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All proceeds from this event will be donated to the

@ he”O@SOdrefoundchon'org DDX3X Foundation. The goal is to fund research that
‘ can improve outcomes for individuals with DDX3X
esodrefoundation through advances in gene therapy and treatment.
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https://youtu.be/MvjPXp2uCnE?si=xfkPOwiaaGRjXqLR

MISSION & GOALS

upporting

pportunities

reams

are disease community
ducation + advocacy

Our goal is to raise awareness, share real
stories, and bring people together through
events and fundraisers that support research

and the families affected by rare diseases.

ABOUT US

Growing up with Sophia, | saw both the

“She’s not just
a diagnosis.
challenges that come with DDX3X syndrome and , 9 . ”

She’s my sister.”
how much more there is beyond it. It made me i
realize how important awareness, treatment, and
support can be in improving quality of life, not

just for her, but for so many others.

| wanted to take action in a way that felt true to
who | am, so | combined the things | love, like

OUR IMPACT

¢ Raised over $15,000+ to support rare

golf, film, and storytelling, with a purpose. That's
how SODRE Foundation started in 2023.

Today, SODRE Foundation brings people disease research

together through events, storytelling, and e Hosted community events including Greens
community outreach, all working toward a future Fore Genes and Topgolf Fore Genes
where rare diseases are better understood, ¢ Brought people together to raise
supported, and represented. awareness and build understanding around
rare diseases.

Audrey Chang e Created storytelling projects to help others

Founder, SODRE Foundation see beyong the diagnosis.

ABOUT DDX3X

DDX3X Syndrome is a rare genetic condition
caused by a mutation in the DDX3X gene at
conception, and in some cases, it can be
inherited. It was first identified in the United
States in 2014 and primarily affects girls
because the gene is located on the X
chromosome, although it can also affect boys.

While it has been identified in around 1,200
individuals, researchers believe it may
account for 1 to 3 percent of intellectual
disabilities in females.

Not everyone with DDX3X is affected in the
same way, but some common characteristics
include:

e Intellectual disability

e Developmental delays

e Low muscle tone/hypotonia
e Speech challenges

e Epilepsy/seizures

e Movement disorders

e Brain differences

e Microcephaly

e Scoliosis
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