R adl

April 2020

Ensuring no one' has to face/GIST alone

In Loving Memory: Elaine Wilson, Dulce Ipapo

Hope & Obstacles Along a GIST Journey
How a Family’s Persistence and the LRG
Helped One Patient in a Battle to Thrive

By Carolyn Tordella, LRG Assistant Director, Communications

Many GIST patients around the world struggle
with getting the treatment they need to survive
and thrive. Access to a GIST specialist, mutational
testing and effective drug therapies can be limited
by a local oncologist’s knowledge of GIST, a
country’s access to specific drugs and access to
researchers and clinicians that can assist in creating
an effective treatment plan. Arun Krishnan's story
illustrates how collaboration between patient
groups and doctors across the globe can affect
patient survival.

At 19, Arun Krishnan was a busy university student,
following in his older sister Deepa Balakrishnan’s
footsteps, working toward his degree in software
engineering. The youngest of three children, he
attended classes in the city of Chennai in southeastern
India. In 2009, Arun was plagued with chronic stomach
pains, untreated until they proved too much to bear.

The family’s primary care physician, believing that Arun
could be suffering from appendicitis, referred him to a
surgeon. The surgeon discovered a mass in the jejunum
(the part of the small intestine between the duodenum
and ileum). Upon biopsy and immunohistochemistry
staining, it was determined that the mass was a GIST.
After recovering from the primary surgery, Arun began
imatinib in July of 2009.

For the next two years,
Arun dealt with living with
the side effects of imatinib,
the passing of his father in
2011, finishing his studies,
and a recurrence in his
liver which necessitated

a hepatectomy. After the
surgery, Arun continued
imatinib until 2015 when
his oncologist declared him
NED.

His sister, Deepa, who
moved to the U.S. in 2014,
commented about that
period of time, “The doctors
told us that Arun had GIST
but never talked to us about
resistance or mutational testing or the importance of
regular scans and continued treatment.”

Arun Krishnan

In 2016, while working as a software engineer in the
U.K., Arun began to experience stomach pains once
again. He returned to India and it was discovered that
there was recurrence in the liver and the walls of the
peritoneum. As surgery was determined not to be an
option at this point, Arun resumed taking imatinib and
had regular scans remaining stable until 2018.
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Dear Friends,

The Life Raft Group is facing the same challenges we all are in light of the COVID-19 health crisis.
We are doing our best on a daily basis to do the right thing in all matters impacting the well-
being of our patients, caregivers, staff and everyone we serve. We want to be intentional without
panicking or overreacting.

That being said, we have decided that we will take an approach to the crisis that makes the most
sense, continuing to evaluate upcoming events on a regular basis.

We recently decided to postpone our GDOL Tampa, GDOL Denver, and our Life Fest celebration
and will continue to make decisions about future events with the most current information.
We will strive to keep you updated regularly.

Your health and the health of your loved ones continues to be of utmost importance.

Please know that we will continue to be here for you as we have been consistently for the past
twenty years. We will continue to provide services for you regardless of this pandemic, and
together we will get through this.

Most cancer patients and their families have had to cope with the changing concept of what is
defined as “the new normal” in their lives.

The diagnosis of cancer, the grim expression on a doctor’s face as he describes that the latest
treatment hasn't worked, or the opposite-the exhilaration from a radiologist coming into the room
and exclaiming that the latest treatment has worked are all part of the roller coaster ride called cancer.

And just when we at the Life Raft Group thought that we have catalogued all of the medical,
logistical and emotional obstacles that a GIST patient might have to face, along comes a virus
with a name like a popular beer that has engaged unprecedented global attention.

The reality is that patients with cancer are often immunocompromised, which is sometimes
exacerbated by age, which adds at-risk to their new normal world.

As prudent people, we will do everything we can to minimize the challenge of the coronavirus
to their already at-risk status. The other reality is that most patients will be just fine. When the dust
clears, we should be able to go back to our normal fears about scans or unusual new aches and pains.

One thing | know to be true, if there is any group that can take this in stride, it is those who have
looked cancer straight in the eye and decided to live their lives to the fullest.

Do not hesitate to contact us during this difficult time. We are here for you.

Thank you for your patience.

- Norman J. Scherzer, Executive Director
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A third recurrence

occurred in 2018

and Arun underwent
CyberKnife radiation at Apollo Specialty Cancer Hospital
in Chennai in the liver which produced only a partial
response. Treatment with sunitinib followed but that
brought many side effects that left it too difficult for Arun
to continue. Regorafenib also produced too many side
effects and did not stop progression.

Deepa, now living in California, was referred to The Life
Raft Group by a relative in the U.S. Deepa joined the LRG
as a caregiver. Sara Rothschild (Vice President, Strategic
Planning) and Sahibjeet (Sebbi) Kaur (Patient Registry
Supervisor) helped Deepa and Arun with next steps and
options for treatment.

"Deepa was referred to me probably because it was
considered an international case and the first thing |
want to say about her is that she is persistent, advocating
on her brother’s behalf. Arun was on regorafenib at

the time of contact and this line of treatment was not
successful,” Sara shared.

Sara and Sebbi worked with Arun’s doctor and
encouraged him to have mutational testing performed.
Arun’s doctor believed at this point that Arun was out of
options, but as they worked with the doctor, they were
able to convince him to join an LRG Virtual Tumor Board.
At an LRG Virtual Tumor Board de-identified cases are
presented to an international roster of GIST specialists
and experts who brainstorm on cases for which doctors
are searching for options. The Tumor Board took place
in February of 2019. Among their suggestions was the
joint belief that mutational testing was necessary and
after that testing was performed, it was determined that
Arun’s mutation was KIT exon 17.

Sara also introduced Deepa to Dr. Nikhil Guhagarkar,
GIST patient, dentist, nutrition for GIST expert, and
member of the LRG & Friends of Max in India. Dr.
Guhagarkar sent Deepa and Arun to Dr. Sameer Rastogi,
a GIST specialist at the All India Institute of Medical
Sciences (AIIMS) in New Delhi.

With this new information about his specific mutation
and a GIST specialist on his case, it was determined

that avapritinib would be the next appropriate line of
treatment to try. Unfortunately, avapritinib was not yet
approved by the FDA and therefore couldn’t be used in
India. Sara was able to reach out to Blueprint Medicines,
which produces avapritinib*, and facilitate the
application for compassionate use. In addition, approval
was needed by the hospital to actually use this non-FDA
approved drug and much documentation was needed
to facilitate this approval as well, a job that Sara and

Dr. Rastogi worked tirelessly on. A timely institutional
approval was provided by the director of AlIMS, New
Delhi which was very helpful.

“It was a sort of trifecta of right place, right time, right
people. I'm going to guess that it might have been the
first case to get compassionate use for Blueprint in India.
And | feel like it set a precedent for future cases in terms
of compassionate use and formed a relationship with Dr.
Rastogi and his patients,” said Sara.

Arun said, "Hats off to the Life Raft Group organization
who has always offered a helping hand to their level best
whenever we were in utter dismay and supported us
with the right treatment at the right time. There are no
exact words to describe our gratitude towards the Life
Raft Group members and the doctors who have helped
me to lead a better life.”

Arun began avapritinib in September of 2019. Though
he experienced fatigue among the side effects, Arun
was able to keep working. Three-month scans showed

a good response, but in February of 2020 subsequent
scans showed mild progression. Due to this progression,
he had to stop this line of treatment and now Dr. Rastogi
is pursuing compassionate use for ripretinib, produced
by Deciphera, which is expected to be approved by the
FDA in 2020. Again, Sara helped Deepa and Dr. Rastogi
contact Deciphera and the request is now in progress.

While he awaits approval to take this new drug
treatment, Arun is determined to continue his normal
routine, not wanting to sit at home focusing on GIST. He
is hopeful for his future and expresses it beautifully:

“Above all, | am so grateful to my mom, dad and my
other sister who have supported and taken care of me
throughout this journey. My mom is the pillar of positivity
and strength for me always, my dad who is no more but
was a symbol of selflessness and unconditional care
before my tumor recurrence and my sister Ratna who is
a source of moral support for me and is always there to
share my feelings. Without them, | would not have been
able to face this brutal challenge of my life.”

- Arun Krishnan, age 29, Chennai, India

*January 2020 avapritinib was approved by the FDA
and is now marketed as Ayvakit.

Resources:
Friends of Max - India

https://friendsofmax.info/

GIST Specialists Database - U.S. & International
liferaftgroup.org/gist-specialists/

Mutational Testing information
liferaftgroup.org/mutations-in-gist/

Ayvakit & other Treatments for GIST
liferaftgroup.org/treatments-for-gist/

Questions? Need help?

Email or call the Patient Registry Supervisor
skaur@liferaftgroup.org / 973-837-9092 x114

Page 3



By Angela Edson, LRG Outreach & Engagement Associate

At the Life Raft Group, we often hear from our patients and caregivers that they are struggling with anxiety due to
their diagnosis. This anxiety can put a damper on everyday life and make getting through the day challenging by
creating intrusive, racing, and ruminating thoughts. Often these thoughts are indicators that something is going on.
It is important to acknowledge these thoughts and feelings while finding ways to manage. These thoughts can feel
overwhelming - as if they are taking over your entire life.

Creating a set amount of time per day to focus on these thoughts can be helpful but staying in those thoughts and
allowing them to take over can feel defeating. If you find yourself distracted by your thoughts and unable to focus on

other tasks, grounding techniques can be helpful to bring you back to the present moment. The goal of participating

in grounding techniques is to utilize your senses and observe without judgment what is going on around you.

3 4 J

Here are some grounding techniques to try:

1 2

Count by 7's. 7,

This will challenge

it something else
on which to focus.
around you.

6 7

Describe in depth
how to make a
peanut butter &
jelly sandwich

Don’t forget to
open the lids before
putting the knife in!

When you are experiencing anxiety, you
feel that everything is out of control.
Simple techniques such as these can be
a way to regain some control. As always,
if the feelings become unmanageable,
please know that there is help available.
Listed to the right are articles concerning
anxiety and depression which can be
found on our website.

14, 21, and so on.

your mind and give

Focus on your breath
by breathing in
through your nose
and out through
your mouth.

Feel the sensations
in your body,
inhaling cold air,
exhaling hot air.

S 9 10

Hold your pet. Choose a category
How do they feel? and create a list.
Are they making any For example, ice
noises? cream flavors. Name

all of the flavors

you can think of

or try listing all 50
states. Make it

more challenging by
adding state capitals.

Resources

Coping With Emotional Side Effects From GIST

liferaftgroup.org/2013/08/coping-with-depression-from-gist/
Fighting Anxiety & Depression on Your GIST Journey

liferaftgroup.org/2020/02/fighting-anxiety-depression/
Depression and Cancer : Shining a Light on an Under
Recognized Problem

liferaftgroup.org/2014/09/depression-and-cancer-shining-a-light-
on-an-under-recognized-problem/
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Volunteer, Advocate, and Caregiver
Marlene Nei, Wisconsin, USA

By Angela Edson, LRG Outreach & Engagement Associate

Marlene Nei from Wisconsin has been a member of the Life Raft Group
since 2011. She was referred to the Life Raft Group by her husband Bill's
surgeon , Dr. Kevin Roggin, at University of Chicago Hospital, after he
was diagnosed with GIST. Marlene has a long history of volunteerism

for which she credits her mother who modeled helping anyone and
everyone. Marlene holds a Bachelor of Science degree in Nursing and is
a retired registered nurse. She has a passion for helping others and used
her degree to help medically compromised patients. She has volunteered
with the deaf community, struggling families, and 12-step programs.
When Bill received his diagnosis, Marlene was not shy about expressing
her needs as a caregiver. She recognized the importance of reaching
out for support in an effort to be a reliable and effective caregiver for her

husband of 56 years.

As an active member of the Life Raft Group, Marlene advocates for

the needs of the caregiver community because she feels they are an
underrepresented group. It is her mission to advocate for Bill as well

as the entire GIST community making sure they are equipped with the
appropriate resources on their GIST journey. She has become a vital
support for caregivers in our GIST Mentor program; a program which
links patients and caregivers with others who have walked a similar path.
Marlene believes caregivers need a mentor in times of crisis and search
for connection to others who can empathize. She also understands it
takes a lot of courage to ask for help. Marlene works to find the delicate
balance between overwhelming her mentees with support and taking a

step back and reminding them she is available when they are ready.

Through all the challenges Marlene and Bill have faced during their GIST journey, Marlene has held the philosophy
of never giving up. She believes if you give up, you hit a wall because you don't have anywhere else to go.

Her message to other caregivers is this:

“Be there as an advocate for others, your spouse, your children. Whomever the GISTer is, whomever you love.
The connection | have with the members in the LRG is that we are like sisters and brothers. We are family.
Don't give up. Be an advocate. Don’t be afraid to let people in. Give love and show love.”

Science Forum Convened to Better Understand the State of GIST Research

By Pete Knox, LRG Senior Director, Research

Recently the LRG held its inaugural virtual meeting of the
newly formed LRG Science Forum. As research regarding
GIST and other relevant topics is extensive and dynamic,
consensus among the Real World Evidence Team was
that it would be a good idea to convene a group tasked
with monitoring and assessing this research.

This forum serves a two-fold purpose: first, to monitor
ongoing research and identify papers and projects of
which our patient community should be aware. Secondly,
to identify studies and researchers that could potentially
benefit from an LRG collaboration and then reach out to
those researchers to facilitate such alliances.

Current members of the group include LRG staff -

Executive Director Norman Scherzer, GIST Patient
Registry Director Denisse Montoya, Data Analyst Jerry
Call, Clinical Trials Coordinator Jim Hughes, and Senior
Director of Research Pete Knox, and David Josephy,
Professor of Biochemistry at University of Guelph,
Canada, and Michael Josephy, former Professor of
Mathematics at Universidad de Costa Rica (retired) -
both with an extensive knowledge of GIST.

We intend to invite other researchers and clinicians to
this forum to present their findings and/or potential
projects. Updates on the LRG Science Forum will be
posted as information becomes available.

If you are interested in joining this Forum, please contact:
Pete Knox, Senior Director, Research:
pknox@liferaftgroup.org
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August 29

LRG WEBCAST SERIES

GIST, TKI Treatments & Effects on Memory

Presented By:

Anette Duensing, M.D.
Associate Professor of Pathology
University of Pittsburgh School of Medicine
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Robert J. Ferguson, Ph.D.

Assistant Professor of Medicine

University of Pittsburgh School of Medicine
and Hillman Cancer Center

>

What's Happening with Life Fest?

It was a difficult decision, but our team has decided to postpone
Life Fest, which was scheduled for this July 10-12, because we care
about your safety and well being. Life Fest New Orleans has been

rescheduled for July 23-25, 2021.

Although we won't be gathering in person this July, we will be
hosting virtual events to celebrate GIST Awareness Day this July
11-13th with our GISTHope events - GISTCook, GISTArt and more.

You can keep track of all our current events on the LRG Events

calendar which is accessible from our homepage.

DAY OF
LFARNING

SAN FRANCISCO

See the full list of events:
liferaftgroup.org/event/

For events in Canada visit:
GIST Sarcoma Life Raft Group Canada

liferaftgroup.ca/welcome/
What is a GDOL or Life Fest?

liferaftgroup.org/powered/

GIST,TKI Treatments & Effects on Memory
May 14th, 2pm

This discussion will review cancer-related cognitive
impairment (CRCI) in general, and how a person who is being
treated for GIST could be affected. We will also talk about
strategies that can help ameliorate CRCI and discuss our new
research on CRCl and GIST. Also, in light of the COVID-19
pandemic, we will give advice on how cancer survivors can
best cope with and care for themselves during this unusual
global health event. You can resgister for this event through
our Events page.

NEW DATE: _
*JULY 234-25%2021

PATIENT
REGISTRY

MOST COMMONLY REPORTED
SIDE EFFECTS AMONG
PATIENT REGISTRY MEMBERS
UNDERGOING TREATMENT
'Y I
"aa*

Fatigue

Diarrhea

Edema

Cramping
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GISTMeditate, April 30th at noon.

During this global pandemic, The Life Raft Group wants to
reassure you that, as always, we are in this together. The LRG is
offering virtual opportunities for you to connect with others and
have fun while supporting our goal of raising funds for our GIST
Community! We believe that with your help, we can lessen the
impact of this coronavirus crisis on our mission of helping those
living with GIST.

We have been working diligently to provide you with the most
up to date information regarding COVID-19 and navigating your

stressors that come along with this challenging time.

To help with deal stress, we have created a series of virtual
fundraising events called GISTEntertainment. We will be hosting
several virtual events over the next few months to keep our
community feeling connected. We hope you'll be able to join us
for some relaxation, laughter, and fun!

There is a suggested donation for each event, but for those
interested in sponsorship opportunities, please reach out to
Jessica Nowak, Director of Outreach & Engagement at:
jnowak@liferaftgroup.org

“ SPONSORSHIP OPPORTUNITIES

Suggested donation for this event is $10. Bronze $100 - sponsor names announced at beginning of event,

Register for events as they are posted:

liferaftgroup.org/event/

Other Upcoming Virtual Events:
GISTBe, May 15
GISTTrivia, May 22
GISTRead, June 11
GISTWatch, June 25

You can donate at anytime by visiting
liferaftgroup.org/donate

post on social media platforms

Silver $250 - sponsor names announced at beginning of event,
post on social media platforms, highlight in newsletter

Gold $500 - sponsor names announced at beginning of event,
post on social media platforms, highlight in newsletter, name
displayed on website

Platinum $1,000 - sponsor names announced at beginning of
event, month sponsorship, post on social media platforms,
highlight in newsletter, name displayed on website

Ultra Platinum $2,000 - sponsor names announced at beginning
of event, sponsorship for all months, post on social media
platforms, highlight in newsletter, name displayed on website

Many thanks to
our mcy’or donors

for Teﬁmmy

& March

Carlos Baldor
BST Consultants
Dublin's Pub

"During times of struggle, we have options:

1. Do nothing and hope that things somehow gets
better,

2. Continue to use the resource and hope that
someone shores it up so that we can continue to
benefit.

3. Become the somehow, the someone and take the
opportunity and responsibility to give and support
the resource that has benefited us much. | choose to be the somehow
and the someone, | choose to give."

- Rob Taylor, GIST Patient, GIST Mentor & GISTEntertainment Sponsor

cancer diagnosis. However, we recognize the that there are many

/

Page 7



The Life Raft Group Global Community

LRG Staff

Executive Director Norman Scherzer
Senior Vice President Laura Occhiuzzi
Vice President, Strategic Planning Sara Rothschild
Senior Director, Research Pete Knox

Board of Directors

Executive Committee
Jerry Cudzil — President
Stan Bunn — Past President
Gary Glasser — Secretary/Treasurer

LRG Volunteers

Pediatric GIST Erin MacBean
Official Greeter Gail Mansfield
Clinical Trials Coordinator Jim Hughes
Staff Photographer Michelle Mattioli

Senior Director, Outreach & Engagement Diana Nieves General Counsel Steven Pontell Jim Hughes
Director, Communications Mary Garland State Liaisons Charles Burke Teena Petersohn
Director, Marketing & Operations Matthew Mattioli Rick Isaias John Poss
Director, Patient Registry Denisse Montoya Science Team Erin MacBean Rodrigo Salas
Director, Outreach & Engagement Jessica Nowak Paula Vettel Eric Biegansky

Steve Pontell
Mia Byrne (Ex Officio)
Ray Montague (Ex Officio)

Controller Lorraine Ramadan

Assistant Director, Communications Carolyn Tordella

Patient Registry Supervisor Sahibjeet Kaur
Data Analyst Jerry Call
Operations Manager Helena Mattioli
Outreach & Engagement Associate Angela Edson
Web Associate Eddie Delgado
Patient Registry Associate Stephanie Gachette

David Josephy
Michael Josephy
Joan Krakowsky
Jim Hughes
National GIST Mentor Director Santy DiSabatino
GIST Mentors Carolyn Dewalt
Jason Delorenzo
Julie Durkee

Interested in Volunteering?
Contact: Diana Nieves, LRG Senior
Director, Outreach & Engagement

Patient Registry Associate Jennily Eshak Eric Lindberg dggg@ggg!!pgg
Marketing & Operations Associate Jayda Jones Karen Meyers
Outreach & Engagement Associate Joanna O'Rourke Marlene Nei . :
Executive Assistant Allison Russo Kay Stolzer Interested in serv.lng o
Consultants Rob Taylor the LRG Board of Directors?

Contact: Laura Occhiuzzi, LRG Senior VP
hiuzzi@lifer r r

Global Relations Coordinator Piga Fernandez
Grants Consultant Kathleen Gronet |
IT Consultant James Lee

Life Raft US Representatives Find info for a local & global reps at liferaftgroup.org/find-a-support-group/

Puerto Rico Eileen Rolon
Maryland Wendi Lax South Carolina Paula Stover
Michigan Ellen Rosenthal Tennessee Alice Sulkowski

Michigan - West Cliff Kopp Texas Dee Hawkins

Minnesota Tom Dupont Utah Mike Ginsberg
Missouri Katie Bloss Carrie Callister
Nevada Joan Smith Vermont Elizabeth Ching
New Hampshire Jenna Colby Virginia Sally Jackson
New York Pat Bonda-Swenson Washington Jack Tinnea
Frances Wenderoth West Virginia Susan Caperton
North Carolina Jennifer Higgins Wisconsin Rick Ware
Carolyn Dewalt Wyoming Alan Quille
Oklahoma Jane Rowan At Large Charles Burke
Pennsylvania Jeffrey Bernstein
Tiffany Werner

Alabama Kyle Brown
Gina Smith
California, Northern Martha Zielinski
California, Southern Dina Wiley
Colorado John Abrams
Donald Hurd
Delaware Cindy Bones
Florida Marian Ritter
Hawaii Erin Rakes
Idaho Janet Conley
Illinois Jim Hughes
Marlene Nei
lowa Barbara Kepple
Kansas Christine Engel

Maine Jodi Merry

Life Raft Global Liaisons

See global news & resources in our International section on our website.

Argentina Mariel Garibaldi

Australia Roy Neil

Austria Amy Bruno-Lindner
Belgium Gerard van Oortmerssen

Bolivia Vicky Ossio
Brazil Luciana Holtz
Bulgaria Juliana Popova
Canada David Josephy

Chile Piga Fernandez

China Minying Zheng

Colombia Adriana Garzén Pinzén
Costa Rica Michael Josephy
Cyprus George Constantinou
Czech Republic Jana Pelouchova
Dominican Republic Alejandro Miranda

Finland Saila Mattila

France Estelle LeCointe-Artzner

Hong Kong Thomas Chow
Hungary Zoltan Kalo

India Nikhil Guhagarkar
Iran Negar Amirfarhad

Israel AviZigdon

Italy Barbara Tamagni Colombo
Japan Sumito Nishidate

Jordan Sameer Yaser

Kenya Florence Thwagi

Macedonia Dejan Krstevski
Mexico Rodrigo Salas
Namibia Lon Garber
Nepal Atul Upadhyay

Netherlands Gerard van Oortmerssen

New Zealand Joy Rycroft
Norway Frode Homb

Pakistan Sobia Wali Muhammad

Poland Piotr Fonrobert
Romania Simona Ene
Russia Dmitry Bukhtenkov
Samoa Leasi John Galuvao
Saudi Arabi Mohamed-Elbagir Ahmed
Scotland Stacey McAully
Singapore Amelia Yeo
Spain Luis Herrero
Sudan Mohamed-Elbagir Ahmed
Switzerland Helga Schnorf
Thailand Kittikhun Pornpakakul
Tunisia Hanen Bouamoud
Turkey Haver Tanbay
Ukraine Larisya Kutovenko
U.K. Jayne Bressington
Uruguay Verdnica Armand Ugon

Karla Ruiz de Castilla

Germany Markus Wartenberg Peru

Greece Lefteris Patapis
Guatemala Silvia Castillo de Armas

155 US Highway 46, Suite 202
Wayne, NJ 07470

phone: 973-837-9092
fax: 973-837-9095
email: liferaft@liferaftgroup.org
website: www.liferaftgroup.org

Phillipines Roy Mijares
Ron Padua

Facebook - facebook.com/liferaftgroup

Twitter - @Liferaftgroup

LinkedIn -
linkedin.com/company/the-life-raft-group

YouTube - youtube.com/LifeRaftGroup

Instagram - instagram.com/liferaftgroup



