
Patient Registry 
•Research  •  Patient  Support & Education  •  Advocacy



LRG Patient Registry Timeline

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

IRB Approved

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 (2017)

>1700

LRG Patient Registry 

Today

Total Patients:      >1800     

Total # of Tissues:  778

Countries:                68



About the Patient Registry
• Largest GIST registry in the 
world

• Uses observational study 
methods to collect data

• Contains 450 specific data fields 

• High standard quality control



The Importance of 
the Patient Registry

• Powerful tool to observe the 
course of the disease

• Helps understand variations 
in treatment and outcomes

• Provides real world data-
RWE



Why Are Registries Needed?
• First-hand information 

• Track trends of diseases and 
treatment

• Determine the disease’s natural 
history

But most importantly….
They provide the entire patient experience



Joining the Registry 

Submit membership  
application 

Provide medical 
history

Medical updates

Informed consent 
process

Input information
in database 

Coordinate follow-up 
outreach  

Patients

Registry Staff

Join the Tissue Bank

Continue patient 
engagement
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1868 Patients
929 Males ǀ 939 Females

1365 United States ǀ 502 International

High Risk 35.2%(n=656) Frankly malignant 26.9%(n=501)      

Recurrence Free Survival: 6.4 years

Median Overall Survival: 89.7 months

LRG Patient Registry



Data Collection and Integration 
•Self-reported patient data

•Different methods of data 
collection to accommodate 
patient’s preferences

• LRG registry captures specific 
data elements: 

•A GISTOry is provided to every 
patient after an update



Quality Assurance

• Manual data cleaning

• Monthly query reports

• Data tracking

• Multi-level access 
based on user’s role

• Storing and securing 
data 



Patient Reported Outcomes
Bridge the gap between the clinical reality 

and the patient world



Let’s take a look of the LRG 
Patient  registry 













Progression Free SurvivalPFS

• Time spent on specific treatment without progression

Overall SurvivalOS

• Time living with GIST since date of diagnosis

Time on Medicine/DrugTOM

• Time of treatment on a particular drug 





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

19



Treatment Lines: 
Rapid Hypothesis Generation

• Generation of sortable waterfall charts can rapidly reveal 
interesting treatment patterns 

• Rapidly generated findings can be followed up with further, 
more stringent  analysis such as Kaplan Meier curves.



452 89

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

84% have KIT or PDGFRA mutations

KIT or PDGFRA KIT/PDGFRA WT

532 544

0% 20% 40% 60% 80% 100%

50.5% of living patients know their mutation

Unknown Known

Known Mutations

84% KIT/PDGFRA mutations  
16% KIT/PDGFRA WT (NOS)

*No Other Specified 

BREAKDOWN OF MUTATIONS  



GIST Patient Overall Survival (OS)

Not enough data

OS <7 yr

7 yr< OS <10 yr

10 yr< OS <15 yr

15 yr< OS

Undefined



GIST Patient Overall Survival in Different Geographic 
Regions
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# censored subjects 28 39 124 66 797

# deaths/events 11 33 66 16 484

Median survival Undefined 10.1684 14.6393 13.3087 12.3587

Asian Canada Europe Latin America USA



Benefits of Data 

• Describes the natural history of disease  

• Studies clinical and treatments’ 
effectiveness

• Evaluates specific patient outcomes

• Increases international collaborations

• Accelerates research development

• Improves patient-physician 
communication

Patient Advocacy

Research Pharma



“

”

Many times I think things are the way they are 
supposed to be and there is nothing I can do 
about them. Then someone reminds me that 

there are things that can be done. 
Thanks for reminding me that there are options.

- Patient Registry Member Since 2011



Thank you! 

Denisse Montoya 

Patient Registry Director 

dmontoya@liferaftgroup.org

973-837-9092 Ext 133

mailto:dmontoya@liferaftgroup.org

