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INTRODUCTION
Where I was, where I am now

Patient advocates, Senator Carolina Goic and  
President Sebastián Piñera

2014 -Observer 2019- Protagonist

Patient advocates, journalist



HOW DID I GET THERE?
1.“Being in the right place, at the right
time and meeting the right people”

• Finding and working with The Life Raft Group

• Being part of Alianza GIST

• Meeting a GIST Specialist – Dr. Marcelo Garrido

• Being invited to be part of the National Cancer
Forum Foundation – Meet Senator Carolina Goic



HOW DID I GET THERE?
“Being in the right place, at the right
moment…”

53rd Directing Council of the Pan 
American Health Organization 
(PAHO), 
66th Session of the Regional 
Committee of the World Health 
Organization (WHO) for the Americas.

Washington, DC, United States of 
America, 
September 29  to October  3, 2014.



HOW DID I GET THERE?
.….. and meeting the right people”. 

Dr. Marcelo Garrido 

Senator Carolina Goic



HOW DID I GET THERE?
2. “With Passion”



GOALS

• ACCESS to GIST treatments through the 
“Ricarte Soto Law”

• Have a National Cancer Law in Chile

• Salud Con Datos GIST Registry Project



ACTIONS
Ricarte Soto Law
Collaborative work: 

Patient Advocate & GIST Specialist Team

“Impact of GIST and its treatment in Chile”
Authors: Jorge Madrid Arenas, President Chilean Society of Medical 
Oncology, Piga Fernandez Kaempffer, President Fundación Chile, 
Marcelo Garrido Salvo, Gastrointestinal Medical Oncologist. 

Health using real world data from the LRG Registry

Presented at: 
• Ministry of Health
• Congress Health Comissions



ACTIONS
Ricarte Soto Law 

Patient Advocate Experience

Advocating throughout the entire process. (2015 – 2019)

Presenting RW data and scientific evidence of treatments 
to:
• Ministry of Health
• Congress Health Comissions
• Senators
• Deputies



ACTIONS
Ricarte Soto Law 

Patient Advocate Experience



ACTIONS
Ricarte Soto Law

GIST Specialist Experience

• Dr. Marcelo Garrido, oncologist, Assistant 
Professor and medical staff of the Red Salud UC-
Christus and P. Catholic University of Chile.

• Participation in the advisory boards at the 
Chilean Ministry of Health to develop treatment 
protocols and guidelines for GIST.



ACTIONS
Ricarte Soto Law

GIST Specialist Experience



OUTCOME
Ricarte Soto Law



GOAL:
National Cancer Law
Alliance:     Politicians - Social Society

• Patients and Caregivers
• Advocates
• Health Professionals
• Scientific Societies
• Journalists



ACTIONS:
Advocacy



ACTIONS
National Cancer Law 

National Cancer Plan

vs

National Cancer Law



ACTIONS:
March to Create Awareness



OUTCOME:
National Cancer Law 
President Piñera signed the Plan and 
the Law 



GOAL:
NATIONAL CANCER 
REGISTRY

PRELIMINARY STAGE:
Incorportion of Rare Tumors Registries: GISTs and NETs

Supported by the creation of a National Cancer Law as the result of a 
collaborative effort of politicians, researchers, academia and patient 
organizations--setting a way for improvment and development of current 
health policies. 



OUTCOME
GIST REGISTRY

COLLABORATIVE 
PROJECT:
• P. Catholic University 
• STORM
• Fundación  GIST Chile

Poster presented at SLAGO 2019
April 5, 2019



OUTCOME
GIST Diagnosis and Treatment 

With Genomic Analysis performed in addition to 
inmunohistochemical staining and microscopy
examinations, the medical team can better identify
cases that are red flags and need special medical 
attention. These results are being registered in the 
Chilean GIST Registry to determine local mutaton 
frequency of GISTs.





Thank you!         
Questions?

pfernandez@gistchile.cl
pfernandez@liferaftgroup.org

matiasm.m@outlook.com

mailto:Mail@fundaciongistchile.cl
mailto:pfernandez@liferaftgroup.org
mailto:matiasm.m@outlook.com

