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Chordoma
is a
solvable
problem

Chordoma patient and Community
Advisory Board member Jeff Schilling
with2daughters
Chordoma
Claire
Foundation
and Kate.

You can be part
of the solution
Imagine if everyone affected by chordoma was able to
overcome the disease and maintain their quality of life.
Recent advances in chordoma research and patient care
have put that future within reach, and it’s closer than you
may think.

“It is no longer
a matter of if
we’ll find a cure,
but when.”
—Josh Sommer, Co-Founder and
Executive Director, Chordoma Foundation

$16
million

To accelerate this
timeline, we are
embarking on a
$16 million capital
campaign.
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Progress is happening
at an uncommon pace
When the Chordoma Foundation was started in 2007, very little was known about
this rare and complex cancer, treatment options were lacking, and many patients
were misdiagnosed, mistreated, or both. At the time, research was at a standstill,
and patients faced a lonely and bewildering journey.
In the years since, the outlook has changed dramatically. Together with a vibrant
community of doctors and scientists, we’ve uncovered chordoma’s weaknesses,
overcome the hurdles that typically hinder research for rare cancers, and established
the infrastructure needed to speed discoveries from the lab to the clinic. As a
result, we’re seeing significant responses to experimental therapies, including the
elimination of chordoma tumors in mice.
Through strategic investments in research, healthcare improvement, and patient
services, together, we have:
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CATALYZED

progress in >100 labs around the world

UNCOVERED

>20 potential drug targets, and counting

SUPPORTED

7 clinical trials testing promising new
treatments

GALVANIZED

>12 drug companies to work on
chordoma

PRODUCED

the first evidence-based guidelines
for diagnosing and treating chordoma

PROVIDED

vital information, guidance, and support
to >5,000 patients and families

CLEARED

a path to the first effective therapies
for chordoma

Chordoma Foundation

Promising experimental
therapies are creating
new options for patients
Mary Bentley was first diagnosed with chordoma in the summer of 2009, after
experiencing severe and prolonged back pain. Her X-rays revealed a tumor which
her doctors initially believed might be another type of cancer but was later
confirmed by a biopsy to be chordoma. Since then, Mary has battled through
surgery, proton radiation, metastasis to the lung, and a tumor recurrence in one of
her back muscles. Told by her doctor that another surgery would be unsafe, Mary
began searching for experimental therapies.
Thankfully, a new chordoma-specific clinical trial — made possible by the scientific
and financial support of the Chordoma Foundation — has offered Mary hope,
and a new way to fight the disease. As research advances, a growing pipeline of
promising new treatments are reaching patients like Mary and creating options
where there once were none.

“Without the
nivolumab trial, I
would have been
out of options,
and out of hope.
Now I have both.”
—Mary Bentley, chordoma patient
pictured with her four grandchildren
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The pipeline is growing
We already have seven new chordomaspecific clinical trials in our pipeline and
aim to have 10 by 2020.
Planning

GI-6301 with radiation
Brachyury vaccine
Nivolumab with radiation
PD-1 inhibitor
Palbociclib
CDK4/6 inhibitor
Afatinib
EGFR inhibitor
Brachyury vaccine with
radiation
Oncolytic
bacteria
Autologous tumor
vaccine
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Active

Complete

Better
treatments
and better
outcomes are
now possible
within years
Improving Lives, Accelerating Cures
Chordoma survivor Matt Myers with his daughter.
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The
time to
act is
now
Dan Johnson, pictured here with his
daughter, lost a six-year battle with
chordoma
6
Chordoma
in 2018.
Foundation

Losing time means
losing lives
Despite long odds, the Foundation
has fueled progress that is virtually
unprecedented for a rare cancer,
fundamentally transforming — in
the span of a single decade — this
once neglected disease into an
eminently solvable problem.
But even though much ground has been gained,
patients still face an urgent need for better
treatments, better care, and better resources to help
overcome this condition. The most recent populationbased studies indicate that median survival for
individuals diagnosed with chordoma is eight years,
and while more and more patients are outlasting this
statistic, many are left with a diminished quality of life.
We won’t stop fighting until everyone facing chordoma
has a cure. We have to move quickly, and we need
your help.
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We have a plan
To speed the path to a cure, we
intend to more than double our
investment in three programmatic
areas over the next three years:

1.
RESEARCH

3.
PATIENT
SERVICES
To create a

discovery and

2.
HEALTHCARE
IMPROVEMENT

development of

To help healthcare

better treatments

providers deliver better care

To advance the

better experience
for all affected

Reaching this goal will require
raising $16 million by 2020.
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Your gift can make
the difference
What to expect from your investment
Objective

Deliverables

Better
treatments

• Create the first drugs capable of targeting brachyury – a protein
revealed to be the key driver and prime vulnerability of chordoma –
by initiating and funding a Brachyury Drug Discovery Initiative.
• Bring the latest advances in cancer immunotherapy to chordoma by
initiating and funding a Chordoma Immunotherapy Initiative.
• Identify the first effective drug therapy for chordoma by testing the
most promising new treatment approaches in clinical trials, with
the goal of having 10 chordoma-specific clinical trials by 2020.

ANTICIPATED INVESTMENT: $12 MILLION
Better
care

• Improve quality of life and optimize treatment for chordoma
patients by developing and supporting a Chordoma Learning
Network comprised of leading chordoma treatment centers.
• Help more doctors appropriately care for chordoma patients by
disseminating treatment guidelines and best practices.

ANTICIPATED INVESTMENT: $2 MILLION
Better
experience

• Provide more actionable educational resources tailored to the
unique needs of caregivers and patients across the world representing
every disease status, tumor location, and treatment history.
• Help more patients and families overcome barriers to care and get
the best treatment possible by providing individualized healthcare
navigation assistance to 2,000 patients and families.
• Facilitate more peer-to-peer support and knowledge-sharing
through our community conferences, Chordoma Connections
online community, and Peer Connect program.

ANTICIPATED INVESTMENT: $2 MILLION
Improving Lives, Accelerating Cures
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Why give to the
Chordoma Foundation?
Patient centricity
Founded and driven by individuals and families touched by chordoma, we are
passionately committed to advancing the interests and well-being of the chordoma
patient community.

Ingenuity
Succeeding in the fight against an uncommon and under-resourced disease demands
a relentless pursuit of efficiency and unconventional approaches that challenge the
status quo. That’s why the Foundation has re-engineered the way research is done,
to make the process faster and more efficient, developing better treatments for
tomorrow while creating a better experience for those living with chordoma today.

Urgency
We know that time is of the essence for everyone affected by chordoma, and we bring
that sense of urgency to everything we do, always asking how we can move faster.

The Chordoma Foundation and its leaders have been recognized in several national publications
for jumpstarting the nascent field of chordoma research, fighting to improve the lives of
patients, and creating a model that other rare diseases can follow.

10

Chordoma Foundation

We are working with top research institutions,
hospitals and companies worldwide to advance
chordoma science and care.

“The Chordoma Foundation has
made it possible for researchers
from around the world to
maximize a wide variety of
expertise in translating the
latest advances in science and
care from the lab to the clinic on
behalf of chordoma patients.”
—Michele Cleary, PhD, CEO,
The Mark Foundation for Cancer Research
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This is bigger than
chordoma
“The playbook the
Chordoma Foundation
has built can be
applied by other rare
cancers to alleviate
research roadblocks,
capitalize on cutting
edge technologies, and
bring new treatments
from theory to reality.”
—Jesse Boehm, Associate Director of the Broad
Institute’s Cancer Program

The promise of brachyury
There is now strong evidence that brachyury is the key driver and a major
vulnerability in chordoma. Brachyury is also implicated in disease progression,
metastasis, and resistance to therapy in many other cancers — including breast,
lung, colon, and prostate cancers. As such, our investments in brachyury drug
discovery could yield new treatments that not only benefit individuals affected by
chordoma, but could also help a much broader group of cancer patients.
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“Our son Frankie has
battled chordoma since
he was five years old.
It’s been a harrowing journey with several recurrences and
lots of ups and downs. But two years ago, Frankie enrolled in
a Foundation-supported clinical trial which has been game
changing. His story is proof positive that investments in
chordoma research and care are paying off. But a cure is still
urgently needed and we won’t rest until it’s found. That’s why
we support the Chordoma Foundation — because it is up to
us to ensure a brighter future.”
—Frank Fernandes Sr., father of chordoma patient Frankie Fernandes

Be part of the
solution
Join our campaign to improve
lives and accelerate cures.
Contact development@chordoma.org or (919) 809-6779 x120 for details.

PO Box 2127 Durham, NC 27702
(919) 809 6779 chordomafoundation.org

