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Letter from Leadership

Dear AAMDSIF Community,

Thank you for your generous
financial support of the Aplastic
Anemia and MDS International
Foundation (AAMDSIF)! Your
commitment and generosity help
us to deliver on our mission for
patients and families living with
aplastic anemia, myelodysplastic
syndrome (MDS), paroxysmal
nocturnal hemoglobinuria (PNH),
and related bone marrow failure
diseases.

This annual report provides
an update to our donors on
how we effectively utilize our
resources. The theme of 2024’s
awareness campaigns - Taking the
Journey Together - reflects our
commitment to the community. Our
approach advocates, educates, and
empowers patients and their loved
ones throughout their journey.
From diagnosis to survivorship,
we offer patients and caregivers
answers, support, and hope.

In 2024, the Foundation
embarked on a strategic planning
process that sought to affirm
our strengths and identify
opportunities in the work we do
to advance our mission. With
the input of a wide range of
stakeholders, which included

Deborah “Debby”’
Ziff Cook

patients, family members, and
other caregivers, current and past
board members, members of the
healthcare provider community
such as Medical Advisory Board
members and community
providers, other patient advocacy
groups, donors, and staff, and
guided by an external consultant
with expertise in the non-profit
industry, we have honed in on our
strategic priorities and plans that
will serve as our north star for the
next five years.

AAMDSIF Strategic Plan
Priorities
Over the next five years, we will:

® Serve aplastic anemia, MDS, and
PNH communities, including
related secondary diseases

® Focus on patients who live in
areas without ready access to a
major medical center, especially
within the U.S.

® Serve individuals outside the
U.S. who seek the Foundation’s
help and build our international
scope and expertise thoughtfully
and as funding allows

® |nvest resources and use data to
increase access to our programs
and services

Chair, Board of Directors

As a donor and investor in our
work, you are a key part of the
success of the Foundation. Through
the Strategic Planning process,
we also updated our Statement of
Values, which informs our approach
to carrying out our mission and
includes:

® Commitment to serving the
needs of aplastic anemia, MDS,
and PNH patients and their
network of support

® Respect for the worth and
dignity of all individuals

® Dedication to inclusiveness and
diversity

® Commitment to transparency,
integrity, and honesty in all
dealings

® Responsible stewardship of
resources

We are grateful for your continued
commitment to the Foundation.
Your role as a donor is key to our
success, and we hope you see that
reflected in the pages of this annual
report. Your annual donations and
volunteering enable the Foundation
to fulfill its mission. We couldn’t do
all that we do without you.

Brad A. Wong
CEO & Executive Director
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Taking the Journey Together

The Aplastic Anemia & MDS
International Foundation
empowers individuals
diagnosed with aplastic anemia,
myelodysplastic syndrome
(MDS), paroxysmal nocturnal
hemoglobinuria (PNH) and their
support network by providing
timely information, a community
of support, improved treatment
through health provider
education, and hope for a cure
through promotion of research.

Patients, caregivers, and
healthcare providers around
the world have access to the
resources they need so that
everyone diagnosed with
aplastic anemia, MDS, and PNH
can thrive.

VALUES STATEMENT

In carrying out its mission, the
Aplastic Anemia & MDS Interna-
tional Foundation and its Board
members, staff and volunteers
shall endeavor to act with the
following values:

® Commitment to serving the
needs of aplastic anemia,
myelodysplastic syndrome
(MDS), and paroxysmal noc-
turnal hemoglobinuria (PNH)
patients and their network of
support

® Respect for individuals

® Dedication to inclusiveness
and diversity

® Commitment to transparency,
integrity and honesty in all
dealings

® Responsible stewardship of
resources

VISION STATEMENT

e AA-MDS Annual Report 2024

At AAMDSIF, being patient-centered is
more than a philosophy—it’s our promise.

We are here for you at every step of your journey. Throughout the year,
we provide trusted resources and fund vital research in rare bone marrow
failure diseases to advance scientific knowledge. Our goal is to attract top
talent in this important field and build a supportive community where you
feel empowered. Being patient-centered means you’re not alone. It means

we’re taking the journey together.

Healthcare professionals and corporate partners who share our mission
are joining us on this journey. Whether you’re a clinician seeking expert
collaboration or a corporate partner aiming to better understand and
support patients, AAMDSIF is here to connect you with the people,
knowledge, and tools to make a meaningful impact.

Jillian Stewart, living with PNH.

Donna, living with
MDS, and her
granddaughter.

“AAMDSIF’s
mission means that
there are people and an
organization dedicated to
people like me who are afflicted
with a rare blood disorder. It means
connectivity, new information on

treatments, and updates from
patients and physicians—all
critical to living your best life
with this disease.”
— Patient living
with PNH



Same Organization, New Look

In 2024, we launched a newly redesigned website—built with you in mind.

We listened to our community and focused on a cleaner, more intuitive
design that makes it easier than ever to find the information and support
you need.

Guided by best-in-class design standards, user experience expertise, and
your feedback, the new AAMDSIF website delivers quicker access to the
trusted education, events, research, and resources you’ve come to expect
from us.

One of the standout features of the new website is our all-new
Personalized Search tool. This powerful function allows you to filter and
narrow your search results based on your specific needs, putting you in
control of your experience. Whether you're newly diagnosed, looking for
clinical trial information, or seeking support groups, the search adapts to

@A.A'M Ds fa] ]

Order Patient Educational Materials

you—making it easier to locate the information that matters most.

e L LT TR

Phos

S 7 TP S p—
@hA-M Ds f=1—]

Personalized Search

Aplastic Anemia and
MDS International
Foundation

vk Links: Rysrrins hor Tow

m _
ST P —
@h»\‘k{ Ds f=—=1—]

Find a Specialist by Postal Code

This redesign is a part of our ongoing
commitment to being truly patient-
centered. It’s about more than just a
website—it’s about creating a free,
accessible space where our community
feels supported, informed, and

“] receive a wealth
of information from the
site. Having MDS it’s
important to stay on top

of new drugs, therapies
and trials. I’m confident
in the information I glean
from this site.”

“My healthcare team
referred me to the website as
the #1 place for information
about aplastic anemia. It
is the gold standard for
patients.

It’s where | learned
many things.”

empowered.

This new digital experience is just
one more way we’re taking the journey
together—every step of the way.

Favorite Resources

® Immunosuppressive Therapy
® [ron Chelation
® Stories of Hope

® What are the symptoms of low blood counts?

® Nutrition
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AAMDSIF is Powered by Your Support

GI¥ING
TUESDAY

Every year, we’re inspired by
the generosity of our supporters
on Giving Tuesday—but 2024
was truly exceptional. Thanks to
a remarkable $30,000 matching
gift from two anonymous donors
and the heartfelt contributions
of 122 donors, AAMDSIF raised
over $68,000, setting a new
record for the organization!

To learn more about
how you can support the
Foundation’s fundraising

efforts, please visit
aamds.org/donate,
where you can find links
to our Ways to Give
and Fundraise pages.

The
Foundation’s
work is only possible with
support from people like you
and me, people who believe in
their mission. I’m proud to be an
AAMDSIF donor. I’m able to donate

annually because my friends
and family support me through a
golf outing that I host
called “Fighting PNH...
Rare but Real.”
— Brianne

o AA-MDS Annual Report 2024

At AAMDSIF, everything we do—from providing trusted information and
emotional support to funding life-changing research—is made possible by the
generosity of our community. Your donations support our mission to serve
patients, families, and caregivers affected by bone marrow failure diseases,
and healthcare professionals who treat them.

Opportunities for Impact

Our fundraising efforts take many forms: individual donations, monthly
donations, donations from foundations, community-driven grassroots
events, corporate partnerships, and planned giving. Every contribution has a
meaningful impact.

The Power of Grassroots Fundraising

Grassroots fundraising efforts demonstrate that every individual has the
power to make a difference. Many supporters create personal fundraising
pages to rally their communities, raise critical funds, and raise awareness of
the challenges faced by those living with bone marrow failure diseases.

Community-based events are another example of meaningful community
engagement. Take Brianne, a dedicated long-time supporter of AAMDSIF,
who recently hosted her ninth annual fundraising event. Her continued
commitment is a testament to the strength and heart of this community—and
a reminder that when people come together, incredible things happen.

“Fighting PNH...Rare but Real” golf event chair Brianne
Sandborn (seated third from the left) and event participants.

AAMDSIF relies on volunteers
to deliver on our mission.

To learn more about volunteer
opportunities, please

visit aamds.org/volunteer




Taking the Journey Together

2024 Impact

(€

1,146

people registered
for AAMDSIF
support groups

42

4

Patient & Family
Conferences

2

521

HelpLine calls
answered

121

support group
meetings

®.

)
adult and pediatric
sessions held at our

Patient & Family
Conferences

38
trained Peer Support Q
Network volunteers

352

Patient & Family
Conference

~0—0H registrants

4,360

podcast
listeners
in 2024
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Patient-Centered Programs
Providing Answers

Finding reliable answers is essential for patients and their support
networks as they navigate life with a rare diagnosis. AAMDSIF is committed to
taking the journey with you and providing you with high-quality resources to
help you better understand your diagnosis and the associated challenges.

More Comprehensive Disease Management Tools

The Foundation provides free
educational materials on aplastic
anemia, MDS, and PNH, with the
most current information —all
developed with the needs of our
patients and their support systemin
mind.

6,000+
educational

materials
downloaded

In 2024, the treatment landscape
continued to evolve with the
introduction of newly approved
therapies to improve patients’
quality of life. Our patient podcast
series offers a quick and effective
way to share information about
these new treatments. When a new
treatment is approved, we promptly
release special podcast episodes
because we know patients must
make informed, real-time decisions
about their care.

e AA-MDS Annual Report 2024

Our patient toolkits provide
the latest disease and treatment
information, and in 2024, we added
information on treatment adherence,
finding a specialist, and building
a strong healthcare team. These
additions will help empower patients
to take control of their care.

250+

toolkits mailed
to patients and
healthcare
professionals

P Keeping Hope

Aplastic Anemia with MD§
Podcast Podcast
for Patients

for Patients

AdMDS

In response to the community’s
need to hear from fellow patients, we
have increased the number of patient
stories featured in the Foundation’s
podcast series. These stories provide
personal insights into the challenges
of obtaining a diagnosis, making
treatment decisions, and the lessons
learned along the way, highlighting
their triumphs as well.

12

podcast
episodes

Live Access to Experts

The AAMDSIF patient webinar
series covers various topics, with
live presentations by medical
experts. This series is designed
to ensure that anyone, regardless
of their location, can access
these experts. All webinars are
posted on our website. In 2024,
AAMDSIF webinars covered the
following topics:

® New research findings

® Strategies for managing
fatigue

® Nutrition

® Blood transfusions
® [ron overload

® Palliative care

The webinars also included
patient panels, providing an
opportunity for patients to share
their experiences.

a2

webinars

(W
Fatigue
Management




Patient-Centered Programs
Providing Support

Our strong, vibrant community is our greatest asset. Throughout 2024,
the Foundation’s commitment to taking the journey together facilitated
meaningful opportunities for our community to connect, share, and grow.

Nationwide Patient & Family Conferences

AAMDSIF’s free, one-day Patient
& Family conferences provide
patients and their families with
tailored support and education
opportunities. These regional
conferences offer access to some of
the world’s leading medical experts
on aplastic anemia, MDS, and PNH.
Attendees have the chance to meet
other patients in person, fostering
a sense of community and reducing
feelings of isolation.

This year, we introduced a “Patient
Story” session at each conference.
These sessions featured a patient
courageously sharing their personal
story of diagnosis, treatment, and
living well. This powerful narrative
sets a positive tone for the day and
helps attendees feel connected and
understood.

Seattle, WA

Chicago, IL

* Los Angeles, CA

At our conference in Los Angeles,
we included a track focused on
bone marrow transplants, which
featured a session on addressing
cardiovascular concerns post-
transplant. In Chicago, the
conference offered two interactive
sessions: one on managing fatigue
through gentle yoga and another
discussion led by Dr. Swapna Thota
about quality of life after diagnosis.

Additionally, each conference
featured selected virtual sessions
available as webinars for those
unable to attend due to health
reasons.

“] attended

° 18
° countries
represented
o during

° support group

meetings

Global Community:
Virtual Support Groups

The Foundation’s monthly virtual
support groups offer frequent
and flexible opportunities for
community members to connect.
This highlights our strong
commitment to ensuring that
all patients and their support
networks, regardless of their
location, receive the necessary
support and resources. In 2024,
AAMDSIF hosted more than 1,100
registrants for over 120 support
group meetings.

8+
support
groups
offered
monthly

my first group and
was so happy to connect
with other people. | learned
so much and look forward
to attending other

meetings”
—Debra M.

Philadelphia, PA

Tampa, FL
*Canc

uuuuuuuuu

“Meeting other
people is one of the
greatest values of

attending a conference
in person. The conferences
provide an opportunity
for you to connect with
others in your community
for support.” — Lisa U.

Y
Connecting
through the
Patient and

Family

HelpLine

The Foundation’s Patient and Family
HelpLine staff is ready to answer your
questions and provide you with the
support you need.

To speak with an
information specialist,
please call (800) 747-2820,
option 2, or email
help@aamds.org.
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Patient-Centered Programs

Providing Hope

Taking the Journey Together: Building Awareness

@AAMDS
Taking the
Journey Together

@AAMDS
Taking the
Journey Together

@AA-MDS

Taking fhe

Journey Together

@AAMDS
Taking the
Journey Together

KEXKAK || KKKKK || KKKKK | [ KKK

Aplastic Anemia, MDS, and
PNH Awareness Week

PNH Awareness Week

Blood Cancer Awareness

Caregiver Awareness Week

Raising awareness through designated days or weeks is a way to shine a spotlight on diseases
and people that need championing. Throughout 2024, AAMDSIF hosted four awareness weeks
(above)—all centered around the theme of “Taking the Journey Together.” These activities
included live webinars featuring medical experts, interactive patient panels, and virtual support
groups that connected patients with their support networks.

A Home for Hope

In 2024, we collected “Stories of Hope” from community members to share on our website as
inspiration! Please enjoy some excerpts from three of these inspiring stories. You can visit our
website to read their complete stories and find other stories of hope we shared in 2024.

Shauna,
MDS patient

Shauna was
once told her
life expectancy
with MDS
was only two years. She told her
doctor, “If I've only got two years,
I’m gonna make it the best two
years of my life!” That was in 2015,
nearly 10 years ago at the time of
this posting. What should other
patients remember after diagnosis?
When telling her own story, Shauna
embraces living with no regrets.
She’s proud of herself, wanting
to make her family proud. She
refined what was important to her.
Knowing she is in remission but
not cured, she continues to make
each day count. She says it’s never
too late to turn your life around,
but most importantly, “Never
lose faith!”

e AA-MDS Annual Report 2024

Xisto, Aplastic
Anemia patient

By the time
he was 10 years
old, Xisto had
earned a Black
Belt in taekwondo. Yet he was tired
enough to fall asleep at unusual
times. He was diagnosed with
aplastic anemia and assigned to
a pediatric specialty care unit,
with wonderful nurses and caring
doctors. Now, Xisto is in college
studying for his Registered Nursing
degree and license. He is teaching
taekwondo and working as a
nurse in pediatric home health—
two extra jobs while he studies!
Xisto has kind words for pediatric
patients: “The people around you
will get you through it.”

Lisa, PNH
and Aplastic
Anemia patient

Lisa loved her
work as a teacher.
Then Lisa faced a dual diagnosis
of aplastic anemia and PNH. “I
thought | was invincible—work was
my life. If people knew | was ill, they
would feel sorry for me and | didn’t
want that. The mental side of the
illness was way tougher than the
physical treatment and symptoms.”
Things are looking up for Lisa after
a successful stem cell transplant.
Sheis indebted to her donor and
medical team for her second
chance at life and feels so blessed
to be here. Her mantra remains
“Look for the light in every day” and
Lisa now devotes as much time as
she can to helping others find their
light too.




Creating a Lasting Legacy

The Foundation’s planned giving program offers a powerful and
meaningful way to make a lasting impact. Through gifts made in wills,
insurance policies, retirement accounts, or trusts, these generous donors
thoughtfully included AAMDSIF in their estate planning.

Their foresight and generosity extend their legacy of support and provide a
foundation of hope for those we serve—now and in the years to come.

With gratitude, we recognize the following individuals who have made this
extraordinary commitment to our community.

Considering
leaving a lasting legacy?
Contact us at
(301) 279-7202 or at
development@aamds.org

to learn how planned
gifts can benefit
AAMDSIF.

i
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Estate of '

Estate of Estate of Nancy Upp Estate of
Florentine Virginia Potter Mark Allen | Howard Ziff
Camenisch O’Allen Charitable | Thompson
Trust

In 1988, my daughter Annie
began to experience constant
nose bleeds and bruising.

We initially thought she had
Leukemia. Within a difficult and
stressful two weeks we found
out she had Aplastic Anemia.

She promptly told me “NO NOT THAT... the Berlin Wall
is coming down!” It was so like her to be so excited to
witness the wall coming down that night on the news.
We proceeded to watch the celebration all evening.

Preparation for the transplant started which involved
receiving chemotherapy to destroy the existing bone
marrow, shaving her hair and then side effects. Her

Annie spent the
following two

- years in and out
of the hospital. She was transfusion
dependent and developed other
significant problems.

attitude remained positive, but there
were bad days too. It was hard for me
to stay strong for her as well.

Within a few months things started
going downhill. She was going into
liver failure. She was back in isolation

She spent the last two years of
high school in the hospital or home
schooled. Luckily, she was able to
go to prom and graduation and had
a wonderful support system with
her friends. When she turned 18, she
started making her own decisions

and in a coma. With her room full of
friends and family, we just prayed,
cried and told “Annie” stories. On the
early morning of October 15th, 1990,
she took her last breath, and she was at
peace.

| was fortunate to have a wonderful

about her treatment. | wasn’t pleased,
but | respected her decisions. She even went
as far as signing a DNR.

She decided to receive a bone marrow transplant.
The day we got the news of the match was the same
day the Berlin Wall came down. She rushed into the
house that night yelling at me if | had heard the news?
| told her “Of course; you already told me we have
a match.”

daughter. In her memory | have
included the Aplastic Anemia & MDS International
Foundation in my estate planning. Including the
Foundation in my will ensures that Annie’s legacy
lives on not only in the memories of those who loved
her but also helps to fund programs that help future
patients and families. | encourage you to do the same
in memory of our families.

Barbara Wiens, mother of Ann Marie “Annie” Vermersch
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March for Marrow: Walking for a Cure

“| think the
wonderful thing about
the Walk for PNH is that it
gives patients and families
an opportunity to get

together and talk about the
journey and embrace their
rare disease community.”
— Erin Olivier

Erin Olivier, PNH Walk Founder (right) with
Marlena Connor, PNH Walk Co-Chair.

MARCH or
MARROW

AA*MDS INTERNATIONAL FOUNDATION

The Foundation’s annual March for Marrow events are a cornerstone
of our fundraising and awareness efforts. In 2024, patients, families,
friends, healthcare professionals, and corporate partners gathered in
communities nationwide—united by a shared mission and a spirit of hope.

Thanks to the incredible dedication of our volunteers, participants, and
generous sponsors, we raised more than $216,000 to support AAMDSIF’s
programs and services. These funds significantly impact the lives of
people affected by bone marrow failure diseases, while these events offer
meaningful gathering opportunities for community members.

We would like to extend our special thanks to our March for Marrow
volunteer leaders who inspire the community to take action in raising
funds and awareness for rare bone marrow failures diseases. A heartfelt
acknowledgment goes to Stephanie Hamm, the Chair of
the Texas and California March for Marrow events;

“I’ve been Debby Cook, the Chair of the Virginia March for
participating in the Marrow; and the co-chairs of the Walk for PNH:
walk for the better part of the Erin Olivier, Marlena Connor, and Hetal Soni.

last six years. The walks are a
great experience to connect with
other patients, make friends, get
the latest treatment information Stephanie Hamm,
Chair of Texas and

California March
for Marrow Events.

from providers, and, of course,
help drive donations and
support to find a cure and
alternative treatments”
— Dario Spina
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Convening Experts to
Improve Patient Outcomes

AAMDSIF continues to be a trusted partner for clinicians and researchers.
Together, we strive to identify knowledge gaps in the diagnosis and treatment
of bone marrow failure and work collaboratively on research priorities to
further our mission.

Ninth International Bone Marrow Failure Disease
Scientific Symposium

Attendees of the 2024 Scientific Symposium learning and networking.

AAMDSIF hosted our ninth International Bone Marrow Failure Disease
Scientific Symposium, bringing together 149 leading physicians, researchers,
and clinical investigators specializing in bone marrow failure diseases from
over nine countries. The Symposium was chaired by Richard Stone, MD and
Neal Young, MD—both members of our Medical Advisory Board.

Dr. Guillermo Garcia-Manero received the
AAMDSIF Leadership in Science Award for his
significant contributions to treating bone marrow
failure diseases and his dedication to AAMDSIF’s
mission. He is a professor in the Department of
Leukemia at The University of Texas MD Anderson
Cancer Center and serves as the Chair of the Section of
Myelodysplastic Syndromes (MDS).

His research aims to improve patient outcomes by studying the molecular
basis of leukemia and MDS and developing new therapies. He directs the
MDS/AML Moon Shot program, which accelerates scientific discoveries and
facilitates the transition of new treatments into clinical practice, resulting in
over 500 publications and numerous clinical trials. Dr. Garcia-Manero is also
committed to professional and patient education through his long-standing
role on the AAMDSIF Medical Advisory Board since 2007.

Providing Equitable and Inclusive Care: 3rd Annual Diversity,
Equity, and Inclusion Community Symposium

For the third year in a row, the Foundation remained committed to
championing equitable and inclusive care for patients living with bone marrow
failure disease. This hybrid event, organized in partnership with the University
of Miami and chaired by Namrata Chandhok, MD, showcased this dedication. It
brought together health professionals focused on addressing the existing gaps
and barriers in patient care for individuals with bone marrow failure.

Highlights from the Diversity,
Equity, and Inclusion
Community Symposium

In addition to sessions on
significant disease treatment
updates, the symposium
featured panel discussions on
health equity issues impacting
patient outcomes. These
included:

® Innovative Approaches to
Address Unmet Needs of
Patients

® Making Clinical Trial
Participation Diverse and
Accessible

® The Spectrum of Supportive
Care for Bone Marrow Failure
Patients

Noteworthy takeaways

Shaalan Beg, MD
National Cancer Institute

Dr. Beg emphasized that
true progress in patient care
demands collaboration. From
improving access to clinical
trials to streamlining how we
capture and share data—the
focus is on creating a connected
and diverse patient ecosystem.
When we standardize and share
data openly, we empower
every voice in the fight against
bone marrow failure disease.

Ingrid Barrera, PsyD
University of Miami

Holistic care means seeing
the person, not just the disease.
Dr. Barrera brought forward
a powerful reminder: patient
care isn’t complete without
comprehensive psychosocial
support. This includes access
to mental health professionals,
patient and caregiver
education, support groups
and peer connections, stress
management techniques,
and family-centered care.

AA-MDS Annual Report 2024 @



Investing in Research to Find a Cure

Promoting research to find a

cure is central to the Foundation’s 35 Years of InVESting in Cures
mission. Since 1989, the Foundation 107 grants Total money invested: $5,918,750
has invested over $5.9 million in ] ]

research initiatives, focusing on Total money invested by disease:

funding projects that show the Aplastic Anemia $1,655,000
greatest potential for developing

treatments and cures for patients Understanding Bone Marrow Failure $568,750

with aplastic anemia, MDS, and PNH.

Each year, AAMDSIF awards two- b 32,091,000
year grants for research projects to PNH $1,429,000
attract investigators to this field and

improve the understanding of these Stem Cell Transplantation  $145,000
rare diseases.

Many past grantees, empowered by the Foundation’s initial
investment in their innovative research, have risen to leadership
positions in their fields. By validating their approach with the AAMDSIF

“These four new grant, these grantees have not only secured significant research
grantees have support from the NIH, private foundations, and their institutions, but
demonstrated outstanding they also now lead their own research labs.
dedication, innovation, and

potential for making significant . .
contributions, now and in the future, to Catching Up with a Past Grantee

the advancement of medical knowledge Joseph Oved, MD
and patient care. Our organization is Dr. Oved from Memorial Sloan Kettering
proud to support their research and looks Cancer Center, was awarded an AAMDSIF
forward to witnessing the positive research grant in 2017. This grant played a
impact their work will have on the crucial role in his study aimed at identifying
bone marrow failure community,” which pediatric patients are most suitable for
— Brad A. Wong, CEO & treatment with immunosuppressive therapy versus bone marrow
Executive Director of transplantation. The findings from this research have contributed
the AAMDSIF to the development of Emapalumab, a potential new treatment for
pediatric aplastic anemia.

Meet Our 2024 Research Grantees

Brian Ball, MD Gloria Parveen Ganesh Kumar
Assistant Gerber, Shiraz, Viswanathan, DM
Professor, MD MD Associate

City of Hope, Assistant = Professor,

Duarte, CA Professor, / Instructor, . T All India

fragtgznerously . Johns Stanford Institute

a‘;” p frien}c/!sﬁ;effjgc)i’i[ﬁ bdur Rasheed HO[')kInS' Unlv'er'SIty School of of Medlcal

Impact of recipient somatic University .. Medicine Sciences .

mutations on outcomes after SCh(_)Ol_ ?fMedlcme Evaluating Thymic L New Delhi Lo
transplant in pediatric and Opt'/n'wzmg Complement Stromgl Lymphopoietin Structural var/at/ons'&
adolescent/young adult patients /nh/l?/tO( Se{ectlon and as a Biomarker for copy number alterat/on:s
with aplastic anemia or Inherited Monitoring in PNH Ac.ute Graft versus Host in adu.lt immune aplastic
Bone Marrow Failure Syndromes Digerse anemia
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Pivotal Year for Global PNH Registry

In partnership with the National Organization for Rare Disorders (NORD®), . .
AAMDSIF launched the Global PNH Registry in 2021 to advance PNH patient The Registry is governed by a
care. Your support helps the Foundation continue its recruitment efforts to Medical Advisory Committee of
expand the registry’s reach and amplify the data. international PNH experts:
Publication of the First State of the Registry Report Eszrf benr;\’/rrgit(}sha'r) B

This comprehensive report summarizes the first three years of the Registry
data collection and is now available to current sponsors. This report is a key
toolin enhancing our understanding of PNH, improving patient care, and
empowering and uniting the PNH community.

Austin Kulasekararaj, MBBS, MD,
MRCP, FRCPath - Kings College
London, UK

Jaroslaw Maciejewski, MD, PhD -

Highlights of the first three years presented at the -
Cleveland Clinic

American Society of Hematology (ASH) Annual Meeting

Summary of key data collected since the Registry was initiated in April Jun-ichi Nishimura, MD, PhD -

2021 up to April 2024 was accepted for presentation at the 2024 ASH Annual Osaka University, Japan
M_eet!ng, the prgmigr medical megting_ in hematology. This recognition Christopher Patriquin, MD, MSc,
highlights the significance and validation of the Registry’s efforts. FRCPC - University of Toronto,
Spanish Translation Canada
We are proud to announce that all PNH Registry surveys and related Regis Peffault deLatour, MD, PhD -
materials have been translated into Spanish, a significant step in our Hopital Saint-Louis, Paris, France

commitment to diversity and inclusion. Antonio Risitano, MD, PhD

AORN Moscati, Avellino, Italy

Jeff Szer BMedSc, MB, BS -
Royal Melbourne Hospital, Australia

llene Weitz, MD - University of
Southern California

We are grateful to the generous
current sponsors of the Global
PNH Patient Registry:
Apellis Pharmaceuticals,
Genentech, Inc., and
Novartis Pharmaceuticals.

Medical Advisory Council Chair, Dr. David Araten (left), and
Principal Investigator, Alice Houk (right), presenting data
from the registry and interacting with ASH attendees.

@)
N

288
Enrolled
Participants
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Foundation Partners Program

Our Foundation Partners
Program celebrates the powerful

generosity of individual
supporters who donate or

raise $1,000 or more annually

to AAMDSIF. Their generous

contributions enable AAMDSIF
to provide answers, support,

and hope to bone marrow

failure disease patients and their

families.

AAMDSIF
Foundation

Personal

mailing of the
AAMDSIF Annual
Report along
with a note of
appreciation.

Partners
Benefits

Recognition
in the
AAMDSIF
Annual
Report.

Special
invitations
to Foundation
reception events
throughout the

Biannual
impact

e-newsletter with
important updates
about what your gift
helps AAMDSIF

accomplish.

2024 Foundation Partners

Carol and Bruce Barron
James and Barbara Beach
Vanessa Becerra

David Biro

Mark and Kimberly Bockman
Bill and Ann Bortscheller

Gary and Carla
Brandenburger

Pricila Cardozo Barragan
Anne Carry

Asuncion Chang

Vijay Chauhan

I.L. Cohen

Jonathan Cohn

Marlena Connor

John and Debby Cook

Ruth Cuadra

Henry Davison

Sara and Manuel Debono
Rebecca and Randell Doane
Mark Dorf

Mary Douglas

Ron Duncan

Scott and Dawn Faurie

Bart and Margaret Fisher
Gayle Flanagan and Ken Cox
Kathleen Frankle
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Travis and Jessica Georgieff
James Gerlach

Erik and Kimberly Gronberg
William and Stephanie Hamm
Samir and Charlotte Hanna
Patricia Holt

Neil Horikoshi

Mary Horowitz

Donna and Richard
Humphrey

Eric and Melaine Jacob
Stephanie and Mike Jeitner
Aram and Jackie Jerrehian
Joseph and Palka Kairen
Stewart Kennedy

Donna Lambe

Carl Larson

Rita Leos

Cindy Lewallen and Kirby
Harness

Ben and Laura Lewis
Kathy Loeb

Nancy Loeb

Chris Luke

Nell M. Luo

Peter Miller

John and Maire MacLean

Lee and Paul Mahannah
Joanne Metoff
Christopher and Toni Mills
John Minelli

R. Andrew Murray

Susan Nason

Robert Naylor

Phil and Terri Nixon

Erin Olivier

Steve Olson

Maggie O’Neil

Chieh Ouyang

Helen Panoyan

Daryl and Tiffanie Papp
Wendy Perriman

Suzanne Piper-Wilder
Margaret Powers

David Primmer

Thomas and Jodi Reep
Sidney and Phyllis Rodbell
Denise and Leslie Rowe
Brianne Sandborn
Crawford Sandefur

Beth and Bob Schafer
Fred and Nancy Schumacher
Heather Sells

Nanci Shelton

Mark and Glynn Snow
Amit and Hetal Soni
Shizue Spielberg

Dario Spina, Sr.

Doron Steger

John Steiner

John Stodola

Kevin Tarr

Nancy Thompson

Sandra Thompson

Brian Thorpe

Mark Trammell

Mark and Carolena Trammell
William Triessl

Lisa Udelson

Stephanie Vendig
Margaret and Andrew Ward
Brian Wattleworth

Jenny West

Kenan and Briscoe White

Constance and Sankey
Williams

Jerry and Lois Wilson
Brad and Julia Wong
The estate of Howard Ziff



Special Thanks to These Generous Funders

Corporate Funders

® AbbVie ® Bloomberg ® Novartis Oncology
® ADARX ® Bristol Myers Squibb ® Pfizer
Pharmaceuticals ® Folia Health ® Power Meeting
® Agios e Genentech. Inc Management LLC
Pharmaceuticals S e RaceWire
. ® Geron Corporation
® Alexion

® Real Chemistry

Pharmaceuticals ® The Gonzalez

L ®R
® Amgen, Inc. aw Group egeneron
. ®* HEB ® Snow Companies
® Apellis .
Pharmaceutical, Inc. ® James Avery ® Taiho Oncology, Inc.
Craftman

® Atlas Primary, Inc. ® Tito’s Vodka

® Kendra Scott
® BJ’s Restaurants

We’re deeply grateful for the support of our corporate and foundation funders, who recognize AAMDSIF as the
world’s leading nonprofit organization dedicated to supporting patients and families living with aplastic anemia,
MDS, and PNH. We appreciate your commitment to the patients and families we serve.

Foundation Funders 2024 Monthly Donors
The Amy Beck Charitable James A. Reep Family Sandra Adland Christopher and Tabatha
Foundation Foundation Diana Buchmann Leonard

Dina Loffredo

Barbara and Tom Manley
Chris Mayhew

Scott Merryman

Vincent Morrissette

Doug and Maureen Cohn
Philanthropic Fund

Charles and Marion Weber
Foundation

Edward Irvin Fund

Kass Family Foundation
Kenney Family Foundation

Mark and Glynn Snow Family
Foundation

Mia Hamm Foundation

Harriet and Mel Chaifetz

Arne and Sharron
Chandler

Joanna Clark
Kathrine Daniel

Erg[)l N.tHPardir:gsnd che';?ld PAN Foundation Timothy Daniel Stephen Ochs
: a\ﬁc ana cT t.oun ation — peter Guenther Charitable Marilyn DeBoer Daryl and Tiffanie Papp
verylie Foundation Foundation Anny Ewing Donald Paul
Frank and Gilbert Family . .
. Joanne Gilmore David Proch
Foundation
Mary Givhan Kathryn Ragalis
William and Stephanie Nancy Rutledge
Monthly Donations: Hamm Dean Sampson
We are incredibly grateful to Richard and Donna Nancy Sand
our monthly donors. A monthly Humphrey cazkine Sahll
donation helps deliver our Jean King Lorene Sill
services consistently through- Philip and Nancy Kroeger - ria T. Thorpe
out the year.
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2024 Financials

The Aplastic Anemia and MDS International Foundation

Revenue

$3,275,606

o

Corporations: $2,390,095
Individuals: $540,328

Other Revenue: $263,333
Family Foundations: $81,850

2024 Balance Sheet

Assets

Cash & cash equivalents $1,560,518

Contributions and grant receivable 722,213

Investments 4,157,306

Fixed assets, net 235,035

Right-of-use assets, net 524,507

Other assets 28,127

Charitable Remainder Trust 236,972
Total assets $7,464,678
Liabilities

Accounts payable and accrued expenses $166,702

Lease liabilities 580,417
Total Liabilities $747,119
Net Assets

Without donor restriction $5,302,941

With donor restriction 1,414,618
Total net assets $6,717,559
Total liabilities & net assets $7,464,678

*Please visit aamds.org/financials for full financial reports.

@ AA-MDS Annual Report 2024

Expenses
$3,052,172

Program Services: $1,407,832
Research: $995,224
Fundraising & General: $649,116

2024 Financials

The Aplastic Anemia and MDS
International Foundation is
recognized as a fiscally responsible
nonprofit dedicated to financial
transparency, earning a Four-Star
Rating from Charity Navigator
and a platinum-level GuideStar
Transparency rating.

/ \ Platinum
: e Transparency
'\ / 2024

BRI 1ad  Candid.
NAVIGATOR




Foundation Leadership

Chair: Stephanie Hamm
Deborah “Debby” Dr. Mary Horowitz
Ziff Cook Dr. Abraham Kader
Vice Chair: Melanie Marquez
Judith Paulette Peter Miller
Secretary: Erie Sampson
. H ni
Chris Mills etal So
Treasurer: Ex-Officio:
Rebecca Doane Brad A. Wong
Members: CEO & Executive
Marlena Connor Director
Bart S. Fisher

Dr. James Gajewski
Travis Georgieff

Patient Advisory Council

Chair: Members: Ron Duncan Debra O’Neal
Isabel Nancy Clark Shaquilla Gordon Joan Powell
Schuermeyer, MD Ellen Coneybear Hemant Murthy, MD Olga Rios, RN

Paige Cranwell
Robert Delfield

Ryotaro Nakamura, MD
Sandrine Niyongerre, MD

Mario Riveria
Lydia Seiders

Medical Advisory Board

Chair:

Mikkael Sekeres, MD, MS
Sylvester Comprehensive Cancer
Center, University of Miami

Vice Chair:

Olatoyosi Odenike, MD
The University of Chicago
Members:

David Araten, MD

NYU Hematology Associates

Pamela Becker, MD, PhD

Beckham Research Center at City of
Hope

Carlos M. de Castro, Ill, MD

Duke University Medical Center

H. Joachim Deeg, MD
Fred Hutchinson Cancer Research Center

Amy E. DeZern, MD, MHS
Sidney Kimmel Comprehensive Cancer
Center at Johns Hopkins

Benjamin L. Ebert, MD, PhD
Dana-Farber Cancer Institute at
Harvard Medical School

Guillermo Garcia-Manero, MD
MD Anderson Cancer Center

Steven D. Gore, MD
National Institutes of Health

Timothy Graubert, MD
Massachusetts General Hospital

Rami Komrokji, MD
University of South Florida College of
Medicine

John Letterio, MD
Case Western Reserve University School
of Medicine

Jaroslaw P. Maciejewski, MD, PhD
Cleveland Clinic Taussig Cancer Institute

David Margolis, MD
Medical College of Wisconsin

Kinuko Mitani, MD, PhD
Dokkyo Medical University School of
Medicine, Tochigi, Japan

Stephen D. Nimer, MD
Sylvester Comprehensive Cancer Center,
University of Miami

Ronald Paquette, MD
Cedars-Sinai Medical Center

Gail J. Roboz, MD
Weill Medical College of Cornell
University

Valeria Santini, M.D.
University of Florence, Florence, Italy

Phillip Scheinberg, MD
Hospital A Beneficencia,
Sao Paulo, Brazil

B. Douglas Smith, MD
Sidney Kimmel Comprehensive
Cancer Center at Johns Hopkins

Richard Stone, MD
Dana-Farber Cancer Institute

Neal Young, MD
National Institutes of Health

Uwe Platzbecker, MD
Leipzig University
Hospital, Germany
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The Aplastic Anemia and

..~. A A. M D S MDS International Foundation

INTERNATIONAL FOUNDATION 401 N. Washington Street, Suite 430
ANSWERS +« SUPPORT + HOPE Rockville, MD 20850
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info@aamds.org aamds.org (800) 747-2820
(301) 279-7202




