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:!the world’s leading nonproflt dedicated

?’ to funding and driving innovative research
that will result in effective treatments for the

~millions of people worldwide who live with NF.
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(ﬁ?"mission

Drive research, expand knowledge,
and advance care for the NF community.

Our vision
End NF.

-

ANNUAL REPORT 2021 | 1



CTF President
Annette Bakker

2| ANNUAL BEFORT 2021



Dear friends,

As we move through 2022, Koselugo (selumetinib) is now an approved treatment for NF patients in 32 countries around the
world! It’s hard to believe that it was only two years ago that the U.S. Food and Drug Administration granted approval for
Koselugo, the first-ever approved drug for any type NF. We are also proud to announce that we now have drug candidates in
clinical trials for most manifestations of neurofibromatosis and schwannomatosis. All these treatment options are the reward
of more than 40 years of Children’s Tumor Foundation-funded research.

These transformative moments were made possible because of YOU. Donors to the Children’s Tumor Foundation fund the
best and most promising research. That research delivers results, tangibly improving the lives of more than 2.5 million
people around the world living with NF.

Because of the fantastic discoveries of CTF-funded research, we can connect potential drug targets to viable medicines for
NF. We are inviting pharmaceutical and biotech companies to negotiate access to additional drugs for clinical trials. These
CTF partnerships are working! There are now ten companies working on NF. NFlection is ready to enter into a Phase 2b
clinical trial with their topical MEK inhibitor; SpringWorks Therapeutics is showing encouraging data with a MEK inhibitor
drug; and the INTUITT clinical trial has shared encouraging interim data of Brigatinib. Lastly, in collaboration with other
funders, our investments in gene therapy are showing real promise.

Our global effort to offer updated diagnostic criteria for NF1 and Legius Syndrome was successfully published in 2021, and
the revised criteria and nomenclature for NF2 and schwannomatosis followed in 2022. These changes will result in earlier
diagnosis and better care for all our patients.

I am immensely proud of the work that the Children’s Tumor Foundation is also doing to bring the NF community together
in unique and creative ways. On May 17, World NF Awareness Day, thousands around the world gathered virtually to watch
our awareness day livestream, raising thousands of dollars for NF research. Other CTF events continued in virtual formats,
including the NF Conference, the NF Forum, and the Hackathon. Numerous special events, including our National Gala,
became hybrid events, and were held both in-person and virtually. Our Shine a Light NF Walks and NF Endurance events
adapted, too. We welcomed Cupid’s Charity into our business operations near the end of the year, bringing so much fun and
joy into fundraising for this important mission.

Our “Make NF Visible” and “Shine a Light on NF” awareness campaigns continue to flourish, attracting more people,
volunteers, families, and industries to the NF cause. We continue to grow our body of patient resources and brochures and
expand our NF Clinic Network so that new and previously diagnosed patients have the information and support they need.

| am optimistic that the best is still to come. We are moving with lightning speed into a future filled with possibility. CTF will
continue its focus on securing drug companies’ cooperation to seek potential treatments for our patients. Because NF knows
no borders, we will continue strengthening our global activities throughout Europe, Latin America, Asia, and beyond.

Thank you to our NF researchers, clinicians, government regulators, industry partners, our dedicated Board, our fundraisers,
donors, volunteers, and of course, our patients, their families, and caregivers. We are in this fight together, and only together

will we prevail.

Warmly and gratefully,

Annette Bakker, PhD, President
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SELUMETINIB:

CTF research discovery paved the way to the first FDA-approved drug for

neurofibromatosis.

NF Preclinical Initiative

The NF Preclinical mtifiative (NFPI) began in 2008 as the
NF Preclinical Consortium (NFPC), a five-year, $7 million
program that concluded in 2013. The NF Therapeutic
Consortium (NFTC) continued the work of the NFPC,
building on its infrastructure and discoveries.

Traditionally, it takes more than 15 years and costs
hundreds of millions of dollars to tran:
discovery into one clinical trea
the NFPI was clear: these te:
inical trials in 8 years, atat

" ThePathto M o

Selumetinib, a MEK inhibitor, was granted
Breakthrough Therapy Designation by the U.S.
Food and Drug Administration (FDA) in April 2019.
Previously, the treatment was granted Orphan Drug
Designation by the US FDA in February 2018 and by
the European Medicines Agency (EMA) in August
2018. The news that selumetinib was granted these
designations was a giant leap toward the thrilling
April 2020 announcement that selumetinib had
received FDA approval.

MEK Inhibitor Selumietinib...the
to the first approved drug for

Over 70% of the patient participantsina clinical trial

of the MEK inhibitor selumetinib'saw a reduction

of 20-60% in the size of their inoperable plexiform

neurofibromas ’rigitte Widemann, MD, of the National
orted at the Foundation’s 2015 NF

€ thatresponse data in this trial for children

and youg?ults showed meaningful decreases in

tumorvo

Cancer Institute

rY/ie. This highly successful clinical study

was the result of CTF’s NF Preclinical Initiative,

wherein Nancy Ratner, PhD, and D. Wade Clapp, MD,
demonstrated that MEK inhibitors (MEKi) have a massive
result on plexiform neurofibroma tumor volume in mice.
The drug was first tested in a human subject as part of

a Children’s Tumor Foundation Clinical Research Award
granted to Michael]. Fisher, MD, in 2011.

It was afteF'E'onductlng a number
of cli mcal trials that we got to
selumetinib, and this was the first
one that actually worked...| knew
then that very likely, selumetinib
was different than all the other
things | had tried before. And that
was really an amazing feeling
because it gave me, for the first
time, the hope that we were really
onto something that may help
patients with NF1”

— Brigitte Widemann, MD, National Cancer Institute, NIH
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Selu-bration

Koselugo: First FDA-approved treatment for NF

\

The U.S. Food and Drug Administration (FDA) announced
the approval of Koselugo (selumetinib) for use in patients
with inoperable plexiform neurofibromas, acommon
manifestation in neurofibromatosis type one (NF1).

The FDA’s approval of AstraZeneca’s and MSD (Merck)’s
submission was a major milestone for patients living with
neurofibromatosis. Koselugo is the first-ever approved
treatment for NF, and portends the potential forthe
development of treatment options for patients living
with neurofibromatosis.

Announced in April of 2020, Koselugo’s approval
followed comprehensive clinical testing of the drug in
patients at the National Cancer Institute (NCI), a division
of the National Institutes of Health (NIH). In those clinical
trials, over 70% of NF patients with inoperable plexiform
neurofibromas saw tumor size reduction anywhere from
20-60% in size. In addition to both visible and actual
tumor reduction, patients reported higher-quality
physical function, reduced pain, improved mobility,

and enhanced emotional and psychological status.

The first use of MEK inhibitors as a potential treatment for
NF tumors came from early-stage discoveries by Children’s
Tumor Foundation-funded researchers, who showed that
MEK inhibitors could significantly affect NF tumor size.
Collaborative efforts among the NCI, the NIH, the NFRP-
CDMRP (Neurofibromatosis Research Program of the
Congressionally Directed Medical Research Programs),
NTAP (Neurofibromatosis Therapeutic Acceleration
Program), and CTF ensured that this “MEK Story”
proceeded expeditiously through proactive and strategic
coordination, guaranteeing efficient use of donor/investor
funding, and support from the federal government.
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CTF has funded ground-
breaking preclinical work -
and early clinical studies
that have moved forward
into treatment trials, and
ultimately led to the first
FDA-approved drug for NF1.

— Nicole Ullrich, MD, PhD, Boston Children’s
Hospital/Harvard Medical School

Another hallmark of this path to approval has been

the inclusion of patients throughout the process,
including the first-ever “NF listening session,” held at the
FDAin 2019. Many other MEK inhibitors are also now in
clinical trials, including mirdametinib from SpringWorks
Therapeutics, acompany which the Children’s Tumor
Foundation helped spin off from Pfizer. Our partners at
NFlection are also working on a Phase 2b clinical trial
with a topical MEK inhibitor for patients with cutaneous
neurofibromatosis type 1.

Since the 2020 announcement, Koselugo has been
approved for the treatment of NF patients in 32 countries.
The AstraZeneca group of companies acquired Alexion,

a global biopharmaceutical company focused on rare

disorders. Alexion now distributes Koselugo throughout the

world, adding to the growing list of partners working with
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“I am thankful for the Children’s Tumor Foundation’s
enormous efforts to support the research that led to
such a trial. Now that selumetinib has been approved as
the first-ever FDA-approved treatment, | am thrilled that
now other people with plexiform neurofibromas will have
access to and can benefit from selumetinib; proud that
Jane was one of the first 24 children in the world to take
selumetinib. She has seen it through from a Phase | trial
to FDA approval, and her experiences, both good and bad,
with the medication have helped guide researchers on how best to use it. | am relieved that all of Jane’s
the trips to the NIH, all the blood draws and MRIs and other tests, all the side effects and uncertainty—
will benefit others.” — NF Hero Jane Constable, as told by her mom, Kristy
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Attracting Pharma

he Children’s Tumor Foundation provides answers to the questio

lompanies are asking in order to investin a rare disease such as

Are teams of scientists ‘ll " b

working on this problem?

CTF'S SYNODOS TEAM
SCIENCE INITIATIVES

Designed and managed by CTF, a diverse team
of renowned experts collaborate, participate,
and immediately share all raw data in an NF

Data Portal. By working together instead of
in silos, we greatly increase the efficiency of . ﬂ ere do we find experts?
research into difficult problems that are too g
complex to be solved by individual scientists. CTF'S KEY OPINION
LEADER NETWORK
Are there enough care This expert network of specialists
and treatment centers? helps to guide drug discovery and

development in order to increase

TSH(IE OCl;lr II:J EN (L:Tcl:ll\l_g\l ::():OI\CI:E_B/QQ/QR K scientific and clinical quality in
AND IMPROVING CARE Ry making. 4

A growing network of CTF-affiliated clinics is cultivating
relationships between patients and
octors, and working to standardize
nd improve neurofibromatosis and
matosis patient care.

el

Are there patients engaged in the
drug discovery process?

CTF PATIENT ENCAGEMENT PROGRAM

Patients and caregivers are recruited to our patient engagement
training program, creating a team of Patient Advocates who are
knowledgeable in all aspects of NF drug discovery.

-




Where can we find the
patients to participate in
clinical trials?

THE NF REGISTRY CONNECTS
PATIENTS TO CLINICAL TRIALS

This patient-entered registry is structured to
accelerate clinical trial recruitment, and fuels
knowledge and understanding of the diversity
of NF manifestations.

Where can we find new
drug targets?

THE NF DATA PORTAL
STORES OPEN DATA

Through our partnership with Sage Bionetworks,
datais available and ready to use in the NF

Data Portal. This centralized data repository is
managded by specialists who collect, analyze,
and release integrated data, accelerating the
understanding of all types of neurofibromatosis
and schwannomatosis, and the identification of
“druggable” targets.

Is there enough tissue
available for testing?

THE NF BIO
TISSUESS

)

Biobank is now managed by the Indiana

cts of drug research. This

University School of Medicine’s DHART SPORE

How can we standardize the
endpoints of clinical trials?

THE REINS CONSORTIUM

(Response Evaluation in Neurofibromatosis
and Schwannomatosis)

This worldwide consortium of clinicians and
patients develops new clinical trial designs,
and works with the FDA to establish drug
approval criteria.

Have these drugs bee
animal models?

CTF'S NF PRECLI
HAS ESTABLISHE
TARGETS FOR CLIN

Because early testir%of innov.
CTF has invested in teams of t
NF-relevant animal models, bri
drug treatments to the clinic quicl

ITIATIVE
IALS

is vital,

program. -
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Driving Collaboration

The Children’s Tumor Foundation’s Synodos Initiatives are team science projects that
accelerate the drug development process and revolutionize NF research.

Synodos

Synodos is the premier collaborative research model of the Children’s
Tumor Foundation, and represents a significant financial commitment
on the part of the Foundation. In each Synodos collaboration, CTF
assembles “dream teams” of doctors, scientists, and patients who work
together to solve problems that are too complex for any individual lab
or researcher to solve. Our goal is to speed the drug discovery process
through innovative research methods, collective knowledge, and data
shared openly through CTF’s NF Data Portal. This data is analyzed by
our partners at Sage Bionetworks, and is then made available to all
Synodos members, and shortly thereafter, to the rest of the world.

This approach is expanding interest in NF research to additional fields, . ;

including cancer.

Synodos for NF1

CTF sought out the concerns of NF1 patients when establishing

Synodos for NF1, a team science initiative that began its work

in 2016 and concluded in 2020. Patient concerns for better
treatment options for NF1, as well as answers for low-grade
glioma patients, prompted CTF to initiate three separate
consortia, bringing together 24 investigators from eight leading
institutions and two companies. Two teams formed a Preclinical
Acceleration component, each focusing on the development
of a swine model to closely resemble a human’s response to a
potential treatment. The third Synodos for NF1 team worked to
develop treatments for low-grade glioma, the most common
childhood brain tumor affecting children with NF1.
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Synodos for NF2

The first of the Synodos models established by
CTF, Synodos for NF2 launched in 2014 to provide
clarity to patients about available drug options,
and completed its work in 2018. This consortium
of multidisciplinary investigators from 12 world-
class labs and medical centers performed rigorous
drug testing that laid the groundwork for clinical
trials to test a promising new compound for the
treatment of NF2.

Synodos for Schwannomatosis

An international consortium of clinicians and scientists from
multiple disciplines make up the Synodos for Schwannomatosis
team, another CTF consortium based on the successful Synodos
model. In 2021 the project completed the work of performing an
extensive molecular analysis of schwannomatosis tumor samples
to identify new therapeutic targets and advance the understanding
and management of the disease, with a special focus on pain.

N trying e ifein
le pain; pain that might eve
J your life, as | unfortunately |
erienced in my family. So
|ping people get out of
hronic pain, and finding
eatments that work, we're
g lives immeasurably better
for the affected community.

—Richaﬁ:lHorvilz,CTF Bo r Emeritus, and
Synodos for Schwanna Patient Advocate
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NF2 Accelerator Initiative

The Children’s Tumor Foundation NF2 Accelerato
is dedicated to finding effective treatm
schwannomatosis, or NF2 . This pc
treatments to the clinic (and p:
drug pipeline for NF2, impro \
development of innovative testing models, and t

of gene therapy options that address the under i
causes of NF2. ] d
As aglobal leader of NF research, the : dren’s Tu
is dedicated to developing cures for all forms of NF.
and its partners bolstered the NF2 research field th
science with Synodos for NF2, bringing together mul
scientists from 12 world-class labs. The Synodos tean
information, datasets, and results in real time at ev
research developmentand have since made thatda
available at nfdataportal.org. hy

That collaborative effort resulted in the identificatio
new clinical candidates for NF2. The NF2 Accelera

leverages this new kno e intoanew and amb
with the goal of speedimdrug discovery pro
The NF2 Accelerator Initiative’s three-pronged Phas!

were fully funded and proved to have far-reaching i /
the Initiative will continue the momentum and add a N
to these endeavors, which will invest another $1.5m
drug discovery, clinical trials, and gene therapy for NF2. Th

important work will further the live-saving progress for patients
living with NF2.
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In 2017, a group of NF investigators reached
out to CTF to sponsor a revision of the
diagnostic criteria, sparking a multi-year
process that has involved more than 90 leading
NF experts from around the globe. In May

of 2021, an update to the diagnostic criteria
for neurofibromatosis type one (NF1) was
published in Genetics in Medicine, the official
journal of the American College of Medical
Genetics and Genomics (ACMG). An update to
the diagnostic criteria and nomenclature for
NF2 and schwannomatosis was announced

in the same publication in early 2022. These
updates reflect the tremendous increase in
knowledge about these disorders since the
prior diagnostic criteria were established,

and will allow for earlier and more accurate
diagnoses for patients.

NF Variant Curation Panel

The Children’s Tumor Foundation has funded

a ClinGen (Clinical Genome Resource) driven
initiative to build a central resource that defines
the clinical relevance for all NF gene variants

(NF1, NF2, SMARCB1, LZTR1, SPRED1) for use in
precision medicine and research. The expert
panel is composed of 25 experts among molecular
and clinical geneticists, genetic counselors, and
other experts in NF from 9 countries and

18 different institutions.
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ntatives, and patient a _t',ﬁtes, event; attendees were presented with the bestand latest re

The annual NF In2021 thé NF Conference convened for a second time asg

researchers, indu

in person and vi are interestedin hearing about and clinical eare practices within a compressed, online format. -
the most recent advancements in reseaféh and clinical care for In addition to the Ji_:'ore agenda, attendees were able to view and
neurofibromatosis and schwannomatosis. The event is a critical listen to recorded poster presentations while a panel of judges

forum for consensus-building and advancilpfasic, translatiwal,‘" . selected the top three submissions from clinical and basic science
entries. The meeting wrapped up with the presentation of the
2021 Friedrich von Recklinghausen Award, awarded to Marco
i ini, MD, PhD, of U

-

and clinical research in NF and related fielg:ls,- while fosterini
collaborations within and beyond th

%
community.

ckathon

thaniB00 participants took partin the
Rare virtual event hosted by the Children’s

nor Foundation, bringing together healthcare

, researchers, developers, and hackathon
enthusiasts for five weeks of high-energy exploration,
xperimenﬂi'; and analysis. Their goal: to drive

ific and medical innovation and improve the
ents living with rare diseases. Among

 the participants was Team American, which was

.‘: composed of members of the Operations Research
tearpat Americ nes.

4Rare concluded, more than

3 5 dat at American Airlines came
togetherfora ity Day dedicated to the Children’s
Tu Pqu oh. The team analyzed donor data,

antified i mation gaps, and helped CTF improve
constituent outreach and engagement through
enriched information strategies.
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Children’s Tumor Foundation Europe is a medical research

NGO that serves as a partner organization to CTF in the
United States.

Throughout its history, CTF has funded the best and most
promising research globally, regardless of location, and as
aresult many European laboratories and clinicians have
benefited from CTF support. Children’s Tumor Foundation
Europe is further strengthening the bonds between experts
and research opportunities worldwide, in line with CTF’s
emphasis on open collaboration and open data.

The focus of Children’s Tumor Foundation Europe is to raise
awareness of NF at the European level, and build relationships
with European agencies and partners, including EFPIA
(European Federation of Pharmaceutical Industries and
Associations) and the EMA (European Medicines Agency,

the European equivalent of the FDA), while maintaining its
commitment to funding and driving innovative research
worldwide that will result in effective treatments for NF.

In 2021, the Children’s Tumor Foundation Europe focused
on the consolidation of European clinic networks, the

= organization and planning of INFER (International NF

- Educational Resources) masterclasses for healthcare

—-——

try in Europe,

Europé

advocacy before EU institutions, and fostering trans-European
as well as transatlantic collaborations.

The Children’s Tumor Foundation is also an associated
partner of the Innovative Medicines Initiative (IMI). As such,
CTF and 35 other organizations joined together in a project
called EU Patient-cEntric clinicAl tRial pLatforms (EU-PEARL),
a unique public-private strategic partnership funded by the
Innovative Medicines Initiative to conceptualize and lead the
design of integrated research platforms, enabling a more
efficient and patient-centric drug development in Europe.
CTF is the co-leader of the neurofibromatosis package of this
exciting project, where NF is serving as a test case for rare
diseases in general.

& |INFER

INTERNATIONAL
NF

EDUCATIONAL
RESOURCES

A series of online
educational lectures for
medical professionals by
leading NF experts
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providers and patients about the
diagnosis of and treatments for NF.
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Raising Aw
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CTF’s marketing, communications, and advocacy efforts
support patients and their families no matter where they
are on their NF journey. Whether newly diagnosed, in

the midst of a treatment regimen, or engaging with the
broader community so as to improve broader awareness
and understanding, patients and families can rely on CTF for
the latest information about all types of neurofibromatosis
and schwannomatosis. The Children’s Tumor Foundation
also provides outreach and engagement opportunities that
expand NF knowledge to those around them.

All too often the patient journey starts with an online search
that leads to inaccurate or outdated information, and so the
Children’s Tumor Foundation prides itself on beinga safe
haven for allwho need direction and support. We provide
the most up-to-date NF knowledge onour website and in our
patient brochures, newsletters, webinars, and videos. We
also drive a dynamic and engaging presence on social media,

4

- The Foundation’s “Make

" NF Visible” campaign draws
attention across the globe
to those living with NF.

connecting patients and families worldwide, and en§ur|ng
that those who don’t have NF support in their own commumty

can find it through the global CTF family. \ .

In a world that runs 24/7, the Foundation breaks through with'
impressive media outreach and public relations efforts that

-
spread the message that NF is important andithat NF patients

deserve support for bettered lives. Our multichannel approach
YL VAN

in print, digital, TV, and radio results in many hundreds of

media pickups each year, and brings the NF story to hundr_ed_s g

of millions of people worldwide. Y
e

While NF is a serious condition that patients deal with'es

and every day, the Foundation creates msplratioh{ { c( 18 /‘ 4

engaging tools that they can use to share their NFstory m- i 4

their own personal way. From “I Know a Fighter” to ”Sh_l_ne a

Light on NF” to “Make NF Visible,” we make sure that eve?yone
knows our driving passion: to END NF.

e

e
) -

——

(J»\

BOPIT F\GHTER “\

When people ask me about who
| am, and | start telling my life
story, that motivates them. So |
fight NF by just living my life, and
doing the best | can in every area,
and spreading the word.

4 4

— Marcus, who lives with NF1
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The “Shine a Light on NF”
initiative cast a blue-and-green ‘
glow on hundreds of buildings, = : . ; \ ‘ ~ ¥

2
==

s .

For the second year in
arow, May 17 World
‘NF Awareness Day was
.. celebrated during a live
Sy~~~

| virtual event, which > |
* featured numerous - WA
celebrity appearances and
stories from NF Heroes,
and raised funds for,N‘F

research.

[y |

o o Proclamations were issued
in state houses and city halls
across the country recognizing
“NF Awareness Month.” CTF
volunteers engaged with their
local leaders and helped ensure
that more people in office know
about NF and how it affects their

. constituents.
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The CTF Special Events tea
organize festive fundraising galas,

Stars events. Meanwhile, “Fight NF
events, including comedy nlg

’he occasion with numerous
ally, a new program was
bto end NF.

T

£

2 aLight NF Walk

3
ne a Light NF Walk is the si&nature fundraising event of
e Children’s Tumor Foundq{ion, bringing NF out of the
shadows and inspiring the community to comr etogether

o

] to raise critical funds for NF research. At thes fur
inspirational events held across the count Qmmumtles
fally around local families affected by NF. r)guent
- appearances of costumed characters, balloon animals, and
face painting bring bubbling energy from start to finish.
The 2021 Shine a Light NF Wa!ks, brought participants back
together again in person to share a meaningful day with
friends and famlly.
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Cupid'’s Charity

Inlate 2021, the Children’s Tumor
Foundation announced that it is absorbing
Cupid’s Charity into CTF’s business ‘
operations. Cupid’s Charity is best known""
for its annual Cupid’s Undie Runevent, = os
proceeds of which go exclusivelytoNF = &
research funded by the Children’s Tumor ‘
Foundation. The union reflects mutual
agreement by both organizations to fully

bring the Cupid’s programinto CTF.

The first Cupid’s Undie Run took place in
2010 in Washington, D.C. What started asa 4
unique “let’s put hilarity into charity” twist

on traditional charity walks/runs turned

into a national phenomenon attracting

wide attention and increased funding for

NF. In the decade since, Cupid’s Charity has

raised and donated millions of dollars to the
Children’s Tumor Foundation for

NF research.

A
' -

NF Endurance

The NF Endurance Team is a global
community of individuals challenging
themselves to go the extra mile to end
NF. Inspired by individuals with NF (our
“NF Heroes”), NFE athletes run, bike,
hike, and swim in endurance events
around the world while raising critical
research funds for NF. From first-time
5K runners to seasoned mud race and
triathlon competitors, all NF Endurance
team members are in pursuit of the
same goal: to one day end NF.
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From the earliest days of the Foundation, CTF
staff and volunteers have advocated relentlessly
for continual federal funding of NF research, with

frequent and highly strategic visits to Capitol Hill and
Member District Offices. The CTF Government Affairs
Team continually expands the breadth of its advocacy

4 Ny

and profile-building efforts with the guidance of
outside counsel Squire Patton Boggs. We are also
actively engaged with the Defense Health Research

Consortium. This Consortium is composed of over 50
organizations dedicated to the preservation of annual
funding levels for Congressionally Directed Medical

UL LR |
i

Research Programs (CDMRP) within the Department
of Defense.

Our voices are being heard! In 2021, because of
continued strong advocacy work from the Children’s
Tumor Foundation and the NF community, bipartisan

leadership in Washington, D.C., included $20 million
for NF research through the CDMRP for Fiscal Year
2022. This funding supports strategic research

resulting in new discoveries and better outcomes for
NF patients and families, and will allow us to further
develop scientific data, break through barriers, and
forge a pathway to end NF.
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Operating support and revenue

2021

2020

2019

Contributions: individuals

Contributions: corporations and foundations
Bequests

Contributed goods

Other income

Government grants

$8,071,808
$4,035,129
$185,000
$214,955
$1,539,709
$1,077,026

2021

$5,943,186
$3,310,653
$580,538
$17,684
$995,628
$691,400

2020

$10,406,627
$4,132,732
$878,802
$23,581
$1,582,275

2019

Special event revenue
Less: direct benefits to donors
Special event revenue, net

Operating expenses

Program Services

$1,818,650
($40,000)
$1,778,650

2021

$1,084,549
(0]
$1,084,549

2020

$780,795
($107,115)
$673,680

2019

Research and medical
Public education and patient support
TOTAL PROGRAM SERVICES

$6,032,140
$2,720,523
$8,752,663

$6,326,821
$2,337,711
$8,664,532

$6,751,592
$2,691,715
$9,443,307

Supporting Services

Management and general
Fundraising
TOTAL SUPPORT SERVICES

Change in Net Assets from Operations

Change in Net Assets

$945,320
$930,453
$1,875,773

$6,273,841 ‘

2021

$904,881
$815,402
$1,720,283

$2,238,823 ‘

2020

$946,277
$877,648
$1,823,925

$6,430,465

$7,176,017

2019

Net Assets, beginning of year

$20,460,111

$17,688,329

$10,512,312

Net Assets, end of year

$27,295,800

$20,460,111

$17,688,329




WithThanks

The Children’s Tumor Foundation is grateful for the continued support of the many individuals,
corporations, foundations, and commmunities who have joined us in the fight against NF.
Thank you for your help in advancing the Foundation’s mission.
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$1,000,000+
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FOUNDER'S CIRCLE
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Anonymous
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John & Beth Morris
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Elaine & Edward Altman
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Jamie & Russ Daniel
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Vicki Match Suna

Kevin & Elizabeth McMeen
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See Spot Run Productions

Being at the Shine a Light Walk in Idaho was so inspiring. It was
the first time we'd seen so many other families affected by NF, all

cure for NF.

gathered together, lending support, understanding, and just having
fun together! It was such an incredible reminder that our little
family is not alone, that we are all in this quest together to find a
— Shine a Light on NF Walk participant, Evlyn
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Tara Nelson

The Nemours Foundation

Neurology East, P.C.

Scott Nevil

Nicole & Paul Nevitt

Elizabeth Newell

Michael & Judy Newell
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Meighan Newhouse

Ryan & Kristy Nobles

Gloria Norkus

Neal Norman

Boris & Marcia Novak

Lawrence & Elizabeth Novak

Nissa Novas
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Robert Oehlers
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Alan & Maureen Sherwood
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Martin & Mary Ann Stone
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Structure Tone, LLC

Success Plumbing

Joseph & Barbara Sullivan

Michelle Suna

Debra & Ray Swafford

Swaim Associates Ltd
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Susan Swift
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Michael & Danielle Weiner

Bryan & Margie Weingarten

Alan Weinstein
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Brett Weiss
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Ashley Welsh
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Roger & Janet Weness
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Donald & Barbara White

Aaron Wickersham
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Angela Wiesmore &
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Angela Williams
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Neal & Vickie Williams
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Kathryn & William Wilson

Kathy Wilson
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David & Abby Wolff
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Brianna Worden
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Ken & Jessie Yue
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Ruth Amaya de Zelaya
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Molly Zolnierz
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NF Legacy Society

As a supporter and friend of the Children’s Tumor Foundation,
you have been vital in building us up from a grassroots group
with just a few members into the leading organization we are
today, fully committed to finding treatments for neurofibroma-
tosis. Make no mistake about it — the progress that has been
made in the fight against NF is because of people like you, who
are working to improve the lives of those with NF. It is alegacy
of which you can be proud.

Our vision is to end NF. We owe it to future generations of NF
patients and families to see that vision become a reality. And
as long as there is the Children’s Tumor Foundation, there will
always be an advocate fighting hard for the NF community.

By making a special legacy gift to the Children’s Tumor Founda-
tion, you will play an important role in ensuring that this work
continues. Your planned gift is an investment in the long-term
future of the organization, ensuring that the Children’s Tumor
Foundation will continue to lead the way in the fight to end NF.

The Children’s Tumor Foundation NF Legacy Society consists
of individuals who have taken the extra initiative to ensure the
future of NF research by including the Children’s Tumor
Foundation in their estate plans.

To learn more about leaving a legacy and making a
planned gift, please visit freewill.com/CTF, contact
the Foundation at info@ctf.org, or call us directly at
1-800-323-7938.
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NF2 Accelerator is fully funded
at $2.3M, expanding NF2 drug
pipeline, bringing treatments to
patients faster, plus gene therapies
for better options, helping
NF2 patients today
and tomorrow.

CTF's NF Clinic Network
continues to grow, increasing
accessibility to more than

Number of pharma/biotech firms
investing in NF increases,
with 10 companies testing drugs

15,000 patients eacl.l year. in clinical trials. CTF's R&D
There are now 67 Cllll!C?, enabling platform attracts
with the first NFCN clinic

firms to enter the NF field.

recognized in Canada.

NF Registry has over
0,000 participants, and
is a critical resource to

researchers for all forms of

NF. Now also available in
multiple languages to gain
insights across diverse
populations.

Global collaborative of
experts update diagnostic
criteria for NF1and Legius

Syndrome, improving accuracy,

earlier diagnosis, and care for
NF1. Updates for NF2
and schwannomatosis

coming in 2022.

CTF brings NF experts
together to align on
clinical trial design and

criteria, for more effective

global platform trials for
all forms of NF that will
bring treatments to NF
patients faster.

Following FDA approval of
first-ever treatment for NF,
Koselugo (selumetinib) now
approved in 12 countries,
including European Medicine
Agency. More countries |
expected in 2022, and

additional MEK inhibitors
showing promise in trials.

Resources for patients
transitioning from pediatric
to adult care is expanded,
including publications from
CTF and the NF Collective,
plus adult NF clinics currently

in development.

At the Children’s Tumor

Foundation, we’re dedicated

to bettering the lives of the over 2.5 million people living with neurofibromatosis (NF). We want
to end NF as fast as we can by connecting the unconnected, leading the way with a strategy that

applies innovative and inventive approaches to scientific advancement and improved patient care. Stay informed

. . . . . with NF research
This pioneering approach attracts the brightest minds in research and industry to NF, revamps

; . ; updates throughout
systems so as to accelerate the pathway from discovery to treatment, and includes the voice of the year at
the patient at every step of the way. T —

Read about the important things that happened in NF research in 2021, which are even now
laying the groundwork for greater scientific advancements in the near future.
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