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SAMUEL JEFFERS CHILDHOOD CANCER FOUNDATION

ANNUAL REPORT

NOVEMBER 25, 2015

MESSAGE FROM OUR EXECUTIVE DIRECTOR

First I would like to say thank you to everyone who has been a part of our
amazing journey together. After our son Sam died from a brain tumor in
October of 2013, John and | decided to form a Foundation in our son’s name
with the goal of raising awareness and funds for pediatric cancer. We were
up-and-running in late September of 2014, with the help of Erlayne Krasner,
one of the original Lemonade Moms who took it upon themselves to raise
funds while Sam was in the throes of his cancer battle. Today, Erl serves as
the Foundation’s Chief Operating Officer and coordinates all of the logistics
for the Foundation’s fundraising efforts, from getting supplies donated for
the amazing Lemonade Stands we hold around the community, to silent
auctions, dances, mixers and many other events and activities. Erlis the
amazing engine that keeps us running at full-steam.

This year we also added two new Board of Director members, Christina
Gibford and Michelle Rogan. Christina joined the Foundation as its
Treasurer and also became a Board member. Christina has many years of
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experience as a CPA and also serves as a Wish Grantor for the Make-a-Wish
Foundation—Tri-Counties chapter.

Michelle Rogan is a Senior Trust Officer with RaboBank in San Luis Obispo
and is active in several community service activities. Michelle is also the
Foundation’s “Head Baker”, responsible for our Lemonade Stands’ delicious
homemade chocolate chip cookies! We are absolutely thrilled to have
Christina and Michelle on board. We anticipate the addition of more Board
positions next year, seeking to add health care professionals practicing in
pediatric cancer.

In this Report you will find information on what we have done in the past 12
or so months and what we plan to do in the future. We are particularly
excited about the Samuel Jeffers Fellowship at Weill-Cornell
http://thalamicgliomaregistry.org/thalamic-gliomas/patient-stories/samuel-
jeffers project. Please be sure to read about it in this Report and also click
the link above to read about Sam’s story on the Weill-Cornell website.

In closing, we wish to again thank each and every one of you who has
contributed time, talent or treasure to help get us where we are today. We
simply cannot do this without the support of donors and partners like you.

Every single day at least 40 children get diagnosed with cancer in our
economically blessed country. Seven of these children die every single day.
If you could imagine for just a moment how you would feel as a parent or
grandparent or close loved one of a child who has cancer—and then realize
that for those cancers with relatively high survival rates that there is a 70-
80% chance of lifelong complications from the treatment; and for many, if
not most other childhood cancers, the diagnosis is essentially a death
sentence—because there is so little money available to support research for
finding new treatments, medicines, therapies and supportive care.

Years ago, diseases such as tetanus, pertussis, rabies, polio, Yellow and
Typhoid Fever, measles, smallpox, chicken pox, diphtheria and malaria were
considered incurable and often death sentences too. But we did something
about those, and today these diseases are either controlled or no longer
exist. This is what we must do for childhood cancer. Thank you for your
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continued support and helping us spread the word about the important
goals we have set for ourselves. Together we truly can make a difference.

Sabrina Jeffers

Executive Director

RESEARCH PROJECTS WE HAVE SUPPORTED

The Foundation’s primary mission is to fund research, clinical trials and other
medical and scientific projects targeted at developing cures for pediatric
cancer.

Our Foundation seeks to differentiate itself by helping fund childhood cancer
research in areas that are currently dramatically underfunded. Sam died from
a particularly rare type of brain tumor (bithalamic glioma), and the medical
community was helpless to save him, because there simply have been no
clinical trials or meaningful research efforts directed at many of these forms
of childhood cancer.

We seek therefore to fund projects that either directly benefit rarer types of
childhood cancer or projects that offer exceptionally promising potential to
broadly benefit all types of pediatric cancer.

To date, the Foundation has made contributions to the following projects
below. When we see and help fund projects like these we feel genuine
optimism that a cure is truly just a matter of “when” not “if”.

Project Violet $7,887

The Fred Hutchinson Cancer Research Center, in conjunction with the
University of Washington and Seattle Children’s Hospital, is developing
breakthrough treatments with one goal: to create a new class of drugs that
effectively cures diseases that are currently considered incurable. From
sunflowers to scorpions, the Project Violet team researches natural defenses
of plants and animals to develop new anti-cancer compounds called optides
that are engineered to attack cancer cells without harming healthy cells
around them. These researchers and medical professionals identify and

Coo\ﬂincﬁ Up a cuve €ov childhood cancev



The Samuel Je€€evs Childhood Cancer Foundation

advance therapeutics into clinical trials for children with brain cancer, with
increasing focus on types of brain tumors that are uncommon and have the
greatest need for translational research.

The Samuel Jeffers Childhood Cancer Foundation is thrilled to support the
efforts of Dr. Jim Olson and the whole team at Fred Hutch as they continue to
work on their extraordinary breakthrough treatments. To learn more about
their incredible efforts click the links below to a moving video and some other
outstanding information.

http://[www.fredhutch.org/en/labs/clinical/projects/project-violet/about-
us.html
http://www.fredhutch.org/en/diseases/featured-researchers/olson-jim.html

Children’s Brain Tumor Project $7500

Too often, scientific research is competitive instead of being collaborative -
individual labs are often focused on their own work, trying to make new
discoveries on their own. Pediatric brain tumor research is completely
different. Small, under-funded labs all across the country have come together
to approach this as a collaborative effort. Dr. Souweidane at the Weill-Cornell
Children’s Brain Tumor Project, in conjunction with the Memorial Sloan-
Kettering Cancer Center works with top pediatric brain tumor experts from
coast to coast, all sharing information and discoveries, and all committed to
finding answers. That’s one of the reasons why the families of the Children’s
Brain Tumor Project — families who have banded together to support the
research — come from all across the United States. All are pulling together on
this, because we know that every success leads to the next one, and
eventually they will merge into the one we all want: a cure.

Dr. Souweidane’s convection-enhanced delivery (CED) trial is one example of
the amazing work being done at the Brain Tumor Project. Dr. Souweidane’s
project was more than a dozen years in the making, with virtually no support.
Over the past two to three years, however, more and more families and
Foundations such as Sam’s have stood up and said that is simply not
acceptable. Since Dr. Souweidane received FDA approval for the CED trial in
December 2011, he has treated 21 patients, at 6 dosage levels, with no adverse
effects of the procedure. Since this Phase | trial is only to test the safety of the
procedure, proving it to be safe is the first big step. Dr. Souweidane will treat
a few more children this year, at a 7th dosage level, to complete the trial, then
will expand it to many more institutions around the country, and treat many
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more children with many different drugs that have potential against brain
tumors.

Thanks to family and foundation donations, the Brain Tumor Research Project
now has several fellows and medical students working in the lab doing the
groundwork for an upcoming expansion of the clinical trial. That means a
shorter path to approval—instead of Dr. Souweidane spending another
decade on his own doing the pre-clinical work needed to apply for FDA
approval, that work is already underway so they can move quickly to the next
phase. The Project has also been able to launch a second clinical trial—testing
intra-arterial chemotherapy in patients under 19—that is helping advance the
science at a rapid pace.

We believe we are nearing the “tipping point” for pediatric brain tumors.
Families and smaller foundations are providing the support and momentum
that researches can’t get from major funding organizations, and that is
making all the difference. The Foundation is proud to support the efforts of
the Brain Tumor Research Project. Please click the links below for more
information about this exciting project.

http://weillcornellbrainandspine.org/in-the-news/milestone-clinical-trial-dipg-
approved

http://weillcornellbrainandspine.org/clinical-trial/convection-enhanced-
delivery-124i-8h9g-patients-non-progressive-diffuse-pontine

Samuel Jeffers Fellowship ay Weill-Cornell

Currently, the Foundation’s top funding priority is the establishment of the
Samuel Jeffers Fellowship at Weill-Cornell. We have set an annual funding
goal of $75,000 which would be used to fund a full-time, dedicated fellow who
would work under the direction of Dr. Mark Souweidane at the Weill-Cornell
Medical Center to research thalamic gliomas. Sam had a thalamic glioma and
as far as we know no one other than Dr. Souweidane is currently researching
this deadly brain tumor. Dr. S would like to eradicate all types of brain tumors
in children, but targeted research is critical, because even those brain tumors
situated in the same anatomical region have distinct molecular and genomic
features that might influence treatment plans. Even though tumors such as
thalamic gliomas are rare and require concentrated research efforts, there is
every reason to believe that this targeted research will pay enormous
dividends across the spectrum of children’s tumors. Every step forward we
take in this area has a cumulative effect and builds upon itself, leading to
further medical advances.
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For John & Sabrina—Sam’s parent’s—and the Foundation, this is huge. It is an
opportunity to both fund a project that is near and dear to our hearts and at
the same time holds a tremendous amount of potential for broader advances
in children’s cancer research. We have set an ambitious fundraising goal for
this project, but we believe it is both possible and vitally important. Please
visit our website’s Contribution tab for the latest update on our progress!

We hope and believe that Sam’s Foundation, supported by the generosity of
our donors and the community, will help build a bridge to tomorrow’s
advances and breakthroughs that will give future Sammy’s a chance. Ten
years ago, if another family had had an opportunity to do something like this,
it is possible that Sam might have lived. Ten years from now, it is our fervent
wish that some other child will be able to live if he or she hears those same
dreaded words that we did.

SUPPORT FOR LOCAL FAMILIES

Several months ago the Foundation expanded its mission to include
financial assistance to families of children with cancer. Previously, we had
assisted local families by getting out the word, hosting Lemonade Stands,
participating in garage sales and other events that sought to raise money
for local families of children with cancer. Now, in addition to still standing
ready to continue all of the above, we now have the ability to support these
families directly with financial assistance. We are especially happy to be
able to supplement areas that other local organizations may not be able to,
since we are not limited to medically-necessary assistance. While the
Foundation’s efforts with respect to financial assistance will remain
primarily focused on providing support for medical or medical treatment-
related expenses (such as gas, travel, lodging and other expenses incurred
in seeking medical treatment), the Foundation does have the ability to assist
with other necessary expenses that promote the well-being of the
childhood cancer patient, such as assistance with rent, utilities, necessary
car repairs, etc.
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Since the very recent initiation of this program, we have been able to
directly grant over $1200 in aid to local families. While the resources
available for such direct financial assistance is still limited, as we grow so too
will our assistance for local families in need.

FUNDRAISING YEAR IN REVIEW

Here’s a snapshot of some of the events that the Foundation participated in
that helped bring in much-appreciated donations. We are grateful for the

tremendous support these groups have shown us.

February March April
Grover Heights Elementary Moolala Happy Time Pre-school
School Penny Power Lemonade Stand Trike-a-Thon
$2623.74 $589.82 $742.78

June June
5-Cities Softball Wal-Mart PA/Anderson Congregation Beth David
Lemonade Stand Family Lemonade Stand tzedakah donation
$272.50 $470.00 $150.00

Cooking U a cuve ov childhood cancer
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August September
Rugrats Daycare Carnival Dance in Gold Celebration at
$1085.00 Kennedy Club
$5559-15

September October

Smith/Brittingham Family Moolala
Neighborhood Drive Lemonade Stand
$108.00 $724.00

How You CAN HELP

September
Arroyo Grande Harvest
Festival Lemonade Stand

$480.36

November
Surfing for Hope
Lemonade Stand

$265.00

There are many ways that you can show your support for the Foundation:

e Direct contribution on our website

e Donating goods or services for one of our silent auctions

e Organizing a fundraiser in your own community, such as a Lemonade

Stand, bake sale, car wash, garage sale, coin collection at school or
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work, and many other ways. Please just e-mail us and ask! We will
do everything we can to guide and assist you in the process

Volunteering at one of our many fundraisers (serving lemonade,
baking cookies or cupcakes, etc.)

Donating a portion of your business’ sales to the Foundation

Inviting us to hold a Lemonade Stand at your place of business, school
or other event

Like us and Share our activities on Facebook and elsewhere and just
“spread the word” about our Foundation to others in the community

The ways that we can all work together are limited only by our imaginations.
When we first considered starting the Foundation we asked ourselves
“What Would Sammy Do?” We know that Sam would have wanted as many
people as possible, especially other children, to join in the fight against
childhood cancer. He was one of those kids who loved other children,
especially babies, and thought it was incredibly sad that there were other
children that were sick and dying because there was no reliable way for
them to be helped. No child should ever have to face that kind of a future.
Together, we truly can make a difference by Cooking Up a Cure for Childhood
Cancer. Thank you for your support!
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