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Understanding GIST

® Ra Fe cancer: 4000-6000 US cases GISTs can occur anyiwhere in the Gl tract
per year
* Occur anywhere in the Gl Tract |
. . l
* 830% mutations are in the KIT B o
gene

* Remaining 20% consists of
PDGFRa and Wildtype

* Surgery and approved targeted
drug therapy

- Stronach 40-70%
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2 Initial Development

of the Patient Registry

Information transferred to First operating database Lau_nch We_bbased |
Microsoft Excel on Microsoft Access (2008) Interactive Patient Registry
Spreadsheet (2004) >500 records Database and Side Effects
>100 records Module (2016)
UIBICEREl e Establishment of Tissue Online Platform created
keeping system (1998) g, with Stanford (2007) using SQL (2013)

25 records >1600 records
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Registry Population

* More than 1600 participants globally

* Over 14 years of self-reported data
collection encompassing 35 years of
patient history

* Ages 5 - 82 representing 12
mutational types

m Unspecified = International mUS
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Data CoIIe_cted Treatment Patterns
* DemeyicRs Treatment Outcomes
Better Disease

* Diagnosis events
* Evaluations/Scan reports

* Treatments and Side effects Ma nagement

(2 Pationt Registry - T —




The Life Raft

GIS

Current Age: 61 Gender: Gist Type:GIST Pediatric:[_|

Benefits of Membership [ —w—

:151' nll;lg Dﬂ! 2-3512['1 3 Event Tumor Type  Tumor Location
ge @ Diag: Diagnosis  Primary Tumor  Stomach

* GISTory S s[5 o

Misdiagnosed: Diagnosis =~ Mets Peritoneum
1st Diagnosis Date:

* Portable medical history e

Single Tumor At Diagnosis [ |

* Tracks patient history across e oot
institutional boundaries -

delation WE 557-553

L
 Patient Support —
Events Comments
3 Eval - Sean-Othes Scan-sNew TUms IR 7/3 114 - Unknown at this time what kind of scan/test discovered the
° L | primnary. Update when pathent provides detals.
O C a S U p p O rt g ro U p S Diag @ Age of 80 f PTJ CKIT + Spindle I;EII very high grade, positive 4+, mitoss increased {1 5‘-,:_::-:&: N

. .
[ ) E m | m m t noved ma GIST from pedvis (38 om. weighing 1416 gms),
a I C O U n I edg per left guadrant of my Sio with a
oms. that weighed grams) and
wed six separate tumaors along the posterior peritoneum along the left

; iliac &nd inte the pebis.

L V I rt U a | TU I I I O r B O a rd B/15/2013 Treat - Surgery PT & Mets - Clear Surgery removed makgnant GIST From pelvis (38 cms. weighing 1416 gms),
resected & wedge from my upper ket quandrant af mry stomach with &
malignant GIST umor [1B.2x12.1x8.8 oms. that weighed 835 grame) and
removed Six seperate tumors along the posterior pesitoneum Shong the et
iliac and inbo the pedis.

n
. E d U C a t I O l I /062013 - 31272015  Treat - Medication Gleevec@400-mg Daing well and tolerating Geevec with few side effects.
9/15/2013 - Eval - Scan-CT->Ned Have had 2 scans since 52013, Next scan (PET) scheduled for May Sth.
2 Eval - Sean-( =il Pepoeted a5 md avidence of raourmencs.

. - - S - o -

3202004 - Eval - Sean-CT-=Ned CAT en 3212014, progression/worsening in mass effect in mid abdemen
e [Ex pert Patient Course L sl b
transverse diameter and approximately S om. in longitudinal length.

Coanbined PETACT exam may ﬁ‘ﬂ\lﬂl’.‘ |I'h'|lﬂ'|l as o active neoplasim warsus
scar tissue and or athes pathology. Mass like defict cardia of the stomach

[ J Advo Ca Cy Tra i n i n g also is lightly maore prominent than seen previously. Pelvis does not show

progressicn.

S/DE/2014 -

® I 2 e S e a rC I l B 0l4 - val - 5 Mext scan on March 13, 2015
3/13/2015 - [F) Exz . e TLIMIHS Sean ghewead 2 solitary metastass in the anterier fight hapatic babe spanning

batwesn segments VI and VII. The lesion measured 3.7 x 3.1 x 3.6 om and
showed posgible central necrosis. Has numerous hepatic cysts thal were

3/14/2015 - 332015 Treat - Medication GleevecBB00-mg VEr Surgery LOmarmo Will provide update aftes



GIST Collaborative Tissue Bank

One tissuelonation can reach the world's leading &Sdarch scientist
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600 tissuedonationslinked to clinical histories in the Patient Registry
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In the United States it Is estimated that only

8'10(y(bf GIST patients have mutational
testing performed

8AU Al 43)%3)(1@6 Patient Registry
membersknow their mutation
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Power of the Tissue Bank

* 20% of the tissue from Latin
America was shown to have
been misdiagnosed
(unintended benefit)

* Increased GIST diagnosis

* Paved the way to build
testing capacity in Latin
America

Incorrect
20%

Correct
80%
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Role of Country Leaders

O"1 1 abpA/ 1T 0Ol Ol Ao
A Key point person for patients

A Collect medical information to
update in Patient Registry

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

Global Representatives it countries



Moving Forward
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Presenting In(&R

The cure is in the numbers






