support Group still felt the
need 1o produce a video thet showed young children with haemophilia growing up and discussed the
possibilities of doing this themselves. Edie Threadgold bad volunteersd, and Liz Cox suggested that she may
have 2 comtact who would produce the video t the cost of materials only. Simon Taylor feli thar information
concerning the Society’s activities should be incladed in the film, so that it could also be used for s wide range

of purposes.

£} Resource Pack for Parents of Newly Diagnosed Children

This pack was reported o be in i3 final stages and would be available in May., The pack would come in a
ring binder so sheels on specific issues could be photocopied and additional material added.  Bayer would
distribute some copies to centres and the Society would hold some. The pack would be given to the parents of
a newly diagnosed child by the centre siaff. It would contain material zbout the Soclety, including an
application form, and the parents would be envouraged o join the Society. The Committee agresd that in
order 1o encourage newly disgnosed people and parents of pewly diagnosed children to beoome members of
the Society, Groups should build contacts with centres and enswre that information displaying Sovlety

_______________________ >

activities should be available a1 afl contres. | GRO-A isuggested that sach Centrs held a copy of the binder

for display purposes and then applied for a copy when they had a newly diagnosed child.
Liz Cox pointed out that the drawings featured in the pack did not reflect ethaic diversity, and that the Society
should ke note of this in future publications.

B945.19 Pullications

Grabam Barker reported that the Society had received 20,000 copies of Introduction 1o Hacmophilia., The cost
of this had been met by Bayer. Copies had been sent to all centres and would be distributed to Local Groups,
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WOk o Degun on tie ROW Lenire DIesiony and atl Copires Do Deen sskeg 1o Proviae delalis on & stanian
form of inclusion. The directory would be funded by BPL.

Drafts of the Blood Produsts guide and the Bepefite goide were currently being circulated for coments.
Neither bad spossorship but both would be produced in house if ascessary.

A publication on von Willebrand disease had been produced by the Centre Directory’ Working Party and may
be gsed in the future for 2 Society publication.

The Anpual report was sirculated for comments.  All agreed that it was a groat improvement on previous
sdditions from the point of view of presentation and content.

Keith Colthorpe ralsed the issue of the Jangusge used in the Bulletin, stating that he had received complaints
about the high level of scientific language in some of the features, David Bvans supported this comment and
sxpressed the view that articles pecded to be simplified further,  Andy Cowe said that he felt there had been
considerable inprovemen in recent issues. Simon Tavior agreed with this.

| GRO-A isuggested that a new approach 1o the design and language of the Bulletin be considered. He also
suggested that a publications Hst be made available.

B95.20 Blood Products

Simon Taylor reported on the corrgspondence from the Deputy Chief Medical Officer on recombinant factor
VIR and a letter from Dr Christine Lee in the Lancet about the risk of parvovirus B19 and the need for
recombinant factor VL. He said the Society should not compromise on safety issues. The Society's policy
was that everyone should have access to the highest possible purity products including recombinant products.

1t was agreed that the Society should ook for opportunities to raise this issue and continually push for people
to be on purer products. It was noted that many still received intermediate purity products and it was agroed
that prople should be moved off intermediate purity products as soon as possible.

Greham Barker stated that Dr Mark Winter would be speaking at the AGM about prophylaxis and
recombinant products and that an article based on his itk could be published in the following Balletin,

BY5.21 Buropean Haemophilia Consortivm

Simon Taylor seported on his discussions with Terkel Anderson of the Danish Haemophilia Society, also
chairman of the EHC steering group, sbout the programme and funding for the meeting. Tt had been agreed
that the EC would contribute approximately £3000 towards the meeting. A finalised date for the mesting
would be provided within the next week or'so. The theme of the meeting would be 'Rehabilitation and
Incorporation of People with Haemophilia in Employment’. He stated that a research project on this issue
would be undertaken by the Danish Society. Sessions on medical issues associated with this subject would be
organised as well as sessions on prophylaxis and new products.

Ba5.22 Pature Staffing Reguirements
Stmoen Taylor reported that foliowing Kate Richards' departure, the staffing requirements for the Services

Department were being reconsidered. He outlined a proposal that had been prepared by Grabam Barker and
Susan Archer, which was accepted by the Commities. The matter would he discussed forther nt the Resrmrene
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Comoities,

B95.23 Any Other Business
Simon Taylor pointed out @ the Committer that this was the last mesting that Liz Cox would attend as her
contract ended in June, He thanked her for all her work, in particular her role in raising the level of awareness
of the needs of children and families within the Suciety.

BG5.24 Date and Tirse of Next Meating

The next meeting will be on 5th July 1995, Andy Cowe and Keith Colthorpe offered their apologies for
absence af this meeting.
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