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World Fragile X Day

World Fragile X Day celebrates families impacted N “1'!, ’ .I-t"f
by Fragile X syndrome. On July 22 we shine a light |

on this disorder by illuminating landmarks around the K ,

world and launching regional community events and ‘ '

media coverage. ]

|

World Fragile X Day began with FRAXA Research
Foundation’s vision of collaborating with experts and
communities worldwide to galvanize biomedical

research to change the lives of families everywhere. : , .

On July 22, 2021, World Fragile X Day exploded on the 3 __—g';{-" | N
scene with 300 landmarks in 13 countries on 6 : . l l
. » A

continents lit up for Fragile X. On that day, 5000 people

also participated in the global webinar, "Fragile X :

Syndrome: In Pursuit of a Cure." o= £
- . 9

World Fragile X Day 2024 will reach millions )

of families, researchers, clinicians, and Montevideo, Uruguay

pharma/biotech professionals globally. ¥

“As a family, we enjoy traveling throughout the city to see all of the bridges and
buildings lit up in teal. It reminds us that Fragile X is bigger than our family and
across the world, other families are feeling the same excitement as we are.”
Jessica D., Florida

Ruby Falls, TN Fragile X Syndrome

Fragile X syndrome (FXS) is the most common
inherited cause of autism and intellectual disabilities
worldwide. Fragile X occurs when a single gene shuts
L : down - a gene vital to normal brain function. There is
= no specific treatment or cure.

' In 1994, three parents founded FRAXA Research
§ d.F Foundation when their firstborn sons were diagnosed

:’,?' :- W with Fragile X. Since then FRAXA has become the
i - K5 global leader in accelerating research.
& - FRAXA Research Foundation is working to

find effective treatments and ultimately a
cure for Fragile X syndrome. Many of the
worlds top neuroscientists agree that Fragile
X research is key to solving the mystery of
autism and other brain disorders.




Closing in on a Cure for Fragile X

We are seeing groundbreaking advances in Fragile X research. Here are some of the most exciting developments.

Two years ago a small trial of zatolmilast, funded by FRAXA Research Foundation and Tetra Therapeutics, showed
significant functional improvements in adults. These improvements, achieved in just 3 months without undesirable
side effects, are believed to be equivalent to a significant elevation in 1Q. This is truly remarkable! The prospect

of enhancing intelligence within a few months, with a conventional drug taken twice a day, seems almost like
science fiction.

>> A Fragile X Clinical Trial Showed Intelligence Can Improve!

Large multi-center trials are underway. Could this new medicine also help people with other intellectual
disabilities? We don'’t know yet, but FRAXA is now advising numerous pharmaceutical and biotechnology
companies which are developing an array of drugs designed to enhance cognition.

Clinical Trials are Evolving and Expanding

>> Significant refinements have been made in clinical trial design to optimize and streamline the process. One
example is at-home clinical trials, pioneered by Zynerba Pharmaceuticals and Harmony Biosciences. This changes
the landscape: households who previously lacked access can now participate in Fragile X trials.

We are seeing incredible progress with treatment approaches that tackle the root cause of Fragile X syndrome:
the lack of an essential protein normally produced by a single gene. These FRAXA-funded teams reported
breakthroughs in the past year:
e Dr. Jeannie Lee at Harvard Medical School published two distinct methods to reactivate the Fragile X gene,
one using CRISPR and the other using a drug combination.
e Dr. Joel Richter at the University of Massachusetts published a revolutionary new strategy that uses antisense
oligonucleotides (ASOs) to indirectly reactivate the Fragile X gene by targeting the gene’s messenger RNA.
e Dr. Kathryn Whitehead at Carnegie Mellon University adapted mRNA vaccine technology to spur brain cells
to produce the Fragile X protein.
e Dr. Ray Turner at the University of Calgary has made substantial progress in optimizing protein replacement
therapy for Fragile X syndrome.
FRAXA is now collaborating with large and small pharma companies on definitive treatments for Fragile X.

>> Definitive Therapies for Fragile X are Emerging

Community is a Powerful Force!

> Community funding is the force behind the progress in Fragile X research. Other rare disease communities are
now collaborating with each other and with pharmaceutical companies in unprecedented ways, following the
FRAXA model. Rare diseases are gaining recognition because together they affect up to 30% of the world’s
population. Patient organizations like FRAXA are helping to developing new treatments with broad applicability.

All these exciting strides complement each other, collectively propelling Fragile X research forward to benefit
everyone. Through collaborative efforts, supported by your generous contributions, together we will succeed!
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Direct Investment Teams Actively Researching Pharmaceutical and Research grants
in Fragile X Research Fragile X Syndrome biomedical partners awarded



Support World Fragile X Day on July 22, 2024

World Fragile X Day is a premier awareness event with exposure to millions of people around the world. Sponsors have
unique opportunities to fund Fragile X research and increase their visibility among Fragile X families, researchers, clinicians,
and pharma/biotech professionals.

We are eager to discuss your ideas. Please let us know how we can partner on this one-of-a-kind event. Contact Holly
Roos, Community Services Director, at hroos@fraxa.org or Katie Clapp, President, at kclapp@fraxa.org.

Sponsorship Benefits $50,000

Custom opportunities! Talk to us!

Featured in FRAXA seminars with direct exposure to the
community

Individualized consulting with experts in the Fragile X field

Name and logo included on email blasts
throughout WFXD campaign

Social media spotlight

Recognition on event t-shirt*

Name and/or logo included in post-event recap on social media,
website, and email blast

Name and/or logo included in pre-event social media campaign

*To guarantee recognition on the World Fragile X Day 2024 t-shirt, sponsorship must be received by May 30, 2024.

Name and/or logo included on World Fragile X Day website

“World Fragile X Day sees landmarks across our country join an

international celebration.”

Wendy Bruce, Fragile X Association of Australia

FRAXA Research Foundation 10 Prince Place, Suite 203 Newburyport, MA 01950
fraxa.org (978) 462-1866 info@fraxa.org
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') 2023 Global Impact

585 landmarks spanning 18 countries on 5 continents illuminated on July 22, 2023
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New Zealand Portugal

South Africa United Kingdom United States Uruguay
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2023 Participating Landmarks
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