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NF refers to a group of genetic conditions that 
cause tumors to grow on nerves. NF includes 
neurofibromatosis type 1 (NF1) and all types of 
schwannomatosis (SWN), including NF2-related 
schwannomatosis (NF2-SWN), formerly known  
as neurofibromatosis type 2. Some type of NF 
occurs in approximately one in every 2,000 
births.  These conditions affect all populations 
equally, and may lead to blindness, deafness, 
bone abnormalities, disfigurement, learning 
challenges, disabling pain, or cancer. 
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Our mission
Drive research, expand  knowledge,  
and advance care for the NF community. 

Our vision
End NF.

Children’s Tumor 
Foundation 
is the world’s leading nonprofit 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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Chief Executive Officer 
Annette Bakker, PhD, with  
NF Hero Annabelle
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Throughout 2023, the Children’s Tumor Foundation 

(CTF) celebrated 45 years of pioneering research and 

breakthroughs for neurofibromatosis and schwannomatosis 

(NF). Since 1978, CTF has illuminated the entirety of NF 

understanding, nurturing early-career researchers and 

supporting early-stage research to become a catalyst for 

groundbreaking advancements.

We are now in a new era, where our decades of research, 

drug discovery, and development are ready to become long-

expected life-changing treatments for patients. We have over 

60 clinical trials in progress, one drug approved, one drug 

submitted to the FDA, and another drug in Phase 3. Thanks 

to you, our steadfast donors, the field is more than ready, the 

science is ready, and the technology is ready. The time is now 

to reap the rewards of your dedication.

A decade ago, NF was not a viable interest for pharmaceutical 

companies. We proved this wrong by derisking NF for the 

entire industry, and your efforts are yielding significant 

returns. Ten pharmaceutical companies are now dedicated to 

NF, with two exclusively focused on this cause. Our investment 

in NFlection Therapeutics’ clinical trial of a topical MEK 

inhibitor has led to exciting results, advancing the trial to its 

final phase. SpringWorks Therapeutics, a company we helped 

launch, submitted its MEK inhibitor drug for FDA approval. The 

INTUITT for NF2 platform trial, testing brigatinib—a compound 

discovered by our Synodos for NF2 researchers—published 

very positive results in the New England Journal of Medicine, and 

there is so much more to come!

Another of the year’s most exciting developments is from a 

CTF-funded study pioneering a blood test to predict malignant 

peripheral nerve sheath tumors (MPNSTs) in NF1 patients. 

MPNSTs are rare but aggressive, and this study shared positive 

results that promise hope for early detection and intervention 

to prevent MPNST development. Next, we must fund the 

validation of these biomarkers to ensure their use in the clinic.

As we charge ahead, we aim to revolutionize NF care, 

addressing every step from diagnosis to therapeutic delivery 

for all NF manifestations. We continue to expand our NF 

Clinic Network, which now includes more than 70 clinics, 

ensuring that both new and previously diagnosed patients 

get the support and information they need.

 

We are committed to investing in patient-centered platform 

clinical trials that accelerate the process by testing multiple 

therapies simultaneously. In addition to INTUITT for NF2, 

our multi-year involvement with the European Patient-

Centric Clinical Trial Platforms (EU-PEARL) has established a 

major platform trial for neurofibromatosis type 1(NF1) and 

schwannomatosis (SWN) in Europe. Through a strategic 

alliance with Global Coalition for Adaptive Research (GCAR), 

we are ready to implement this trial with our European 

colleagues.

Additionally, CTF launched a new framework to fast-track drug 

selection. This preclinical hub, based on our proven Synodos 

collaborations, will expedite potential treatments by providing 

all necessary drug screening tools and pre-negotiating 

required agreements. By addressing the significant delays 

that are all too often caused by contract negotiations, we can 

ensure that testing proceeds and speeds unhindered. 

Throughout our history, we have taken risks where others 

would not and invested in possibilities ahead of the pack. In 

2023, CTF partnered with NASA for the Year of Open Science, 

committing to data sharing, and we collaborated with the 

American Association of Physicists in Medicine (AAPM) to 

expand NF pain studies. Our investments in gene therapy, 

along with other funders, promise to change the future with 

next-generation therapeutics.

The NF Conference remains the world’s premier NF event. 

In 2023, it brought over 600 researchers and clinicians to 

Scottsdale, Arizona, to discuss cutting-edge advancements. 

CTF Shine a Light Walk, NF Endurance, and Cupid’s programs 

are flourishing, providing opportunities for the community 

to unite, grow, and raise funds. Our “Make NF Visible” and 

“Shine a Light on NF” awareness campaigns continue to 

attract more people to our cause. 

I extend my heartfelt appreciation to our incredible community. 

Together, we are in this fight, and your vision of a world without 

NF guides our drive to bring treatments to patients. I am 

profoundly grateful to all of you and excited for what’s to come.

Warmly and gratefully,

Annette Bakker, PhD, CEO

Dear friends,



Are teams of scientists  
working on this problem? 

CTF WORKS IN COLLABORATION 
THROUGH TEAM SCIENCE 
INITIATIVES
The CTF model drives collaboration across the entire 

drug discovery process. By uniting scientists and 

avoiding silos, we significantly increase research 

efficiency and tackle complex problems that individual 

scientists cannot solve alone.

The Children’s Tumor Foundation provides the answers that pharmaceutical companies need in 

order to invest in a rare disease such as NF. 

Attracting Pharma
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Where do we find experts?

CTF HAS A STRONG KEY 
OPINION LEADER NETWORK 

This expert network of specialists helps to   

guide drug discovery and development in  

order to increase scientific and clinical  

quality in decision-making.

Are there enough care
and treatment centers? 

THE CTF NF CLINIC NETWORK  
IS CONNECTING DOCTORS  
AND IMPROVING CARE

A growing network of CTF-affiliated clinics is  

cultivating relationships between patients and  

doctors, and standardizing NF patient care 

for improved outcomes.

Are there patients engaged in the  
drug discovery process? 

CTF CONSISTENTLY ENGAGES PATIENTS

Patients and caregivers are recruited to our patient engagement 

training program, creating a team of Patient Representatives who 

are knowledgeable in all aspects of NF drug discovery. 

Are other investors interested in NF?  

CTF IS AN IMPACT INVESTOR

CTF attracts industry and pharma partners to 

the NF space. We’ve advanced our strategic  

model with a significant investment in a Phase 

2b clinical trial at NFlection Therapeutics, which 

is now in Phase 3. We continue to invest in other 

promising impact initiatives.



Where can we find patients  
for 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.
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How can we standardize the  
endpoints of clinical trials? 

THE REiNS CONSORTIUM 
HELPS TO STANDARDIZE

REiNS (Response Evaluation in 

Neurofibromatosis and Schwannomatosis)  

is a worldwide consortium of clinicians and 

patients develops new clinical trial designs,  

and works with the FDA to establish drug 

approval criteria. 

Is there enough tissue  
available for testing? 

THE NF BIOBANK PROVIDES  
TISSUE FOR RESEARCH 

To solve the problem of a scarcity of relevant  

tissue to test, CTF created a centralized library 

of openly available samples for biomarker 

discovery and development. The NF Biobank 

is now managed by the Indiana University 

School of Medicine’s DHART SPORE program.

Have these drugs been tested in  
animal models?

CTF’S NF PRECLINICAL HUB 
ACCELERATES DEVELOPMENT 

The Children’s Tumor Foundation is accelerating 

the path to drug discovery by constructing an 

NF-focused Preclinical Hub to supercharge the 

development of NF treatments. 

Where can we find new drug targets? 

THE NF DATA PORTAL  
STORES OPEN DATA 

Data is available and ready to use in the NF Data Portal, 

an open data repository established by CTF at Sage 

Bionetworks. The NF Data Portal is managed by expert 

specialists who collect, analyze, and release integrated 

data from top NF funding agencies, accelerating the 

identification of druggable targets. 
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The Time Is Now

We Make Things Happen

Strategic Plan

YESTERDAY 
Established 
Research & 
Networks

TODAY
Catalyze &  
Accelerate  
Innovation

TOMORROW 
Approve  

Treatments 
& End NF

The Children’s Tumor Foundation is bettering the lives of more than 4 million people

who live with some type of neurofibromatosis or schwannomatosis. We envision a world 

without NF, and our 2023–2028 Strategic Plan makes this vision a reality by driving 

research, expanding knowledge, and advancing care for the NF community. 

For more than 45 years, CTF prepared for the critical work ahead by building NF 

awareness, education, and community. This complemented a robust emphasis on NF 

research funding and the building of essential networks. As the Foundation charges 

forward, our unwavering focus is to lead and accelerate the innovation that ends NF.
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The Time Is Now

Strategic Plan

Develop More Drugs - Expand the research field, develop panels 

of drug selection tools, double the number of research grants, 

and launch revolutionary projects.

Fast-Track Treatments  - Expedite the discovery of life-changing 

therapies with an innovative preclinical hub model, the ultimate 

all-in-one solution for pharma and biotech pioneers.

Accelerate Clinical Trials - Strengthen the development and 

approval of drugs by catalyzing clinical trial consortia and 

platform trials.

Empower Stakeholders - Enhance the understanding of NF 

and the NF Registry, increase patient participation, and train 

ambassadors. Expand the NF Clinic Network and the number of 

physicians and specialists who treat NF, including adult care.

FUELED BY 
• �Research and Data That 

Is Patient and Clinician 

Informed

• �Act Globally and 

Inclusively in All Elements 

of Our Support

• �Action Over Talk: 

Be Assertive and Proactive

• �Prioritizing Innovation  

and Leading Investments

Four Pillars of 
Innovation



 

Developing Drugs  
 for NF

60%
shrinkage

BEFORE AFTER

“�People don’t ask me what is wrong with my  
neck anymore. I’ve found activities that I enjoy, 
and friends that enjoy being a part of my life. 
I enjoy reading, gaming, Boy Scouts, coding, 
and more. I’m thankful for all the donors that 
funded the doctors and researchers who 
made selumetinib possible. Now that it is 
FDA approved, I am thankful that others may 
experience what I have experienced.”

— NF Hero Philip Moss

8  |     A N N U A L  R E P O R T  2 0 2 3

CTF research discovery resulted in the first 
FDA-approved drug for NF.

When the Children’s Tumor Foundation announced the FDA approval of Koselugo (selumetinib) 

back in 2020, we celebrated along with the entire NF community. Selumetinib remains the first 

and only FDA-approved drug for any type of NF, specifically targeting inoperable plexiform 

neurofibroma tumors.

 

The FDA approval of Koselugo was the result of early-stage discoveries found in CTF’s first team 

science innovation, the NF Preclinical Consortium. CTF researchers proved that MEK inhibitor 

drugs have the potential to affect the size of NF tumors. Their pioneering work took that 

potential and made it a reality: more than 70% of NF patients taking selumetinib in a clinical 

trial had shrinkage of 20% to 60% in the size of their tumors. 

This groundbreaking research, made possible by the generous support of donors like you, 

underscores the crucial role you play in the CTF mission.

Koselugo:
Philip’s Story of the  
Road to an FDA-Approved 
Drug for NF



 

We did it once and we will do it again.
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SpringWorks Therapeutics
In late 2023, SpringWorks Therapeutics, a company that CTF helped spin-off  

from Pfizer, announced positive results from their pivotal Phase 2b ReNeu trial 

evaluating mirdametinib, an investigational MEK inhibitor, in pediatric and adult 

patients with NF1-associated plexiform neurofibromas.

NFlection Therapeutics
CTF partnered with NFlection Therapeutics on a Phase 2b clinical trial evaluating 

NFX‑179 Gel as a treatment for cutaneous neurofibromas (cNFs) in people with NF1. 

NFlection shared positive results this year, showing the topical gel significantly 

reduced the size of cNFs.

Building on this success, CTF has continued to invest in additional MEK 

inhibitor drugs and fuel major scientific collaborations. Currently, ten 

pharmaceutical companies are actively working on NF treatments.  

We are confident that these efforts will soon bring new treatments  

to patients and families affected by NF.



Fast Tracking
   Treatments

Preclinical Hub 

The Children’s Tumor Foundation is fast-tracking drug discovery by constructing an 

NF-focused Preclinical Hub to supercharge the development of NF treatments. The 

Preclinical Hub is built on the successes of the Preclinical Consortium and Synodos 

initiatives, both of which efficiently delivered treatments to patients. 

The Preclinical Hub speeds up the approval of potential treatments by offering  

the following to academic, research, and pharmaceutical industry partners:

• Access to disease models, data tools, drug libraries, and biological material

• Expert advice and support during preclinical study design and execution

• Prenegotiated Master Service Agreements

• Predetermined protocols and tests
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PRECLINICAL  
HUB

CTF &  
PARTNERS

EXPERT COMMITTEES
Bring together experts to harmonize 
approaches and compose a robust and 
translatable workflow.

DRUG LIBRARIES
Enable rapid testing 
of compounds with 
demonstrated safety 
profiles in new indications.

IN VITRO TESTING
Assess which drugs 
have a beneficial effect 
on cells within an 
isolated environment.

IN VIVO TESTING
Assess the effects of drugs 
in a living organism, through 
mice and other animal 
models.

DRUG-BODY INTERACTIONS  
(PK/PD)
Focus on the effect of the body on a drug 
(PK) and the drug on the body (PD).

BIOBANK
Offer opportunity for 
scientists to derive 

knowledge from 
a biorepository 
of biological 
material from  
NF patients.

DATA/AI
Provide access to knowledge 
to ultimately inform the 
development of novel 
therapeutics.



A N N U A L  R E P O R T  2 0 2 3   |   11

NF Preclinical Initiative

The NF Preclinical Initiative (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 translate a new discovery into one clinical treatment. The impact of the NFPI 

was clear: these teams completed 116 preclinical trials in 8 years, at a total cost 

of $11 million. The preclinical studies led to multiple clinical trials, including the 

MEK inhibitor selumetinib registration trial, which later became the first FDA- 

approved drug for NF.

Synodos 

Synodos was developed as the premier collaborative research model of the 

Children’s Tumor Foundation. From 2014 – 2017, CTF assembled “dream teams” 

of doctors, scientists, and patients who worked together to solve problems 

too complex for any individual lab or researcher to solve. Dedicated teams 

of multidisciplinary investigators from world-class labs and medical centers 

performed rigorous drug testing for each type of NF. The progress from these 

initiatives laid the groundwork for further research and clinical trials that are 

currently in progress.

 

A landmark study recently published in the New England Journal of Medicine 

revealed exciting results for the use of brigatinib in treating NF2-related 

schwannomatosis (NF2-SWN). This breakthrough is a direct outcome of the 

Synodos for NF2 research initiative, which found promising evidence that 

brigatinib can help shrink the tumors of patients with NF2-SWN. 

Leveraging Our Proven  
Track Record



Accelerating 
     Clinical Trials
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Platform Basket Trial: INTUITT for NF2 
 
The Children’s Tumor Foundation partners with Takeda 

Pharmaceuticals and six leading medical centers on a clinical trial 

called INTUITT for NF2, an innovative platform trial that evaluates 

multiple treatments simultaneously. Results of this landmark 

study, recently published in the New England Journal of Medicine, 

were extremely promising for the use of brigatinib in treating 

NF2-related schwannomatosis. The multi-center team found that 

brigatinib shrunk 10% of growing tumors and 23% of all tumors.

This initiative is a result of the landmark work of CTF’s visionary 

Synodos for NF2 research collaboration and its leaders, 

CTF’s NF2 Accelerator Initiative, an investment from Takeda 

Pharmaceuticals, and the participation of scientists at the 

National Center for Advancing Translational Sciences (NCATS) at 

the National Institutes of Health (NIH).
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NFX-179 Impact Investment 
 
CTF entered a new phase in its strategic NF research model by making a 

significant impact investment in a clinical trial at NFlection Therapeutics, 

a biotechnology company focused on the discovery and development of 

effective, targeted therapies for rare diseases. The trial involves NFX-179, 

a topical (on-the-skin) treatment. The NFX-179 treatment is for cutaneous 

neurofibromas (cNFs), which are tumors that grow in the skin or right 

underneath the skin, and result in disfiguring bumps. This trial has now moved 

into Phase 3 and is showing positive results.

Platform Basket Trials: EU-PEARL
 
CTF was a partner organization with EU-PEARL, a joint project under the 

European Innovative Health Initiative (IHI). This pursuit built platform 

trials in which multiple drugs are tested in parallel under the same clinical 

protocol. This approach allows more efficient identification of potential 

treatments. Thanks to CTF’s advocacy efforts in Europe, NF was chosen 

as a prototype for rare diseases by the IHI. The NF component of EU-

PEARL was co-lead by CTF and the Erasmus Medical Center in Rotterdam, 

Netherlands. In addition to an NF1 protocol, an SWN platform trial 

protocol has been developed that will enroll SWN patients, including  

NF2-SWNs patients, and will test the ability of drugs to shrink tumors.

GCAR Partnership
 
The Children’s Tumor Foundation and the Global Coalition for Adaptive 

Research (GCAR), have aligned to accelerate the development of treatments 

for patients with NF1. Together, CTF and GCAR will operationalize a first-of-

its-kind clinical trial for patients with NF that was initially designed through 

the EU-PEARL initiative. The platform trial will rapidly and efficiently evaluate 

multiple investigational therapies. The announcement of this strategic 

alliance followed a three-year, 26-million-euro investment from the IHI.
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Catalyzing
  Innovation
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Strategic Partnership: Deep Science 
Ventures and Cancer Research Horizons 

CTF has joined an alliance with Deep Science 

Ventures, a London-based venture and pioneer 

in the development of a curative gene therapy for 

patients with NF, addressing the root cause of the 

disease. CTF is a strategic partner to aid efforts in 

identifying possible opportunities in NF. 

Focused Ultrasound Foundation and  
CTF Partner on NF Study

The Focused Ultrasound Foundation and CTF have 

established a partnership to advance innovative, 

noninvasive treatments in pediatrics. For more than 

15 years, the Focused Ultrasound Foundation has 

been dedicated to advancing the development and 

adoption of focused ultrasound. The organizations 

are co-funding an early-stage laboratory study to 

investigate focused ultrasound’s role in addressing 

NF2-SWN.

NF Diagnostic Criteria

In 2017, a group of NF investigators 

reached out to CTF to sponsor a revision 

of the NF diagnostic criteria, sparking a 

multi-year process that involved more 

than 90 leading NF experts from around 

the globe. In May of 2021, an update 

to the diagnostic criteria for NF1 was 

published, and an update to the diagnostic 

criteria and nomenclature for NF2 and 

schwannomatosis was announced in 

early 2022. These updates reflect the 

tremendous increase in knowledge about 

these conditions, and will allow for earlier 

and more accurate diagnoses for patients.

The BRIDGE Initiative

CTF has joined forces with the Milken Institute’s 

FasterCures and CureSearch for Children’s 

Cancer in a collaborative effort called the 

BRIDGE Initiative, which aims to convince 

pharmaceutical and biotech companies to 

release discontinued but valuable medicines. 

The BRIDGE Initiative is committed to unlocking 

these drugs for intended or new indications, 

such as for NF.
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The Young Investigator Award (YIA)

The YIA is the Foundation’s oldest research award 

program and serves to advance understanding of 

the biology of all types of neurofibromatosis and 

schwannomatosis, bringing young researchers 

into the field. This award program is one reason the 

understanding of NF has grown so rapidly. Many 

of CTF’s past YIA awardees have gone on to pursue 

lifelong careers in the field of NF research. 

Fueling Discovery
CTF Discovery Fund

The Children’s Tumor Foundation Discovery Fund for NF Research funds 

more than $3 million in research grants each year, and accelerates drug 

discovery. This initiative is set up to attract and invest in the best and 

brightest minds, who will advance our goal of bringing new treatments to 

patients faster and more efficiently.

Drug Discovery Initiative (DDI) 

The CTF DDI program aims to stimulate NF drug discovery by funding 

researchers proposing to investigate novel or repurposed therapies for 

NF or to develop tools that support such research. The goals of the DDI 

program are to support early-stage testing of therapeutic compounds 

for the treatment of NF, or to support the generation of new in vitro or  

in vivo model systems.

Special Call on Pain

The Special Call on Pain in neurofibromatosis and schwannomatosis launched in 

collaboration with the American Academy of Pain Medicine (AAPM) and sought 

applications focused on pain in NF1 and SWN, including NF2-SWN, from basic biology 

to innovative clinical management. A special focus is on SMARCB1-related and LZTR1-

related SWN pain where significant differences in pain intensity and quality of life are 

reported, but the reasons for these differences remain unknown.
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Contract Awards

The Contract Awards are special awards that the 

Foundation assigns to academic researchers or 

for-profit entities to run specific projects. The 

Contract Award is not a typical award but rather 

an objective and task-oriented project that allows 

the recipient to access funding otherwise not 

obtainable through other grant mechanisms. 

Clinical Research Award (CRA)

The Foundation’s Clinical Research Award 

program supports early-stage NF research 

involving human subjects. These awards 

encourage studies of candidate therapeutics 

or other interventions and treatments; clinical-

trial-enabling or ancillary studies; natural history 

studies; and investigations into clinical care in NF. 

”

We would again like  
to thank you and  
all those who donated to  
CTF, for believing in our 
projects and funding our 
CRAs. We are proud that 
our CTF awards have now 
produced over  
$5 million in federal 
research grants.
— �Drs. Rob Avery, Michael Fisher, and  

Gena Heidary

“
NF1 Gene Therapy Initiative

The NF1 Gene Therapy Initiative has the objective 

of exploring the feasibility of gene editing as 

a potential therapeutic strategy for NF1. This 

initiative aims to support proof of principle  

in vitro studies to investigate the feasibility of 

genome editing techniques, including but not 

limited to those based on CRISPR-Cas9, to correct 

pathogenic mutations in the NF1 gene.

Fueling Discovery
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Children’s Tumor Foundation’s Team Science Initiatives 

Driving Collaboration

Biomarker Project for NF1
 
In a groundbreaking study funded by CTF, top researchers are collaboratively 

developing a remarkable blood test capable of predicting the risk of malignant 

peripheral nerve sheath tumors (MPNSTs) in individuals with NF1. This cutting-

edge advancement offers a ray of hope for early detection and intervention, 

potentially transforming the landscape of NF management. 

MPNSTs are rare but aggressive tumors and pose significant challenges in NF1 

patients, often eluding early detection until they reach advanced stages. However, 

this innovative blood test promises to revolutionize how healthcare providers 

monitor patients, enabling proactive measures to mitigate the risk of MPNST 

development. By providing a simple and non-invasive method for assessing MPNST 

likelihood, this research heralds a new era in NF care, offering patients and healthcare 

professionals a powerful tool in the fight against this complex condition.

Year of Open Science
 
CTF is euphoric to be part of the #YearofOpenScience, a 

collaboration spearheaded by the Center for Open Science, with 

support from NASA. Together with 15 additional organizations, 

these groups will convene for a series of working sessions to 

align collective action, culminating with a Year of Open Science 

conference in 2024 to showcase outputs, coalition-building, and 

ongoing work from these joint efforts. 
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Optic Pathway Glioma Multicenter Study
 
CTF and the Children’s Hospital of Philadelphia (CHOP) renewed their 

five-year study of optic pathway glioma (OPG) in children with NF1. The 

study involves 25 NF clinics, and aims to provide clinicians with clear 

criteria that will help them decide when a patient should be treated, 

and when treatment (such as chemotherapy) should be avoided. OPG 

develops in 15%-20% of children with NF1, and can cause significant 

health issues. The study has been renamed to memorialize late CTF 

ambassador Jeffrey Owen Hanson, who suffered from OPG.

NF Variant Curation Panel
 
CTF 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 panel 

is composed of 25 experts, including molecular and clinical 

geneticists and NF specialists, from 9 countries and  

18 institutions.
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The annual NF Conference attracts clinicians, researchers, industry 

representatives, and patient advocates, in person and virtually, who are 

interested in hearing about the most recent advancements in research and 

clinical care for neurofibromatosis and schwannomatosis. The event is a 

critical forum for consensus-building and advancing basic, translational, 

and clinical research in NF and related fields, while fostering collaborations 

within and beyond the NF community. 

In 2023 the NF Conference convened in Scottsdale, Arizona, and more 

than 600 attendees were presented with the best and latest research and 

clinical care practices. In addition to the core agenda, attendees were able 

to view poster presentations while a panel of judges selected the top three 

submissions from clinical and basic science entries. 

The meeting concluded with the presentation of the 2023 Friedrich von 

Recklinghausen Award, awarded to Margaret Wallace, PhD. Dr. Margaret 

Wallace (aka Peggy) is a cornerstone NF field researcher. While she was a 

postdoctoral Young Investigators Award (YIA) fellow in the lab of Dr. Francis 

Collins at the University of Michigan, she played a vital role in cloning the  

NF1 gene in 1990.

NF Conference



CTF Europe
Children’s Tumor Foundation Europe (CTF 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 a 

result, many European laboratories and clinicians have 

benefited from CTF support. CTF Europe strengthens 

the bonds between experts and research opportunities 

worldwide, which is in line with CTF’s emphasis on 

collaboration and open data.

The focus of CTF Europe is to raise awareness of NF 

at the European level, and build relationships with 

European agencies and partners, including the 

European Federation of Pharmaceutical Industries 

and Associations (EFPIA) and the European Medicines 

Agency (EMA), 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.

CTF Europe is further focused on consolidating 

European clinic networks, organizing and planning 

International NF Educational Resources (INFER) master 

classes for healthcare providers, providing travel 

grants to medical professionals for their training in 

European NF excellence centers, and training European 

researchers to allow them to successfully apply for 

grants issued by US funding bodies. CTF Europe also 

promotes the NF Registry in Europe in partnership with 

national patient associations.

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 IHI to conceptualize and 

lead the design of integrated research platforms, 

enabling a more efficient and patient-centric drug 

development in Europe. Collaborating with the Global 

Coalition for Adaptive Research (GCAR), plans are 

underway to operationalize a first-of-its-kind clinical 

trial for patients with NF initially designed through the 

EU-PEARL initiative. 
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A series of online  
educational lectures for  
medical professionals by 
leading NF experts  
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Patient Engagement: CTF Engage
 
CTF Engage is the Foundation’s patient engagement initiative, designed to 

prepare individuals with NF and their families to participate as advocates in 

NF research. Patient representatives are trained to work with stakeholders 

such as researchers, the pharmaceutical industry, and the U.S. Food and Drug 

Administration to add their perspectives during all phases of the research 

process. CTF continues to build on the success of the past several years with 

this newly designed patient engagement initiative, which promises to elevate 

the patient voice in research in even more impactful ways.

NF Summit

The NF Summit is an educational and networking conference that 

evolved from CTF’s annual NF Forum and Volunteer Leadership 

Conferences, which have taken place for over a decade. The 2023 

Scottsdale, Arizona, meeting was a dynamic, inclusive event created 

for anyone with a connection to NF. The NF Summit brought together 

multidisciplinary speakers covering a wide range of content, including 

chronic pain, hearing loss, and using social media to raise awareness 

and build community. Community recognition awards (The Make NF 

Visible Community Awards) were presented to volunteers, clinicians, 

researchers, corporate partners, and community members who strive  

to make NF visible in various ways and who are true champions of CTF  

and the NF cause.

Sustaining Hope
Empowering Stakeholders
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NF Registry

More than 11,000 individuals have joined CTF’s NF Registry, 

making it the largest patient-entered database of people 

with NF, and the only one designed to be available to all 

interested investigators. The Registry has proven to be 

a valid and useful tool for both patients and researchers. 

Not only are thousands of patients from all over the world 

contributing their data online at nfregistry.org, but the data 

is being actively used—and appreciated—by researchers 

working on all forms of NF, as well as attracting the attention 

of pharmaceutical companies. The Registry is now available 

in multiple languages, further increasing participation.

”

Over the decades, this organization has done  
more to advance care of families with NF than  
any other U.S. organization...CTF truly enhances  
my care of families dealing with all issues  
related to NF.
— David Viskochil, MD, PhD, University of Utah

“

NF Clinic Network (NFCN)

The NFCN was established by CTF to standardize and raise the 

level of NF clinical care, and to integrate research into clinical 

care practices. The NFCN has grown to more than 70 clinics in 

the US and Canada that serve approximately 20,000 patients 

each year. Clinics may apply to join the NFCN and are evaluated 

based on several factors, including NF expertise, patient volume, 

multidisciplinary approach, commitment to NF education and 

training, research activities, and connections with the Foundation.

Sustaining Hope



CTF’s marketing and communications 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 to improve awareness and understanding, 

patients and families can rely on CTF for the latest 

information about all types of NF. 

All too often the patient journey starts with an online search 

that leads to inaccurate or outdated information, and so CTF 

prides itself on being a safe haven for all who need direction 

and support. We provide up-to-date NF knowledge on 

our website and in our patient brochures, newsletters, 

webinars, and videos. We also drive a dynamic and 

engaging presence on social media, connecting patients 

and families worldwide. Our goal is to ensure that those 

who don’t have NF support in their community 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. Our multichannel approach in print, digital, TV, 

and radio results in hundreds of media pickups each year, 

and brings the NF story to hundreds of millions of people 

worldwide. 

While NF is a serious condition, the Foundation creates 

inspirational and engaging tools that patients can use 

to share their NF story in a personal way. From “I Know a 

Fighter” to “Shine a Light on NF” to “Make NF Visible,” we 

make sure that everyone knows our driving passion:  

to END NF.

The Foundation’s “Make  
NF Visible” campaign draws 
attention across the globe  
to those living with NF.

Spreading Awareness

”
I want to show others that just 
because I have NF2-SWN and I’ve 
had 28 surgeries...I’m still pursuing 
my dreams. Right now, I’m in grad 
school, and I hope to pursue my 
PhD in the future. I’m not letting  
NF stop me.
— Christine, who lives with NF2-SWN

“
24  |     A N N U A L  R E P O R T  2 0 2 3



On May 17, World NF 
Awareness Day was 
celebrated across the 
country, and to mark 
the occasion, CTF 
produced two new 
short documentary 
films featuring young 
people living with NF 
and their families.

The “Shine a Light on NF” 
initiative cast a blue-and-green 
glow on hundreds of buildings, 
bridges, monuments, and family 
residences  across the country 
and around the globe. 

Spreading Awareness

”
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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Empire State 
Building
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Raising 
Funds

Special Events
The Children’s Tumor Foundation hosts a wide array of special 
events, collaborating with volunteer committees across the country 
to organize unforgettable experiences to support NF research. 
Meanwhile, through our “Fight NF Your Way” program, volunteers 
receive important tools and resources that help them create unique 
fundraising activities and community-building events. 

Shine a Light NF Walk is the signature 
fundraising program of the Children’s 
Tumor Foundation, bringing NF out 
of the shadows and inspiring the 
community to come together to raise 
critical funds for NF research. At these 
fun and inspirational events held across 
the country, communities rally around 
local families affected by NF. Frequent 
appearances of costumed characters, 
balloon animals, and face painting bring 
bubbling energy from start to finish.  

Shine a Light NF Walk
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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 triathlon 
competitors, all NF Endurance Team 
members are in pursuit of the same 
goal: to one day end NF.

NF Endurance

Cupid’s Undie Run is a mile(ish) fun run 
in which brightly adorned, underwear-
clad team members run outdoors for 
NF awareness and to raise funds for 
NF research. The first Cupid’s Undie 
Run took place in 2010 in Washington, 
D.C. What started as a 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 Undie Run 
has raised millions of dollars for  
CTF-funded  NF research.

Cupid’s Undie Run



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 

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 

Research Programs (CDMRP) within the Department 

of Defense.

We are making a difference! In 2023, thanks to the 

continued strong advocacy work from CTF and the 

NF community, bipartisan leadership in Washington, 

D.C., secured $25 million for NF research through the 

CDMRP for fiscal year 2024. This funding will allow 

us to further develop scientific data, break through 

barriers, and forge a pathway to end NF.

Advocacy
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  National 
Ambassador
Kevin Martin

I’ve always known about my NF.  I was diagnosed at age 2, 

and I was actually with my brother when we went to our 

pediatrician. He was getting a strep throat test and I was 

just tagging along and the doctor noticed my head was a 

bit bigger than it should have been. She was concerned and 

sent me for a scan. And that’s how my NF was discovered.

My parents were always open and honest about what NF 

was, and what it meant to have it. So having NF is all I’ve 

ever known. Even at such a young age, my parents would 

answer any questions I had about NF, even the tough ones 

to tell a child about surgery or even death.

My scariest moment of living with NF came last year, when 

my largest tumor, which stretches from my cheek down to 

my lung, was growing rapidly and showed signs of turning 

malignant. A follow-up PET MRI only made things scarier for 

me, as my doctors ordered a biopsy immediately after. The 

waiting and unknowing were the most scared I’ve ever felt 

in my life, but once the results came back and showed there 

was no cause for alarm, a wave of relief came over me like 

I’ve never felt before.

My mother has been involved with CTF ever since I was 

diagnosed. Over the years she’s had numerous roles on 

the Board of Directors, and I would often tag along to 

board meetings and events. I’m still with CTF because 

while we have made significant progress in NF research, 

like the first FDA-approved drug for NF, there is still 

plenty of work to be done.

I am now a member of CTF’s Junior Board, a group of young 

professionals who want to be more involved with CTF. 

The Junior Board has hosted events such as happy hours, 

cooking classes, painting classes, and more. 

One thing I would say to patients with NF is as scary as 

it can be, there’s a whole group of people who are in this 

community who will have your back, who are going through 

the exact same thing. Meeting people at all these CTF 

events, I’ve had such a supportive group of friends that I’ve 

met who know exactly what I’m dealing with. And I wouldn’t 

trade that for the world. It’s been an amazing experience 

being involved with CTF. It’s brought so many benefits to my 

life. As scary as it can be, there’s also a positive side to it.

Kevin Martin was honored as the 2024 
National NF Ambassador on November 
13, 2023, in New York City, during the 
Children’s Tumor Foundation 45th 
Anniversary National Gala. This award  
is bestowed upon an individual with  
NF to recognize their courage in living 
with the condition, and their personal 
efforts to further the Foundation’s goals 
of research, public awareness, and 
patient support.
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Advocacy

“
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       Change in Net Assets from Operations                                     		        $907,832             $6,273,841  

Operating expenses

Program Services		  2023             		          2022				     2021

Research and medical 		  $10,337,022	         $9,468,471	      	$6,032,140  

Public education and patient support 		  $5,650,326   	        	$4,122,574		     $2,720,523 	

TOTAL PROGRAM SERVICES		  $15,987,348	    $13,591,045		    $8,752,663

Supporting Services

Management and general 		  $1,884,548	    $1,144,982	 $945,320  

Fundraising 		  $1,261,974	    $1,266,163	 $930,453  

TOTAL SUPPORT SERVICES 		  $3,146,522	   $2,411,145	 $1,875,773
		   

TOTAL OPERATING EXPENSES 		  $19,133,870		   $16,002,191	   $10,628,436

Other changes

NON-OPERATING REVENUE       	                                                                            $1,438,619             (651,650.00)	    $561,848

2023		      2022                  	       2021

Net Assets, beginning of year 	 $27,551,982	 $27,295,800	         $20,460,111   

Net Assets, end of year 	 $25,720,900	 $27,551,982	         $27,295,800  

2023		    2022                  	        2021

Operating support and revenue
			           2020              	  	   2019			   2018

Contributions – individuals 		 $5,943,186		 $10,406,627 	 $6,932,165 

Contributions – corporations and foundations 	                                  $3,310,653 	  	  $4,132,732  	 $3,165,403 

Bequests 		       $580,538 			  $878,802 	 $581,164 

Contributed goods 	   		  $17,684		      	$23,581 	 $51,337 

Other income	  	$995,628		     	$1,582,275 	 $495,656 

CONTRIBUTIONS AND OTHER INCOME 		 $11,539,089		 $17,024,017 	 $11,225,725 

		   	              2020              	  		    2019			   2018         

Special event revenue		  $1,084,549		       $780,795 	 $1,371,526 

Less: direct benefits to donors 		                $0.00	    	($107,115)	 ($164,020)

Special event revenue, net 	  	$1,084,549  		        $673,680 	 $1,207,506 

TOTAL OPERATING & SUPPORT REVENUE		 $12,623,638 	    	$17,697,697 	 $12,433,231 

Operating support and revenue
			           2023              	  	      2022			   2021

Contributions: individuals 		 $7,368,568	     	$8,136,795	 $6,571,808  

Contributions: corporations and foundations 	                                    $4,076,706	                $3,951,038 	 $4,035,129  

Bequests 		       $544,494		          $306,122	 $185,000

Contributed goods 	   	   $488,964		          $226,605	 $214,955  

Other income		       $158,890		     $1,252,318	 $1,539,709 

Government grants		       $178,253	          	$299,188		    $1,077,026

Loss from disposition of property and equipment  			     $0		        (9,445.00)				      $0	

CONTRIBUTIONS AND OTHER INCOME 		 $12,815,875	      	$14,162,621		   $13,623,627			 

		   	              2023              	  		    2022			   2021         

Special event revenue		  $3,274,197		    $2,970,370	 $3,318,650  

Less: direct benefits to donors 		  -$225,903		 (222,968.00)	 (40,000.00)

Special event revenue, net 	  	$3,048,294		     $2,747,402	 $3,278,650

TOTAL OPERATING & SUPPORT REVENUE		 $15,864,169	      	$16,910,023	 $16,902,277

       Change in Net Assets	      				              
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The Children’s Tumor Foundation is grateful for 
the continued support of the many individuals, 
corporations, foundations, and communities who 
have joined us in the fight against NF. Together, we 
are making enormous progress. Thank you for your 
partnership.
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Jason Smith
Michael & Samantha Smith
Tammy Smith
SMV Management  
   Company LLC
Smylies, LLC
Rob & Rachel Snyder
So CA Pipe Trades District  
   Council 16
Soco Properties LLC
Faith & Matthew Solum
Jill Sorboro
Katti Sorboro
Marlene & Cassandra  
   Soucey
Doug & Riley Soulliere
Kathleen Sousa
Spotfund Technologies
David Sprague
Jeff Springut & Lyn Rosen  
   Springut
Sharon Stacy
Laura & Miles Stanfield
Chris Stang
David Starling
Andrew & Jessica Steele
David & Rachel Steerman
Frederick & Rachel Steerzer
Mark Philips & Sylvia Stein
Regina l Stein
Stefanie & Mark Steinberg
Rachel Steinberg
Matthew & Colleen Stepanic
Julie Stephens
Edward & Ann Stern
Sally Stern
Laverne & William Stevens
Cynthia Stevenson
Courtney Stewart

  Donors
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Greg & Ashlynn Stiles
Gary & Estelle Stinchcomb
Stacy Stolen
Maria A. Stolfi
David & Jeanne Stordy
Martin & Alesa Story
Leanne Story
Melissa Stott
Stephen & Christine Stout
Straight Up Collective
Jason & Naomi Strickler
Brian Strobel
Stutts - Veeh Foundation
Billie Sudbrack
Suffolk Transportation  
   Service, Inc.
Joseph & Barbara Sullivan
Marlee Sumbrum
Debra & Ray Swafford
Matt Swanson
Joan Sweeney
Ginger Swift
Susan Swift
Stephen & Priscilla Szachacz
Sheldon J. Ta
Chris Tanner
Michael Tapley
Corey Tarantello
Brett & Miranda Taylor
Christine Taylor
Cindy & Jeff Taylor
Denisha Taylor
Peter Tessler
Doris Texter
Erin & Bay Thammavongsa
James & Mary Theobald
John & Lauren Theobald
Jill Thomas
William & Susan Thomas
Christopher & Nancy  
   Thompson
Jason Thompson
Annelise Thomsen
L W Thynge
Julie Tibbets
Tom Tilaro
Ryan Tillack
Paul & Claudia Timko
Thomas & Lauren Tobin
Alex & Michael Toccin
Cris Todd
Stacy Tofuri
Denise & James Torres
Michaela Tourville
Chi Tran
Debbie Tranter
Jennifer & William Tripp

Stephanie MacLennan
Richard Tropiano
Karen & Nick Tseffos
Sarah & Robbie Turner
UCLA Health
Nicole Ullrich & Mark  
   Johnson
Mason Ulves
Joseph Umdenstock & Elana  
   Wills-Umdenstock
Barry & Pamela Ungar
James & Alice Upshaw
Karen Ursic
US Chem Distribution
Catherine Valcourt-Pearce
Michael & Carole Van de  
   Kerckhove
Jo Ellen & Myron Vanatta
Natalie Vanatta
Evelyn & Matt Vander Vliet
Ben Vandonkelaar
Cameron & Gregory Vanore
VCN Corporation
Stephen & Christine Velott
Stacy Verdi
JoAnn Verrier & Mark  
   McGuire
John Viar
Vogel Schwartz Foundation
Charles Voissem
Margaret & Daniel Voissem
Patrick Von Gontard
W.Y. Campbell Family  
   Foundation
Wachs-Weingarten  
   Charitable Trust
Emily & Philip Wachtler
Sabrina Wagner
Nick & Melissa Wahal
Jane Wainwright
Kimberly & Paul Walker
Elizabeth Walklate
Joel Wallace
Margaret Wallace &  
   Wayne McCormack
Harold & Laura Wallof
Walmart
Richard & Carol Walsh
Emily Walsh
Patrick & Lori Walsh
Theresa Walsh
Judith & McKenna Wangen
Adam & Jessica Ward
Tim & Irene Ward
Derek Warden & Margaret  
   Laudise
Charlotte Ware

WarnerMedia
Ranae Warren
Wash Fox 104C
Wash Fox 128Q
The Wawa Foundation
Dane & Mary Ways
Webster Bank
Corey Webster
Tricia Webster
Katherine Weigartz
Lawrence & Sara Wein
Alan Weinstein
Sabrena & Wayne  
   Weisenburger
Welsh Family Charitable  
   Gift Fund
Roger Welsh
Dennis & Susan Wennerberg
Jeffrey Werner
Susan & Randy West
Christy & Tim Wheaton
Keegan & Joanne White
C. Whitson
Michael Whyte
Aaron Wickersham

Gunnar Wiedenfels
Miga Wiggins
Ian & Mackenzie Wildman
Aaron & Jenni Wilkerson
Andy Wilkes
Carolyn & Michael Wilkov
Angie & Kayleigh Williams
Greg & Doris Williams
Jennifer & Steven Williams
Joanne Williams
Teresa & Kevin Williams
Stephanie & Glenn Wilms
Stuart Wilms
Andrea Wilson
Layton & Ann Wilson
Dawn Wilson
Terri & Ella Wilson
Anthony & Deanne  
   Winkelmann
Becky Winters
Steven & Risa Wittels
Daniel Woerner
Joseph Woerner
Natalie & David Wolf
Wonderful Giving

Olivia Wood
Nick & Carrie Woods
Daniel & Sara-Morgan  
   Woods
Ryan & Maria Woods
Jason & Charity Wratchford
Tiffany Wray-Ferguson
Amanda & Eric Wright
Margaret Wright
Megan Wright
Janice Wziontko
Betty & Julie Yaeger & Family
Kaleb Yohay & Amanda  
   Bergner
Patrick & Abbie Young
Eliot Young
Ken & Jessie Yue
Samuel & Elizabeth  
   Zanontian
Jeremy & Katherine Zehr
Thomas & Amy Zeifang
Alexandra & Douh Ziegler
Diana Zsigray
Timothy & Jane Zuck
Brandon & Kelley Zureick
Hank Zureick
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Christer Agell*
Peter Aron*
Lee Babiss*
Peter  Bellerman
Robert Bernat
Louis Berra
Laura Bona
Amy Boulas
Bill Brooks
Colin Bryar
John Catsimatidis
Joel Cohen
Lou Congelio
Lynne Courtemanche  
   Shapiro*
Marian Crisci
David Cross

Paula Dickerson
Mady Donoff
Suzanne Earle
Mark Ebel
Maria Escandon
Kennetha  
   Esters-Strange
Leslie Ann Fox
Patricia Francy
Aram Fuchs
Jake Garn
Dolores Goldfinger
John Golfinos
Daniel Graeff
Anita Gribben
James Gusella
Brendan Hanrahan

Susan Harvey
Matt Hay
Kimberly Higgins  
   Mays
Joel Hirschtritt
Kim Hunter
Catherine Jaeger
Richard Jaffa
Jesse Jenner
Bruce Judson
Alfred Kahn
Michael Katz
Ben Kohnle
Antoinette Konski
Bruce Korf
Kirstin Kurlander
Joan Kushner

Chad Leathers
Marshall Loeb
Stephanie Longtin
Michael Lucas
Jill Markland
Rosemary Marks  
   Durant
John McCarthy
Juli Middlekauff
Doretta Milligan
Mark Mooney
Irene Moss
Michie O’Day
Lesley Oslica
Joanne Pastel
Laura Perfetti
Michael Peterson

Denise Pitzman
Jason Pontin
Jane Pugh*
Jessica Quintana
Harold Ramis*
Terri Rawson
John Risner
Alan Robbins*
Allan Rubenstein
Robert Schaffer
Doris Schnuck
Bernd Seizinger
Carolyn Setlow
Kyle Shannon
Colby Shapleigh
Tara Skirzenski
Mary Lou Smith

Connie Sorman
Edward Spiegel
Yvette Spirito
Susan Stewart
Stuart Suna
William Tarbart
Karl Thomson
Rachel Tiven
Lisa Trygg
Steven Utley
Dave Viskochil
Nate Walker
Margaret Wallace
Sally Wallner
Farah Walters
Bonnie Young

  CTF Board Alumni

*Denotes deceased



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 orga-

nization we are today, fully committed to 

finding treatments for all types of NF. 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 im-

prove the lives of those with NF. It is a legacy 

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 Foundation, 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 CTF 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 
donorrelations@ctf.org, or call us 
directly at 1-800-323-7938.

NF Legacy Society

Ali & Melinda Adib
Anonymous 
Patricia Bacon
Eileen Wynne Ball
Michael & Lindsey Barnett
Anna Barrese
Brian & Kelly Behrens
J. Michael & Joy Blankenship
Christopher & Jessica Bragg
Robert Brainin & Nicola Kean
Angela Buffkin
John & Carole Cardiello
Gene Casciari, Sr.
Sergio & Danielle Chavez
Geoffrey Cohen
Jeffrey & Wendy Dankey
Robert DeVinney
Bonnie Eisenklam
David & Sarah Eisenklam
Tracy Galloway
Joseph & Taniya Goshert-Hossain
Patricia Goworek
Robert & Shawn Grabinski
Richard Horvitz & Erica  
   Hartman-Horvitz
John Heropoulos &  
   Richard Crook
Allan & Jacqueline Hochschild
Richard & Marion Hodges
Reid Horovitz & Marlene  
   Hollander
Anna Hunter
Richard & Amanda Jaffa
Ronald Jurgens
Ralph & Louise Kadden
Howard Kichler
David & Addie Kirchner
Daniel & Stella Lentz
Kristin Lidinsky
Seth Marnin & Rachel Tiven
Clayton Mellina
Clyde & Marcia Miller
Anthony Mixon
Charles & Anita Newberg
Adrienne Nguyen
David & Heather Niles
Oliver & Helen Picher
Gordon & Denise Pitzman
Derek Raymond
Susan Reed
Suzanne Riccardi
Brian & Melanie Rickmann
Kenneth Rudd
Susan Salpeter
Jerleen Schlesser
Kenneth Shigley
Solange Skyer
Diane Slater
Peter & Connie Sorman
Randall Stanicky
Stuart Suna
Paul & Claudia Timko
Carolyn Meyer-Tolliver
Hank Zureick

  Donors:
   NF LEGACY SOCIETY

*Denotes deceased



TOP TEN ADVANCEMENTS 
IN NF RESEARCH 2023

CTF STRATEGIC PLAN

The Children’s Tumor Foundation (CTF) 
2023-2028 Strategic Plan is a blueprint  
for scientific discovery, fostering 
collaboration, and catalyzing 
advancements in NF. Our pledge is an 
unwavering commitment to pioneering 
research, innovative funding, and 
groundbreaking drug development 
for all types of neurofibromatosis or 
schwannomatosis. We’re bringing the  
best minds in research and industry to  
NF, accelerating the pathway from 
discovery to treatment, and including  
the patient’s voice at every step.  
            Read more at ctf.org/strategic.1

CTF launches a new phase 
as an impact investor with 

a major investment in a 
cutaneous neurofibroma 

clinical trial. 

2
Major platform trial  

design established in Europe  
that will accelerate the path to 

approved NF drugs.  

3
NF2-SWN INTUITT Trial 

demonstrates promising first 
results for patients.  

4
CTF launches Preclinical Hub  

to streamline access and  
guide potential  

treatments through  
a swift screening journey.  

5
CTF partners with  

NASA for the Year of  
Open Science and a 

commitment  
to data sharing. 

 

6

7
CTF and AAPM partner  

to expand the field of  
NF pain studies.  

8
CTF releases NF+SWN 

Diagnosis App for 
doctors/professionals and 
NF Care App for patients/

families.  

9
CTF releases new NF 
language, stats, and 

resources to reflect updated 
diagnostic criteria.  

10
CTF’s NF Conference  
“From Discovery to 
Treatments” is the  

largest gathering ever. 
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CTF and GCAR  
announce strategic alliance 

for NF platform trials.  

Anchored to our strategic plan and reflective of our mission, our  
Top Ten Advancements in NF Research are laying the groundwork 
to better the lives of the over 4 million people living with NF. These 
advancements are accelerating the path to approvals so that 2024 will  
be a time of abundant scientific exploration and research 
advancements.



Board of Directors
Gabriel Groisman, Chair
Liz Rodbell, Vice Chair
RB Harrison, Treasurer
Simone Manso, Secretary
Richard Horvitz, Chair Emeritus
Tracy Galloway, Chair Emeritus 

Rob Brainin
Dan Gilbert
Sally Gottesman
Frank Haughton
Carol Harrison Kalagher
John Morris
Roger-Ketcha Ngassam
Mark Oppenheimer
Emily Parker
Montse Montaner Picart
Kenneth Rudd
Kim Snipes
Richard Soll
Vicki Match Suna
George Thuronyi

Advisory Board  
Chairs 
D. Wade Clapp, MD  
Chair, Medical Advisory Committee
Laura Kleese, MD, PhD
Co-Chair, Clinical Care Advisory Board 
Scott Plotkin, MD, PhD  
Co-Chair, Clinical Care Advisory Board 
Lu Le, MD, PhD  
Chair, Research Advisory Board 

Medical Advisory 
Committee
D. Wade Clapp, MD, Chair
Jaishri Blakeley, MD    
Michael Fisher, MD     
Nader Fotouhi, PhD
Aerang Kim, MD, PhD
YooRi Kim, MS
Bruce Korf, MD, PhD
Lu Le, MD, PhD
Eric Legius, MD, PhD   
Andrea McClatchey, PhD
David Miller, MD, PhD 
Helen Morrisson, PhD
Scott Plotkin, MD, PhD
Edu Serra, PhD
Georg Terstappen, PhD
Dave Viskochil, MD, PhD
Brigitte Widemann, MD         

Honorary  
Directors
Daniel Altman
Linda Halliday Martin
Steve McKenzie
Randall Stanicky
Ed Stern
Pro Bono Counsel

Allan Rubenstein, MD
Director of Medical  
Affairs Emeritus

CTF Europe
Board Members
Annette Bakker, PhD,  Chair
Sabine Moravi, Vice Chair
Samia Arslane 
Magda Chlebus 
Nikola Gazdov 
Richard Horvitz 
Simone Manso 
Stuart Suna 
Sissy Windisch

Foundation Staff
Annette Bakker, PhD, Chief Executive Officer
Elizabeth Oliver, Chief of Staff
Mary Thompson, Administrative Assistant to the CEO & Chief of Staff

Research and Medical Programs
Brigid Garelik, MD, MPH,  Chief Medical Officer
Dariusz Adamczewski, MD, Managing Director CTF Europe 
Vidya Browder, PhD, Director of Research
Angela Dumadag, Director of Conference & Meeting Logistics
Ledare Finley, Manager, Clinical Programs
Kate Kelts, Senior Manager, Patient Education & Engagement
Sarah Lees, Director, Research Education & Engagement
Irene Morganstern, PhD, Director, Preclinical Initiatives
Marco Nievo, PhD, Chief Scientific Officer, CTF Europe
Heather Radtke, Director, Clinical Programs

Development
Monica Sohn, Chief Growth Officer
Jamie Balhon, Senior Director, Development,
Shine a Light Walk & Cupids
Amy Boulas, VP Development, P2P & Field-Based Events
Cassidy Brewer, National Development Manager, Cupids
Holly Cheatham, Manager, Development, Cupids
Emily Crabtree, Individual Giving Officer
Anna Endsley, Coordinator, Shine a Light NF Walk & Cupids
Aidan Fraser, Development Assistant
Barbara Gallagher, VP Development, Corporations & Foundations
Lauren Johnston, Manager, Shine a Light NF Walk
Krysta Mochi, Manager, Shine a Light NF Walk
Julie Nassisi, Senior Manager, Special Events
Kim Robinson, Individual Giving Officer
Connie Sorman, Individual Giving Officer
Rebecca Taylor, Senior Director of Development, Major Events
Lydia Vanderloo, Senior Manager, NF Endurance 

Finance and Operations
Sarah Bourne, Senior VP, Finance and Operations
Rachel Anderson, Senior Director, Data Operations
Jennifer Ching, Director, Human Resources
Brianna Daquino, Accountant
Rosa Hernandez, Salesforce Administrator
William Johnson, Salesforce Administrator
Dan McAvoy, Operations Assistant
Carey Milligan, Director of Finance
Mary Phelan, UX Product Coordinator

Marketing and Communications
Simon Vukelj, Chief Marketing Officer
Rebecca Harris, Director, Public Relations
Alissa Marks, Senior Director, Marketing
Alice Pareti, Manager, Web Content
Susanne Preinfalk, Director, Design
Ryan Sells, Coordinator, Communications
Vanessa Younger, Vice President, Communications
Maribel Zambrana, Manager, Digital Marketing
Marina Zouaghi, Data Analyst

Lists are as of July 2024
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