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ANNUAL GENERAL MEETING OF MDS UK PATIENT SUPPORT GROUP
Friday 4" December 2020 11.30- 1.00pm

Held as Zoom Meeting.

Present via zoom link: Committee Members: Andy Veitch (Interim Chair), Sophie Wintrich (CEO),
Russell Cook, Chris Charlwood, Chris Dugmore, Claudia Richards, Kes Grant, Julie Cockett (Minute Taker).

Jan Edwards (Fundraising Officer), Christine Peel, John Metcalf, Kate Sellars, Therese Lowther, Brian Poulter,
Jenny Owen, Gerald Huntly

Chairperson: Andy Veitch

Agenda ltems

1) Introduction

Andy Veitch introduced himself as Interim Chair in the absence of Edward Peel (Chairman) who is currently
recovering from treatment.

The purpose of this meeting is to present information about its performance and activities to its registered
members, for the financial year ending 315t March 2020.

The onset of the Covid-19 pandemic delayed this AGM. The pandemic has also caused disruption to other
activities of MDS UK, including fundraising, administration, and face to face patient support meetings. It also
caused the postponement of the MDS UK Gala Fundraising Dinner to mark MDS UK 10" anniversary but now
expected to be held in October 2022, given the uncertainty about the economy for next year.

2) Apologies for Absence

Apologies from Edward Peel (Chairman) and Fiona Pirilla. Don Barrett (Treasurer) had difficulties attending
the meeting.

3) Report of the Trustees for year ended 31/03/2020
Sophie Wintrich (CEO) provided an update of activities for the year ending March 2020.

Last year, the charity set strategic targets to strengthen the Charity and broaden our range of activities for the
benefit of our members.

e Clinical research - A PhD candidate was identified in Queen Mary’s College, Belfast University.
Research is based on the repair of damaged DNA, which occurs in all blood cancers. Thus, a
positive outcome from the research could have significant implications for the treatment of blood
cancers.

e Broad Fundraising Strategy — A Fundraising Officer was appointed in March 2020, but Covid-19 forced
us to cancel almost all planned external activities including the Gala dinner.
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Our income continues to rely on support from:

o members — via donations and fundraisers
o pharmaceutical grants
o Lottery Grant was turned down due to over-subscription

Other Activities - up to March 2020.

MDS UK Patient Survey — initial data was accepted as a scientific poster by the main haematology
conference in UJ (BSH)and Europe (EHA)
MDS World Awareness Day - — MDS UK created campaign involving poetry about MDS, which was
adopted worldwide by MDS Alliance.
MDS UK took part in the Make Blood Cancer Visible Campaign, to mark Blood Cancer Awareness
Month in September.
Local Support Groups — The Charity strengthened its local patient groups, by attending a further
group and potential for four new groups, which are more convenient for elderly patients to attend.
The Groups were changed to Online Support Groups in March 2020.
Two editions of an extended version of the MDS UK Newsletter were published, in June 2019 and
March 2020, with a new Newsletter editor.
Clinical trials- MDS UK has maintained and further strengthened the level of PPI (Patient and Public
Involvement) work with the NCRI MDS group of experts. A unique model of partnership was co-
developed, enabling a much broader participation of patients to provide their perspectives and
opinions about a new university led feasibility trial. This model of cooperation will be recommended
as a future best practice model for PPI.
MDS UK has completed the PPI review for the latest update for the National BSH (British Society of
Haematology) Treatment Guidelines for MDS.
MDS UK participated in further commercial trial reviews and research projects for pharmaceutical
companies, from a PPI perspective.
MDS UK submitted evidence for a NICE HTA in January 2020 for Luspatercept, a new MDS drug for
RARS MDS. The HTA was subsequently cancelled, with no new date announced so far. MDS UK
has been actively pursuing discussions regarding compassionate use or early access to this new
drug
MDS UK continues to be members of various groups and umbrella organisations, including BCA
(Blood Cancer Alliance), Cancer 52, which aim to raise awareness of blood cancer issues and rare
cancers respectively.
MDS UK continued to be actively involved at European and international level through organisations
such as EMA (European Medicines Agency) ESH (European School of Haematology), EHA
(European Haematology Association) and ASH (American Society of Haematology), together with
other MDS overseas groups. MDS Alliance activities have been maintained, with MDS UK coming to
the end of its 2-year chairmanship in December 2019. MDS UK continues to lead several working
groups within MDS Alliance.
MDS UK, via the MDS Alliance, has continued to work on the European project on rare diseases
called ERN's (European Reference Networks). The ERN dedicated to rare haematology conditions
is called EuroBloodNet and the main purpose is to share best practice across Europe as well as
facilitate cross-border healthcare and a wider access to clinical trials. However, COVID-19 has
significantly slowed down progress with this project.
via MDS Alliance, - MDS UK maintained its active contribution to the scientific public-private
partnership project, HARMONY, which represents a unique data-sharing collaboration across
European research centres which aims to provide answers to specific unresolved research queries.
Staffing — Three new members of Staff, Office and Database Manager and Membership
Officer/Administrative Assistant, along with a full time Fundraising Officer staff member who joined in
March 2020, taking over from a previous part-time volunteer They are directly employed through
PAYE.
IT - Significant revisions to the IT and database setup were implemented in late 2019, to improve
work processes. However, COVID-19 forced a complete change of work practices and hardware, by
having to operate remotely, as staff needed to work from home. A new IT support company was
appointed for this process.
December 2020 — Update

o Very successful campaign 20for20 — nearly £40k raised

o All team are working virtually

o Increase in work due to Covid-19 and now vaccine along with Covid survey work.

o Virtual Patient Support meetings being held. Hybrid meetings will be the future.
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Question from Gerrard Huntly — which is the priority, Research or Patient Support as DKMS and Anthony
Nolan, find transplant donors.

Sophie answered that MDS would not duplicate the work of the other charities, but raise awareness of MDS
via Research and PPI work, contributing to get approval of clinical trials such as repurposing drugs for cost
efficiency, along with providing Patient support helpline and group meetings.

4) MDS Animation — Myelo’s Hope
Russell Cook introduced himself. He is a former sufferer and volunteer.

2019/2020 was a successful fundraising year utilising the endurance activities such as London Marathon,
Cabbage Patch Run, Great North Run and Prudential Ride 100. The plan was to expand the level of
participants to purchase cycle and running places in 2020. However, these were cancelled. There were
several virtual events and the 20for20 campaign was a great success, raising nearly £40k from 880 donations.

Special mention for fundraisers:

e Alastair Day — running
Chopra Foundation — fundraising event in Nov 19 and part of the 20for 20 campaign
e Jan Edwards — new Fundraising Officer for his work on 20for 20 Campaign.

Myelo’s Hope was funded by Peter Randall in memory of his wife Jan. There has been 57k views of the
launch and over £21k have watched the full animation.

The attendees were shown the Myelo’s Hope animation.

A request for MDS Ambassadors to come forward to support the fundraising and please send any fundraising
ideas to Sophie Wintrich.

5) Adoption of Accounts - year ended 31/03/2020

Don Barrett (Treasurer) was unable to connect to the meeting. Sophie Wintrich talked through the Accounts
for the year ending 315t March 2020 which has been filed with Companies House and available on Charities
Website.

There has been a reduction in funds received from fundraising and no legacies and an increase in operating
costs due to increase in staffing to support the aims of the charity.

There was a request to include the Accounts on the MDS website as well. No further questions were raised.
Russell Cook proposed the adoption of Accounts.

Christine Dugmore seconded the adoption of the Accounts.

6) Any Other Business
There was no other business raised.

Chris Dugmore thanked Andy Veitch for chairing the meeting and thanked Sophie for her hard work. Chris
also thanked the office staff and Committee members for their work and introduced Brian Poulter as a new
Volunteer.
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