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Where | was, where | am now

2014 -Observer 2019- Protagonist

Patient advocates, Senator Carolina Goic and

Patient advocates, journalist _ oy o=l
President Sebastidn Pinera
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HOW DID | GET THERE? i Gl

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
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“Being in the right place, at the right
moment...”

S Pan American (72X World Health
;: gealth_ " AR ):,}/ Organization
Y/ Organization

» Americas

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.
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H OW DI D I G ET TH E R E ? Cdnceres Gastrointestinales
...... and meeting the right people”.

Dr. Marcelo Garrido

Senator Carolina Goic




HOW DID | GET THERE?

2. “With Passion”

World Health Organization (WHO) @ @WHO - 6 abr. v
 "Health is a human right. No one should get sick and die just because they are
poor, or because they cannot access the health services they need."-@DrTedros

Support #HealthForAll who.int/petition

& Traducir Tweet

“HEALTH IS A HUMAN RIGHT..NO.ONE
SHOULD GET SICK AND DIE JUST
BECAUSE THEY ARE POOR, OR'BECAUSE

THEY CANNOT ACCESS THE HEALTH
SERVICES THEY NEED.”

Dr Tedros Adhanom Ghaebreyssus, Dirsctor-Geners! WHO

P~ GIST Chile
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‘% NNNNNNNNN

B~ GIST Chile
Canceres g astroimtestinales
GOALS

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

e Have a National Cancer Law in Chile

e Salud Con Datos GIST Registry Project
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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 Fundacion Chile,
Marcelo Garrido Salvo, Gastrointestinal Medical Oncologist.

Health using real world data from the LRG Registry

Presented at:
* Ministry of Health
* Congress Health Comissions
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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
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Ricarte Soto Law
Patient Advocate Expuerience
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Ricarte Soto Law
GIST Specialist Experience

-
b

* 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.
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Ricarte Soto Law
GIST Specialist Experience

m—aMV GIST:
fuerte desaﬂo para

T Cole
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Ricarte Soto Law

PROTOCOLO 2019

- Ministerio de
A - Salud
inisterio de |/ A

Salud l

il

Tratamiento con Imatinib o Sunitinib en personas con
Tumores del estroma gastrointestinal no resecables
0 metastasicos

Para el Otorgamiento de las Prestaciones que cuentan con el Sistema
de Proteccién Financiera para Diagnésticos y Tratamientos de Alto
Costo. Ley 20.850

Subsecretaria de Salud Publica - Division de Planificacién Sanitaria
Departamento Evaluacion de Tecnologias Sanitarias y Salud Basada en Evidencia
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National Cancer Law
Alliance: Politicians - Social Society

e Patients and Caregivers
 Advocates

* Health Professionals

e Scientific Societies

e Journalists
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National Cancer Law

Un plan es una directriz u objetivo
que se plantea un gobierno, que no
esta obligado a cumplir y que no
trasciende de un gobierno a otro,
es decir al fin de este mandato,
quedaremos a merced del siguiente.

¢Qué es

National Cancer Plan un PLAN?

Una ley es una regla o norma que
al ser emanada desde el poder
legislativo, el gobierno actual y los
que vengan estan obligados a
cumplirla. Por eso necesitamos una
Ley Nacional del Cancer.

Vs :Qué es

una LEY?

National Cancer Law

No mas LEY NACIONAL

CA N C ER
9 #leynacionaldelcancer

9}{ ¥ GIST Chile S
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ESPERAS
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OUTCOME:
National Cancer Law

President Pihera sighed the Plan and
the Law \

v
Plan Plan ——Plan—
Nacfonal Nacional Nacio|
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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.
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GIST REGISTRY

COLLABORATIVE
PROJECT:

P. Catholic University
STORM
Fundacion GIST Chile

Poster presented at SLAGO 2019

April 5, 2019
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Registro chileno de Tumores del g STORM
Estroma Gastrointestinal (GIST) st

£
Villalobos, F.4, Muiioz-Medel, M.", Fernandez, P2, Pinto, M.", Bravo, ML.", Cérdova-Delgado,
M.3, Garrido, M.1.
"Dopaitrsent de Heauarhoge.Cncogle, Faciked de Medcina, Purkie Unhesidad Cakihos de Chke, Fundeckn GIET Chike,

Departamento de Fisiologia, Facultad de Ci
Farmacia, Facultad de mlmn:a Pnnnﬁua Universidad Catdlica de Chlle

INTRODUCCION METODO
Los tumores del estroma gastrointestinal (GIST), ain  Se establecié un registro retrospectivo que incluye a pacientes
siendo los sarcomas mas comunes del tracto chilenos diagnosticados con GIST atendidos en la Red de
gastrointestinal, son una entidad poco frecuente.  Salud UC CHRISTUS, de quienes se obtuvo data demogréfica
Debido a la alta efectividad del tratamiento, Ia y clinica, posterior a la firma de consentimiento informado.

en el tiempo. Asimi

Chile no se cuema con un registro especifico de asta Tabla 1: Caracteristicas demograficas y clinicas de los pacientes
patologia. Nuestro objetivo fue un registro | chilenos con GIST (n=102).
de pacientes chilenos con GIST que ine las N (%)

A e y  clini Sexo 102 (100)
basicas de los pacientes. Miscio 40( )
RESULTADOS i 62(6078)

Se obtuvo informacion demografica y clinica de 102 Edad al diagnéstico / Mediana (rango) 53 (22-83)
pacientes. De éstos 62 (60.78%) comesponden a
mujeres y 40 (39.22%) a hombres, con una edad media | St #! diagnéstico 192 (o)
al diagnéstico de 53 afios (22-83). Al momento del Tumor dnico 74(7327)
diagnéstico 74 (73.27%) casos presentaron tumor Muttifocal 1(0.99)
anico mientras que 26 (25.74%) debutaron con
metdstasis. Los sitios mas frecuentes de presentacion Moasanx @78
de GIST primario fueron el estémago con 48 casos Desconocide 1(0.99)
(47.06%) seguido de intestino delgado con 45 casos | Ubicacién tumor primario 102 (100)
(44.12%). Se cuenta con indice mitdtico en 80 casos, Eséfago 1(0.98)
de los cuales 43 (53.75%) son <5/50 High-Power Field
(HPF), 23 (28.75%) son 5-10/50 HPF y 14 (17.50%) Estémago 48 (47.06)
son >10/50 HPF. Estudios mutacionales fueron Intestino 45(44.12)
realizados en 42 pacientes, de los cuales 19 (45.24%) Rk e520)
presentaron delecion de exén 11 en gen KIT, 2 (4.76%) i
presentaron mutacion del exon 9 en gen KIT, 3 (7.14%) Peitoneo 2(1.96)
presentaron mutacion de exon 18 en gen PDGFRA, 6 indice mitético 80 (100)
(14.29%) demostraron ser Wild Type y 8 5 de 43(53.75)
dos mutaciones (19.05%). i '
5-10 /50 campos de alta potencia 23(28.75)
>10/50 campos de alta potencia 14 (17.50)
Status CD117 92(100)
Positivo (+) 91(98.91)
Negativo (-} 1(1.09)
Riesgo de recurrencia NIH modificado 55(100)
Bajo 10 (18.18)
Grupo de eded ol Sagnéntico Intermedio 11(20.0)
Figura 1: Edad al diagnéstico segin sexo. La proporcion de Alto 34 (61.82)
pacientes jévenes es predominantemente femenina, segin la
razén M/H. A 100! \ B
[ S
Resultados Estudios Mutacionales =]
Inconcluyente (IS 7.34% \bod ve
POGFRa extn 18 PDGFRa extn 12 B 476% us pys—
KIT exén 9/ PDGFRs exin 18 @ 238% o ~ 330 et Bimue
KIT ex6n 11/ PDGFRa exsn 12 () 4.76% Saak
KIT extn 11/PDGFRa exén 18 €3 714%
PDGFRa extn 18 B9 7.14% Rl . R LI T T B
POGFRa oxon 12 03 238% Mo w e g e
KT o 11 1?15 .
KiTaxon9 B8 a7ex L
Wi type S 14.29% C raof D o
! " ‘qt o
Figura 2: Proporcién de resultados de estudios 2 il il
realizados en la cohorte de pacientes chilenos con GIST (n=42). 1
a0 o
DISCUSION - e i1 - e
Se trata del primer registro latinoamericano de TG it T i
pacientes con GIST. Estos e P os
yelinicasy | " " o e D I L)
Ia sobfwlda giobal de pacientes hupdnloos wwwaw B 3t e v 0 e w4 [
A
Ilhraluninhmm = 1 RGO SR s W
igura 3: Curvas de sobrevida de pacientes chilenos con tumores de
Futuros andlisis de 0" '100 evidenciaran nueva estroma gastrointestinal (n=102). A- Sobrevida global. B: Sobrevida segin
info N en esta sexo. C: Sobrevida segun ubicacion de tumor primario. D: Sobrevida segin
patologi fiesgo de recurrencia por sistema NIH modificado. MS: Mediana de
dlogfa. sobrevida.
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GIST Diagnosis and Treatment
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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.
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“Health is a human right. No one should get sick and die just because they are

@ World Health Organization (WHO) @ @WHO - 6 abr. v
poor, or because they cannot access the health services they need."-@DrTedros

Support #HealthForAll who.int/petition

& Traducir Tweet

“HEALTH IS A HUMAN RIGHT.NO ONE
SHOULD GET SICK AND DIE JUST

BECAUSE THEY ARE POOR, OR"BECAUSE
THEY CANNOT ACCESS THE HEALTH
SERVICES THEY NEED.”

Dr Tedros Adhanom Ghebreyesus, Dirsctor-Ganers! WHO
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Thank you!

Questions?

pfernandez@gistchile.cl matiasm.m@outlook.com
pfernandez@liferaftgroup.org
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