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Take the next step—treat metastatic non-small cell lung cancer 
(mNSCLC) with epidermal growth factor receptor (EGFR) exon 20 
insertion mutations after chemotherapy that contains platinum.

RYBREVANT® can cause serious side effects, including infusion- 
related reactions, lung problems, skin problems, and eye problems.

See Important Safety Information below and Patient Information 
on the following page.

Talk to your doctor to fi nd out if RYBREVANT® is an option for you

•  40% of people treated with RYBREVANT® after chemotherapy 
that contains platinum saw their tumors disappear† (3.7%) or 
get smaller (36%)

RybrevantAndMe.com

* Most people in the trial were women (59%) and over half never smoked (53%). The main goal of the trial was to measure 
the number of people who responded to RYBREVANT® overall. 

†The disappearance of all signs of cancer in response to treatment does not always mean the cancer has been cured.

EGFR, epidermal growth factor receptor; mNSCLC, metastatic non-small cell lung cancer.

RYBREVANT® is the only targeted antibody treatment approved 
specifi cally for mNSCLC with EGFR exon 20 insertion mutations 
after chemotherapy that contains platinum

In a clinical trial, RYBREVANT® (amivantamab-vmjw) was studied in 81 people*

who had mNSCLC with EGFR exon 20 insertion mutations whose disease had 
worsened while on or after chemotherapy that contains platinum

What is RYBREVANT® (amivantamab-vmjw)?
RYBREVANT® is a prescription medicine used to treat adults 
with non-small cell lung cancer (NSCLC) that:
• has spread to other parts of the body (metastatic) or cannot 

be removed by surgery, and
• has a certain abnormal epidermal growth factor receptor 

“EGFR” gene(s) and
• whose disease has worsened while on or after 

chemotherapy that contains platinum.
Your healthcare provider will perform a test to make sure that 
RYBREVANT® is right for you.
It is not known if RYBREVANT® is safe and effective in 
children.
RYBREVANT® is approved based on medical studies that 
measured how many patients responded to treatment. There 
are ongoing studies to confi rm the continued approval of 
RYBREVANT®.
IMPORTANT SAFETY INFORMATION
Before you receive RYBREVANT®, tell your healthcare 
provider about all of your medical conditions, including if 
you:
• have a history of lung or breathing problems
• are pregnant or plan to become pregnant. RYBREVANT®

can harm your unborn baby. 
Females who are able to become pregnant:
o    Your healthcare provider should do a pregnancy test 

before you start treatment with RYBREVANT®.
o    You should use effective birth control (contraception) 

during treatment and for 3 months after your fi nal dose of 
RYBREVANT®.

o    Tell your healthcare provider right away if you become 
pregnant or think you might be pregnant during treatment 
with RYBREVANT®.

• are breastfeeding or plan to breastfeed. It is not known 
if RYBREVANT® passes into your breast milk. Do not 
breastfeed during treatment and for 3 months after your 
fi nal dose of RYBREVANT®.

Tell your healthcare provider about all the medicines you 
take, including prescription and over-the-counter medicines, 
vitamins, and herbal supplements.
How will I receive RYBREVANT®?
• RYBREVANT® will be given to you by your healthcare 

provider by intravenous infusion into your vein.
• Your healthcare provider will decide the time between doses 

as well as how many treatments you will receive.
• Your healthcare provider will give you medicines before 

each dose of RYBREVANT® to help reduce the risk of 
infusion-related reactions.

• If you miss any appointments, call your healthcare provider 
as soon as possible to reschedule your appointment.

What should I avoid while receiving RYBREVANT®? 
RYBREVANT® can cause skin reactions. You should limit your 
time in the sun during and for 2 months after your treatment 
with RYBREVANT®. Wear protective clothing and use 
sunscreen during treatment with RYBREVANT®.
What are the possible side effects of RYBREVANT®?
RYBREVANT® may cause serious side effects, including:
• infusion-related reactions. Infusion-related reactions are 

common with RYBREVANT® and can be severe or serious. 

Tell your healthcare provider right away if you get any of the 
following symptoms during your infusion of RYBREVANT®:
o   shortness of breath  o   flushing 
o   fever    o   chest discomfort
o   chills   o   lightheadedness
o   nausea   o   vomiting

• lung problems. RYBREVANT® may cause lung problems 
that may lead to death. Symptoms may be similar to those 
symptoms from lung cancer. Tell your healthcare provider 
right away if you get any new or worsening lung symptoms, 
including shortness of breath, cough, or fever.

• skin problems. RYBREVANT® may cause rash, itching, and 
dry skin. You may use alcohol-free moisturizing cream 
for dry skin. Tell your healthcare provider right away if you 
get any skin reactions. Your healthcare provider may treat 
you with a medicine(s) or send you to see a skin specialist 
(dermatologist) if you get skin reactions during treatment 
with RYBREVANT®. See “What should I avoid while receiving 
RYBREVANT®?”

• eye problems. RYBREVANT® may cause eye problems. Tell 
your healthcare provider right away if you get symptoms of 
eye problems which may include:  
o   eye pain   o   changes in vision
o   dry eyes   o   itchy eyes
o   eye redness   o   excessive tearing
o   blurred vision   o   sensitivity to light

Your healthcare provider may send you to see an eye 
specialist (ophthalmologist) if you get eye problems during 
treatment with RYBREVANT®. You should not use contact 
lenses until your eye symptoms are checked by a 
healthcare provider.

The most common side effects of RYBREVANT® include:

Your healthcare provider may temporarily stop, decrease your 
dose or completely stop your treatment with RYBREVANT® if 
you have serious side effects. 
These are not all of the possible side effects of RYBREVANT®.
Call your doctor for medical advice about side effects. You 
may report side effects to FDA at 1-800-FDA-1088.  
General information about safe and effective use of 
RYBREVANT®

Medicines are sometimes prescribed for purposes other 
than those listed in a Patient Information leaflet. You can ask 
your healthcare provider or pharmacist for information about 
RYBREVANT® that is written for health professionals. 
Please read the Patient Information on the next page and 
discuss with your doctor.
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• rash
• infusion-related reactions
• infected skin around the nail
• muscle and joint pain
• shortness of breath
• nausea
• feeling very tired

• swelling of hands, ankles, 
feet, face, or all of your body

• sores in the mouth
• cough
• constipation
• vomiting
• changes in certain blood tests
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PATIENT INFORMATION
RYBREVANT (RYE–breh–vant)

(amivantamab-vmjw)
Injection, for intravenous use

What is RYBREVANT?
RYBREVANT is a prescription medicine used to treat adults with non-small cell lung cancer (NSCLC) that:
• has spread to other parts of the body (metastatic) or cannot be removed by surgery, and
• has a certain abnormal epidermal growth factor receptor “EGFR” gene(s) and 
• whose disease has worsened while on or after chemotherapy that contains platinum.

Your healthcare provider will perform a test to make sure that RYBREVANT is right for you.
It is not known if RYBREVANT is safe and effective in children.

Before you receive RYBREVANT, tell your healthcare provider about all of your medical conditions, including if you:
• have a history of lung or breathing problems
• are pregnant or plan to become pregnant. RYBREVANT can harm your unborn baby. 
 Females who are able to become pregnant:

 ◦ Your healthcare provider should do a pregnancy test before you start treatment with RYBREVANT.
 ◦  You should use effective birth control (contraception) during treatment and for 3 months after your final dose of 

RYBREVANT.
 ◦  Tell your healthcare provider right away if you become pregnant or think you might be pregnant during treatment 

with RYBREVANT.
•  are breastfeeding or plan to breastfeed. It is not known if RYBREVANT passes into your breast milk. Do not breastfeed 

during treatment and for 3 months after your final dose of RYBREVANT.
Tell your healthcare provider about all the medicines you take, including prescription and over-the-counter medicines, 
vitamins, and herbal supplements.

How will I receive RYBREVANT?
• RYBREVANT will be given to you by your healthcare provider by intravenous infusion into your vein.
• Your healthcare provider will decide the time between doses as well as how many treatments you will receive.
•  Your healthcare provider will give you medicines before each dose of RYBREVANT to help reduce the risk of infusion-

related reactions.
• If you miss any appointments, call your healthcare provider as soon as possible to reschedule your appointment.

What should I avoid while receiving RYBREVANT? 
RYBREVANT can cause skin reactions. You should limit your time in the sun during and for 2 months after your treatment 
with RYBREVANT. Wear protective clothing and use sunscreen during treatment with RYBREVANT.

What are the possible side effects of RYBREVANT?
RYBREVANT may cause serious side effects, including:
•  infusion-related reactions. Infusion-related reactions are common with RYBREVANT and can be severe or serious. 

Tell your healthcare provider right away if you get any of the following symptoms during your infusion of RYBREVANT:
◦ shortness of breath ◦ flushing
◦ fever ◦ chest discomfort
◦ chills ◦ lightheadedness
◦ nausea ◦ vomiting

•  lung problems. RYBREVANT may cause lung problems that may lead to death. Symptoms may be similar to those 
symptoms from lung cancer. Tell your healthcare provider right away if you get any new or worsening lung symptoms, 
including shortness of breath, cough, or fever.

What are the possible side effects of RYBREVANT? (continued)
RYBREVANT may cause serious side effects, including:
•  skin problems. RYBREVANT may cause rash, itching, and dry skin. You may use alcohol-free moisturizing cream for 

dry skin. Tell your healthcare provider right away if you get any skin reactions. Your healthcare provider may treat you 
with a medicine(s) or send you to see a skin specialist (dermatologist) if you get skin reactions during treatment with 
RYBREVANT. See “What should I avoid while receiving RYBREVANT?”

•  eye problems. RYBREVANT may cause eye problems. Tell your healthcare provider right away if you get symptoms of 
eye problems which may include:  

◦ eye pain ◦ changes in vision
◦ dry eyes ◦ itchy eyes
◦ eye redness ◦ excessive tearing
◦ blurred vision ◦ sensitivity to light

Your healthcare provider may send you to see an eye specialist (ophthalmologist) if you get eye problems during 
treatment with RYBREVANT. You should not use contact lenses until your eye symptoms are checked by a healthcare 
provider.

The most common side effects of RYBREVANT include:
• rash • swelling of hands, ankles, feet, face, or all of your body
• infusion-related reactions • sores in the mouth 
• infected skin around the nail • cough
• muscle and joint pain • constipation
• shortness of breath • vomiting
• nausea • changes in certain blood tests
• feeling very tired

Your healthcare provider may temporarily stop, decrease your dose or completely stop your treatment with RYBREVANT 
if you have serious side effects. 
These are not all of the possible side effects of RYBREVANT. 
Call your doctor for medical advice about side effects. You may report side effects to FDA at 1-800-FDA-1088. 

General information about safe and effective use of RYBREVANT
Medicines are sometimes prescribed for purposes other than those listed in a Patient Information leaflet. You can ask 
your healthcare provider or pharmacist for information about RYBREVANT that is written for health professionals.

What are the ingredients of RYBREVANT?
Active ingredient: amivantamab-vmjw
Inactive ingredients: EDTA disodium salt dihydrate, L-histidine, L-histidine hydrochloride monohydrate, L-methionine, 
polysorbate 80, sucrose, and water for injection.

Product of Ireland
Manufactured by: Janssen Biotech, Inc., Horsham, PA 19044.
U.S. License Number 1864
© 2021 Janssen Pharmaceutical Companies
For more information, call Janssen Products, LP at 1-800-526-7736 (1-800-JANSSEN) or go to www.RYBREVANT.com.

This Patient Information has been approved by the U.S. Food and Drug Administration. Issued: 05/2021
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Introduction

Patient Story: a Patient’s Perspective on Diagnosis and 
Treatment of EGFR Exon 20 Insertion Mutation–Positive mNSCLC

MY NAME IS RAFFI KRIKORIAN, and if you are read-
ing this resource guide, either someone who you love—or 
you—have been diagnosed with lung cancer. I know first-
hand what you may be feeling, because, on December 24, 
2018, I was diagnosed with stage 4, EGFR exon 20 insertion 
mutation, metastatic non–small cell lung cancer (NSCLC). I 
was 60 years old.

In November 2018, I saw my doctor for an unrelated issue. 
After a cautionary initial X-ray, things moved quickly, and I 
went on to have a CT scan and an MRI. These scans identi-
fied lesions in my lung, bones and liver. My doctor explained 
that a biopsy of the lung lesions was too difficult because of 
the risk of collapse. Instead, I had a liver biopsy, which came 
back positive for lung cancer.

My oncologist suggested that some of the tissue from 
the biopsy be sent for analysis to look for biomarkers. She 
wasn’t sure whether my insurance would pay for the service 
but indicated that this would provide information to select a 
treatment that would be tailored to my cancer. We received 
the results from the biomarker testing after about a month; 
they showed that I had an EGFR exon 20 insertion mutation. 
The best money that I have ever spent in my life was for that 
diagnosis. My oncologist explained to me that this type of 
cancer is rare and aggressive, which led me to ask, “Now 
that we know what kind of cancer it is, what are we going to 
do about it?” That is how I approach challenges in my life—we 
have a problem, so let’s find a solution.

While waiting for my biomarker test results, my oncologist 
started me on the standard Food and Drug Administration 

(FDA)-approved chemotherapy, because we didn’t want to 
wait to start treatment. Initially, my cancer responded to the 
chemotherapy, but, in May 2019, the chemotherapy was no 
longer working. My oncologist suggested that we look for a 
clinical trial for my enrollment. 

Locating a clinical trial can be a daunting task. My 
support team and I researched and identified the clinical 
trial treatment that we believed would offer the best solu-
tion. I also consulted with the president of the Interna-
tional Cancer Advocacy Network; with the support of this 
organization, I found the right team for the clinical trial. 

It is very important to feel confidence in your clinical 
trial team. The treatment that I received when participating 
in the clinical trial effectively controlled the cancer in my 
lung and cleared the cancer in my liver and bones. After 
26 months of being on that clinical trial, I experienced a 
spread of the cancer to my abdomen. The treatment was 
working only partially. Fortunately, by that time, there 
was an FDA-approved treatment for NSCLC that features 
an EGFR exon 20 insertion mutation. After about two 
months of receiving the FDA-approved treatment, I became 
aware that treatment changes again were needed. My 
oncologist supplemented the FDA-approved treatment with 
chemotherapy. This worked for about four months, and 
then I was told that my carcinoembryonic antigen level was 
creeping up. As such, I am trying to enroll onto another 
clinical trial, this time for compassionate use of a therapy. 

Throughout my treatment journey, I have been my own 
advocate. My network of support, which included family mem-
bers and my business partner, joined me at doctor appoint-
ments to help advocate for my treatment. I love and respect 
my care team, including my nurses, case manager, oncologist, 
clinical trial oncologists and their staff. It hasn’t been just 
one person—everyone has been supportive, and they were 
all advocating on my behalf. However, I am not bashful about 
holding the medical profession accountable when necessary. 
It is OK to speak up and challenge the doctors. It is important 
to remember that your mental health is also important during 
your cancer journey, and you should try to surround yourself 
with people who have a positive outlook. 

My attitude towards cancer is that it is a war, and I have 
to fight multiple battles. The goal is to be a step ahead of 
the cancer and fight it with all that I have. Giving up is not 
an option. Every time I won a battle (in my liver, lungs and 
bones), I gained confidence and became stronger. I hope that 
hearing my story gives others with cancer the motivation to 
gain strength and continue their fight.
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About Metastatic Non–Small Cell Lung Cancer

In 2020, lung cancer was the second most commonly 
diagnosed cancer, with approximately 2.2 million new cases 
reported worldwide.1 Non–small cell lung cancer (NSCLC) 
is the most common type of lung cancer; it accounts for 
approximately 82% of lung cancer cases.2 Approximately 
30% to 40% of patients given a diagnosis of NSCLC are 
classified as having stage 4 cancer, also called metastatic 
NSCLC (mNSCLC).3,4

NSCLC can develop when changes occur in healthy lung 
cells, causing them to grow uncontrollably and form groups 
of cancerous cells called tumors.5 Metastasis, or spread 
of the cancer (also known as a malignancy), occurs when 
cancer cells migrate from the primary tumor site to other 
organs and tissues within the body, leading to the formation 
of new tumors in these locations.5

There are different types of mNSCLC that are named 
according to the type of cells that harbor the cancer 
growth.3,6 The most common types include adenocarcinoma, 
squamous cell carcinoma and large cell carcinoma.3 In 
addition to cell type, NSCLC differs in molecular features, 
which are characteristics of the cancer cells that result from 
genetic changes.3

Genetic Mutations
Genetic mutations are changes to the genes in a cell’s DNA, 
which can occur when cells divide to create new cells.7 
These genetic changes in tumor cells can differ among cells 
affected by the same type of cancer.7 All cancers are a prod-
uct of genetic mutations, but a single mutation in a healthy 
cell generally is not believed to be sufficient to cause malig-
nancy.7 However, the risk of developing cancer can increase 
as mutations accumulate.7

Mutations that promote cancer growth and lead to the 
formation of cancer cells from healthy cells are referred to as 
driver mutations.8 In patients with NSCLC, there are several 
common driver mutations that can be treated with available 
targeted treatment options.8 

Many genetic mutations involved in cancer development 
have yet to be discovered, but testing is available for some 
that have been identified.7 Once diagnosed with NSCLC, you 
can be tested for common driver mutations along with muta-
tions that are more rare (see Biomarker Testing section).8 

This information can help your doctors to identify genetic 
changes that may predict how well you will respond to a 
particular treatment.7 

Epidermal Growth Factor Receptor 
Epidermal growth factor receptor (EGFR) is a protein found 
on or in both normal cells and malignant cells that promotes 
them to grow and divide.9,10 In cancer cells, EGFR genetic 
mutations cause cells to grow and divide at a faster rate, 
leading to the formation of tumors.11 Different types of EGFR 
mutations that can be detected in patients with NSCLC can 
affect treatment options.11 EGFR driver mutations can be 
sensitizing, which means that they cause the EGFR protein to 
be more active than usual.8 EGFR sensitizing mutations are 
the most common type of EGFR mutation found in patients 
with NSCLC.8 However, rare EGFR mutations require a 
different treatment approach than that used to target more 
common mutations.11 

Different EGFR mutations are named for where they 
occur in the gene. The gene is made up of segments of 
DNA sequences called introns and exons.12 Exon sequences 
contain instructions for the protein product of a gene; 
they are separated by segments called introns.12 Genetic 
mutations can occur in different parts of a gene, including 
the different exon or intron segments of DNA.13 The exon 
19 deletion and exon 21 L858R mutation are the most 
common sensitizing EGFR mutations, making up about 
47% and 41% of such genetic changes, respectively.13,14 

Disease Information

ap
pl

ed
es

ig
n 

/ 
st

oc
k.

ad
ob

e.
co

m



www.curetoday.com | www.TheEducatedPatient.com EGFR EXON 20 NSCLC Resource Guide | 06.22 9

Other specific mutations in the EGFR gene are considered 
to be rare and make up 12% of all EGFR mutations.13 EGFR 
mutations occur more commonly in Asian or White people 
given a diagnosis of NSCLC, with reported rates of 50% in 
Asian individuals vs 10% to 20% of the White population.13 

About EGFR Exon 20 Insertion Mutations
Patients with EGFR exon 20 insertion mutations make up 
approximately 1% to 2% of all patients with NSCLC.15-17 
This mutation can cause cells to grow uncontrollably and 
metastasize to other parts of the body.5 Patients with the 
more common sensitizing EGFR genetic mutations, referred 
to as classical EGFR mutations, can be treated with drugs 
called EGFR inhibitors (also known as tyrosine kinase 
inhibitors [TKIs]) that block the signal from EGFR that tells 
cells to grow; however, patients with the rare EGFR exon 
20 insertion mutation must be treated with different targeted 
therapies.9,13,18 Therefore, treatment for patients with the 
EGFR exon 20 insertion mutations is distinguished from that 
for patients with classical EGFR mutations. A distinct, yet 
appropriate, approach to patient care must be used.5,10 

Compared with people who have other types of EGFR 
mutations, those with EGFR exon 20 insertion mutations 
generally have a less favorable prognosis, as chemotherapy 
may only provide a limited benefit.19-21 Because EGFR 
exon 20 insertion mutations can be resistant to certain 
treatments, knowledge and understanding of your specific 
biomarker results are important for determining which 
available treatments would be best for treating your specific 
type of NSCLC.3,5,10,11 

Diagnosis
If NSCLC is suspected, your doctor may review your medi-
cal history for risk factors and symptoms and then conduct 
a physical examination.22 Some of the factors that may 
increase your chance of developing NSCLC include23:

• smoking (tobacco) and exposure to secondhand tobacco 
smoke;

• exposure to radiation, asbestos or heavy metals 
(e.g., arsenic, nickel, chromium); and

• genetic mutations, such as EGFR exon 20 
insertion mutations.

In some patients, there aren’t any signs or symptoms of 
NSCLC. Clinical presentation can vary, and some patients 
may experience symptoms that include9,24:

• difficulty breathing,
• shortness of breath,
• wheezing,
• coughing that won’t go away or gets worse and
• coughing up of blood.

Based upon your symptoms, your doctor will determine 
what tests you should have. Some tests and procedures used 
to diagnose NSCLC include22:

• chest X-ray,
• CT scan,
• MRI scan,
• PET scan and
• biopsy.

Staging
Your doctor can determine the stage of your cancer so 
that you can know whether, and how far, the cancer has 
spread.25 Staging plays an important role in selecting a 
treatment and identifying your specific care plan.25 The 
most commonly used staging criteria are the American 
Joint Committee on Cancer tumor, node, metastasis (TNM) 
system.25 Stages are assigned using measurements across 
the following categories25:

• describe tumor (T) size, and identify whether it has 
grown into nearby organs; 

• determine if the cancer has spread to nearby lymph 
nodes (N); and

• establish whether the cancer has spread by metastasis 
(M) to other areas of the body.

Stages range from 0 (earliest stage) through 4 (most 
advanced stage), with accompanying letters indicating 
advancements within each stage.3,25 Locally advanced, or 
stage 3, means that the cancer has grown and spread to 
nearby areas.26 Metastatic, or stage 4, means the cancer has 
spread to another, distant part of the body.27 Cancer cells 
can break away from where they began and travel through 
the lymph system or blood to form a tumor in another part 
of the body.3,25 

Biomarker Testing
Biomarkers are specific molecules found in blood and 
other tissues that can help to determine if your body is 
functioning properly and that can detect signs of disease.5 
Biomarker testing can help identify changes in gene products 
(e.g., proteins) and mutations in genes (e.g., insertions, 
deletions or rearrangements)28;

• an insertion involves an addition (large or small) of 
genetic material,12

• a deletion involves a loss (large or small) of genetic 
material12 and

• a rearrangement involves a section of DNA that is 
relocated from one position to another.12,29

Each person’s cancer is different and has unique 
biomarkers.30,31 Because of this, a treatment that helps one ap
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person might not help you, as some cancer treatments 
may only work for people who have certain biomarkers.30,31 
Therefore, as soon as a patient is diagnosed with NSCLC, 
they should ask their doctor about biomarker testing.30,31 

There are many different biomarker tests available, so 
discussing which test should be done is an important part 
of the doctor-patient conversation.30 Some tests look for 
a single biomarker, while others, such as comprehensive 
panel tests, check for many biomarkers at the same time.30 
Comprehensive biomarker testing for patients with NSCLC is 
important to the treatment process to help identify genetic 
changes that can be selectively targeted with therapies.31,32

As previously stated, the best time to talk with your doctor 
about biomarker testing is upon diagnosis before a biopsy 
is done to help ensure that a sufficient sample is obtained.31 

Additionally, biomarker testing may provide helpful informa-
tion about your tumor if your cancer continues to grow or if 
you have received treatment.31 If you ask questions about 
biomarker testing and are not satisfied with the answers, you 
may need to seek a second opinion.31,32

Next-Generation Sequencing 
Broad panel tests that can detect changes in as many genes 
as possible, especially those that are rarer, can provide 

your doctor with more information about your specific type 
of cancer.33 Next-generation sequencing (NGS) is a specific 
type of biomarker test that searches for multiple mutations 
at the same time with a single sample.34 Compared with 
other types of biomarker testing, such as polymerase chain 
reaction (PCR) methods, NGS allows testing for more types 
of EGFR exon 20 insertion mutations and is more reliable in 
detecting such mutations.5,17,34 NGS-based biomarker testing 
can help to ensure a more accurate diagnosis of patients 
with EGFR exon 20 insertions; this can help your doctor and 
you to better understand your cancer and choose the best 
treatment available for your specific type of mNSCLC.5,17

Liquid Biopsy
Biomarker testing can be performed on tumor tissue, or 
it can be done as a liquid biopsy, which involves a blood 
sample. Liquid biopsies rely on cancer cells circulating in 
the blood; these may be whole cancer cells or pieces of DNA 
from tumor cells that have been shed into the blood.8,18,30,35 
Liquid biopsies are less invasive than are tissue biopsies and 
have a faster turnaround time.36 Although liquid biopsies are 
highly specific, they are not as sensitive as tissue biopsies; 
therefore, they may not identify true carriers of specific 
genetic mutations as effectively.30,35

Disease Information

Responding to the needs of our readers, we 
are proud to announce the launch of the new 
Clinical Trial Corner resource on curetoday.com. 
There you’ll find the latest news on clinical trial 
availability and enrollments. 

Visit curetoday.com to stay
up-to-date on clinical trials. 
curetoday.com/clinical-trial-corner
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Treatment Options for mNSCLC  
With an EGFR Exon 20 Insertion Mutation

After learning what type of EGFR mutation is involved in 
your NSCLC, your care team can recommend treatment.3 

Surgery may be part of the standard treatment approach 
for earlier stages of NSCLC, but it is only used if the tumor 
and the lymph nodes where the cancer has spread can be 
removed completely.3 Treatment options for mNSCLC include 
chemotherapy, targeted therapy, immunotherapy and inves-
tigational strategies that are available through participation 
in a clinical trial.3 Understanding how your EGFR mutation 
potentially impacts your treatment choices can allow a more 
informed discussion with your doctor about the most appro-
priate therapy available.3

Chemotherapy
Platinum chemotherapy involves use of an anticancer drug 
that contains the metal platinum.18 Cisplatin and carboplatin 
are examples of such alkylating agents, which damage cell 
DNA and prevent cells from dividing.37,38 Chemotherapy 
for NSCLC is administered systemically by intravenous 
infusion.39,40 For NSCLC that is either stage 4 or that has 
relapsed or returned following remission, chemotherapy 
may be used alone or with either other chemotherapies or 
other types of drugs.3 The first approach typically used in 
patients with an EGFR exon 20 insertion mutation is systemic 
treatment with platinum-based chemotherapy, and patients 
may initially experience some benefit.8 If a patient’s disease 
worsens during platinum chemotherapy, they have other 
available treatment options.8

Targeted Therapy
Targeted drugs are used to treat NSCLC that is stage 4 or 
that has relapsed.3 Targeted therapies are designed to 
recognize and attack specific cancer cells having charac-
teristics identified through biomarker testing, such as EGFR 
exon 20 insertion mutations.8,41 With their ability to focus on 
cancer cells, targeted drugs usually cause less damage to 
normal cells than does chemotherapy.41

Historically, therapeutic options for mNSCLC with EGFR 
exon 20 insertion mutations were limited to a few effective 
treatments.42 However, advanced treatment options are now 
available that may help you live longer with better quality of 
life.43,44 Unlike the common sensitizing mutations (e.g., exon 
21 L858R and exon 19 deletions), EGFR exon 20 inser-
tion mutations are resistant to those EGFR TKIs that first 
were developed.16

Two types of targeted drugs are available specifically to 
treat EGFR exon 20 insertion mutation mNSCLC: a TKI and a 
bispecific antibody.3,43,45,46 

Mobocertinib
Exkivity (mobocertinib) is an FDA-approved TKI specifically 
designed to selectively target EGFR exon 20 insertion muta-
tions in patients with locally advanced or mNSCLC with EGFR 
exon 20 insertion mutations whose disease has spread to 
other parts of the body and has worsened during or after 
use of  platinum-containing chemotherapy.43,46 In a clinical 
study of 114 people who had mNSCLC with EGFR exon 
20 insertion mutations and disease that worsened during 
or after platinum chemotherapy and who received mobo-
certinib, 28% of the patients had their tumors disappear or 
get smaller.43,47,48 di
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Disease Information

Serious side effects may happen with this medicine, includ-
ing lung problems, heart problems (including heart failure) and 
diarrhea.46 The most common side effects of this medicine 
include diarrhea, rash, nausea, mouth sores, vomiting, de-
creased appetite, infection of skin around nails, tiredness, dry 
skin and muscle or bone pain.46 In order to manage any side 
effects that you experience while taking mobocertinib, you 
should share how you are feeling with your care team.

Amivantamab
Rybrevant (amivantamab) is an FDA-approved, targeted 
bispecific antibody available for patients with locally advanced 
or mNSCLC with EGFR exon 20 insertion mutations whose 
disease has spread to other parts of the body or cannot 
be removed by surgery and has worsened during or after 
platinum chemotherapy.45 Monoclonal antibodies attach to a 
specific part of the cancer cell and then kill the cell or stop 
it from growing or spreading.49 Treatment with amivantamab 
directly blocks EGFR on the outside of the cell to stop tumors 
from growing and works with your body’s immune system to 
identify and destroy cancer cells with the EGFR mutation.44,45 
In a clinical trial of 81 people who had mNSCLC with EGFR 
exon 20 insertion mutations and whose disease had worsened 
during or after platinum chemotherapy, 40% of patients given 
amivantamab had their tumors disappear or get smaller.44,50 

Importantly, keep members of your care team informed 
about how you’re feeling while on amivantamab, because 
they can help manage any side effects. Serious side effects 
may include lung, skin or eye problems. In addition, there can 

also be other reactions related to the intravenous infusion of 
the drug.45 Overall, some of the most common side effects 
of amivantamab include rash; infusion-related reactions; skin 
infections around the fingernails or toenails; muscle and joint 
pain; shortness of breath; nausea; fatigue; swelling in the 
lower legs, hands, or face; sores in the mouth; cough; consti-
pation; vomiting or changes in certain blood tests.45 

Before starting a therapy that targets EGFR exon 20 inser-
tion mutations, tell your doctor about all of your medical 
conditions.45,46 Your doctor should ask what your treatment 
preferences are to help select the approach best for you.

Clinical Trials
Clinical trials test the safety and efficacy of treatments and 
evaluate whether they are better than standard therapies.9 

Clinical trials investigate new treatments and combina-
tions of treatments that could help prevent NSCLC from 
returning.9,18,51 Many clinical trials are available for patients 
before, during or after starting their cancer treatment; 
however, some trials are only open to patients who have not 
yet initiated treatment.9 Talk to your doctor about whether 
participating in a clinical trial might be the best approach 
for you. Information on current clinical trials for NSCLC that 
are supported by the National Cancer Institute is available 
at https://www.cancer.gov/about-cancer/treatment/
clinical-trials.9 Further, direction on clinical trial registries 
in countries outside of the United States can be found at  
https://www.who.int/clinical-trials-registry-platform/
the-ictrp-search-portal.52

NOTES

https://www.cancer.gov/about-cancer/treatment/clinical-trials
https://www.cancer.gov/about-cancer/treatment/clinical-trials
https://www.who.int/clinical-trials-registry-platform/the-ictrp-search-portalthe-ictrp-search-portal
https://www.who.int/clinical-trials-registry-platform/the-ictrp-search-portalthe-ictrp-search-portal
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Health, Diet, and Emotional Support 

You can play an active role in your journey by taking steps that 
support your overall health and assist in managing treatment 
side effects.53 Taking small steps each day in managing your 
health can make a big difference in how you feel.53

Nutrition is an essential part of your cancer care, and 
healthy eating habits are important both during and after 
cancer treatment.54 It is important to eat and drink enough 
of the right foods and liquids that have vital nutrients like 
vitamins, minerals, protein, carbohydrates, fat and water.54 
A healthy diet with regular exercise can help to maintain 
strength, support an optimal body weight, keep body 
tissue in good shape and decrease side effects during and 
after treatment.54

For most people diagnosed with cancer, exercise is safe 
and helpful before, during and after treatment.55 Regular 
exercise both may help you better manage side effects of 
treatment by decreasing fatigue and may help improve your 
quality of life.55 Those with cancer that has spread or become 
advanced can also benefit from physical activity, although 
the degree of exercise that can be tolerated may depend on 
the type and stage of cancer.55 Before starting new activities 
or becoming more active, be sure to talk with your health 
care professional.55

Communicating With Your Health Care Team
Good communication between your doctor, other members 
of your health care team and you is an essential part of 
making sure your receive the best care possible.56 Your 
doctor relies on you to be open and honest, just as you 
rely on your doctor to provide clear and helpful guidance 
as you make decisions about your care.56 Ask your doctor 
about what problems may occur; always let your doctor or 
another member of your care team know if you experience 
side effects or any additional physical, emotional or 
mental challenges.56

Taking an active role and being a partner in your cancer 
treatment can help you receive the best care.56 Taking an 
active role can show your doctor and cancer care team 
that you are open to conversation and advice. Importantly, 
recognize that each member of your cancer care team has 
different skills to help you make decisions.56 

Some tips for getting the most out of your visits with your 
health care team include56: 

• start a journal that includes the members and contact 
information of your health care team (this can be a great 
place to keep track of your experiences and any side 
effects related to your treatments); 

• prepare a list of questions and concerns and write down 
your doctor’s answers; 

• bring someone with you to your appointments to serve 
as a second set of ears;

• be assertive and don’t be afraid to speak up and ask if 
you don’t understand something and

• try repeating any information that is unclear back to 
your doctor to clarify what you are being told. 

Emotional Support
Recognize and address your emotional needs, because a 
cancer diagnosis can cause feelings of anxiety, distress 
and depression. These are normal feelings experienced by 
many patients.57,58 Seek help, when needed, as you learn 
to navigate your health care journey, as there are many 
resources available. Participating in patient support groups 
or sharing your concerns with loved ones or well-supported 
caregivers can help you to improve your mental and 
emotional well-being.59-61 You also may benefit from meeting 
with a professional therapist experienced in working with 
people diagnosed with serious illnesses.60 

Support for Caregivers
Caregivers play a key role in maintaining the patient’s 
physical and emotional health. They may be partners, 
family members or close friends, and the support they 
provide can include62:

• solving problems for the person with cancer,
• serving as part of the cancer care team,
• involving the patient in managing their care and
• taking care of day-to-day tasks.

Caring for a person with cancer can be rewarding, but 
caregivers also can be challenged with stress that can have 
physical, mental and emotional effects. Caregivers must take 
care of themselves, as well. Some positive steps for their 
self-care include62:

• asking for help from others;
• caring for their needs, hopes and desires to give 

them strength;
• finding time to relax, keep up their routine and maintain 

their personal life;
• joining a support group to talk to others about what they 

are going through and
• caring for their body by staying up to date with medical 

needs, eating a healthy diet, getting enough rest, exercis-
ing and watching out for signs of depression or anxiety.
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Frequently Asked Questions

When should I have biomarker testing?
The best time to talk with your doctor about biomarker 
testing is upon diagnosis, before a biopsy is obtained.31,32 

This helps to ensure that a sufficient sample is taken.31 

Additionally, biomarker testing may provide helpful informa-
tion about your tumor if your cancer continues to grow or if 
you have received targeted therapy.31

What is biomarker testing, and is one type of 
test better than another? 
Biomarker testing looks for changes such as mutations, 
insertions, deletions or rearrangements in genes and 
changes in proteins.31 By identifying mutations in certain 
cells associated with mNSCLC, biomarker testing can help 
your doctor and you get more details about the disease and 
find the right treatment option.31 Some biomarker tests look 
for one biomarker, whereas others (e.g., comprehensive 
panel tests) check for many biomarkers at the same time.30 

In mNSCLC, comprehensive biomarker testing is an impor-
tant part of the treatment process that can help identify 
genetic changes specific to cancer cells that can be selec-
tively targeted with precision-based therapies.31,32

Should I have NGS testing?
NGS is a specific type of biomarker test that can search 
for multiple mutations at the same time with one tissue 
sample.34 NGS offers the ability to test for more types of 
EGFR exon 20 insertion more reliably than can other types 
of biomarker testing.5,17,34 NGS-based biomarker testing will 
ensure a more accurate diagnosis of patients with EGFR exon 
20 insertions, which will help your doctor and you to better 
understand your cancer and choose the best treatment 
available for your specific type of mNSCLC.5,17

Should I be tested for an EGFR exon 20 
insertion mutation?
Broad molecular testing using a multigene NGS panel that 
includes testing for the EGFR exon 20 insertion mutation is 
recommended for newly diagnosed patients with advanced 
NSCLC.8,34 Talk with your doctor about being tested for the 
EGFR exon 20 insertion mutation.

Will I have trouble getting biomarker testing?
Biomarker testing is often performed through the in-house 
laboratory at a hospital, and there should be no need to 

choose the biomarker test or find an outside commercial 
biomarker testing laboratory.35 Additionally, the cost of 
biomarker testing is often covered by Medicare, Medicaid 
and private insurance providers.35

Will my doctor talk to me about 
biomarker testing?
Your doctor and you should discuss biomarker testing. 
However, if you have not received biomarker testing, talk 
to your doctor about which test would be appropriate 
for you.31,32 Ask your doctor about testing for biomarkers 
involving the genes ALK and ROS1, the EGFR exon 
20 insertion mutation and other genetic mutations that can 
be targeted by available treatments.10,32 

How is biomarker testing done, and what is a 
liquid biopsy?
Biomarker testing can be performed on tissue from the tumor, 
or it can be done by drawing blood.30 When a blood sample 
is used for biomarker testing, it is called a liquid biopsy.8 This 
type of test relies on pieces of DNA or cancer cells from a 
tumor that circulate in the blood.18 Tissue samples are often 
obtained through a biopsy of your tumor, whereas liquid 
biopsies may be obtained by drawing blood.30,63

How do the results of biomarker testing affect 
my treatment plan?
Test results can show the presence of certain biomarkers 
in your cancer cells, and specific therapies that target 
biomarkers identified in your test results may be available 
to treat your cancer.3,30 Results also could show that your 
cancer has a biomarker that may prevent a certain therapy 
from working, and this would help avoid use of a treatment 
that won’t help you.3,30

What treatment options are available for EGFR 
exon 20 insertion mutation?
Surgery is typically not an option for patients with locally 
advanced and mNSCLC tumor lesions that cannot be 
removed completely.3 Treatment options for mNSCLC may 
include chemotherapy, targeted therapy, immunotherapy or 
other investigational therapies available by participating in a 
clinical trial.3 Additionally, mNSCLC related to a EGFR exon 
20 insertion mutation can be treated with 2 types of targeted 
drugs: a new-generation TKI and a bispecific antibody.3,43,45,46
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Glossary of Important Terms
Biomarker: a change in genes or proteins that can be used 
to screen for cancer and to predict or monitor response 
to treatment7,64

Biopsy: a procedure involving the removal of a tissue 
sample for testing65

Bispecific antibody: a type of cancer immunotherapy 
designed to bind to parts of cancer cells and immune 
cells to make the immune system fight against them 
more effectively66

Chemotherapy: a type of drug designed to kill cancer cells 
or prevent them from multiplying18

CT scan: computed tomography; a scan using contrast 
and a series of X-ray images from different angles to view 
two-dimensional cross-sections of the body65

Deletion mutation: a type of error that results in a piece of 
genetic material being lost when DNA is copied67

EGFR exon 20 insertion mutation: a change in exon 20 of 
the tyrosine kinase domain of EGFR that can lead to resis-
tance to EGFR TKIs11,68

EGFR: epidermal growth factor receptor; a gene that helps 
promote normal cell development that can drive the growth 
of cancer cells when mutated11

Insertion mutation: a type of error that results in an addi-
tional piece of genetic material being introduced when DNA 
is being copied69

Metastasis: the spread of cancer from one part of the 
body to another18

MRI scan: magnetic resonance imaging; a scan using a 
magnetic field to create detailed three-dimensional images of 
the body that is often used to view organs and soft tissue18

Mutation: a possible cancer-causing error that occurs 
naturally or with environmental exposure to agents that 
damage genetic material when DNA is being copied18 

NGS: next-generation sequencing; a technology used to 
determine the order of genetic material and identify potential 
biomarkers in the cancer cell70

PCR: polymerase chain reaction; a test used to detect 
changes in genes and chromosomes to diagnose certain 
diseases or infections18

PET scan: positron emission tomography; a 
three-dimensional scan using a tracer dye to help evaluate 
organ and tissue function65

Platinum-based chemotherapy: a type of anticancer drug 
that uses the metal platinum to stop the cancer cell from 
copying DNA and to kill the cancer itself 71

Progression: the growth or spread of cancerous tissue18 

Sensitizing EGFR mutations (EGFR exon 19 and exon 21): 
alterations in exon 19 or exon 21 of the tyrosine kinase 
domain causing EGFR to be more active8,72,73

Targeted cancer treatment: a type of anticancer drug 
designed to affect certain parts of the cancer cell to spare 
healthy cells41

TKI: tyrosine kinase inhibitor; a type of targeted therapy 
designed to prevent cancer cells from growing or spread-
ing by blocking the tyrosine kinase enzyme from triggering 
cell division18 

TNM system: tumor, node, metastasis; a cancer staging 
system related to the likely course of disease that considers 
tumor size, lymph node involvement and metastasis70
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Questions to Ask Your Physician11,32,74-77

What type of biomarker testing should I have?

What do my biomarker testing results mean?

Do you recommend testing for an EGFR mutation?

Why does it matter if I have an EGFR mutation?

If I have an EGFR mutation, do I need to know which mutation I have?

How do my biomarker testing results affect what treatments I should receive?

What are my treatment choices?

Will my treatment choices be affected by which EGFR mutation I have?

What if I have a very rare EGFR mutation? Are there still treatment options available for me?

How common is an EGFR exon 20 insertion mutation?

If I have an EGFR exon 20 insertion mutation, are there targeted treatments available?
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Will I be a suitable candidate for these targeted treatments?

How will I decide which treatment would be best for me?

Are there any available resources to help me learn about treatments for people with NSCLC with an EGFR exon 

20 insertion mutation?

Will I have trouble getting a treatment that is specifically for someone like me with an EGFR exon 20 

insertion mutation?

What are the risks and side effects of the treatments that you suggest?

How long are the side effects likely to last, and how can I manage them?

What symptoms or side effects should I tell you about immediately?

Are the side effects for the EGFR exon 20 insertion–targeted treatments different than are those for other 

targeted treatments?

Will these treatments affect my quality of life?

How can I find other people who have NSCLC with an EGFR exon 20 insertion mutation?
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Additional questions: 
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American Cancer Society 
(ACS)
www.cancer.org

The ACS offers help to patients in connecting with resources, 
cancer information and ways to get involved and give back to the 
community. ACS is available 24 hours a day, 7 days a week, via 
phone or live webchat.

Resource checklist:
 Toll-free cancer support helpline
 Live webchat
 NSCLC treatment information

American Cancer Society 
(ACS): California Chinese Unit 
www.acs-ccu.org

The ACS: California Chinese Unit provides physical and spiritual 
support needed by Chinese patients with cancer and their 
families to increase awareness of cancer and provide resources 
to facilitate earlier detection and better treatment. Various 
resources included on their site are available in Chinese.

Resource checklist:
 Toll-free cancer consultation
 NSCLC treatment information
 Referrals to community resources 

ADDRESS
250 Williams St. N.W. 
Atlanta, GA 30303

CONTACT INFO
Phone: 800-227-2345
Email: Live chat

ADDRESS
745 Camden Ave.
Campbell, CA 95008

CONTACT INFO
Phone: 408-688-0121

Patient Resources

http://www.cancer.org
http://www.acs-ccu.org 
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Patient Resources

American Cancer Society 
(ACS): Cancer Information in 
Chinese
www.cancer.org/cancer-information-in-other-
languages/chinese.html 

The ACS: Cancer Information in Chinese website offers help and 
resources from the ACS translated into Chinese, including patient 
tools, cancer information and other resources. They are available 
24 hours a day, 7 days a week, via live webchat. 

Resource checklist:
 Live webchat
 NSCLC treatment information
 Printable cancer information

American Lung Association 
www.lung.org

The American Lung Association is dedicated to helping patients 
with lung cancer and their caregivers via financial assistance 
programs, online support communities, education and awareness 
programs and mentorship. The mission of the organization, 
started over 115 years ago, includes ending lung cancer and 
championing clean air for all. 

Resource checklist:
 Toll-free helpline
 Lung cancer mentoring program
 Education resources and programs

ADDRESS
250 Williams St. N.W. 
Atlanta, GA 30303

CONTACT INFO
Phone: 800-227-2345
Email: Live chat

ADDRESS
55 W. Wacker Drive, Suite 1150
Chicago, IL 60601

CONTACT INFO
Phone: 800-586-4872 
Email: Website form

https://www.cancer.org/cancer-information-in-other-languages/chinese.html
https://www.cancer.org/cancer-information-in-other-languages/chinese.html
http://www.lung.org
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CancerCare 
www.cancercare.org

Founded in 1944, CancerCare is the leading national 
organization in providing free, professional support services and 
information to help people manage the emotional, practical and 
financial challenges of cancer. In 2021, CancerCare provided 
186,614 services to people affected by 102 different types of 
cancer in all 50 states.

Resource checklist:
 Hopeline
 Cancer information booklets
 Support group connections
 Case management 

Cancer.Net: 
International Patient 
Information 
www.cancer.net/coping-with-cancer/finding-
social-support-and-information/international-
patient-information

Cancer.Net brings expertise and resources to people living with 
cancer and those who care for and about them. It provides 
timely, comprehensive information to help patients and families 
in making informed health care decisions and support for 
navigating treatment and coping with cancer.

Resource checklist:
 Cancer information and pamphlets
 Testing and trials navigation assistance
 Doctor/treatment navigation assistance

ADDRESS
275 Seventh Ave., 22nd Floor
New York, NY 10001

CONTACT INFO
Phone: 800-813-4673
Email: info@cancercare.org

ADDRESS
2318 Mill Road, Suite 800
Alexandria, VA 22314

CONTACT INFO
Phone: 571-483-1780
Email: contactus@cancer.net

http://www.cancercare.org
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
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Patient Resources

China Anti-Cancer 
Association
www.caca.org.cn

The China Anti-Cancer Association promotes the development of 
cancer treatments and education. It is responsible for developing 
clinical research projects in tumor prevention and treatment, 
fundraising, continuing education services and studies on tumor 
prevention and treatment. Resources are available in Chinese. 

Resource checklist:
 Cancer news and research
 Lung cancer information
 Cancer education services

Chinese Community Cancer 
Information Center
www.cchrchealth.org/chinese-community-cancer-
information-center-cccic

The Chinese Community Cancer Information Center is a private, 
nonprofit organization sponsored by the Chinese Hospital, 
Chinese Community Cancer Advisory Committee of the American 
Cancer Society, Chinese Community Health Care Association 
and Chinese Community Health Plan. The primary mission is to 
serve the community in San Francisco in both Cantonese and 
Mandarin Chinese.

Resource checklist:
 Support groups in Cantonese and Mandarin Chinese
 Local transportation support
 Look Good, Feel Better Program 

ADDRESS
A-10Fl No.5 
Lanyuan Road
New Technology Industrial Park Zone, 300384
Tianjin, China

CONTACT INFO
Phone: 00 86 10 8881 22452
Email: bgs@caca.org.cn

ADDRESS
845 Jackson St.
San Francisco, CA 94133

CONTACT INFO
Phone: 415-677-2473
Email:  WeChat or website form

http://www.caca.org.cn
http://www.cchrchealth.org/chinese-community-cancer-information-center-cccic
http://www.cchrchealth.org/chinese-community-cancer-information-center-cccic
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EGFR Resisters
egfrcancer.org

The goal of the EGFR Resisters is to improve outcomes for 
people with EGFR-positive lung cancer by accelerating research, 
raising awareness of EGFR-positive lung cancer and providing 
free education about lung cancer. Its mission is to change 
EGFR-positive lung cancer into a manageable chronic disease. 

Resource checklist:
 Downloadable lung cancer fact sheets
 Webinars and videos about lung cancer
 Cancer news and research

Exon 20 Group 
exon20group.org/index.html

The Exon 20 Group is a laser-focused global coalition of patients, 
care partners, family members, thoracic/medical oncologists, 
scientists, molecular profiling laboratories and pharmaceutical 
and biotechnology companies. Its mission is to convert NSCLC 
harboring EGFR exon 20 insertion mutations into a manageable 
chronic disease. The organization provides essential patient 
services and community groups for patients and members.

Resource checklist:
 Review of biomarker testing reports
 Testing and trials navigation assistance
 Support system for patients

CONTACT INFO
Email: admin@egfrcancer.org

ADDRESS
27 W. Morten Ave. 
Phoenix, AZ 85021

CONTACT INFO
Phone: 602-618-0183
Email: marcia@Exon20Group.org

http://egfrcancer.org
http://exon20group.org/index.html
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Patient Resources

GO2 Foundation 
for Lung Cancer 
go2foundation.org

GO2 Foundation for Lung Cancer is dedicated to saving, extending 
and improving the lives of individuals vulnerable to, at risk for 
and diagnosed with lung cancer. It works to change the reality 
of living with lung cancer by ending the stigma associated with a 
cancer diagnosis, increasing public and private research funding 
and ensuring access to care.

Resource checklist:
 HelpLine and online support services
 Cancer education resources
 Testing and trials navigation assistance

Help for Cancer Caregivers
www.helpforcancercaregivers.org

Help for Cancer Caregivers is a collaboration of organizations 
with a shared goal of improving the health and well-being of 
people who care for loved ones who have been diagnosed with 
cancer. The website has a variety of articles to help with the 
emotional, physical and financial strains associated with cancer. 

Resource checklist:
 Lifestyle health information
 Advocacy Connector program
 Personalized caregiver guides

ADDRESS
1050 Connecticut Ave. NW, Suite 65860
Washington, DC 20035

CONTACT INFO
Phone: 800-298-2436
Email: info@go2foundation.org

CONTACT INFO
Email:  Website form

http://go2foundation.org
http://www.helpforcancercaregivers.org
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International Cancer Advocacy 
Network (ICAN) 
askican.org/progserv.html

ICAN is a patient and research advocacy organization focused 
on providing personalized medicine cancer case navigation 
programs, health information technology information, legislative 
initiatives and research projects. ICAN aims to provide patient 
advocates with resources to help extend patient’s lives with the 
highest quality.

Resource checklist:
 Patient support services
 Exon 20 support groups
 Tumor information services
 Clinical trial advocacy 

Lung Cancer Foundation 
of America (LCFA)
lcfamerica.org

LCFA’s mission is improving the survivorship of patients with 
lung cancer through the funding of transformative science. LCFA 
works to raise the public’s awareness and serve as a resource for 
anyone seeking answers, hope and access to updated treatment 
information, scientific investigation and clinical trials.

Resource checklist:
 Cancer education resources
 Podcasts and videos about lung cancer
 Assistance with testing and trials navigation 

ADDRESS
27 W. Morten Ave. 
Phoenix, AZ 85021

CONTACT INFO
Phone: 602-618-0183
Email: contact@askican.org

ADDRESS
15 S. Franklin St.
New Ulm, MN 56073

CONTACT INFO
Phone: 507-354-1361
Email: LCFA@LCFAmerica.org

http://askican.org/progserv.html
http://lcfamerica.org
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LUNGevity 
www.lungevity.org

LUNGevity seeks to empower patients to be active decision 
makers in their treatment via extensive educational resources, 
online peer-to-peer support and in-person survivorship programs. 
It endeavors to provide a community of empowerment, support 
and hope.

Resource checklist:
 HelpLine and online support services
 Cancer education resources
 In-person survivorship programs

National Cancer Institute 
(NCI)
www.cancer.gov

The NCI is the United States’ federal agency for cancer research 
and training. NCI leads, conducts and supports cancer research 
across the nation to advance scientific knowledge; help all 
people live longer, healthier lives; and offer comprehensive 
information about cancer for a variety of different cancer types, 
including NSCLC. 

Resource checklist:
 Live chat and helpline
 Cancer information and pamphlets
 Doctor/Treatment navigation assistance

ADDRESS
228 S. Wabash Ave., Suite 700
Chicago, IL 60604

CONTACT INFO
Phone: 844-360-5864
Email: info@LUNGevity.org

ADDRESS
9000 Rockville Pike 
Bethesda, MD 20892

CONTACT INFO
Phone: 800-422-6237
Email: NCIinfo@nih.gov

Patient Resources

http://www.lungevity.org
http://www.cancer.gov
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Cancer Financial Assistance 
Coalition (CFAC)
www.cancerfac.org

CFAC is a coalition of financial assistance organizations joining 
forces to help people with cancer experience better health 
and well-being. It seeks to limit financial challenges through 
communication, collaboration, education and advocacy on behalf 
of patients who continue to bear financial burdens associated 
with cancer treatment and care.

Resource checklist:
 Financial help navigation
 Financial assistance database
 Financial considerations guide

Family Reach 
familyreach.org/ftp

Family Reach is dedicated to removing the financial barriers 
between patients with cancer and their treatment (e.g., loss of 
income, increased out-of-pocket expenses and socioeconomic 
factors). Family Reach’s free wrap-around financial services 
include financial education, resource navigation, financial 
coaching and emergency relief grants. 

Resource checklist:
 Financial education and coaching
 Financial help navigation
 Emergency relief 

CONTACT INFO
Email: Website form

ADDRESS
142 Berkeley St., 3rd Floor
Boston, MA 02116

CONTACT INFO
Phone: 857-233-2764
Email: Website form

Patient Financial Resources

http://www.cancerfac.org
http://familyreach.org/ftp


28 EGFR EXON 20 NSCLC Resource Guide | 06.22 www.curetoday.com | www.TheEducatedPatient.com

Resource Reference Chart

WEBSITE ADDRESS CONTACT INFORMATION

American Cancer Society 
www.cancer.org

250 Williams St. NW
Atlanta, GA 30303

Phone: 800-227-2345
Email: Live chat

American Cancer Society: California 
Chinese Unit 
www.acs-ccu.org

745 Camden Ave. 
Campbell, CA 95008

Phone: 408-688-0121

American Cancer Society: Cancer 
Information in Chinese 
www.cancer.org/cancer-information-in-other-
languages/chinese.html

250 Williams St. NW
Atlanta, GA 30303

Phone: 800-227-2345
Email: Live chat

American Lung Association 
www.lung.org

55 W. Wacker Drive, Suite 1150
Chicago, IL 60601

Phone: 800-586-4872
Email: Website form

CancerCare 
www.cancercare.org

275 Seventh Ave., 22nd Floor
New York, NY 10001

Phone: 800-813-4673
Email: info@cancercare.org

Cancer.net: International Patient 
Information 
www.cancer.net/coping-with-cancer/finding-
social-support-and-information/international-
patient-information 

2318 Mill Rd., Suite 800
Alexandria, VA 22314

Phone: 571-483-1780
Email: contactus@cancer.net

China Anti-Cancer Association
www.caca.org.cn

A-10Fl No.5 Lanyuan Road
New Technology Industrial Park 
Zone, 300384
Tianjin, China

Phone: 00 86 10 8881 22452
Email: bgs@caca.org.cn

Chinese Community Cancer Information 
Center
www.cchrchealth.org/chinese-community-
cancer-information-center-cccic

845 Jackson St.
San Francisco, CA 94133

Phone: 415-677-2473
Email: WeChat or website form

EGFR Registers
egfrcancer.org

Email: admin@egfrcancer.org

Exon 20 Group 
exon20group.org/index.html

27 W. Morten Ave.
Phoenix, AZ 85021

Phone: 602-618-0183
Email: marcia@Exon20Group.org

http://www.cancer.org
http://www.acs-ccu.org
http://www.cancer.org/cancer-information-in-other-languages/chinese.html
http://www.cancer.org/cancer-information-in-other-languages/chinese.html
http://www.lung.org
http://www.cancercare.org
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
http://www.cancer.net/coping-with-cancer/finding-social-support-and-information/international-patient-infor
http://www.caca.org.cn
http://www.cchrchealth.org/chinese-community-cancer-information-center-cccic
http://www.cchrchealth.org/chinese-community-cancer-information-center-cccic
http://egfrcancer.org
http://exon20group.org/index.html
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WEBSITE ADDRESS CONTACT INFORMATION

GO2 Foundation for Lung Cancer 
go2foundation.org

1050 Connecticut Ave. NW, 
Suite 65860
Washington, DC 20035

Phone: 800-298-2436
Email: info@go2foundation.org

Help for Cancer Caregivers 
www.helpforcancercaregivers.org

Email: Website form

International Cancer Advocacy Network 
askican.org/progserv.html

27 W. Morten Ave.
Phoenix, AZ 85021

Phone: 602-618-0183
Email: contact@askican.org

Lung Cancer Foundation of America
lcfamerica.org

15 S. Franklin St.
New Ulm, MN 56073

Phone: 507-354-1361
Email: LCFA@LCFAmerica.org

LUNGevity 
www.lungevity.org

228 S. Wabash Ave., Suite 700 
Chicago, IL 60604

Phone: 844-360-5864
Email: info@LUNGevity.org

National Cancer Institute 
www.cancer.gov

9000 Rockville Pike
Bethesda, MD 20892

Phone: 800-422-6237
Email: NCIinfo@nih.gov

WEBSITE ADDRESS CONTACT INFORMATION

Cancer Financial Assistance Coalition
www.cancerfac.org

Email: Website form

Family Reach 
familyreach.org/ftp

142 Berkeley St., 3rd Floor
Boston, MA 02116

Phone: 857-233-2764
Email: Website form

Financial Resource Chart

http://go2foundation.org
http://www.helpforcancercaregivers.org
http://askican.org/progserv.html
http://lcfamerica.org
http://www.lungevity.org
http://www.cancer.gov
http://www.cancerfac.org
http://familyreach.org/ftp
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