39,949,572 o $f

Unrelated

Donors D
P o o e
y 805,631 ¢
o

Cord Blood

D } Units
~ 5,8

Ongoing 2>

Projects

1,400
Volunteers

WMDA

Finance & Activities Report 2022



CONTENTS

2022 at-a-Glance, Foreword President, Who We Are

Our Mission, Our History

2022 Achievements

Our Pillars:

Optimising 'Search, Match & Connect’
Supporting Global Development
Promoting Donor Care

Ensuring Quality

How We Share Knowledge

How We Share Knowledge, How We Manage Data

ORLD
ARROW
ONOR
SSOCIATION

Treasurer's Statement

Financial Report




2022 AT-A-GLANCE

\ 2

B e
N

CRER

TRANSPLANTATION

Registries a regular schedule of in-person meetings. | am delighted to pass
approved by the the baton on to Matthew Seftel, your new president, who | know
Certification Body will guide the WMDA wisely as the new strategy is implemented.

P

In-person

membership

meeting Bronwen Shaw, MD PHD
WMDA President 2021-2022

Cwmbon

WHO WE ARE

Mike McCullough, USA
Search, Match & Connect

v
Thilo Mengling, DE

Donor Care

Matti Korhonen, FI Dunia Jawdat, SA
Search, Match & Connect Global Development

Garth Healey, AU Lydia Foeken, NL

Quality Executive Director

FINANCE & ACTIVITIES REPORT 2022 | 03




Cwmbon

OUR MISSION OUR HISTORY

—

988

Provide consistent services and build a
sustainable organisation from which our
members can expect a pragmatic, cost-efficient
approach in the provision of the high-quality
services.

World Marrow Donor Day was launched as an annual day to thank donors
globally.

WMDA merged with BMDW and NetCord.

« We inspire
Exploring and implementing new possibilities,
seeking collaboration and innovation. Being part

of WMDA is stimulating.

EMDIS integrated into WMDA.
WMDA launches a Cellular Therapy Committee.

FINANCE & ACTIVITIES REPORT 2022 | 04
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2022 ACHIEVEMENTS

QUALITY
« Published guidelines how to audit donor centres
+ Inspected nine organisations

NEXT GENERATION
o Created a WMDA Network Linkedln group to connect and share best practices
« Organised a Junior Lab to mentor new members on how to participate in WMDA projects

FINANCE & ACTIVITIES REPORT 2022 | 05
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13 71

Steering Voting
committee User Group
members members

38 5
Meetings Webinars
& info

sessions

6 29

Committee Hours with
members Dutch legal
consultant X privacy

Input to the technical design of Match-Connect

3
Peer Review Updated the Data Transmission and Use Agreement, to comply
with the international privacy law, and distributed the agreement

assessments .
to the community

FINANCE & ACTIVITIES REPORT 2022 | 07
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Committee RFCs Data fields Resources
members reviewed & in dictionary supported
approved

15 2 3

Committee International Active
members meetings projects

Reactivated at the International HLA & Immunogenetics Workshop
2022 following a hiatus

Working on:
« How to bring bioinformatics innovation to the community

« HLA representation in registries & communication
o Assessment of algorithms that facilitate donor/Cord Blood Unit

« selection

S

{

C

A
-\

C
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—
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- by Deborah Buk and C-qfh;erine Burlton | Slides

20220623 - Pillar 2: Preparing_for World Marrow Donor Day
by Ryan Pefia and Martine Schuit | Slides

20220407 - Pillar 2: Get familiar with the operation of a registry - launch of the updated WMDA Handbook
by Valerie Stewart | Slides

20220310 - Pillar 4: Assembling_a Qualification (or Certification) Application in Share
Carolyn Hurley | Slides

& ACTIVITIES REPORT 2022 | 09



https://www.youtube.com/watch?v=4uHHO_Ww3Eo
https://share.wmda.info/download/attachments/341087153/Webinar-Accreditation%20Program%20Applications-Reviewer%20Documentation_2022-10-06.pdf?version=1&modificationDate=1665136767444&api=v2
https://youtu.be/5oXXYtXluYs
https://share.wmda.info/download/attachments/341087153/Understanding%20%26%20reviewing%20IT%20Standards_Sept%2029%20CH.pdf?version=1&modificationDate=1664978156854&api=v2
https://share.wmda.info/download/attachments/341087153/2022%20WMDA%20webinar_status%20of%20CGT%20Industry_complete_slidedeck_20220908.pptx?version=1&modificationDate=1663340680717&api=v2
https://youtu.be/v5Y3_9l53wQ
https://share.wmda.info/download/attachments/341087153/2022-09-01%20WMDA%20Webinar%20Hap-E.pdf?version=2&modificationDate=1662560923434&api=v2
https://youtu.be/Jkjmyv4CPCA
https://share.wmda.info/download/attachments/341087153/2022%20WMDA%20webinar_Sponsor%20Ontime%20Onboard%20Courier_patient%20follow-up_final.pdf?version=1&modificationDate=1657536216379&api=v2
https://youtu.be/j8EBD8hqvrc
https://share.wmda.info/download/attachments/341087153/20220623%20WMDA%20webinar%20WMDD.pdf?version=1&modificationDate=1656345718316&api=v2
https://youtu.be/pXH5cMGsU10
https://share.wmda.info/download/attachments/341087153/20220604%20WMDA%20webinar%20P2_WMDA%20Handbook%20by%20Valerie%20Stewart.pptx?version=1&modificationDate=1650019766450&api=v2
https://youtu.be/-lD3spvqEcQ
https://share.wmda.info/download/attachments/341087153/20220310%20WMDA%20P4%20Carolyn%20Hurley.pdf?version=1&modificationDate=1647253276089&api=v2

-hy be hesitant
bout cord blood

?

gl Jawdat PhD, D(ABMLI)

FINANCE & ACTIVITIES REPORT 2022 | 10


https://vimeo.com/689970660
https://vimeo.com/689986182
https://vimeo.com/690007377
https://vimeo.com/690025119

2 3

Committee Online
meetings education
courses

13 13

Committee Committee
members meetings

Working on:

5

Face to face
workshops*

134
Cord Blood

Banks**

« A flag for extensively tested Cord Blood Units
« Up to date operational and technical information from all

Cord Blood Banks listing their units in the WMDA Search &

Match Service

 Participation in the Scientific Committee of Cord Blood

Connect

*Workshops on donor recruitment, registry operations & cord blood banking.
**Of which 22 are provisional members and 8 are regular members.

Bangladesh

ANCE &

A
—

C

a=y
2 |
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——7(/f’\

Honduras

& Pakistan

TIVITIES REPORT 2022 | 11



L\
‘
-
,

-

35

Individual reporters submitted a SPEAR report*

54

Different reporting organisations*

*The detailed assessment of the SPEAR reports of 2022 is currently carried out by the SPEAR Committee. . A CTIVITIES BERPADRT 0000 | 1
The results will be shared in the SPEAR Annual Report of 2022. ¢t ACTIVITIES REPORT 2022 | 12




New projects were starred in . : session on onboarding a client and what manutacturers
« “Donor genetic findings when and how to requirements are for donor registries
disclose donor genetic findings; considerations

for genetic counseling and informed consent.
“Experiences of unrelated donor registries in
related donor care”: exploring similarities and

differences in providing care to related donors
among unrelated donor registries; establishing
best practices and achieving consensus.

*Updated tables on WMDA Recommendations:
e Table 1 - Recommended medical and lifestyle information at enrolment. _
o Table 3 - Recommended medical assessment at work-up. FINANC
o Table 5 - Recommended schedule for repeating donor assessments in the event of a eay



https://share.wmda.info/x/cQS8G

* x

) o
‘lv“*

* X

fgo:

In July 2022, the European Commission published a proposal for a
Regulation on Standards of Quality and Safety for Substances of Human
Origin. Together with partner organisations and WMDA members, the
WMDA shared a statement letter. This was used in further conversations
with relevant stakeholders, such as the Europeqn Members of Parliament,
to highlight our key concerns on ambiguous articles in the proposal and

prose amended texts for change. The WMDA attended an event in the
European Parliament hosted by the European Blood Alliance to advocate
this message further.

ANCE & ACTIVITIES REPORT 2022 | 14




9

Organisations assessed for WMDA Qualified
WMDA Full Standards

WMDA Accredited
3

Educational webinars

*WMDA is preparing to apply for ISO-17065 to accredit the WMDA Accreditation Programme. ‘ - )
Some terminology used by ISO has been adopted: WMDA reviewers are now called WMDA evaluators. & ACTIVITIES REPORT 2022 | 15




Total No. of Donors & Cord Blood Units

18,510,677

10,282,243

6,050,499

123,271

5526276 ¥%

FINANCE & ACTIVITIES R




COVID-19 did have an impact on the progress of preparing the application for ISO-17065 for the
WMDA Certification Body. In 2022, a document control management system was implemented and

the pillar was reorganised. The Registry Operations & Regulation Committee moved to the Pillar 2:

Supporting Global Development. Pillar 4: Ensuring Quality, will be entirely devoted to the WMDA
Accreditation Programme as a Certification Body.

In 2023, WMDA continues to work on adjustments to our Certification Scheme according to Dutch
Accreditation Council requirements.

FINANCE & ACTIVITIES REPORT 2022 | 17




OUR PILLARS: ENSURING QUALITY @

Cwmon

g o e s

WMDA QUALIFIED AND (RE-)ACCREDITED ORGANISATIONS

Country
AT
AU
AU
BE
BE
CA
CA

DK
ES
ES
Fl
Fl

Organisation

Austrian Bone Marrow Donor Registry

Australian Bone Marrow Donor Registry (CORD)
Australian Bone Marrow Donor Registry

Marrow Donor Program Registry Belgium (CORD)

Marrow Donor Program Registry Belgium
Canadian Blood Services Stem Cell Registry (CORD)
Canadian Blood Services Stem Cell Registry

Danish Stem Cell Donors - West

Registro de Donantes de Médula Osea (REDMO) (CORD)

Registro de Donantes de Médula Osea (REDMO)
Finnish Stem Cell Registry (CORD)
Finnish Stem Cell Registry

Accreditation Status '
WMDA qualified (D) 2017
WMDA accredited (D/C) 2017
WMDA accredited (D/C) 2017
WMDA qualified (D/C) 2017
WMDA qualified (D/C) 2017
WMDA accredited (D/C) 2017
WMDA accredited (D/C) 2017

WMDA qualified (D) 2017
WMDA qualified (D/C) 2017
WMDA qualified (D/C) 2017
WMDA accredited (D/C) 2020
WMDA accredited (D/C) 2020

FINAINECESSSAGCHIVANTESIRIERPORIFZOINNG



OUR PILLARS: ENSURING QUALITY @

Cwmon

g o e s

WMDA QUALIFIED AND (RE-)ACCREDITED ORGANISATIONS

Country
FR
FR
GB
GB
GB
GB
GB

NZ
PL
SA
SE
SE
SG
SG

Organisation

France Greffe de Moelle Registry - FGM (CORD)
France Greffe de Moelle Registry - FGM
Anthony Nolan (CORD)

Anthony Nolan

DKMS United Kingdom

NHS Blood and Transplant - BBMR (CORD)
NHS Blood and Transplant - BBMR

New Zealand Bone Marrow Donor Registry
Fundacja DKMS

Saudi Stem Cells Donor Registry

Tobias Registry (CORD)

Tobias Registry

Singapore BMDP

Singapore Cord Blood Bank (CORD)

Accreditation Status ’
WMDA accredited (D/C) 2017
WMDA accredited (D/C) 2017
WMDA accredited (D/C) 2017
WMDA accredited (D/C) 2017
WMDA qualified (D) 2020

WMDA accredited (D/C) 2020
WMDA accredited (D/C) 2020

WMDA accredited (D) 2020
WMDA qualified (D) 2020
WMDA qualified (D) 2020
WMDA accredited (D/C) 2020
WMDA accredited (D/C) 2020
WMDA accredited (D) 2020
WMDA qualified (C) 2017

FINAINCESSSACTINVINIES REPORIF2022H N9



OUR PILLARS: ENSURING QUALITY @

WMDA QUALIFIED AND (RE-)ACCREDITED ORGANISATIONS

Country  Organisation Accreditation Status

TH Thai National Stem Cell Donor Registry WMDA qualified (D) 2017
™ Buddhist Tzu Chi Stem Cells Center - BTCSCC (CORD) WMDA accredited (D/C) 2017

The blue-marked registries performed a WMDA Certification/WMDA Qualification/WMDA (re-)Accreditation process in 2022.

Please note that the accreditation status is listed in the following way:
» Qualified/Accredited: where qualified indicates compliance with benchmark standards and accredited indicates compliance with full standards.
« (D)/(C)/(D/C): indicates the source of cells for which the registry has been granted qualification/accreditation (i.e. donors, cords or both sources)
« 2017/2020: indicates the version of the WMDA Standards the registry complies with.

« WMDA qualified (D) 2017: organisation that has been granted WMDA Qualification status (only benchmark standards) for donors according to
WMDA 2017 Standards. FINANGE SPAGTIVITIESIREPORIFORIN D0




Cwmbon

HOW WE SHARE KNOWLEDGE

VWIVILJA Mmember Qe ® O

SPEAR Annual Report data
Membership website: WMDA members can connect and collaborate
through WMDA Share

Stem Cell Matters: monthly newsletter sent to a wide network of

o Customised match lists: WMDA offers a variety of filter options to
customise the match lists to facilitate the selection of the best
suitable stem cell source

» Data back to the registry: by setting up connections, registries can

download the match lists in their local system
healthcare professionals

Guidance shared by the Cellular Therapy Committee

o ACTIVITIES REPORT 2022 | 21



https://wmda.info/wp-content/uploads/2022/07/CORRECTED-21042022-GTR-2021-Summary-slides-002.pdf
https://statistics.wmda.info/
https://statistics.wmda.info/
https://wmda.info/professionals/promoting-donor-care/adverse-events-searspear/
https://share.wmda.info/display/WMDAREG/Database
https://share.wmda.info/x/FABtEQ
https://wmda.info/
https://worldmarrowdonorday.org/
https://share.wmda.info/
https://pubmed.ncbi.nlm.nih.gov/?sort=date&term=J%C3%B6ris+MM&cauthor_id=35397653
https://doi.org/10.1038%2Fs41409-022-01667-w
https://doi.org/10.1038%2Fs41409-022-01563-3

HOW WE SHARE KNOWLEDGE

Unrelated HPC Marrow, HPC Apheresis and HPC Cords
shipped worldwide 1997-2022

Number of shipments

1997 | 1998 | 1999 | 2000 | 2001 | 2002 | 2003 | 2004 | 2005 | 2006 | 2007 | 2008 | 2009 | 2010 | 2011 | 2012 | 2013 | 2014 | 2015 | 2016 | 2017 | 2018 | 2019 | 2020 | 2021
= Cords 14 | 49 | 366 | 508 | 691 | 796 | 1466 1,703 2,336 2,622 | 3,276 3,523 3,760 | 4,047 | 4,110 4,150 4,040 3579 3,413 3,274 3,001 2,783 | 2,865 2,783 2,584
mApheresis| 113 | 170 | 549 | 1,049 | 1,549 2,485 3,198 4,133 | 4,798 | 5479 | 6,284 | 7,259 | 8,161 | 9,259 10,468|10,986|12,047|12,666 12,831 13,432|14,129 14,998 16,408 16,855 18,349
:ﬁa_rrp_w 13,033 3,461 3,638 3,514 3,136 3,392 3,187 3,132 | 3,111 2,952 | 3,155 3,221 3,441|3,574 3,744 4,126 @,oéﬂ_d_,xsof_d,p'?a5_:_1,'953 14,128 3,964 39252?35235?

FINANCE & ACTIVITIES REPORT 2022 | 22


https://share.wmda.info/x/NKMZGQ

HOW WE SHARE KNOWLEDGE HOW WE MANAGE DATA

MATKOIMIA HMERA
EBEAONTH A0TH

f I
XOpIOE %L’
pios

zle (excl. WMDA staff)

WMDA staff and users of the WMDA Search & Match Service can only
Number of first time attendees access the information through multi-factor authentication. This security
update was implemented when the new version of the WMDA Search &
Match Service went live in July 2022. As registries are providing complete

A f ticipants for th ti
verage score of pdarticipants tor the event in datasets on their donor and cord blood data, it was important to

general (out of 10) implement additional security measures.
ELLO
EIDEN  Fqce-to-Face Event

WMD FINANCE & ACTIVITIES REPORT 2022 | 23
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https://worldmarrowdonorday.org/memories/world-marrow-donor-day-2022/

Cwmbon

TREASURER'S STATEMENT

software development and HR.

Reserves
At the end of 2022, the assets of WMDA were Euro 1,337,461. These reserves are allocated to continue the operations of both WMDA and the

Certification Body. Part of the reserves of NetCord and BMDW is allocated to invest in Match-Connect.

1T 2022 | 24




Cwmbon

TREASURER'S STATEMENT

/ OLIVER KURSTEINER, PHD
' WMDA Treasurer, 2019-2022

FINANCE & ACTIVITIES REPORT 209




Note on statements:
General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

FINANCIAL REPORT

EC contribution
17%

Online eduction
programme

2%

WMDA qualification
and ongoing
accreditation fee ___
4%

Meeting income
2%

WMDD Sponsoring
4%
Search & Match
download fee
3%

Other

WMDA qualification

and ongoing  Online eduction
accreditation fee _

5%

Meeting sponsoring _
6%

Meeting income
2%
WMDD Sponsoring /
7% .

Search & Match
download fee
3%

26




Note on statements:

FI NAN CIAL R E PO RT General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

category Foundation includes costs amongst other

HR, finance administration, team building.
Supporting Global

Development
9%
Member Engagement lInnovation
12% 3%

FINANCE & ACTIVITIES REPORT 2022 | 27




Note on statements:

FI NAN CIAL R E PO RT General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

All WMDA members are committed to pay their membership fee.
WMDA has a few members who are not able to pay their membership fee due to bank sanctions.

The Financial Statements 2022 have been prepared by WMDA's accounting office.

FINANCE & ACTIVITIES REPORT 2022 | 28




Note on statements:

FI NAN CIAL R E PO RT General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

The WMDA has marked continuity reserves in place to enable WMDA to meet its obligations in the long-term, in case of stagnated
income or after an incident with an impact on expenses. The Certification Body has reserves for the continuity of the WMDA
Certification Programme. Earmarked reserves are the reserves of NetCord and BMDW.

The Financial Statements 2022 have been prepared by WMDA's accounting office.

FINANCE & ACTIVITIES REPORT 2022 | 29




Note on statements:

FI NAN CIAL R E PO RT General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

Result

The Financial Statements 2022 have been prepared by WMDA's accounting office.

FINANCE & ACTIVITIES REPORT 2022 | 30




Note on statements:

FI NAN CIAL R E PO RT General Accounting Principles for the preparation of the financial statements: The financial statements are prepared
according to the Netherlands Civil Code. A complete and detailed report can be requested at: mail@wmda.info.

global communitfy connecfed by fechnology, dafa, qualify and educafion;

2. The promotion of donor safety, and the role that registries play to balance donor rights and patient care.

The strategic plan will be presented to the WMDA membership in June 2023.

FINANCE & ACTIVITIES REPORT 2022 | 31
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World Marrow Donor Association

WMDA

World Marrc;\;v Doné
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matching donors = serving patients



