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This year, we proudly celebrated the Marfan Foundation’s 43rd anniversary of advancing research, education,
and progress to save lives, improve outcomes, and build a thriving community. Through our four divisions -
the GenTAC Alliance, the Loeys-Dietz Syndrome Foundation, the Marfan Foundation, and the VEDS
Movement, we are honored to serve individuals and families impacted by genetic aortic and vascular
conditions. None of this would be possible without our generous supporters and tireless volunteers, who
drive the transformative change we achieve together.

In 2024, we funded 18 research grants totaling $2.2 million, reaffirming our commitment to ground-breaking
science. Grants included fellowships, career development grants, innovators grants, and the prestigious
Everest Award—aimed at improving prevention, treatment, and outcomes for aortic dissection. Our
significant investment in science reflects the unwavering generosity of our community and our shared
mission.

One of the year’s highlights was our five-day Global Virtual Conference, which brought together 804
participants, including 182 from around the world. Attendees engaged with leading healthcare experts to
learn about the latest research, medical management strategies, and mental health resources while fostering
deeper community connections. The impact continued beyond the event, with conference sessions viewed
on demand more than 1,400 times. We encourage you to explore our Annual Report to discover more about
our diverse community programs, from symposiums and webinars to support groups and fundraising
gatherings. These initiatives are at the heart of our mission, helping to forge lifelong friendships and
strengthen community bonds. This year, our social media outreach touched 3.3 million people, while our
invaluable Help & Resource Center provided critical medical information to more than 5,000 individuals.

Your passion, energy, and dedication fuel everything we do. Together, we are advancing research, enhancing
quality of life, and extending longevity for those we serve. From all of us at the Marfan Foundation, thank you
for your steadfast support and for empowering our community. We look forward to continuing this incredible
journey together!
 

OUR VISION
Cures for genetic aortic and vascular conditions. 

OUR MISSION
Save and improve lives, while creating communities,
for all individuals with genetic aortic and vascular
conditions including Marfan, Loeys-Dietz, and
Vascular Ehlers-Danlos syndromes. 

TOGETHER,
WE CAN

KNOW THE
SIGNS AND
FIGHT FOR 
VICTORY
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OUR ORGANIZATION 
The Marfan Foundation
The Marfan Foundation was established in 1981 to
provide education and support and fund research on
Marfan syndrome. We expanded our mission in 1995 to
include related connective tissue conditions. Our
commitment to genetic aortic and vascular conditions
is reflected in the growth of the organization to include
divisions to serve this broader community.

The GenTAC Alliance

The VEDS Movement

The Loeys-Dietz 
Syndrome Foundation 

The GenTAC Alliance, a community of scientists,
physicians, and healthcare professionals
focused on advancing care for all forms of
genetic aortic and vascular conditions, became
a division of The Marfan Foundation in 2020.

The VEDS Movement was added as a division of
The Marfan Foundation in 2019 to specifically serve
people with Vascular Ehlers-Danlos syndrome.

The Loeys-Dietz Syndrome Foundation became
a division of The Marfan Foundation in 2020 to
provide dedicated to programs and support services
for those affected by Loeys-Dietz syndrome.
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OUR WORKOur programs and services fuel awareness and connections globally



OUR WORKOur programs and services fuel awareness and connections globally

“Research is essential to improving the lives of those in our Marfan, 
Loeys-Dietz, VEDS, and related conditions communities.” 
- Josephine Grima, PhD, Chief Science Officer, The Marfan Foundation 
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Harnessing the Power of Awareness

When my husband, Johnny, was coming up in
the early 80s, much about Marfan was
unknown. A school nurse’s routine check for
scoliosis when he was in middle school led to
his diagnosis and first Marfan-related
surgery, a spinal fusion. Early detection
helped save Johnny’s life at 21 when he
underwent emergency aortic valve
replacement. He was blessed to have doctors
who were knowledgeable and vigilant.
Johnny’s medical team encouraged us to
begin early cardiovascular testing for our
children. We did, and Sky’s enlarged aorta
was discovered when she was 18 months.
Witnessing our daughter’s grit and resilience
through two surgeries at age four is one of
our greatest and deepest inspirations. 

-Nosha

“We are so grateful that Sky and Auggie have access to
medical advancements, 

thanks to The Marfan Foundation.”
-Johnny and Nosha Whitehead
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“When I got my genetic diagnosis [I learned
about] the Marfan Foundation because my
family was looking for a group or a community
just to support us along the way and to find
research.”

“It’s helpful that the Marfan Foundation is a very
big foundation and getting more recognized
because it allows others to dive deeper and learn
more about other connective tissue disorders
that affect your heart. I’m hoping that more
medical providers are more aware of VEDS,
because a lot of times when I go in to see any
new specialist or any new doctors, I’m the one
having to explain how serious VEDS is and how
serious the complications can be with any given
treatment,”

A Great Source of Support

”The Marfan Foundation is a great source for people
to go to if they have any questions [about] supporting

you or to help advocate for you any sort of way.”

-Maia Fleener, Living with VEDS

-Maia 
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“I’d like new families to know that these
[physical and emotional challenges of

LDS] are possible to live through.”

-Rachel Martin, Living with Loeys-Dietz

“And there, my life began.”

Rachel Martin points to the 2008 Marfan Foundation
Conference, and her surgery thereafter, as her starting
point in life and the beginning of living authentically as
herself after years without a diagnosis and the
emotional toll of being bullied. 

In 2024, she shared her story with the Loeys-Dietz
Foundation community to help others. 

“My reason to tell my story is to give hope to parents
with young kids who are struggling,” said Rachel.
“None of us know what tomorrow is going to bring…
but if I, as a 44-year-old, who has been through not
only the medical side but the psychological side [can
help]…I need to try.”

Rachel looks forward to continuing to enjoy life,
authentic friendships, and helping others. “I’m still
here, and I have no plans on going anywhere. I’m not
done yet,” 

-Rachel 



“I'm delighted to work with the Marfan Foundation, helping to lead the GenTAC Alliance -- a global group of
scientists, physicians, educators, and clinicians who've been working together now for almost 20 years.
When the Foundation convenes these experts to present their findings, I am stunned at the volume and
excellence of the work that's being done around the world in understanding the genetic underpinnings of
Marfan, Loeys-Dietz, VEDS, and related conditions as well as discovery and collaboration around important
areas like imaging, clinical care, and surgical care. 

Members of the GenTAC Alliance share an impressive sense of passion, teamwork, commitment, and hope.
There's literally an army of scientists attacking genetic aortic and vascular conditions every day on behalf of
patients and families. The groundbreaking science we are working on will ultimately lead to more solutions
for our community members. And this truly is the magic of the global effort which is supported by the
Foundation. Through the GenTAC Alliance and the Foundation as a whole, advancing science and then
sharing what we are learning with healthcare providers and our community members is both critically
important and a privilege.”
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Inspiring Education and Research

-Dr. Kim Eagle

Tromso, Norway Meeting 2024



To learn more about our research program, visit marfan.org/research10
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STATEMENTS OF ACTIVITES
FISCAL YEAR 2024

For a complete listing of our leadership volunteers and staff team, visit https://marfan.org/about/team/
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STATEMENTS OF FINANCIAL POSITION 
FISCAL YEAR 2024

Our commitment to mission-driven programmatic activities remained steadfast in FY24. We
continued to focus on advancing research, expanding patient services, and raising awareness
for individuals and families affected by Marfan syndrome, Vascular Ehlers-Danlos (VEDS),
Loeys-Dietz syndrome (LDS), and related genetic aortic and vascular conditions.
 
In FY24, total revenue reached $6.1 million, largely driven by the unwavering support of our
community and the success of our fundraising initiatives. Event revenue, which included the
Walks, which raised over $1 million, and Special Events, which raised over $2 million in gross
revenue, totaled $3.05 million after direct expenses. These events illustrate the remarkable
generosity, dedication, and enthusiasm of our supporters, whose engagement is essential to
advancing our mission. 
 
While contributions totaled $1.5 million, and overall revenue decreased compared to the
previous year due to fewer one-time bequests, our dedicated supporters played a crucial role
in the success of key fundraising initiatives. The generosity of our donors and the introduction
of new giving opportunities are vital for sustaining our programs and services.
 
We extend our heartfelt thanks to everyone who has supported us—your generosity drives our
progress, fuels our programs, and ensures we continue to deliver on our mission.

Inderjeet Kaur, CPA
Chief Financial Officer



THANK YOU
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