ANNUAL REPORT

SAMUEL JEFFERS CHILDHOOD CANCER FOUNDATION

DIRECTOR'S MESSAGE

2020 was a crazy year. The impact of the coronavirus has
been felt in nearly every corner of the world. There has been
physical and emotional trauma, and for many people
economic hardship. As if a child battling cancer wasn’'t bad
enough, with the additional complications of COVID-19 for
already immunocompromised little bodies - added to the
harsh financial impact of the pandemic - it seems it would
be easy to be discouraged.

| have been floored at the unwavering generosity of people
who, maybe even despite their own financial difficulties,
have continued to donate to Sam’s foundation. OQur primary
mission remains to fund research designed to end all forms
of childhood cancer, but this year we decided to focus on
making a meaningful difference in the everyday lives of
children and families by providing them with financial
assistance.

In this year's Annual Report you will read about some

amazing people. We hope their stories uplift and inspire still
more good deeds from the community. The truth is, we can't

do this without you and we remain ever grateful for your

continued support.

SABRINA JEFFERS
Executive Director

THANK YOU
FROM WEILL
CORNELL

Thank you for your most
generous contribution to
the Samuel Jeffers
Fellowship in 2020. Our
named fellow, Brice Martin,
is so proud and grateful for
the opportunity to do this
great research.

|, too, am proud and
humbled knowing that |
hold your trust to continue
making inroads in thalamic
glioma/DMG research in
memory of Samuel. | am
dedicated to this mission
for life, and | couldn't do it
without your support and
the support of our
collective community.

-Dr. Mark Souweidane
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RAISING AWARENESS GOES VIRTUAL

thday to my girl, | love you and the

fays of the year when you a
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Thanks to everyone who created virtual fundraisers and raised awareness for
Sam's foundation. We are so grateful for all of the social media fundraisers
that people launched for their birthdays, Gold Days at schools, and general
childhood cancer awareness month events.

Dance in Gold went on as usual. Big thanks and virtual high fives to Danya
Nunley for stepping (dancing?) outside of her comfort zone and hosting our
annual Dance in Gold event online. Air hugs to our own Erl Krasner for
running the silent auction piece on Facebook.

We raised about the same amount virtually as we have raised in the past in
person! We are so proud of you and grateful too.
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Tell us about yourself: | grew up in San Luis Obispo and was one of six kids. My grandfather, Bob Mott,
came here from Ohio and helped develop the physical education department at Cal Poly. My father grew
up on campus and has been practicing law here in San Luis Obispo for the past 45 years. | earned my RN
and BSN at the University of San Francisco in 2000, where | graduated class valedictorian. My first job was at
UCSF on the pediatric bone marrow transplant and oncology floor. | fell In love with the families | cared for,
and realized the significant role the nurse played in getting them through the hardest time in their lives. |
had definitely found my “calling”. My husband and | then moved to New York City for his job, where |
worked at Memorial Sloan Kettering Cancer Center in Pediatric Oncology. | then decided to go back to
school to become a nurse practitioner and went on to earn a Masters of Science and Nurse Practitioner
license at UCSF in 2007. After that, | worked at Lucile Packard at Stanford in Pediatric Oncology. There, | met
several families from my hometown who were driving 8+ hours to receive their care each week. Many of
these children had leukemia, which meant their family had 2 1/2 to 3 1/2 years of driving back-and-forth
ahead of them. My husband and | decided to move back to San Luis Obispo about 10 years ago to start a
family. | soon recognized the challenges pediatric patients were confronting without a local resource to help
with their care.

Tell us more about your work as an oncology NP: In 2011, | started the first medical resource for families
facing pediatric cancer on the central coast, within an adult oncology practice. All of the patients kept their
main oncologist at the tertiary care center and | would serve as a local liaison to help with their care. They
would come to me for sick visits, port draws, short chemotherapy, hydration, etc. This not only kept them
from driving so many hours for their care, but the oncologists trusted me to see them instead of sending
them to the emergency room. It required constant communication with her primary oncologist, but greatly
reduced the travel and financial burden on the families. | found it somewhat demanding, but very rewarding
as well. About 9 years ago, one of the adult oncologists in our practice, Dr. Brian DiCarlo, asked if | would be
interested in cross-training in adult oncology. | gave it a shot, and trained under Dr. DiCarlo for several
months. To my surprise, | really enjoyed it as well. Dr. DiCarlo was recruited by UCLA to start a local oncology
clinic/infusion center about 2 years ago, so | jumped at the chance to work with him when the opportunity
arrived. His goal has been to bring more clinical trials and new promising treatments to our patients on the
central coast, so they don't have to travel so far. | now help both pediatric and adult oncology patients
through our UCLA clinic here in San Luis Obispo. UCLA has allowed me to continue caring for children from
seven tertiary care centers in California, which has been great. Many of the centers use the same computer
system, so we are able to see each other's notes and updates in real time
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What does a “typical day in the life” look like for you at work? A typical day is quite busy, as
we see approximately 20 to 25 adult and pediatric patients per day. Every day is so different..One
day | may go from one room with a 91 year-old prostate CA patient, to the next room with an 11
month old retinoblastoma patient; then over to the infusion center to help with a patient
reacting to chemotherapy, then back to a room with a teenager with sarcoma. This keeps it
interesting and | am always learning.

What do you find most rewarding about your career? The families are what make the job so
rewarding. They are going through the toughest and most vulnerable time in their lives, so to feel
like you can make a difference in their experience is very gratifying.

What'’s the biggest misconception you think people might have about your work? The
biggest misconception is that my job is depressing. While there are sad times, the majority of
time is quite enjoyable and up-lifting. Even if a child cries for a brief moment when poked, they
go back to their cheerful self within minutes.

Is there anything that you can identify that would make your job easier or more effective
or that would really benefit your patients? One thing that would really help my patients is a
social worker, as this experience is quite hard on the family’'s emotional wellbeing and finances.
We are hoping to get one soon through UCLA, which would be a great asset to the community.

Anything else you’d like to say or leave us with? \When I'm not working, | love to be with my
family and friends. My husband Kevin and | have two daughters (10 year old Malia and 8 year old
Makena) and a 5 year old son (Kai). | love watching my kids play sports, hiking and traveling,
although the latter is on the back burner for now.
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Benny, 3

Benny is doing as well as we can hope for - he is cancer free right now but is still getting his
preventative chemo. He has one more surgery and additional chemo left then the rest of his
treatments will hopefully be in the clinic. Benny is very active and loves to play outside when he
can, but because of his compromised immune system sometimes outside is just not possible. He
loves to watch his favorite shows like Mickey Mouse ClubHouse and Blaze, and he also loves
puzzles.

Benny has come a long way since his leukemia diagnosis in December of 2019, and it's really hard
to imagine from where we started to where we are now. It was a total nightmare when this first
started. We noticed that he was limping a little and didn’'t know why. Benny was also looking pale
but we didn’'t think too much about that at first. He also wanted to lay in his bed more but we
thought that was just due to his leg hurting. We eventually took him to our local hospital where
they did an x-ray and said it looked like a fracture and referred us to a specialist who said it wasn't a
fracture; then the following week he became paler and we decided to go to a different hospital,
where they found that his blood count was low. At that point they transferred us to Stanford, where
he was diagnosed with Leukemia and had surgery.

| cannot say enough good things about Stanford. Everyone there was great to us - especially our
social worker Akilah - and they really helped Benny get adjusted when we first got there, and
helped explain to all of us that our son has cancer. Benny's main Doctor, Dr. Raul is also amazing
and oncology nurse Mary Okimoto has been so good to Benny, along with everyone else at the
UCLA office in San Luis Obispo, whom we’'d like to thank.

| would say the biggest struggle that we have right now is COVID 19 and how it has
affected us. COVID has essentially cost me my job, because our area is still in the
“purple” and with Benny’s immune system it just isn’t safe for me to return to work
and possibly infect Benny. No one was prepared for COVID let alone people that
have cancer. For Benny, if his immune system is low, he can’t even go outside safely,
so can you imagine what COVID could do? So, financially that’s the biggest struggle
right now. | do want to thank you guys at the Sam Jeffers Foundation for helping us
out in the financial trouble we are in right now as you guys have really taken some
of the burden off our backs. We hope that this letter will also help someone else in
nheed.
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Audrey, 18

13 years ago, my husband Aaron and | made the decision to Foster Adopt so that we
could grow our family in Santa Maria, CA. Within weeks of being certified, we
received our first call that Audrey and Ari - two sibling sisters from Guadalupe, CA -
were in need of a placement. Without hesitation we accepted God’s call and began
the process of fostering with the intention of adopting.

The adjustment of becoming an instant family had its challenges. We learned from
our case worker that the girls and their siblings have an inherited neurological
disorder called NF1, known as Neurofibromatosis. This disorder affects 1in 3000
people a year. The most common symptoms of this disorder are the development
of neurofibromas, benign or non-cancerous tumors that grow on nerves throughout
the bodly.

The girls were 5 and 6 when we met, and we enrolled both girls in Kinder making it
ideal for them to attend Sanchez Elementary, the school where | was teaching. It
was a great opportunity for the girls to experience a whole school staff loving them
as their own. They experienced the same thing when they attended high school at
Pioneer Valley, where my husband, Aaron, was a Varsity Football Coach, Track Coach,
and Substitute teacher.

In the fall of 2017, Audrey began to have
abdominal pain that would not go away
with Tylenol or ibuprofen. Even through the
pain, Audrey kept playing multiple sports:
Fall Ball Softball, Basketball in the winter
and Softball in the spring. Her pain
increased each month she got older.

In the winter of 2018, as Audrey was
finishing up her season of wrestling, the
pain got so unbearable that we took
her into the ER. After bloodwork, x-rays
and an ultrasound, the attending
Doctor advised us to see our primary
doctor right away because the
ultrasound showed something
concerning. That's when our hearts
dropped and our life changed
drastically and Audrey’'s whole life was
‘ suddenly put on hold.

We scheduled an appointment with Dr. Barbara Ramirez who referred us to a
specialist at Santa Barbara Cottage hospital and a biopsy confirmed that Audrey
had an NFI and a neurofibroma, detected just below her abdominal wall. Since
fibromas can eventually grow into tumors and affect the nervous and neurological
system, we were then referred to Dr. Federman and his amazing Team at
UCLA/Santa Monica Children's Hospital.
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In the last 3 years Audrey has since been diagnosed with a malignant peripheral nerve
sheath tumor and has undergone many medical procedures and treatments. She
endured an initial 9 rounds of chemotherapy and 30 days of radiation treatment
alongside therapy. She also had surgery to remove a very large tumor from above her
right kidney. The following year the cancer returned to both lungs and she underwent
an additional 5 rounds of intensive chemotherapy treatment leading up to by-lateral
lung surgery to remove 3 tumors from one lung and 1 from the other. A few months
later doctors at UCLA Calabasas performed an ablation procedure to treat the most
recent malignant tumors. Because of Audrey’'s NF2, tumors appear frequently, which
requires constant vigilance and evaluation. She is currently receiving immunotherapy
treatment at the San Luis Obispo Hematology-Oncology Center on a monthly basis.

We would love to thank the following
organizations for their words of
positivity, support of our family and
Audrey during her multiple fights with
cancer: First and foremost God
almighty, our family and friends, Nurse
Practitioner Mary Okimoto and the
amazing Hematology-Oncology
Nurses at UCLA Health San Luis Cancer
Care, Dr. DiCarlo, Dr. Kalbasi, Dr.
Yanagawa, Dr. Genshaft, Dr. Federman
and Team at both UCLA and Santa
Monica Children's Hospital, Ms. Marla
Knoll-CSW, Alex’'s Lemonade Stand
Foundation, Teddy Bear Foundation,
Bumble Bee Foundation, Jack's
Helping Hand, Along Comes Hope,
Make a Wish Foundation, Sam Jeffers
Foundation and our furry Healing Dog
Friends at UCLA.

I've read somewhere that the strongest people are given the hardest challenges
for a reason. This holds true for Audrey. She has kept strong through her pain and
darkest hours. She has kept strong through her life changing teenage years. She
has fought through, and is still fighting, making sense of all the unanswered
questions. She is kind, thoughtful and always thinking of others before herself.
She is a true Champion and an amazing Soul. We look forward to a bright future
together.

Coo\i'\n3 Up a cuve $ov childhood cawncev




There are many ways that you ean show your support.

Make a direct contribution on our website

Offer a portion of your business’ sales to the Foundation

Donate goods or services for one of our silent auctions

Organize a fundraiser in your own community, such as a Lemonade Stand, bake

sale, car wash, garage sale, coin collection at school or work, and many other

ways.

Host a GOLD DAY event at your children’'s school. Visit our website at
or just e-mail us and ask!l We will

do everything we can to guide and assist you in this simple process!

Volunteer at one of our many fundraisers (serving lemonade, baking cookies or

cupcakes, etc.).

Invite 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.

@cookingupacure4 samuel jeffers childhood cancer foundation

ﬂ cookingupacureforchildhoodcancer l r.j l cookingupacure4childhoodcancer

The ways that we can all work together are limited only by our
imaginations. When Sam was alive and going through
treatment he saw many other children in the same situation as
he was, and he thought it was incredibly sad that there were
children who were sick and dying because there was no reliable
way for them to be helped. No child should ever have to face
that situation. Together, we truly can make a difference by
Cooking Up a Cure for Childhood Cancer.

P.O. Box 270

Grover Beach CA 93483
(805) 481-1891

samjeffersfoundation.org
EIN 47-1389109



http://enough4now.blogspot.com/

