




space — RESEARCHERS, PATIENTS and 
INDUSTRY

Drug Development now takes an average of $2.5 Billion and 10+ years1

Resulting in treatments that take too long to get to market and cost too much to produce.

$300+ Million has been invested to date in “mega registries” 

Yet we are still not where we need to be. 

1 http://cen.acs.org/articles/92/web/2014/11/Tufts-Study-Finds-Big-Rise.html

http://cen.acs.org/articles/92/web/2014/11/Tufts-Study-Finds-Big-Rise.html


But most importantly….
They provide the entire patient experience



Example Data

Key Goals

Patient

Pharma

Companies

Physicians

Federal 
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Patient-reported outcome (PRO) 
measures bridge the gap between the 

clinical reality and the patient world



55%
77% 



1Fox, S. (2011). Peer-to-peer Health Care. Pew Research Center. Retrieved from www.pewinternet.org



World 
Community 

LRG 
Community

Patient

Benefits extend from the patient towards to the 
larger GIST community. 



Registry data is effective in providing information on natural history and 
patient management strategies. The more information we have the 

more robust research becomes.

So we are making it easier…We are making it interactive



Introducing



YOU

YOU

YOU

YOU



1684 Patients

844 Male ǀ 840 Female

1277 United States ǀ 407 International

86 Ages 35 or underǀ 155 Ages 36-45ǀ 347 Ages 46-55                  

507 Ages 56-65 ǀ 589 Ages 65+



44%
LRG Patient Registry 
Members know their 

mutation

KIT
76%

PDGFRA
8%

WildType
16%

Compared to the 8-10% of the 

general US population



Treatment Lines

• Treatment lines compare effectiveness of 
a given sequence of drug therapies

• Treatments given early should be 
compared to other treatments given early, 
late vs. late etc. (i.e. 2nd line to other 2nd 
line, 3rd line to other 3rd line) 

1st line

Imatinib

2nd Line

Sunitinib

3rd line

Regorafenib

FDA Approved Drug Sequence



INDIVIDUAL PATIENT TREATMENT LINE EXAMPLE
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