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Overview
The TS Alliance supports initiatives to establish clinical 
resources for researchers in the pursuit of drug development 
and clinical care:

Natural History Database (NHD): 
• Captures clinical data documenting the impact of TSC on 

the health of those affected over their lifetime 
• 18 participating TSC clinics collect data, ensure quality in 

the data, and provide data distribution

Accessing Biosamples – Application Process 

Van Andel Research Institute (VARI) Collaboration

TSC Associated Neuropsychiatric Disorders (TAND) 
in the NHD

mTORi Use in Patients Enrolled in NHD

TSC Natural History Database and 
Biosample Repository

TSC Clinical Sites

Biosample Repository (BSR): 
• A biobank of tissues, blood, and DNA with corresponding 

patient clinical data
• Repository currently has 867 biosamples from 639 TSC 

patients and 166 biological parents 
• 579 linked to entries in the NHD 
• Additional 263 from the Rare Diseases Clinical Research Network 

(RDCRN) Synaptopathies Consortium and PREVeNT clinical trial

Clinical Sites Across the US

Footprint of Clinical Resources in the US
• 18 TSC clinics recognized by the TS Alliance participate in 

NHD and BSR
• We continually seek new participation for the collection of 

biosamples and clinical data
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