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THE COVI-DO STUDY:

ON THE TRAIL OF THE CORONAVIRUS

When typing donors, our DKMS Life Science Lab
analyzes the immunogenetic information (HLA, KIR,
MICA/B, CCR5 and ABO/Rhesus blood groups) that
is relevant for matching stem cell donors to blood
cancer patients. But as the pandemic unfolded, the
guestion soon arose as to whether these immunoge-
netic factors might affect the risk and development
of a COVID-19 infection? Some indications seemed
to suggest they did, so we set up a large-scale study
to take a closer look. Our goal was to gain a better
understanding of COVID-19 so that at-risk groups
could be better protected, and patients would
receive more effective treatments.

First of all, a DKMS research team surveyed
around five million German-based, DKMS-registered
stem cell donors online, asking if they had been tested
for the virus, received a positive result, and if there
were any underlying factors that might put them at
greater risk if they contracted the disease. “The response
was overwhelming,” says a delighted Dr. Alexander
Schmidt, Chief Medical Officer at DKMS. In total,
924,557 donors took part in the study, of whom 7,948
had tested positive for a SARS-CoV-2 infection.

Next, with the respondents’ permission, of
course, the COVID-19 information they had volun-
tarily provided was linked to the data already held
about their HLA characteristics and other immuno-
genetic factors. The study revealed that, contrary to

the expectations of many experts, HLA characteris-
tics relevant to donor selection had no bearing on
the development of COVID-19 infections. However,
the DKMS research team was able to confirm that
familiar risk factors - such as higher ages and body
weights, and conditions like diabetes and high blood
pressure - did indeed affect the risk of infection

and the development of the disease. Our study also
showed that frequency of infection in people with
blood group A was slightly higher than for those
with blood group O, although blood group was not
found to have any discernible effect on the develop-
ment of the disease.

“We would like to say a heartfelt thank-you
to everyone who took part in our study, for their
trust and their support in helping us combat the
pandemic,” says Schmidt, adding that the findings
are also very constructive in the fight against blood
cancer. “The study is helping us gain an even better
understanding of how the immune system works -
and the immune system plays a crucial part in the
selection of matching donors for patients,” adds
Prof. Dr. Johannes Schetelig, Head of the Clinical
Trials Unit and leader of the Covi-Do study. “Also,
the findings are helping make stem cell transplants
even safer and more successful.” In summer 2021 the
research team launched another survey, this time on
the potential long-term effects of a COVID-19 infec-
tion. The findings are not yet out.

NEW DKMS ONLINE PLATFORM
FOR MEDICAL SPECIALISTS

Sharing knowledge and supporting medical
advances in the field of stem cell transplants
was also the goal behind the development
of our online platform for medical specialists
in 2020. Since early 2021, doctors, health-
care professionals and scientists have been
able to find all the most important informa-
tion on hematopoietic stem cell transplants
at www.professional.dkms.org. The website
provides a clear overview of the work car-
ried out by the various DKMS departments
and offers comprehensive insights into the
scientific studies and publications of our
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non-profit organization. It also offers access
to services, grants, and funding programs
available from DKMS.

dinmmatoon sl Seeeices o bashEare Deoestionals
s ———




A MILLION EUROS FOR SCHOLARSHIPS

One part of our commitment to research and educa-
tion is especially close to our hearts: the long-term
funding of upcoming generations of scientists. Every
year the DKMS Foundation for Giving Life presents
the John Hansen Research Grant to as many as four
young candidates. Each grant is worth €240,000 and
supports promising international research projects in
the field of blood stem cell transplants and cell ther-
apy. Here, too, the aim is to significantly increase the
chances of recovery and survival for blood cancer
patients.

In 2020, the grants were awarded to: Dr. Cynthia
Perez of the Centre Hospitalier Universitaire Vaudois
in Lausanne (Switzerland), Dr. Andrea Schmidts of
the Massachusetts General Hospital Cancer Center in
Charlestown (USA), Dr. Youli Ktena of the renowned
Johns Hopkins University in Baltimore (USA), and
Dr. Mirjam Belderbos of the Princess Maxima Center
for Pediatric Oncology in Utrecht (Netherlands).

“It’s a huge honor and a privilege to receive
this research grant,” said Dr. Youli Ktena. “It will allow
me to continue pursuing my research. My goal is to
make stem cell transplants even safer and more suc-
cessful for patients who need this effective and often
lifesaving therapy.”

Besides the John Hansen Research Grant, the
DKMS Foundation for Giving Life presents the annual
Mechtild Harf Science Award, also in recognition of
outstanding achievements in research by medical
experts of international renown. In 2020 the pres-
tigious award went to Prof. Dr. J. H. F. Falkenburg,
from the Netherlands. The professor of hematology
is deputy head of the Department for Hematology
at the Medical Center of the University of Leiden
(LUMC) and one of the most prominent researchers
in the field of immunotherapy of hematological dis-
eases. Professor Falkenburg’s achievements include
groundbreaking contributions to the treatment of
leukemia with donor T-cells. He donated his €10,000
prize money to the charitable trust of the Depart-
ment for Hematology at the Medical Center of the
University of Leiden.

ONE DONATION, TWO LIVES SAVED

Keeping an open mind and venturing into uncharted
territory is not just important in research. It is also
essential in practice. In 2020, we introduced a new
organization that specifically benefits our patients:
the DKMS Stem Cell Bank gGmbH. Here, the primary
focus is on speed, because the faster a stem cell
transplant is carried out, the greater the chances of
survival and recovery for many patients. So, to sup-
port patients even more, we intend to keep a store
of stem cells from DKMS donors with especially
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Award-winner in 2020: Prof. Dr. J. H. F. Falkenburg

common HLA characteristics. This has the advan-
tage that patients whose HLA characteristics match
those found in a donation in our store can receive
their transplant directly, without having to wait. The
cells they need are already available and ready for
transplant almost immediately.

To build up the DKMS Stem Cell Bank, we are
requesting the support purely of DKMS donors who
are already donating stem cells through peripheral
donation anyway. On occasions, far more cells are
collected than the patient actually needs. Whenever
we expect this to be the case, we ask the donor if
they would be prepared to extend the donation pro-
cedure and donate their “excess” cells to our bank.
Except for the slightly longer time it takes, there are
no disadvantages at all for the donor, nor any health
implications. With their permission, their extra stem
cells are cryo-preserved in the Stem Cell Bank at
-180°C - and could soon provide a transplant that
could save the life of another blood cancer patient.
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THE DKMS REGISTRY - ANOTHER MILESTONE
About one in three patients who need a stem cell
transplant find a matching donor within their own
families. But what many people don’t realize is that
the rest depend on stem cells from unrelated donors.
In 2020, this was the case for about 63,000 patients
worldwide. In instances like these, the search for a
suitable stem cell donor is coordinated by what are
known as donor registries. These are organizations
that administrate databases containing the HLA
characteristics of all potential stem cell donors. The

<

data is pseudonymized beforehand so that it can-
not be directly traced back to the owner. Although
most donor registries are national, they are linked to
other registries around the world to help the treating
doctors at transplant clinics find a suitable donor for
their patient.

To continue improving the search process,
on August 1, 2020, we established the DKMS Reg-
istry, an independent and globally active subsidiary
of DKMS. Based in Tubingen, Germany, the DKMS
Registry allows us to present the typing profiles of

DKMS DIRECTOR THILO MENGLING
APPOINTED TO WMDA BOARD

'\

The pandemic has been an urgent reminder to
us all of the importance of international collabo-
ration on many levels in the fight against blood
cancer. The World Marrow Donor Association
(WMDA) is dedicated to precisely this issue. Its
mission is to promote global collaboration and
the sharing of best practices for the benefit of
stem cell donors and patients. It is controlled by
the WMDA Board, which consists of international
experts on the various aspects of donor searches
and stem cell extraction and transplantation.

The work of the WMDA is divided into 4
pillars: Search, Match & Connect, Global Devel-
opment, Donor Care and Quality. At the begin-
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Thilo Mengling has been
Director of International
Medical Science at
DKMS since 2019.

ning of January 2021, Thilo Mengling, Director of
International Medical Science with DKMS, started
contributing his expertise to the WMDA Board
as head of Promoting Donor Care. He has been

a member of this area of work for more than 10
years, focusing on donor acceptance criteria and
medical standards, among other things.

Thilo Mengling is delighted to be
appointed to the WMDA Board. “I am looking for-
ward to seeing what new opportunities will arise.
As an organization, we will be able to broaden
the scope of our work so far and play an active
part in shaping and advancing international col-
laboration in the WMDA.”




our donors in full to support global donor searches.
Previously, this had not always been possible at short
notice because DKMS typing profiles exceed the
standard, and some typing parameters that only we
establish were difficult to display in existing regis-
tries. Under the new arrangement, transplant clinics
can now look for an even more exact “genetic twin”
for their patient - because the closer the match, the
better the chances of a stem cell transplant being
successful in the long term. The DKMS Registry
holds the details of about 25 percent of registered
donors worldwide. “We are proud to represent so
many donors and be able to procure the right one
when the need arises,” says Dr. Julia Pingel, CEO of
the DKMS Registry. But the DKMS Registry doesn’t
just procure DKMS donors for patients worldwide;
in Chile and India it also acts as the first point of
contact and as a search unit for clinics. “Our profes-
sional search coordinators search the global pool of
almost 40 million registered donors to find the best
match for patients in Chile and India and help clinics
procure the stem cell products they need,” Dr. Julia
Pingel explains. “Our work makes a vital contribution
to increasing access to stem cell transplantation in
these countries.”

ETHNIC DIVERSITY SAVES LIVES

Our mission - and passion - is to procure donors
across the globe and help patients worldwide. Work-
ing with foresight, we are already devoting our atten-
tion today to the needs of patients tomorrow whose
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Highly motivated: the DKMS team in South Africa

lives will depend on our work. As we do so, we are
keeping continuing globalization firmly in mind -
because in order to offer as many people as possible
from different ethnic backgrounds a second chance
at life, we need our stem cell donor center to be as
diverse as it possibly can. That’s why we are doing
more and more to grow our organization internationally.

But why does all this matter so much? In each
ethnic population, certain combinations of HLA char-
acteristics are particularly common, so the chances
of finding a “genetic twin” within your own ethnic
group are considerably higher than elsewhere. But
as yet, many of these specific combinations of char-
acteristics are hugely underrepresented in donor
centers around the world. In Germany, nine out of
ten patients find a suitable donor; worldwide only
six in every ten do. In addition, as society becomes
ever more globalized, the combinations of genetic
characteristics are becoming increasingly diverse
and complex. For patients from mixed ethnic back-
grounds especially, this complexity can make finding
a matching donor particularly challenging.
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NEW HOPE FOR BLOOD CANCER PATIENTS WITH
AFRICAN BACKGROUNDS

The only way we can rise to these challenges is by
working across international borders and at a global
level. That’'s why DKMS currently operates in seven
countries - Germany, the USA, Poland, the UK, Chile,
India, and South Africa - on five different continents.
As we continue to grow, we constantly develop val-
uable partnerships with local donor centers world-
wide. In May 2020, DKMS joined forces with South
Africa’s Sunflower Fund, a non-profit organization
that has been fighting blood cancer for more than 20
years. The Sunflower Fund brings to the partnership
its extensive knowledge and a wealth of experience
in the registration of potential stem cell donors from
South Africa, Namibia, Ghana, and Nigeria. It also
runs a support fund for patients who cannot afford

a transplant. “Increasing the diversity of the donor
pool is absolutely crucial,” says Alana James, Coun-
try Executive Director DKMS Africa. “We believe our
partnership with DKMS offers us a fantastic opportu-
nity to integrate not only South Africa but also other
African countries and bring new hope to patients
there.” In March 2021, ‘The Sunflower Fund Partnered
by DKMS’ became a member of the global DKMS
family: DKMS Africa.

HELP FOR PATIENTS IN POORER PARTS OF THE
WORLD

The fact that blood cancer knows no borders is
already well established. But the same is also true of
other blood disorders, such as thalassemia and sickle
cell anemia. Both are caused genetically, so they often
affect small children. For patients like these, a blood
stem cell transplant is their only hope of a healthy
life. But obtaining the often lifesaving treatment is
especially challenging in poorer parts of the world.
Patients and their families often find themselves con-
fronted with medical costs they simply cannot afford
and that are also not covered by their health insur-
ance, if they have any, or the health system.

“When it comes to giving people a second
chance at life, we collaborate across borders at a
global level. In our quest to help, we leave no stone
unturned. Anyone whose life depends on a stem cell
transplant deserves to have one,” says Dr. Elke Neu-
jahr, Chair of the Board of Directors, DKMS gGmbH.
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To advance this cause, in 2020, we developed several
programs primarily for patients in low- to medium-in-
come countries:
¢ Giving the hope of a healthy life:
Our patient-support program means we can help
cover the costs of blood stem cell transplants for
patients who would otherwise have no access to
this lifesaving treatment. Between 2018 and 2020,
our fund helped us enable 191 transplants.

¢ Finding the perfect match: Our free HLA typing
program means we can support people seeking
a donor within their own family to give them the
stem cells they need for a transplant. We type
both the patient and their family members free of
charge. And if they can’t find what they need that
way, we support them in the search for an unre-
lated donor.

¢ Building a better future: As part of our capac-
ity-building program, we support projects to
increase transplant capacity so that more patients
can receive the lifesaving therapy they so urgently
need. We also support training programs for doc-
tors and healthcare professionals to sustain capac-
ity once it has improved.

In addition, we partner with local transplant clinics
and other non-profit organizations fighting for the
same goal as us: better access to blood stem cell
transplantation. The main ones include the Sankalp
India Foundation and Cure2Children. Both of these
benefit from our free HLA typing program, meaning
they can invite patients and their families to what
are known as thalassemia camps for typing. Count-
less patients - usually small children - travel to these
camps with their families, often from far away, to
provide cheek swab samples so that we can find

out if a family member could be the stem cell donor
that’s needed. Their samples are then HLA-typed at
our DKMS Life Science Lab, the cost of which is cov-
ered by our organization. Between 2018 and the end
of 2020, a total of 9,037 people were typed in this
way, most of them from India and Pakistan. 2,066
were typed in 2020 alone. This has allowed us to
find 712 potential related donors to give patients the
hope of survival and a healthy life.
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JOURNEY INTO A NEW LIFE

Jishan, a patient, and his little sister, who
donated her stem cells to him

By the end of 2020, our financial support had
enabled 191 sick children to receive a stem cell
transplant. One of them is Jishan, from Vijapur, a
small town in India. Jishan was just four months
old when his parents received the devastating
diagnosis: their little boy had thalassemia. Thal-
assemia is a widespread hereditary disease, and
every year, more than 10,000 children in India are
born with it.

Although they knew little about this
life-threatening form of anemia, Jishan’s par-
ents stopped at nothing to ensure their little
boy could be treated. He received his first
blood transfusion in Vijapur - but it wasn’t long
before his parents found out that from now on,
Jishan would need hours and hours of the same
time-consuming treatment every month. Unable
to afford private healthcare for him, his parents
decided to have Jishan treated in a state hospi-
tal. This meant undertaking a grueling journey
every three weeks, taking several hours to get
there from where they live.

On one of their visits to the hospital, they heard
about a non-profit organization called the
Sankalp India Foundation. As a partner organi-
zation of ours, the Sankalp India Foundation is
dedicated to providing easier access to reliable,
suitable medical treatment for children with
life-threatening conditions like thalassemia. They
also offer free blood transfusions in nine clinics
across the country.

The family’s first visit to the Sankalp
Center offered them a new glimmer of hope
when they learned that a blood stem cell trans-
plant could cure their son for good. In conjunc-
tion with our free HLA typing program and the
non-profit Cure2Children, Sankalp arranged for
Jishan and his family to attend a thalassemia
camp. These typing events attract many fami-
lies from across the land, who come in the hope
of a healthy life for their children. Jishan’s family
swabbed their cheeks for samples to see if any
of them were a matching donor for the boy, and
their swabs were sent to the DKMS Life Sci-
ence Lab in Dresden for analysis. Finally, there
was good news for the young parents: Jishan’s
little sister had turned out to be an identical
HLA match to her brother. This meant she could
become his donor and save his life.

But the question the family now faced
was how to pay for the upcoming stem cell
transplant? Jishan’s parents were in no position
to cover the costs themselves, and so they did all
they could to organize the necessary funding. In
the end, DKMS, the Cipla Foundation, the Jalaram
Abhyuday Trust and Chief Minister‘s Relief Fund
all contributed to the cost of the treatment, pav-
ing the way for the lifesaving transplant. It was
carried out at the CIMS Hospital in Ahmedabad,
where the transplant unit is directed by Sankalp
and Cure2Children.

Since his stem cell transplant in October
2020, Jishan has made a great recovery. We
are very pleased and grateful to have worked
with Sankalp, Cure2Children and a wealth of
other helpful individuals and organizations to
give Jishan the chance of a healthy future.
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SHARING EXPERIENCES
THROUGH THE GLOBAL
COLLABORATION GRANT

As the world’s leading stem cell donor center,
sharing our knowledge, experience and
resources with international partners and
organizations is a matter very close to our
hearts and the reason we issued our second
Global Collaboration Grant, in 2020. This is
awarded to support the work of international
registries and donor centers that share our
goal of giving as many blood cancer patients
as possible a second chance at life. The prize
includes free HLA typing at the DKMS Life
Science Lab for 5,000 samples, about 50
hours of training for employees, and €25,000
for materials to support public relations work
and donor retention.

Before the training courses, the win-
ners first define what they would like to focus
on. Potential issues include quality man-
agement, process management, and med-
ical topics. The courses are then delivered
by DKMS colleagues working at one of our
seven locations. Afterwards, the trainer and
group work together to develop construc-
tive communication measures that will allow
them to reach out as successfully as possi-
ble to the public and registered donors in
their country. Due to the pandemic, all of the
training courses were delivered online, with
the advantage that significantly more partici-
pants were able to join than if we had carried
out the courses physically.

In 2020 the Collaboration Grant went
to the Russian-based charitable fund Karelian
Registry of Unrelated Hematopoietic Stem
Cell Donors, and to the Ukrainian Bone Mar-
row Donor Registry, a charitable foundation
based in Ukraine.
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KNOWLEDGE CAN SAVE LIVES

Familiarizing young people with the topic of blood
cancer, stem cell donations, and what they can do

to help is vital and should happen as soon as possi-
ble - because when our donors turn 61, we remove
them from our records, partly to protect them and
partly because of their age. To maintain the chances
of finding a donor, we urgently need young people
to sign up. For this reason, alongside our activities in
medicine and the sciences, we have added education
and information to our statutes and strengthened our
focus on this area of our work.

Over the last few years, we have already been
steadily developing our activities at schools. By the
time the pandemic struck, more than 100 info events a
year across Germany were raising awareness and were
educating school students about the opportunity to
register as a stem cell donor. To offer the best possi-
ble support to teachers as they tackled this important
topic, we presented them with visually attractive fold-
ers containing modular lesson materials. Our lesson
plans for biology, religious education, ethics, German,
and social science lessons combine a variety of differ-
ent measures to support independent learning.

In 2020, we added an online biology lesson to
our analog training program, primarily to deal with the
changing school situation caused by the pandemic.
“Our many conversations with teachers showed very
clearly just how challenging the situation in schools is
and how grateful staff are for support,” reports Svenja
Ebbing, responsible for education communication in
our Donor Recruitment department. Our innovative
online lesson takes DKMS one step closer to digitali-
zation and provides online content for students and
teachers to access anytime, anywhere. The lesson
can be easily adjusted to suit the group and delivered
at the class’s own speed. The materials are intuitive
to use and teach with. The 45-minute session gives
young people a basic understanding of the circulatory
system, blood cancer and stem cell donation, so they
can make their own confident, well-thought-out deci-
sion as to whether to register as a stem cell donor.

SPECIAL AWARD:

THE DKMS SCHOOL CERTIFICATE

“We stayed in contact with schools the whole time
they were closed or students rotated to reduce class
sizes. This allowed us to communicate closely and
directly with teachers and pupils and respond quickly
to the latest developments,” explains Marina Miller,
head of the DKMS schools project. “Our team tailors
its solutions for schools wanting to integrate our work
into their lessons or carry out a donor drive, to suit
their situation and possibilities as closely as possible.”



Over the years, many schools have started making
donor drives a regular event. By the end of 2020,
3,536 school donor drives had been carried out,
bringing in 451,618 new registrations. Of those, 5,739
donors actually went on to donate stem cells. To
publicly express our gratitude to these schools for
their longstanding commitment, we introduced the
DKMS School Certificate, which we first awarded in
the 2020/2021 school year. The special accolade is
presented to schools that have carried out three or
more donor drives. In 2020 it was presented to three
schools in the German state of North-Rhine-West-
phalia and three in the state of Hesse, who received
it on behalf of numerous grammar and compre-
hensive schools, and vocational colleges. The DKMS
School Certificates were presented at special press
events, by the North-Rhine-Westphalian Minister for
Schools, Yvonne Gebauer, and Hesse’s Minister for Edu-
cation, Prof. Dr. R. Alexander Lorz. Further similar events
are currently being planned with the Ministers for
Education and Senators of other federal states as well.
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Dr. Elke Neujahr: “Education and information, medi-
cine and science, and a stronger international com-
mitment are essential in the fight against blood
cancer.” For this reason, she adds, DKMS has sig-
nificantly increased its field of activity as a stem

cell donor center over the last few years. “These are
important cornerstones of our work, and we intend to
continue developing them in the future - because to
accomplish our mission, we have to think holistically
and dare to try something new,” she emphasizes.

PRESS EVENT

With the headmasters of the award-winning schools
(from left to right): Dr. Peter Luetke (Paderborn),
Yvonne Gebauer (Minister for Schools and
Education in North-Rhine-Westphalia),

Marco Lohmann (Cologne), Dr. Elke Neujahr (CEO
of DKMS), Mathias Gehle (Warburg).

=
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QUALITY IS OUR
STANDARD

We want to give as many blood cancer
patients as possible worldwide a second
chance at life through a stem cell
donation and permanently increase their
chances of survival. That’'s why our
investments reach beyond new areas of
work and into the field of quality. When it
comes to steadily improving our e
Xisting processes and implementing
innovative, new solutions, we do all we can
to be even more efficient and successful.

In our field of work, human lives are at stake. That’s
why patients and donors are the focus of everything
we do and at the heart of our highly complex pro-
cesses. To us, success means helping as many people
as possible - and that takes extreme care and excel-
lence in every respect. Since we were founded,
optimizations and groundbreaking innovations have
allowed us to constantly improve our processes.
Going forward, the same approach will remain crucial
for our continued success and fundamental to our
ability to save as many lives as possible.
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We carry out targeted quality campaigns to regularly
evaluate our tried-and-tested procedures and take
efficiency and effectiveness to new levels. The estab-
lishment of quality standards and processes ensures
the same high standards across all of our DKMS
organizations and is fundamental to our corporate
culture and everything we do. Standard processes
that apply across international borders are one exam-
ple: in 2020 we began to set up and develop a global
quality management system that not only meets

but exceeds the highly discerning standards of our



industry in many areas. We are guided in our work
not only by branch-specific standards but also by the
internationally recognized ISO 9001: 2015 regulations.
This way, we can be sure to deliver on our promise of
quality anytime, anywhere, and at any DKMS entity -
the promise we make to our patients and donors, col-
laboration partners in science and research and, not
least, to our 1,000-plus employees around the world.

Our process quality and expertise are two
things we very much like to share with others. For
this reason, DKMS has decided to apply for World
Marrow Donor Association (WMDA) accreditation
for our new DKMS Registry (see page 22), our exist-
ing offices in Chile and India, and our DKMS UK and
DKMS Poland donor registries. We submitted our
application in 2020 and, to our delight, the response
was positive.

The WMDA is committed to promoting global
collaboration and the exchange of best practices to
benefit stem cell donors and transplant patients. The
regulatory framework for these endeavors is the inter-
national standards for stem cell donations from unre-
lated donors. These were established by the WMDA
and are regularly updated. They include specifications
around donor information, consent, and medical and
data security processes.
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At DKMS we
work constantly
to optimize our
processes.

In donor searches, donors who are registered with a
qualified or accredited registry or database are identi-
fiable as such by a symbol that appears in the listing.
This offers transplant doctors and search units cer-
tainty that the donor is registered with an organization
which meets the WMDA'’s discerning standards.

To qualify, databases and registries must prove
that they work to certain standards. Going forward, we
are already preparing parts of our organization to take
the next step: WMDA accreditation. This will involve
meeting all the relevant standards in full, and our DKMS
Registry will apply for accreditation in late 2023.

%
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DATA QUALITY IS CRUCIAL

With more than seven million registered donors in
Germany alone, keeping everybody’s data fully up
to date is a constant challenge. Responsibility for
importing and consistently updating donor data in
our software systems lies with our Data Manage-
ment department, whose task is to ensure the best
possible data quality. We also handle numerous
guestions around the registration process before we
even create a data set for a donor. A look at the fig-
ures shows just how much data our data managers
have to keep track of:

Once a day, we import the data of new donors regis-
tering online and order registration kits to be printed
and sent out to them. To ensure the best possible
quality of data even at this early stage, their details
are automatically verified several times over, and
any errors are immediately taken care of. These can
include details such as incorrect addresses, or miss-
ing information or signatures, which we obtain by
contacting the individual concerned. On occasions,
we also have to advise new donors that, unfortu-
nately, we cannot add them to our listings because
they do not fulfill certain medical criteria. And
sometimes, when their cheek swabs cannot be fully
analyzed in our lab, we immediately organize for

a second sample to be taken. We do all we can to

THE NUMBERS™ AT
A GLANCE

DONOR CARDS issued every month.

2.200

REGISTRATION KITS REQUESTED a
day from new donors.

1.560

PHONE AND EMAIL ENQUIRIES a
month from (potential) stem cell do-
nors.
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154.000

INFORMATION REQUESTS are sent
out to local authorities every year (e.g.
when mail comes back undelivered or
we cannot reach the donor we need).

108.000

DONOR EXCLUSIONS processed in
2020 (e.g. for medical or age reasons,
or because consent was withdrawn).

20.000

ADDRESSES CHANGED AND 450
UPDATED (e.g. owing to changes of
name) every month.

* Numbers are rounded




ensure we are fast, our donors are ready to donate at
short notice, and data is always of the highest qual-
ity. Our goal throughout is for our donors to be made
available to the search registries as soon as possible,
once they have registered. Only then can they be
found and identified as potential lifesavers in national
and international searches on behalf of patients.

Given the importance of this goal, we also
made another major step in 2020: we switched to an
even faster, more secure data collection method for
our printed consent forms. By introducing our DKMS
Data Entry app and involving a new service provider,
we have been able to reduce the maximum time
required to register a new donor from about six weeks
to just under three. As a result, donors joining our reg-
istry can now be included in searches even faster.

Our data, then, is the foundation for successful
donor procurement, and that’s why we keep it up to
date at all times. One way we do this is by compar-
ing forwarding information from the German postal
service Deutsche Post with the donor data we hold.
Many of our donors actively inform us of a change of
name or contact details, and some tell us themselves
that they are not available to donate, for example
because they are moving abroad either temporarily
or permanently, pregnant, or ill, or because they wish
to withdraw their consent. Comparing and correct-
ing this information can save lives - because every
time we can’t contact a donor we need, it's another
missed opportunity for the patient.

SPEED SAVES LIVES

Strong demand for DKMS donors, and their selec-
tion at transplant centers are essentially based on
two factors: high data and typing quality, and their
desire and availability to help as soon as they are
identified as a possible match for a patient. At DKMS,
our typing results include not only all the regular
HLA tissue characteristics - which should match as
closely as possible between donor and patient - but
also other parameters such as blood group (ABO,
RhD), CCRS5, and KIR, as well as CMV serostatus.
These are analyzed as soon as donors are registered
as they play a crucial role in the selection process.
And our enhanced data quality really speeds up the
selection process. At DKMS, we constantly extend
and optimize the quality of our typing profiles (see
page 19) to continue ensuring we can provide donors
for patients that need them.

When it comes to procuring a stem cell dona-
tion, speed is of the essence as it can actually save
lives. That’s why our quality projects consist partly
of asking all the donors we contact to fill in a health
guestionnaire. This way, we will know as soon as
possible about their current state of health and
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times when they may not be available to donate, for
instance because they suffer from an illness that pre-
vents them. In 2020, we contacted 212,702 donors as
part of this project.

Before donating stem cells, most donors
undergo confirmatory typing (CT). To begin with,
they are contacted by our CT team (which consists
of 40 employees) and offered a detailed consulta-
tion. Based on this and on their health questionnaire,
we then clarify whether there are any medical issues
that might prevent them from donating. In 2020, we
contacted 30,235 donors for CT purposes.

With some donors, we already have all the
transplant-relevant data we need, and since March
2020, they no longer need to undergo routine CT
testing. They can instead be typed as they prepare

%

Mirco Gehlken, one of
our more than 90,000 donors

|
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WE CONNECT PEOPLE

Since late 2019, we have been surveying our
donors on their satisfaction levels throughout the
donation process, from the moment they joined
our data pool through to the follow-up they
receive after donating. Their responses are eval-
uated every six months, and with return rates of
well over 40 percent, the survey is highly satis-
factory. Donor feedback remains very positive
and confirms that we are doing the right thing.
But we also value any suggestions that prompt
us to revisit our processes and continue optimiz-
ing our communications. This helps us to keep
improving what we do so that our donors and
patients can benefit.

Since 2013, the Donor-Patient Contact
department has been handling the concerns
of donors after their donations. The team step
in as soon as cell extraction is complete and
seamlessly pick up where the Workup team left
off. For us, a key priority is to be there for our
donors even after they have given their cells and
keep them posted on developments. The first
follow-up discussion takes place within the first
few days after the procedure and is an opportu-
nity for us not only to inquire about the donor’s
well-being but also to answer any questions they
may have, as far as possible, about their recipient
and ways of contacting them.

In some countries, donors and patients
are permitted to meet after a mandatory wait-
ing period of at least two years. Where this is
the case, we support those who wish to do so as
they first make contact and meet face to face.
Elsewhere donors and patients are allowed to
contact each other anonymously, by letter. Here,
we help them write their first letters and check
what they have written for any anonymity issues.
We then get them translated, if necessary, and
forward them to the appropriate people. In coun-
tries where donor and patient can get in direct
contact after the mandatory two or more years
of anonymity have elapsed, we are happy to
exchange addresses if both sides request it.

In 2020, we received, read, processed
and, where necessary, translated a total of 3,894

Two years after her transplant, Sidney
(left) and her donor, Leonie, were able to
meet for the very first time.

letters before forwarding them to their recip-
ients. We also enabled donors and recipients
to exchange addresses on 763 occasions: 311
involved patients in the USA, 293 were within
Germany, and 159 were with recipients based in
other countries around the world.

“Our work is often the foundation for a
unique encounter,” explains Deborah Buk, head
of Donor-Patient Contacts. “The stories that
emerge from them are always one of a kind. And
often, these first encounters turn into friendships
for life.”
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to donate. If a transplant clinic wants this to happen,
they can request a Health and Availability Check
(HAC) before commissioning the donation to be
coordinated. So, rather than providing a blood sam-
ple at the beginning, donors now do so during their
preliminary check as this saves money and offers
them additional protection. This new approach had
already been in preparation at DKMS for quite some
time but was then launched at short notice and more
quickly than originally planned. In the first wave of
the pandemic, it proved very helpful as many donors
still wanted to donate but couldn’t - or preferred not
to - go to the doctor’s beforehand because of the
restrictions that were in place.

IN DEMAND ACROSS THE GLOBE

One of the biggest departments at DKMS is the
Workup team, which consists of 54 colleagues. When
the preliminary examinations by the CT team are com-
plete, Workup take over, offering personal support for
donors and coordinating the various steps to pre-
pare them for their bone marrow or peripheral stem
cell donation. Every day, the Workup team organize
20 extractions on average, with each case manager
taking personal care of their donor across the entire
process. They contact them and clarify any questions
they may have about the procedure. We then sched-
ule appointments for a preliminary medical examina-
tion and for stem cell or bone marrow removal.

For us, intensive donor support is at the heart
of what we do and matters a great deal. To make
sure the cell removal procedure is completed quickly
and smoothly, we offer our donors an emergency
telephone number so they can contact us at any time
of day or night. Along with foresightful organization
and careful checks on scheduling, it is absolutely
essential that all the relevant information is docu-
mented fully and clearly so that we can keep all the
internal and external people involved in the process
up to date at all times.

In 2020, new challenges, emotional moments,
and success stories had a considerable impact on our
Workup department.

Since March 2020, the task of coordinating
the extraction and transportation of stem cells has
been significantly more complex than usual, largely
because of the contact and travel restrictions, which
vary from place to place and are changing all the
time. But the Workup team stopped at nothing to
meet the increasing need of donors for relevant
information with maximum flexibility. Time and again,
we were relieved to see that, when faced with the
difficult circumstances, our donors were extremely
understanding and positive. Their desire to donate
stayed as strong as ever and is evidence of how
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important the topic of stem cell donations is to those
who are registered with us. Despite all the obsta-
cles, we were able to post a new record number of
removal procedures, extraction stem cells and bone
marrow from 5,618 donors - a rise of 0.3% compared
with the previous year (5,603).

SUPPORT BEYOND OUR OWN BORDERS

Highly efficient and effective, our IT infrastructure
not only provides the essential basis we need in
every area of our work but also enables processes
to be intermeshed across departments and loca-
tions. This is particularly true of DKMS offices in
other countries, where the same quality require-
ments have applied since day one, both in-house
and externally. That’s why, when we set up a new
facility - like we did in Chile in 2018, India in 2019,
and South Africa in 2020 - we involve our Informa-
tion and Technology Services (ITS) department in
setting things up from the beginning.

The latest addition to our family - DKMS
Africa - is a good example. Born from a partnership
with the Sunflower Fund, DKMS Africa administrates
its donor database with dedicated DKMS software.
To deal with this, our IT specialists started by adjust-
ing these software systems to suit the local specifics
and requirements. Next, the servers in our data
center were configured and the data migrated from
the old system of the Sunflower Fund into our new,
specially adapted systems. In addition, we integrated
our local offices in South Africa into our in-house
DKMS network. So now, if our colleagues in South
Africa ever run into IT problems, our central IT sup-
port team will be on hand to help.

“This allows us to ensure our employees
worldwide can use technologies that are compati-
ble with each other. And above all, it enables them
to collaborate and deliver the same high quality as
usual,” explains Stephan Détsch, Director Information
and Technology Services. “DKMS Africa is benefit-
ing from the opportunities and experience we have
gained from our entities over decades. Ultimately,
this will boost the acquisition of new donors and
benefit the patients who need their help.”
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INNOVATION IS OUR DAILY BUSINESS

One area where innovation is our daily business is

in bioinformatics. “We seek out the best software

for resolving biological questions,” explains head of
department Jan Hofmann. “When DKMS is looking at
software solutions with a medical or biological back-
ground, it’s us they turn to. We may not have much
direct contact with donors, but we do know what our
work achieves.”

It all started in 2013, when the DKMS Life
Science Lab in Dresden took the “neXtype” soft-
ware on stream as it switched to a state-of-the-art,
high-throughput sequencing technology called
next-generation sequencing (NGS). At that time,
there was no software tool available to map the
application of the NGS for high-resolution HLA typ-
ing, so we came up with our own: an in-house appli-
cation that can compile the HLA findings needed for
a search on the basis of raw data.

Thanks to scientific progress, new alleles and
markers are constantly being discovered that are
relevant for donor selection, and DKMS is adapting
its software all the time to reflect that. But our spe-
cialist teams develop tailor-made software solutions
for much more than just lab results: bioinformatics
also supports HLA Services, our new, independent
DKMS Registry, and various other departments. One
of the key goals is to enhance the search software so
the best possible match for a patient can be found as
quickly as possible. For this to work, the software has
to recognize certain information about donors, such
as their HLA characteristics and CMV status. This
data is then passed on to national and international
search registries such as the WMDA or the German
National Bone Marrow Donor Registry (ZKRD), who
can access the pseudonymized findings directly, and
quickly pinpoint any exact donor-patient matches.

Given the wide range of processes that run
in the background, it is important for systems to be
automated. Some of the biggest challenges in this
regard are the speed of technological development,
the connection to external interfaces, and the increas-
ing number of DKMS locations around the world.

In bioinformatics especially, employees con-
tribute new ideas and help shape developments. “In
order to work to maximum effect, our harmonization
processes are short,” emphasizes Jan Hofmann. “That
makes us particularly innovative and efficient.”
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WE NEVER STAND STILL

At the heart of our success in quality management
and elsewhere are our highly qualified and committed
employees. In 2020 the team continued to grow signif-
icantly, even during the pandemic, increasing from 654
to 679 employees, German-based subsidiaries included.
As coaches, trainers and first points of contact, our
managers have a special responsibility. That’s why,

to make sure our non-profit organization can con-
tinue rising to the challenges of the future, they took
part in several workshops in 2020. These set out to
explore the management culture and values of DKMS
- because to succeed together in the interests of our
patients and donors, our employees have to be able
to rely on a clear, shared understanding of our mis-
sion, values and goals in everything they think and
do. We want to be clear, open bold and fair - to each
other and to the people we deal with.

Solidarity and cohesion are hugely important
to the professionalism of DKMS, and a look at the
story of how we were founded proves it. DKMS was
established in 1991 and is the result of a personal
story. Back then, our founder, Dr. Peter Harf, had
promised his wife Mechtild that he would continue
his fight against blood cancer for as long as it takes
for a “genetic twin” to be found for every patient
- and with them the chance of a cure. Sadly, Mech-
tild, who suffered from blood cancer herself, passed
away, but the mindset of her family forms the core of
our culture to this day: “We are the DKMS family”.

As we work to keep the promise of our
founder, our international organization constantly
looks to the future and continues to evolve. To
develop our employees, we offer a wide range of
training courses, personal learning opportunities,
and knowledge transfer formats. And by sharing
our ideas and expertise in workshops and attending
webinars and online courses, we all continue to learn
and develop.
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G O | d a n d SI |Ve r | n th e DKMS also scooped two international Stevie

Awards, being chosen from among 3,700 appli-
Stev | e Awa rd S cants for Gold in the category for Most Valuable

Non-Profit Response and Silver for Most Exem-

plary Employer. The awards are a sign of appre-

Most Exemplary Employer, Most Valuable Non- L .
ciation and recognition for our global collabora-

Profit Response and Manager of the Year - DKMS
scooped not one but three coveted German
Stevie Awards 2021, plus two additional inter-
national awards. Confirmation of our expedient
work, even in times of crisis.

tion as an international organization.

The category of Most Valuable Non-Profit
Response focused on outstanding projects by
non-profit organizations in response to the
challenges of the pandemic. The jury particu-
larly emphasized DKMS’s significant value-add
for society, praising the skillful adaptation of all
our processes so we could continue operating
despite the situation. They also highlighted our
DKMS mindset.

In addition, DKMS did well in the category
for Most Exemplary Employer, which honors the
special commitment of organizations that remu-
nerated employees in full and offered them the
greatest possible security despite the pandemic.
In particular, the jury were inspired by our clear,
effective crisis management, honest, empathic,
appreciative dealings with employees, and
measures to increase confidence.

And last but not least, the Stevie Award
for Manager of the Year went to Dr. Elke
Neujahr, who was confirmed as demonstrating
an empathic and values-based leadership style,
coupled with foresight and a profound under-
standing of risk management. “I'm incredibly
pleased that we at DKMS took Gold in not one
but three categories and | dedicate this award
and my sincere gratitude to all our teams, every
one of our employees, and all of our support-
ers,” said Dr. Elke Neujahr, Chair of the Board of
Directors, DKMS gGmbH and Global CEO.

“I see this award as a fantastic confirmation of
our successful work, especially in these challeng-
ing times.”

The German Stevie Awards are a pres-
tigious business award in the German-speaking
countries of Europe and were presented for the
seventh time this year. More than 400 compa-

nies and organizations applied for the awards Dr. Elke Neujahr, Thilo Mengling and Daniel
and were put through their paces before the Knoll express their delight on behalf of the
most innovative solutions were filtered out. whole organization.
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“SURE, WE TALK
ABOUT MONEY!”

The DKMS Fundraising team consists of 17 emp-
loyees, whose daily work is to organize financial
support for our mission. Their mission: to find and
retain financial donors.

Heike Muller-Jungbluth,
head of Fundraising

Why is the topic of money so important for the
work of DKMS?

Idealism is all well and good - but to provide
effective help and win the fight against blood
cancer, we need money. So, it’s actually quite
important to talk about it. Every year, we are
delighted to welcome hundreds of thousands
of new donors to our database, each of whom
costs us €35 to register. In 2020 alone, this
required funding of around €15 million, which
we have to draw from our own resources. These
costs are not covered by the health insurance
companies, and our many young donors espe-
cially - who deserve our deepest gratitude

- often lack the money to cover these costs
themselves. It’s these financial resources that
Fundraising takes care of.

What else are money donations spent on?

We also use the money we receive on other
important fronts in the fight against blood can-
cer: to support science and research, improve
access to stem cell transplants worldwide, and
offer international support for the development
of new donor registries and transplant clinics.

How does DKMS inform its supporters about
these projects?

Through regular progress reports on our work. Our
regular mailshots, for example, tell them what we
are achieving with people’s donations and where
we still need to improve. In 2020 we sent out some
1.5 million letters and, to our delight, our appeals
for donations brought in around €4.4 million - for
which we’re truly grateful.

How do our supporters benefit from their donation?
First of all, they get to feel good about having
helped and contributed to the fight against blood
cancer. But they also get to enjoy being part of a
great movement to save lives. In our experience,
people often find they need help to be able to offer
help. So we’re happy to advise and assist. We want
to educate, support, and foster lifelong partner-
ships.

When are people particularly interested in donating?
In the run-up to Christmas. It’s a time of year when
people often look back and feel they want to give
something back to society or help others who are
less fortunate than themselves. About 50 percent

of our annual donations come in from October on,
so that’s a time we particularly look forward to.

But another important factor that often gets peo-
ple donating is a personal link to blood cancer - a
patient in the family, at school or work, in a club, city
or region.

So, what conclusion would you draw from that?
Every euro counts. Large donations from various
sources give us a great deal of planning security,

of course, and allow us to finance things like our
schools project. But we’re particularly touched by
people who don’t have much income themselves
but still donate €10 - and then apologize for it
being so little! And yet we’re so grateful to have

it. And our supporters also give us far more than
“just” money: they sacrifice their valuable time.

In these fast-paced times, that’s something truly
special and we’re always absolutely delighted. In
2020 one supporter of ours crossed the Alps on
foot. It took him 16 days, but the physical effort was
worth it, and DKMS was presented with an amazing
€2,500, which he had raised from his family and
sponsors.
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Feedback from our financial donors

In 2020, we contacted our supporters directly and

invited them to take part in an online survey. We were

very keen to find out how satisfied they were after
they had donated money to us. Going forward, we

want to respond even more purposefully to the wishes
and needs of our donors. The response rate to the sur-
vey was overwhelming, and the positive results give us

plenty of reason to be happy:

OF THOSE SURVEYED SAY THEY FEEL
GOOD ABOUT DONATING TO DKMS.

86 7%

GIVE A POSITIVE ASSESSMENT OF THE
PERSONAL APPRECIATION WE SHO-
WED AND OF THE WAY OUR MONE-
TARY DONATIONS SERVICE HANDLED
THEIR DONATION.

Online money
donations are on
the rise

Online donation has been a growing trend
for quite some time now - and the pan-
demic has accelerated it. The AmazonSmile
charity shopping program alone brought in
donations worth €477,317.82 in 2020 - a rise
of 122 percent compared with 2019. Great
news for us! The many creative fundrais-

ing campaigns on Facebook were another
highlight, with wonderful people raising
€706,051 to support our mission.

@90 %

WOULD RECOMMEND DKMS AS A
WORTHWHILE PLACE TO DONATE TO.

OF OUR REGULAR MONEY DONORS
INTEND TO CONTINUE DONATING
MONEY TO DKMS.

3106

WOULD LIKE TO LEARN MORE AB-
OUT THE DKMS LIFE SCIENCE LAB.

26 %

WOULD LIKE TO LEARN MORE AB-
OUT THE SCIENTIFIC RESEARCH
BEING CARRIED OUT BY THE DKMS
CLINICAL TRIALS UNIT.

DKMS has the
Ethics Signet

Quality and trustworthiness are the funda-
mental principles of our work and the focus
of what we do. Since 2020, we have held
the Ethics Signet of the German Fundrais-
ing Association. This means we are fully
committed to complying
with the 19 Basic Rules for
Good, Ethical Fundrais-
ing Practice. The signet is
confirmation of integrity,
fairness, data protection,
and transparency.
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CLUB OF LIFE

WE CELEBRA
LIFE

The DKMS “Club of Life” campaign in
2020 was all about togetherness. And the
goal was to reach out to as many potential

young donors as possible.
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WIR BESIEGEN BLUTKREBS

CLUB OF LIFE

Lars Penke beat blood cancer after a stem cell transplant and

In the autumn and winter of 2020/21, we launched

a nationwide campaign to highlight the importance
of community in the fight against blood cancer. The
primary aim was to reach out to young people with
our all-important message: patients need lifesavers,
even during a pandemic. And because young donors
are in particular demand from transplant doctors, we
decided to call on them to sign up.

The message we reached out to them with
was: Join the club that celebrates life every day - a
motivating appeal to encourage more young people
to commit to helping blood cancer patients together.
For many people affected by the disease, a sense of
solidarity and feeling that they are not alone are more
important than ever during the crisis.

“Special times call for special measures, and
that’s why we decided to take this bold step and send
our positive and clearly life-affirming message out to
the public. We didn’t want to wait until the pandemic
was over. After all, blood cancer doesn’t wait - it
comes along when you least expect it,” says Dr. Elke
Neujahr, Chair of the Board of Directors at DKMS.

was an active supporter of our campaign

The Club of Life campaign deliberately emphasized
the importance of solidarity, and the idea of commu-
nity became the focal point of our communications.
Our extensive DKMS community includes patients,
donors, doctors, researchers, all of our DKMS col-
leagues, and, above all, our many supporters. All of
them care about others and want to support our
fight against blood cancer together.

This attitude to life was also expressed on a
website accompanying the campaign and publicised
among other things through a video with real stem
cell donors and a recovered patient, Lars Penke, pic-
tured above. Conveying this message, the 28-year-
old could hardly have been more authentic and lika-
ble. Online and off, we were able to raise awareness
of our issue through TV commercials, out-of-home
advertising, and social media. Between October
10, 2020, and February 28, 2021, we received 81,511
requests for registration kits from people under 30.
A fantastic result!
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Building solidarity
with cancer patients

With its “Cancer Doesn’t Stop”-campaign and the
online charity event dreamday the DKMS subsidiary
DKMS LIFE strives to make sure that serious illnesses
such as cancer are not forgotten in the public awa-
reness, even during the pandemic. Their encouraging
message to those affected is: You’re not alone!

KREBS
KEINE PAUSE.

The German fashion designer and TV personality
Guido Maria Kretschmer is a supporter of DKMS LIFE.

Since the pandemic, much has changed. But one
thing that hasn’t is cancer. In Germany alone, about
500,000 people a year are still diagnosed with the
disease. They find themselves battling a life-threaten-
ing condition - and the additional risks posed by the
novel coronavirus. Many are forced into isolation for
months on end as the pandemic makes their disease
even more difficult to handle, in all kinds of ways.
From having someone to accompany you to a doc-
tor’s appointment, to taking care of everyday errands,
or even just finding reassurance in a hug from some-
one you are close to, the pandemic makes everything
much harder.

The coronavirus brought many things to a
standstill - but it didn’t manage to stop cancer. And
that’s why, in 2020, DKMS LIFE launched a compre-
hensive campaign to raise awareness of this all-im-
portant topic, under the motto CANCER DOESN’'T
STOP. Ruth Neri, a director at DKMS LIFE, explains:
“We want our campaign to remind patients that they
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are not alone - despite their social isolation at the
moment, we are still here to help. We want to give
them courage, hope, and a new joy of life. DKMS LIFE
has been doing just that for the last 25 years, with
the “look good feel better” program for patients. This
campaign is generating donations for the program,
but we are also calling on all patients to go for cancer
screening - because cancer screening saves lives.”

The official symbol of the campaign is the
crossed-out “pause” symbol, represented by the par-
allel index and middle fingers of one hand, crossed
by the index finger of the other. Many users on social
media responded to the campaign by posting their
photos under the hashtag #krebsmachtkeinepause
(cancer doesn’t stop) to raise awareness of the cam-
paign and show their solidarity with patients during
the coronavirus pandemic.

Colleague and hero

DKMS’s very own Emrah Kilic, from Cologne, was
also asked to donate stem cells

Thanks to his job in Corporate Communications

at DKMS, Emrah Kilic deals with the topic of stem
cell donations every day. But the news that it was

his turn to donate came as a complete surprise.

The 43-year-old had registered in May 2013, and

his peripheral stem cell donation happened in April
2020, in Cologne. The recipient of his cells is an adult
patient from France - although their contact has
been purely anonymous so far.

Emrah Kilic recalls: “After two-and-a-half hours
of having stem cells removed, | felt a little bit weak, but
after all the donors’ stories | had read, seen, and heard
over the years, | was elated to be writing my own at
last. Personally, | found donating stem cells incredi-
bly enriching and positive, and I'd do it again anytime.
It also reinforces what | think and do and makes me
want to sensitize even more people to the importance
of our work.”

Emrah Kilic donates stem cells
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#TEAMITOMILLION

STRONGER TOGETHEHR

A new milestone:
10 million donors

For us, 2020 was also a year of celebration, as we
reached a truly major milestone: from 1991, the year
DKMS was founded, to the end of May 2020, our reg-
istry had attracted over ten million potential donors
who all wanted to help. It’s a record result that would
never have been possible without the commitment of
our countless supporters around the world. Together,
we have further increased the chances of even more
people receiving a stem cell transplant and, with it,
a second chance at life. All ten million of our donors
are now available for global searches - a far cry from
the mere 3,000 registered donors in Germany in
1991, the year we started our work.

“Ten million registered donors is an over-
whelming result. But for our DKMS family and me,
this will never be all about numbers,” says Dr. Elke

Neujahr, Chair of the Board of Directors at DKMS.
“This is about each and every donor and patient,
and about everyone who is affected by one of these
life-threatening diseases. Our fight against blood
cancer continues.”

DKMS today plays a crucial role in the global
transplant community. More than a quarter of the
world’s 38.5 million potential donors are registered
with us. “It’s a fantastic achievement,” says Lydia
Foeken, CEO of the World Marrow Donor Association
(WMDA), “that would never have been possible with-
out the passion and commitment of DKMS employ-
ees and supporters across the globe.”

But still tens of thousands of patients with
blood cancer or other blood disorders are waiting for
a matching donor - some of them in vain.
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TOTAL NUMBER OF DONORS AT OUR
INTERNATIONAL ENTITIES*

Germany Poland

USA

Total
10,549,825

South Africa

* Active donors

DEVELOPMENT OF DONOR
NUMBERS OVER THE YEARS
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[ DKMS in South Africa
(including the Sunflower Fund)
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THE CHALLENGES
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One in 10 blood cancer patients in Germany cannot
find a matching stem cell donor.

Every 12 minutes, someone
in Germany is diagnosed
with blood cancer..

Every year, around
19,500 people in Germany
die of blood cancer.
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—INANCIAL
RESULTS 2020

Despite the spread of the SARS-CoV-2
coronavirus and the challenges it
posed, DKMS gGmbH can look back
on a successful 2020. Our organization
IS In a position to continue its fight
against blood cancer, independently of
government grants.

The primary focus of DKMS gemeinnltzige GmbH
(referred to as “DKMS” in the following) is on recruit-
ing well-informed volunteers as stem cell donors.
Their personal desire to support patients with leu-
kemia or other blood disorders by donating stem
cells by either peripheral blood stem cell collection
(PBSC) or bone marrow harvesting (BMH) is of the
utmost importance. Part of DKMS’s work consists

of actively supporting the development and main-
tenance of systems and databases that facilitate
and expedite donor searches both nationally and,
increasingly, internationally. Support with donor
selection for blood cancer patients and the procure-
ment and provision of stem cells for transplantation
round off the DKMS service spectrum.

As DKMS goes ever more global, donor recruitment
remains the core of its long-term strategy. For the last
20 years, DKMS has been promoting and funding the
establishment of legally independent, foreign-based
donor organizations, both in the EU and beyond,
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that cooperate closely with DKMS in Germany. Since
2020, DKMS has been active on five continents, striv-
ing throughout to enable stem cell transplants for
patients of any ethnicity with blood cancer or other
disorders of the hematological system. This is done
by finding the best possible matching donors for
them - which is key to increasing the chances of sur-
vival for patients worldwide, no matter where they
live or what their background.

Our brand image, public popularity, and donor sat-
isfaction levels are fundamental to our success. We
intend to continue focusing on these aspects so that
we can continue recruiting volunteers as donors in
the future.

DKMS also conducts research into the effectiveness
of hematopoietic stem cell transplants with unrelated
donors. Other activities include supporting fundraising
by other organizations working to promote public
healthcare and research and science.



Being a non-profit organization, DKMS has a mini-
mum essential goal: to cover the necessary costs of
its own business operations. It is refinanced primar-
ily by proceeds from cost reimbursements by public
health systems at home and abroad as well as dona-
tions from individuals and businesses.

Since mid-2016, DKMS has also been operating as a
register, i.e. as an intermediary between transplant
clinics and donor databases. On August 1, 2020, it
set up an independent subsidiary to take care of
this part of its business, DKMS Registry gGmbH,
TUbingen. This was the only major change to the
DKMS business model over the last financial year.

Research and development:

DKMS has long been committed to scientific research
around stem cell donation. Studies by its Scientific
Projects department mainly investigate donor selec-
tion and methods for specifically increasing diversity
within the donor database so that matches can be
found for as many patients as possible. At the Clinical
Trials Unit (CTU) the primary focus is on the perfor-
mance and promotion of clinical research around
blood cancer therapies.

To support the fight against the COVID-19 pandemic,
we also carried out a survey of DKMS-registered
donors in Germany. In the late summer of 2020, we
asked them if they had contracted COVID-19 and, if
so, how the disease developed. More than 920,000
donors took part in the survey, making it one of the
largest population-genetic studies on COVID-19

to date.

In 2020, R&D costs totaled €3,716k, accounting for a
3.7 percent share of our revenue.

Income statement:

1. Financial result

2020 - the year of the pandemic - was extremely
challenging for every area of DKMS. So, the fact that
we were able to post an annual profit of €2,769k
(compared with €7,359k in the previous year) was
welcome news and much higher than forecast yet
again. The deviation of almost €13m above plan
was enabled by lower HR and marketing costs and
a significant drop in other operating expenditure,
mainly attributable to project delays caused by the
pandemic.

With revenues of €99,888k, DKMS was once again
able to lay the foundation for a clearly positive
result. Despite a slight fall of 1.5 percent, the figure
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is slightly higher than forecast (€98,390k), thanks to
the sustained development of stem cell removals car-
ried out in 2020. Other operating income amounted
to €17,926Kk, significantly less than in the previous
year owing to the pandemic and in particular to fall-
ing revenues from money donations (./. €4,685k)

2. Donor recruitment

DKMS is one of 26 organizations in Germany ded-
icated to recruiting and procuring volunteer stem
cell donors. With 6,847,170 potential donors as at
December 31, 2020, we are by far the largest donor
database in the country. Compared with the previous
year, the number of donors rose by 5.4 percent, with
415,973 new registrations in total in 2020. Although
we were unable to match the 649,417 new registra-
tions of the previous year, the number of new donors
entering our listing was still far higher than the num-
ber leaving for age, health, or other reasons.

The main reason for the significant drop in new reg-
istrations in 2020 was the increasing spread of the
novel coronavirus. This led to palpable restrictions

in public life, which severely impacted our donor
recruitment work. DKMS was very quick to respond,
adopting a highly responsible approach: we canceled
all public donor drives for the protection of everyone
involved. But to make sure as many people as possi-
ble could continue to register as potential stem cell
donors, we soon developed online alternatives. Our
Virtual Donor Drives ultimately helped offset a signif-
icant share of the losses we had sustained by having
to cancel physical events.

Another strategic business area in the field of donor
recruitment is the acquisition of young donors, who
are very important for enhancing the quality of the
DKMS donor database. In 2020 DKMS reached out
specifically to this group, resulting in 239,441 young
donors between 17 and 30 years old registering with
us (compared with 355,869 the previous year). As

a result, in the first year of the public health crisis,
young donors accounted for approx. 58 percent of
all new registrations. This represents a remarkable

3 percent rise in the share of young donors com-
pared with the previous year. 85,222 of these newly
registered donors were young males, who made

up around 21 percent of new registrations overall in
2020.

3. Donations and recipients organized

In 2020 DKMS organized 5,618 stem cell donations
by either bone marrow or peripheral stem cell
removal, marking a rise of 0.3 percent on the previ-
ous year (5,603). However, there was a significant
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shift between the share of bone marrow removals
and peripheral stem cell donations. Compared

with 2019, the number of bone marrow donations
dropped by 5.4 percent to account for 11.2 percent
of procedures. In the remaining almost 90 percent of
cases, peripheral stem cell donation was used. Bone
marrow donations had already been falling for quite
some time, but the trend was further magnified by
the coronavirus pandemic and is attributable in part
to the sometimes limited capacity available for bone
marrow removals.

4. Fundraising

In 2020 the pandemic posed an extraordinary chal-

lenge to DKMS’s fundraising endeavors. Fundraising

is a key and permanent contributor to the realization
of the organization’s purpose.

From mid-March the pandemic put an end to donor
drives and community fundraising channels. Across
the community fundraising channels and company
donor drives alone, revenues dropped by almost €3m
in 2020 and could not be offset by developing new,
online solutions.

In 2020 revenues from financial donations totaled
€14,262k (compared with €18,947k the previous year).
Of that, €13,202k came from money donations (2019:
€17,737k); €574k from fines imposed by German courts
(2019: €624k); and €485k from material donations
(2019: €587k). Even in the pandemic, financial donors
clearly felt a strong sense of loyalty to DKMS, often
because they are registered as donors as well.

5. Material costs

In 2020 material costs were lower than in the pre-
vious year, totaling €2,876k. The main cause for
the drop was the almost 36 percent fall in typing
numbers. However, the effect of this saving is sig-
nificantly reduced by a contractually agreed,
retrospective price increase for lower volumes of

typing.
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6. Personnel costs

Even during the crisis, DKMS continued to grow fast
as an organization. This is evidenced by the rise in
personnel costs from €24,691in 2019 to €26,020

as at the end of 2020. The average headcount rose
from 371 the previous year to 417 in 2020.

Throughout the business year, the workforce contin-
ued to grow in certain areas. This trend is expected
to continue into 2021 as DKMS becomes increasingly
international to be able to meet its strategic goals.
For this reason, investments in boosting IT have been
particularly strong, and further significant funding
has been channeled into the development and
expansion of DKMS’s medical expertise.

7. Other operating expenses

Other operating costs amounted to €36,012k in
2020 - considerably more than in the previous year
(€34,141k). Expenditure on licenses, foreign cur-
rency losses and project support rose sharply while
spending on freelancers and travel dropped. In
2020 price losses amounted to €1,832k (compared
with €147k in 2019). Of that amount, €1,373k was
accounted for by unrealized currency losses (com-
pared with €55k the previous year).



INCOM
STAT
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2020, in €k 2019, in €k
Sales proceeds 99,888 100,100
Other own work capitalized 525 0
Change in inventories of work in progress -174 35
Other operating income 17,926 21,568
Cost of materials -48,712 -51,588
Personnel expenditure -26,020 -24,691
Depreciation -4,783 -6,112
Other operating expenditure -36,012 -32,141
EBIT 2,638 717
Financial result 150 203
Pre-tax profit 2,788 7,374
Profit tax and other tax -19 -15
Annual profit 2,769 7,359
Withdrawals from retained earnings 51,361 51,663
Appropriation to retained earnings -53,630 -57,563
Net retained profits 500 1,459
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Balance sheet

In 2020 the equity ratio remained unchanged at 91
percent, and on December 31, 2020, liquid funds
amounted to €52,207k, including holdings of USD
worth €16,854 (2019: €6,706k). This means the
liquidity situation at DKMS remains outstanding, so
the organization can continue pursuing its non-profit
goals over the longer term. However, the earnings
situation was significantly impacted by considerable
fluctuations in the USD-EUR exchange rate, which
affected revenues in USD as a consequence of the
continuing high levels of stem cell collections for the
US region. But because DKMS does not need to sell
its USD holdings, the management expects to be
able to offset a significant part of the unrealized for-
eign currency losses in the coming business year.

DKMS can service its running costs fully from its
operative, free cash flow, and measures can still be
financed without borrowing from credit institutions.
Financial obligations of €18,956k exist that are not
reported or recorded in the balance sheet but are
important for the assessment of DKMS’s financial
position. They include €2,332k which are due within

one year. The year-on-year rise in other financial obli-

gations is mainly due to the establishment of a long-
term lease agreement for DKMS’s Cologne base.

In 2020, DKMS invested €19,683k in new registra-
tions to expand the donor database (compared with
€23,666k in 2019). Of that amount €5,995k was not
financed by donations (2019: €5,374k) but covered
entirely with funds generated by DKMS itself, as

in the previous year. The decline in investments to
expand the donor database was caused mainly by
contact restrictions due to the pandemic and the
resulting cancelation of donor drives.

Reserves for scientific projects to combat leukemia
amounted to €6,347k in 2020 (compared with
€6,640k in the previous year), while reserves for
quality improvement projects amounted to €2,510k
(compared with €2,219k in 2019). In the past finan-
cial year, €2,297k (previous year: €3,232k) was spent
on financing scientific projects, and €729k (previous
year: €863) on quality improvement projects.

Financial support for foreign DKMS organizations
and funded projects amounted to €11,529k in 2020,
up slightly from €11,068k in the previous year. Of
this amount, €4,140k went to DKMS Stem Cell Bank
gGmbH (formerly DKMS Cord Blood Bank), €3,483k
to the company in the UK, and €850k to DKMS LIFE

48 | ANNUAL REPORT 2020

gGmbH. €698k went to the parent company, the
DKMS Foundation for Giving Life, €689k to DKMS
Registry gGmbH, and €387k to the Sunflower Fund
Partnered by DKMS. €1,282k went into support for
external partners outside the DKMS Group.

Registration costs

TYPING

PERSONNEL

COMMUNICATIONS

€36.44

INFRASTRUCTURE &

N\ ADMINISTRATION

In 2019 registration costs amounted to €36.44 per
new donor, but in 2020 they rose noticeably due to
the pandemic. At the moment, we are still working
on the assumption that this will remain a one-off
effect that continues for a limited time only, so cal-
culations from 2019 continue to apply. Even though
better-quality findings from typing have meant an
increase in the cost, DKMS still asks its supporters
to donate only €35 per registration.
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SALANC

ASSETS 2020, in €k 2019, in €k
A. Fixed assets

I. Intangible assets 7,869 8,750
Il. Tangible assets 3,294 3,301
I1l. Financial assets 68,271 62,398
Total 79,434 74,449
B. Current assets

I. Inventories 1,335 1,227
Il. Receivables and other assets 13,529 12,530
I1l. Cash on hand and bank balances 52,207 55,766
Total 67,071 69,523
C. Prepaid expenses 1,313 1,271
TOTAL ASSETS 147,818 145,243
EQUITY AND LIABILITIES 2020, in €k 2019, in €k
A. Equity 133,916 132,606
B. Provisions

|. Tax provisions 1 1
Il. Other provisions 3,209 5,936
Total 3,210 5,937
C. Liabilities

|. Liabilities from conditionally repayable donations (¢} 100
Il. Deposits received on incoming orders 212 204
I1l. Liabilities from goods and services 5,372 4,042
IV. Liabilities for services based on statutes 1,900 0]
V. Liabilities to affiliated companies 2,690 1,978
VI. Other liabilities 518 376
Total 10,692 6,700
TOTAL LIABILITIES 147,818 145,243
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OUR STATUTES

The DKMS statutes are the heart of the organization - they determine the
actions of every one of our employees in the fight against blood cancer.

The business activities of our organization include the altruistic support of
people who are dependent on the assistance of others due to their physical
condition, the promotion of public health care, and the promotion of science
and research, in particular:

§& 1 The recruitment of informed volunteers who are prepared to donate bone
marrow or stem cells for the purpose of transplantation;

&2 The development and maintenance of systems that simplify and accelerate
the search for donors in this group of volunteers as well as in international
groups of donors with the goal of finding compatible donors for stem cell
transplants;

§3 The study of the effectiveness of hematopoietic stem cell transplants
from unrelated donors, test methods of histocompatibility as well as donor
motivation;

§ 4 personal support for blood cancer patients, with the goal of providing
personalized assistance to overcome any problems they encounter during
their hospital stay;

§5 Cooperation in the selection of donors for blood cancer patients
as well as the procurement and preparation of the transplant;

§ 6 Provision of vocational training measures in the field of bone marrow or
stem cell transplantation, in particular to support medical specialists, healthcare
workers, search coordinators, donor center and registry staff, scientists,
geneticists, medical ethics experts and lab staff, e.g. by organizing congresses;

§7 The procurement of resources to pass on to other organizations whose
purpose is the altruistic support of persons who are dependent on the
assistance of others due to their physical condition, the promotion of public
health care or the promotion of science and research.
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EXECUTIVE DIRECTORS OF DKMS GGMBH

DR. ELKE NEUJAHR DR. DR. ALEXANDER SCHMIDT SIRKO GEIST
Chair of the Executive Board, Chief Medical Officer (CMO) Chief Financial Officer (CFO)
Global CEO DKMS Group

FOUNDATION BOARD

PROF. MARCEL VAN DEN BRINK, MD, PHD,
CHAIR (PICTURED FAR LEFT)

Katharina Harf (Deputy Chair, pictured left)
Laurence Atlas

Prof. Dr. Dr. h.c. Dieter Hoelzer

Anna-Lena Kamenetzky-Wetzel

Prof. Dr. Thomas Klingebiel

Sebastian Lombardo

Alejandro Santo Domingo

Patrice de Talhouét

Alexandre van Damme

MEDICAL COUNCIL

PROF. THOMAS KLINGEBIEL

(CHAIR, PICTURED)

Prof. Marcelo Fernandez-Viia

Prof. Dr. Katharina Fleischhauer

Dr. Stephen J. Forman, MD

Prof. Dr. Dr. h.c. Dieter Hoelzer

Marcel van den Brink, MD, PhD

Dr. Dr. Alexander Schmidt (DKMS)

Prof. Dr. Johannes Schetelig (DKMS)

Dr. Peter Harf (founder of DKMS and permanent guest)
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Risk management serves the systematic analysis,
evaluation, documentation, communication, cont-
rolling, and monitoring of risk-bearing activities at
DKMS and is an integral part of our business, plan-
ning, and control processes.

The individual risk management measures are:

Supervision of corporate bodies

¢ Rules of procedure, including a detailed descrip-
tion of the tasks and authority of the bodies

¢ Half-yearly meetings with the management board
of the parent organization

Management and employees

¢ Monthly Executive Board meetings; regular man-
agement meetings for internal coordination,
optimization, and risk assessment

e Regular training on incident and crisis manage-
ment as well as data protection

Tax Compliance Management System

e Production of an overall framework offering an
overview of all measures to ensure legal compli-
ance with regard to tax liabilities; quarterly updates
of the risk matrix included in the framework

Cooperation with internal and external partners

e Written contracts to safeguard agreements

e Tax assessment and evaluation of potential risks
to non-profit status

Asset investment

e Guidelines for asset investment specifying the
composition of the investment portfolio and limits
on portfolio structure (e.g. equity share)

e Regular reporting to Executive Board, ad-hoc
measures if risk structures change
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Financial planning

¢ Annual budgeting including staffing and personnel
expenditure for three financial years

e Half-yearly reviews and necessary budget adjust-
ments according to guidance

e Monthly reporting on target/actual performance,
including analysis of key performance indicators

Cost management

e Expenses and cost guidelines with regulations and
limits on travel expenses and hospitality/qgifts

e Monitoring by accounting and tax departments to
ensure appropriate use of funds

e Established limits on signatory authority for
invoices for each employee group

e Centralized purchasing

Donation management

e Cost-benefit analyses of measures to acquire dona-
tions (e. g mailshots)

e Examination of legality of receipts issued for
donations

Annual accounts
e Annual audits by an independent external auditor
as the annual financial statement is prepared

Data protection

e Technical and organizational measures to ensure
compliance with requirements of the European
Union’s General Data Protection Regulation



STRUCTURE OF DKMS

DKMS
FOUNDATION
FOR GIVING

LIFE

N

DKMS STEM
CELL BANK
gGmbH

DKMS LIFE DKMS
SCIENCE LAB REGISTRY
GmbH gGmbH

DKMS ENTITIES WORLDWIDE

SOUTH AFRICA
2020
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We protect our donors’ data

At DKMS, we handle highly sensitive personal
data and do all we can to ensure it is adequately
protected. To us, compliance with data protec-
tion law and absolute data security are crucial.

Personal data protection is fundamentally
important to DKMS. Data protection in general
is an integral part of the right of every citizen to
informational self-determination, which guaran-
tees them the right to determine for themselves
which elements of their personal data - and
consequently their personal privacy - may be
disclosed and used.

As the largest stem cell donor registry in
the world, DKMS has a particular responsibility
to protect the highly sensitive, personal medical
data of its registered donors. But it also pro-
cesses the personal data of employees, business
customers, money donors, and volunteers - with
equal diligence and in compliance with data pro-
tection law.

To ensure we meet the stringent require-
ments around data protection, DKMS has issued
in-house guidelines that primarily cover the
following:

e Ensuring data security within the organization
¢ Protecting the personal data of data subjects

e Employee training

In addition, DKMS’s third-party data processing
contracts stipulate that cooperation partners
and other service providers must abide by the
standards of the Data Protection Regulation
(GDPR). According to the GDPR, external
parties may only receive and process data on
behalf of DKMS and in accordance with DKMS
instructions. Besides our data protection regu-
lations, DKMS is currently setting up a DKMS-
wide data security management system, which
will continue to enhance data security, focusing
consistently on risk.
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How are these regulations implemented day-
to-day?

DKMS does not share any information about
the personal data it has processed with other
individuals, organizations or authorities. Any
search-relevant data is pseudonymized, as
agreed with the data owner, and passed on to
other registers in Germany and beyond, purely
for global donor searches. The recipients of this
data use it to support their searches but cannot
trace it back to its owner. The identity of the
owner is known only to DKMS.

To ensure that all personal data is kept
fully secure, DKMS regularly monitors and
updates its technical and organizational meas-
ures and its encryption methods especially.

DKMS’s work is governed not only by the
GDPR and the German Federal Data Protection
Act but also by the following regulations per-
taining to data privacy law, with which DKMS
regularly aligns its own in-house guidelines:

¢ The German Standards for Unrelated Blood
Stem Cell Donations issued by the German
National Bone Marrow Donor Registry (ZKRD)

¢ The guidelines of the Food and Drug
Administration, regulations of the Health
Insurance Portability and Accountability Act

¢ Standards of the World Marrow Donor
Association (WMDA)



THANK YOU!

We would like to express our heartfelt thanks to
everyone who has supported us in the fight against blood
cancer over the years.

With your help and support, we have so far been able
to offer some 90,000 patients around the world a second
chance at life. We couldn’t have done it without you.

But our mission still isn’t accomplished - because we
want to find the right donor for every patient.

We appreciate your continued support.
The only way we can delete blood cancer is together.

Yours,
DKMS
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