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https://www.ctnnb1.org/registry

https://www.curectnnb1.org/natural-history-study

CTNNB1.org sponsors a comprehensive survey of those with
CTNNB1 Syndrome to aggregate information on the disorder.
This report compiles the data of those who have completed the
survey. It is offered as a resource for parents, doctors,
therapists, and researchers to know what to expect upon
diagnosis of a CTNNB1 syndrome diagnosis, and what are some
common impacts, symptoms, behaviors, and therapies that
have proved effective for some, and more.

If you have a child with CTNNB1 Syndrome, please give strong
consideration to completing this survey and signing up for
Simons Searchlight to help other parents and the medical
community learn about the experience of CTNNB1 children
and families.  

Thanks to CTNNB1 volunteer Bruno Ramalho for his
outstanding work on creating this valuable and user-friendly

resource for our families.

PARTICIPATE  HERE:

SIMON'S SEARCHLIGHT: 

CTNNB1 SURVEY:

https://www.ctnnb1.org/registry
https://www.curectnnb1.org/natural-history-study
https://www.ctnnb1.org/


 
 
 

 
 
 
 

 
 
 
 
 



 
 

Other genes that are affected 
 

 
 
 
 
 
 

 
 
 
 
 
 

 



 
 
 
 
 
 

 
 
 
 
 
 

 
 
 
 



 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 



 

 
 
 
 
 
 

 
 

 
 
 
 

 
 
 
 
 
 
 



 
 
 
 

 
 
 
 

 
 
 
 

 
 
 
 
 



 
 
 
 

 
 
 
 
 

 
 
 
 
 
 

 
 
 
 
 



 
 
 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 

 
 
 
 



 
 
 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 
 

 
 



 
 
 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 



 
 
 

 
 
 

 
 
 

 
 
 
 


