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Natural History Study Around the Globe

125 families are enrolled in our Natural History Study or are in the process of enrolling. Not pictured
countries include: Australia, New Zealand, Brazil, Colombia, Chile, China, Egypt, and Singapore.



Research study now recruiting

Kidney and Bladder Health Survey led
by Dr. Rauchman of Washington
ASXL Kidney and University in St. Louis. Survey is
Bladder Health Survey through the NHS.
Through the ASXL Registry at the University of California, Los Angeles and SU RVEY CLOSES septem ber '|St, 2024

collaborating sites

If you are enrolled in ASXL NHS, you should have received a survey link, if not
please contact us ASXL-CHROMATIN-REGISTRY@mednet.ucla.edu

ASXL Family Conference 2024
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RESEARCH COLLABORATIONS WITH THE NHS

ASXL Behavioral Phenotyping Study (ALPS) in a collaboration with
Dr. Natasha Ludwig from Kennedy Krieger performing standardized
neurodevelopmental assessments through interviews and observed
behaviors in people with ASXL-related disorders. All data collected

AL ps through this study will be stored long-term in the NHS.

Scoling our understanding of ASXL-related disorders

Chromatinopathies and Autism: Motor Phenotyping and Indicators of

Neurodevelopment Study (CHAMPION) is a collaboration with Dr. CHAMPION
Rujuta Wilson from UCLA in assessing cognitive, behavioral, social Cromatnopnties an utn: oo
and motor development in people with ASXL-related disorders with a Nelrosesopmen

goal of developing better treatment and therapeutic options. All data

collected through this study will be stored long-term in the NHS.
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