
CTF Patient Brochures
The Children’s Tumor Foundation (CTF) is committed to providing current 

and engaging patient resources about all types of neurofibromatosis and 

schwannomatosis, collectively referred to as NF. The brochures listed below are 

available to read or download in English and Spanish, and select titles 

are available in additional languages, which may include French, 

German, Italian, or Mandarin.

To read, download, or request print copies, go to  

ctf.org/education or scan the code to the right.

About the Children’s Tumor 
Foundation
This trifold brochure shares the CTF 
mission and ways to get involved.

Frequently Asked Questions 
This trifold brochure covers the basics of 
all forms of NF.

NF Registry
This trifold brochure contains information 
about the NF Registry and how to join.

Diagnosed with 
Neurofibromatosis Type 1 
This booklet is for individuals and families 
diagnosed with neurofibromatosis type 1 
(NF1).

Diagnosed with  NF2-related 
schwannomatosis
This booklet is for individuals diagnosed 
with NF2-related schwannomatosis  
(NF2-SWN).

Diagnosed with 
Schwannomatosis
This booklet is for individuals diagnosed 
with all other types of schwannomatosis 
(SWN), excluding NF2-SWN.

NF1: A Guide for Adults 
This booklet for adults living with NF1 
offers insight and information. 

NF1: Guide for Educators
This booklet for educators is about the 
specific needs of a student with NF1.

NF1: About Learning 
Challenges
This booklet discusses the cognitive and 
behavioral manifestations of NF1.

Talking to Your Child About NF1
This caregiver’s guide offers  practical tips 
on sharing an NF1 diagnosis with children.

Super Emerson 
A children’s book that explains NF1 
through story. This book accompanies 
the Talking to Your Child About NF1 
parent guide. 

Café Au Lait: A Story of NF1 and 
My Special Spots
A picture book for young children about a 
young boy who learns about NF1.

NF1 Parent Guidebook
This 160-page workbook provides support 
and education to families living with NF1 
and associated learning, behavioral, or 
social challenges. 

Moxie & Sparx Comic Books & 
Coloring Pages 
These fun-to-read comic books and 
coloring pages will educate and entertain 
kids and their friends. 

Understanding NF2-SWN 
Comic
“Understanding NF2-SWN” is an 
informative and inspiring comic book 
explaining the condition with graphic 
medicine storytelling.

Fact Sheets and Infographics
Numerous fact sheets and infographics 
about all types of NF are available to help 
spread education and awareness. 

Patient Information Documents 
Printable pamphlets are available on 
specific care topics including café-au-
lait spots, MEK-inhibitor drugs, and 
clinical trials. 
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This resource provides general information for 
individuals considering MEK inhibitors for treatment of 
Neurofibromatosis type 1 (NF1) associated tumors. 

Basic Overview of MEK Inhibitors for NF1
MEK inhibitors are a class (or group) of medications that have 
most often been used in melanoma (skin cancer) and other 
types of tumors. These medications are still being studied in the 
tumors associated with NF1.  In the studies completed so far, MEK 
inhibitors have been shown to shrink (but not make go completely 
away) tumors in the majority people who take them. For NF1 
patients on MEK inhibitors, changes in the tumor often do not start 
until a patient has been on the medication for several months. 
MEK inhibitors are considered a type of chemotherapy that is 
taken by mouth. 

Why MEK Inhibitors in NF1?
MEK is one of the components of the signaling pathway that is 
overactive in people born with NF1.  It is the loss of NF1 and the 
activity of this pathway that is associated with tumor growth.  The 
goal of MEK inhibitors is to block MEK signaling and therefore 
block the pathway.  In clinical trials in two tumor types associated 
with NF1, plexiform neurofibromas and low grade gliomas (benign 
tumors in the brain), the majority of patients taking MEK inhibitors 
have had their tumors shrink. Studies of MEK inhibitors in other NF1 
tumors are currently ongoing.

Types of MEK Inhibitors Used in NF1
There are a variety of MEK inhibitors, each made by a different 
pharmaceutical company, and each has slightly different chemical 
properties. Mirdametinib and selumetinib were the first MEK 
inhibitors tested in patients with NF1 and tumors, followed by 
binimetinib and trametinib.  Clinical trials comparing each of the 
MEK inhibitors to each other in patients with NF1 has not yet been 
done.   All of the MEK inhibitors have similar side effects, but the 
frequency of each is slightly different for each MEK inhibitor.  

Important Safety Information When  
Using MEK Inhibitors
Ask your healthcare provider about safety information about the 
specific MEK inhibitor you may begin.  

The most common side effects of MEK inhibitors include:
Common side effects (>20% of patients experience) include: 
• Fatigue
• Skin rashes – including acne-like rashes
• Infections of the nail (called paronychia) 
• Diarrhea
• Abdominal pain or nausea
• Peripheral edema (or swelling)

Rare side effects  
(<5% of patients experience) include: 
• Cardiac (heart) toxicity
•  Eye toxicity including retinal detachment or blockage of the retinal vein
• Intestinal blockage
• Blood clots
•  Lung toxicity including pneumonia and pneumonitis

Depending on the type and severity of side effects that are 
experienced, some individuals need to reduce dosage of medication 
or stop treatment completely.  Most side effects, such as the rash, 
can often be managed with medications, some of which may be 
started prior to starting the MEK inhibitor. 

Monitoring During MEK Inhibitor Treatment
Because of the known side effects of MEK inhibitors, your doctor 
will recommend ongoing surveillance while you are receiving 
treatment.  Ongoing surveillance will likely include physical 
examinations by your medical team including examination of your 
skin, as well as blood work, evaluation of your heart function with 
an echocardiogram, MRI evaluation or your tumor and visits to 
your eye doctor.  Most side effects of MEK inhibitors are reversible 
if identified and managed early, so it is important to attend all 
recommended follow-up appointments. 

Things to Consider Prior to Using  
MEK Inhibitors
Your doctor will determine if MEK inhibitors are appropriate for you. 
If MEK inhibitors are an option, there are many factors to consider in 
deciding whether to begin treatment.
 • Side effects and toxicities 
 • Financial costs of medical treatments and ongoing monitoring
 • Time and costs of multiple appointments
 •  MEK inhibitors only work for certain tumor types, and may not 

work for everyone

Remember that not all patients will elect to start a MEK inhibitor 
– each individual should discuss with his/her physician to make a 
decision based on what is best for their situation.  

Communicating with Your Health Care 
Provider
Contact your doctor about any questions or concerns you 
have about your health or treatment. Prior to starting any new 
medications or treatments, be sure your doctor is aware of any 
medications you take, including prescribed, over-the-counter, 
vitamins and herbal supplements.

MEK Inhibitor 
Patient Information Sheet
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How does someone develop  
neurofibromatosis? 
Half of the people who develop NF1 or NF2 inherit it 
from a parent. The others develop it by chance, as the 
result of a spontaneous change in a specific gene in 
an egg or sperm cell. Every person affected by NF1 or 
NF2 has a 50 percent chance of passing the condition 
on to their offspring. Schwannomatosis is less well 
understood, but the majority of cases appear to occur 
by chance, not because they are inherited.

Is there a blood test for NF?
A blood test is available for all three forms of NF. This 
test determines if someone has the gene responsible 
for these disorders. These tests are not done routinely 
because a clinical diagnosis (based on observable 
signs of NF) is considered reliable in most cases. 
Sometimes genetic testing may be used to confirm 
a clinical diagnosis. The decision of whether or not 
to pursue genetic testing is a personal one. It is 
important to speak with a qualified genetic health care 
professional about the appropriate risks, benefits, and 
limitations of testing. 
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Is there a cure?
There is no cure at this time for NF, however 
the US Food and Drug Administration (FDA) 
approved the first-ever treatment for NF in 2020, 
Koselugo (selumetinib), for inoperable plexiform 
neurofibromas. Clinicians and scientists are 
optimistic that with funding for more research, more 
actionable treatment options to improve the lives of 
the 2.5 million people living with NF will be attainable. 

What should someone do if they 
think they have NF? 
Only a trained health-care professional familiar with 
the condition can make a clinical diagnosis of NF. If 
you think you or your child has NF, contact a doctor 
for an evaluation. You can find a list of NF specialty 
clinics across the country by contacting the Children’s 
Tumor Foundation at 800-323-7938 or by visiting the 
CTF website: www.ctf.org.

What other resources are available?
The Children’s Tumor Foundation, a nonprofit 
organization dedicated to finding effective treatments 
for NF through support of medical research, is 
the oldest and largest national foundation for NF 
in the United States. You can find information on 
NF, support groups, NF specialists, research news, 
educational events, family events, and many other 
ways to support the NF community by visiting our 
website: www.ctf.org.

www.ctf.org  |  info@ctf.org  
1-800-323-7938
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Connecting Researchers

To make a donation, become involved, or learn 

about Foundation activities in your area, please 

visit our website at ctf.org.

Connecting Patients

WE ENSURE THAT THE BEST NF 

PROFESSIONALS FROM AROUND 

THE WORLD ARE COLLABORATING 

ON THE LATEST NF RESEARCH.

NF CONFERENCE  
Our annual gathering of NF researchers and 
clinicians advances collaboration, research,  
and care for people with NF.

NF CONSORTIA 
Collaborations accelerate research development 
through Synodos for NF1, Synodos for NF2, 
Synodos for Schwannomatosis, and other 
consortia. 

WE ARE COMMITTED TO BRINGING 

THE BEST NF CARE TO PATIENTS.

NF REGISTRY  
Join the thousands 
of people who 
have enrolled in 
the NF Registry, 
a critical tool in 
matching  
NF patients to  
clinical trials.

To join or learn 
more, go to 
nfregistry.org.

NF CLINIC NETWORK  
More than 15,000 patients a year visit our  
NF Clinic Network

ctf.org

www.ctf.org  |  info@ctf.org  
1-800-323-7938

ABOUT THE CHILDREN’S TUMOR FOUNDATION

Rejoignez le Registre NF 

Lorsque vous rejoignez le Registre NF, vous avez accès aux 
dernières découvertes sur les nombreuses implications de la 
NF sur la vie des personnes et des familles, ce qui vous aide, 
vous et votre famille, à trouver les meilleurs soins possibles.

En tant que participant(e) au Registre NF, vous remplissez 
une enquête de santé annuelle. Ces données aident les cher-
cheurs à étudier comment la NF affecte chaque personne 
différemment et comment elle évolue au fil du temps. Vous 
pouvez ensuite choisir de recevoir des courriels personnali-
sés sur :

•   Essais cliniques et études de recherche pertinents pour 
vous ou votre enfant

•   Mises à jour des recommandations sur les soins pour la NF
•   Annonces et actualités de la recherche
•   Sondages conçus pour recueillir les commentaires des 

patients sur les principaux défis de la NF
•   Matériel éducatif qui vous est spécifique
•   Ressources pour vous aider sur votre parcours avec la NF

Même si vous choisissez de ne pas être contacté(e), votre 
participation aide les chercheurs à apprendre des vrais ex-
perts – les patients NF et leurs familles.

Rejoignez-nous sur nfregistry.org dès aujourd’hui.

nfregistry.org

« Il y a des bons jours et des mauvais 
jours, mais il faut faire un pas à la 
fois. Emportez avec vous le Registre 
NF sur votre parcours. »

SEQUOYAH DANIEL-ROBINSON
qui vit avec la NF2-SWN

« Savoir que mon 
fils est inscrit 
au Registre NF 
m’aide à faire 
confiance à ce 
parcours, 
même 
lorsque je ne 
le comprends 
pas. »

HEATHER  
FRAZIER  
ET SON FILS 
RYAN qui vit 
avec la NF1

RESTER INFORMÉ. AMÉLIORER LES SOINS. 
FAIRE PROGRESSER  

LA RECHERCHE SUR LA NF. 

nfregistry.org
UNISSONS-NOUS POUR COMBATTRE LA NEUROFIBROMATOSEUNISSONS-NOUS POUR COMBATTRE LA NEUROFIBROMATOSE

UNISSONS-NOUS POUR COMBATTRE LA NEUROFIBROMATOSE

The NF Parent Guidebook
How to Help Children With Learning Challenges 

Associated With Neurofi bromatosis Type 1
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MI NOMBRE
ES BILLY Y TENGO 

SCHWANNOMATOSIS 
RELACIONADA CON

NF2, O NF2-SWN, UNA 
CONDICIÓN GENÉTICA
QUE SOLÍA LLAMARSE 
NEUROFIBROMATOSIS

TIPO 2.

ESTA ES MI
HISTORIA.


