






Index card record 
keeping system (1998)

25 records

Information transferred to 
Microsoft Excel 

Spreadsheet (2004)
>100  records

First operating database 
on Microsoft Access (2008)

>500 records

Online Platform created 
using SQL (2013)

>1600 records

Establishment  of Tissue 
Bank with  Stanford (2007)

Launch Web-based 
Interactive Patient Registry 
Database and Side Effects 

Module (2016)



Registry Population

globally
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30%

66%

Unspecified International US







One tissue donation  can reach  the world's  leading GIST research scientist



600 tissue  donations linked to clinical histories in the  Patient Registry



…by contrast 41% of LRG Patient Registry 

members know their mutation

In the United States it is estimated that only  

8-10% of GIST patients have mutational 

testing performed



Correct
80%

Incorrect
20%



• Key point person for patients

• Collect medical information to 
update in  Patient Registry

• Coordinate with the LRG to help 
facilitate the collection of tissue 
for mutational analysis

“Boots On The Ground”

Global Representatives in 60 countries





Presenting InterGR



The Problem



InterGR provides an interactive cloud-based platform for 
global researchers and patient groups to store, visualize, 

share and analyze health data to foster rare cancer 
research collaboration. 
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