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The Lung Cancer Research Foundation is the pre-eminent nonprofit organization focused on funding innovative,
high-reward research with the potential to extend survival and improve quality of life for people with lung cancer.
In addition to funding research, the organization focuses on lung cancer awareness and education.

This booklet is dedicated to the entire lung cancer
community, but especially to patients, caregivers, and
survivors whose lives have been altered by lung cancer.

HOPE is a versatile word, meaning something different to each person. Hope

can be an expectation that something will happen, or it might be the feeling of wanting
something to change. Hope might not be the first word that comes to mind in a
booklet about cancer, especially lung cancer, but, people can find hope even in the most
challenging of times.
This booklet includes the stories of seventeen people who have faced a diagnosis of
lung cancer. These stories are their unique accounts of a diagnosis of cancer and the paths of hope they
followed while continuing to live with lung cancer. We are truly grateful for their generosity in sharing their stories. We hope
that their stories will inspire others who have been diagnosed with lung cancer to find the people and things in their lives
that give them hope. If any of these stories resonate with you, please consider sharing your own story with others. If you or a
loved one have been diagnosed with lung cancer, we want you to know that you are not alone. We will do everything we can
to support you and are committed to funding research to improve outcomes for patients.

For additional patient resources, please visit lcrf.org/resources.
Read additional stories at lcrf.org/stories, or submit your own story of hope online at lcrf.org/share.

Our deepest thanks to all of the participants
featured in this book who generously shared their
personal experiences and unique stories of hope.

A week before Christmas 2012, I was
feeling fatigued but thought it was
simply due to increased activity as I
prepared for the holidays. I fell asleep
in the evening and awoke in the middle
of the night to a strange, bubbling
sensation in my throat. After coughing
up a significant amount of blood,
my husband drove me to a hospital
emergency room. Over the next week
I endured three procedures, with full
anesthesia, beginning with surgery to
stop the bleeding in my lung. Next, I
had a biopsy, which led to my diagnosis
of Stage 4 adenocarcinoma, nonsmall cell lung cancer (NSCLC). I then
underwent surgery on Christmas Eve
to remove the upper lobe of my right
lung, with the addition of a resection in
the right middle lobe.

Anne
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not a prognosis that I was just going to wait for and let

which time I underwent another PET scan, which showed no

that she could not survive for long. She lived to be 99. It was

happen. I decided to do further research and seek additional

evidence of disease (NED).

so helpful as a child to have her as my mother and, by her

consultations.

example, learn the meaning of fortitude. It is so important to
Looking back over the past five years, I believe the most

believe in a positive outcome and to have the expectation

I sought a second opinion but felt uneasy about my

important thing in my case was how I reacted to the initial

that you can and will be strong. We often don’t realize how

interaction with that team, as well. Finally, after pursuing a

news of my diagnosis in 2012 and what I did for myself at

strong we really are until we’re put to a test. When we do get

third opinion, I found a conscientious group of doctors who

that time. I realized that if you are given a statistic such as

a new and often unexpected diagnosis, it is the ultimate test

were willing to listen to my concerns and to explain their

the very negative one I received, you need to understand

of our strength.

recommendations for treatment. The protocol there was for

that we are all individuals and that we are all totally unique.

me to have a scan every three months. The CT scans, always

I realized that I couldn’t be passive and just accept the

Hope was specifically very important for me, as my

with the addition of a contrast dye, and the additional PET

doctor’s prognosis. I always wanted to be informed and

doctors gave me such a dire diagnosis and basically implied

scans, remained clear for about another year, until a couple

involved in any decisions. You are part of the team, along

that I didn’t have much hope. I created goals for myself

of nodules in my right lung and a lymph node showed up on

with your doctors, family members and friends. I learned that

throughout my treatments to continually give myself hope.

a PET scan. A new biopsy was performed under anesthesia,

I had to have faith in the process, but I also took a very active

For instance, I required a walker to get around after my

which confirmed what had been feared by the tumor board,

part in that process.

first stay at the hospital. I had been in the Surgical Intensive

after careful review of the scan images and report.
Initially, I was prescribed a daily targeted oral chemotherapy
called lapatinib (Tykerb ), for a particular mutation that was
®

found by examination of my latest biopsy tissue. But my CT
and PET scans showed no improvement after a few months.

Care Unit and then the Medical Intensive Care Unit for more

My husband and friends were, of
course, all part of my support system,
but it was also important for me to
learn that I, at times, had to be my
own support system.

than two weeks. I was quite weak, but I told myself that this
weakness was just temporary and that I would get better
every day—and I did. You have to really believe that you are
strong and hope and believe and know that the next day will
be better.

I then switched to intravenous (IV) chemotherapy for about
six months, which did help shrink the nodules but not to

I always tried to maintain a sense of humor, which isn’t

My ongoing

the extent hoped. Then, in December 2016, I continued the

always easy to do. I always enjoyed having our big dog by my

hope and

weekly IV chemotherapy, but in addition began radiation

side. She is an Old English Mastiff that weighs 140 pounds

goal was that

treatments five times a week for a total of 35 treatments.

and is my very sweet, constant and loyal companion. I found

I would be

Although these treatments vastly reduced the size of the

that listening to music was helpful for me. I believe in not

strong and

nodules, and the lymph node had vanished, my medical

“letting yourself go.” I found that it is important to make an

that I would

oncologist advised me to continue the IV chemotherapy,

effort to look your best for yourself, whether that means

and could

Following those surgeries, I received chemotherapy every

in case any cancerous cells persisted. I agonized over the

wearing something pretty or putting on a little makeup.

take whatever

three weeks from December 2012 until sometime in late

decision to continue the IV chemo, as I always had extreme

spring 2013. My doctor at the time told me that I had a

facial swelling and redness, even with pre-medication of

My mother was close to 40 when I was born, and when I

17% chance of surviving five years and to follow up with a

steroids and Benadryl. I made the decision to continue the

was 8, she was diagnosed with advanced breast cancer. She

chest x-ray in six months. This was devastating news but

IV chemotherapy treatment until just a few weeks ago, at

underwent a radical mastectomy and her doctors told her

happened one
day at a time.

w w w. l c r f. o r g
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that I discovered two possible clinical trials and—when I

In spring 2014, my husband and
I were working on our sailboat
when I bent down and had trouble
breathing. I had previously reported
other symptoms to my doctor, but
there was now enough concern to
require a CT of my abdomen. The
abdominal CT scan showed evidence
of pleural effusion, and I was asked
to return to the hospital for a CT
scan of my chest, which confirmed
the pleural effusion in my left lung.
At the follow-up appointment, my
primary doctor informed me that I had
adenocarcinoma and referred me to a
local oncologist.

Anita
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progressed after six months of treatment with erlotinib—I
entered a Clovis Oncology drug trial in June 2015. This
new treatment reduced my cancer by 43%, but after eight

I credit much of my success to clinical
trials. I’m not sure if I would be alive
right now if I hadn’t enrolled in that
first clinical trial.

months and two dose reductions due to side effects, I

definition of hope, “a desire for a certain thing to happen”—
it didn’t strike me as being how I could live with such a
disease in a way that would bring me peace. So, I redefined it
for myself as realistic hope.

progressed and was removed from the trial. By this point in

It bought me eight months of decent quality time until a

2016, the other new drug that I had considered, osimertinib

really good drug was FDA-approved. If you’re considering

(Tagrisso ), had been FDA-approved. I began taking

a clinical trial, know that you’re going to be so closely

osimertinib and was on it until August 2017.

monitored that if it doesn’t work for you, you’re going to get

®

certain thing to happen.” But when I thought about it—that

out of that trial and be able to get on something that might
I began planning my next steps in the fight against lung

be more effective before humungous amounts of damage

cancer while still doing well on osimertinib. At the first sign

are likely to have been done. So, I don’t view it as being super

of slow progression, my oncologist biopsied one of my

high risk … not intrinsically more risky than other treatments

lymph nodes and sent it for Foundation One next-generation

that are available.

Realistic hope is living without
fear of the future with openness
to new possibilities, knowledge of
your ultimate goals, and a solid
understanding of the probabilities.

sequencing. Based on those test results, I had briefly enrolled
in a phase 1/2 clinical trial that combines erlotinib with

The most challenging thing to me is the impact of my illness

trametinib (Mekinist ), a MEK inhibitor, but am currently on

on the people who love me. I worry about the effect on

chemotherapy..

my husband, children, and parents, both of whom are alive

®

and still in good health. I’m not supposed to be sick with a
Since my initial diagnosis, staying informed and educating

terminal illness at the age of 65. Although I sometimes feel

myself has been a large part of my journey. I read research

downhearted, I’ve always been a rational and resilient person.

papers, participate in discussions online, and have attended

I try to acknowledge those feelings. I think they’re normal

conferences to increase my knowledge of lung cancer

and natural. I try to let them pass through me and not brood

and better understand my options. I just started piecing

on them—and then engage myself in something that I like.

Although I live in a rural community, I am fortunate to have

it together, bit by bit. When you’re first diagnosed, your

Practicing meditation helps me in this process of recognizing

access to excellent oncology resources at a local cancer

primary doctor is the one you rely on for advice and

my emotions but not spending a significant amount of time

center. My oncologist referred me for a video-assisted

referrals to specialists, so you’ve got to pick your general

on them.

thoracoscopic surgery (VATS) biopsy on the cancer in my

healthcare practitioner well. Also, trust but verify your

pleura and determined that I had an EGFR exon 19 deletion

doctors’ recommendations. Reach out to other patients—

I approached the question of what hope means for

mutation. This qualified me for targeted therapy. I decided

our best allies are each other. Doctors don’t always have

me similar to how I approach other aspects of my life; I

to retire from my job during this time and began treatment

time or knowledge to explain everything or provide

researched and created a meaning that was unique and

with erlotinib (Tarceva®).

emotional support.

appropriate for me. I looked up the dictionary definition of
hope, which is “a feeling of expectation and a desire for a

During my treatment with erlotinib, I began researching
my disease and treatment options online. It was there
w w w. l c r f. o r g
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When I was diagnosed with stage 4
non-small cell lung cancer (NSCLC) in
2012, I couldn’t believe the news. I had
always lived a healthy lifestyle: eating
right, exercising, going to the doctor
for annual physicals, and not smoking.
Lung cancer just never seemed like a
risk. Leading up to my diagnosis, I had
been feeling sick and battled through
four bouts of pneumonia. Eventually,
my doctors were concerned by how
often I kept getting sick and ordered a
CT scan. Although they saw an area of
concern, they didn’t think it was lung
cancer and proceeded with more tests.
My doctors speculated that it might
be leukemia or some sort of infection
but still did not consider the possibility
of lung cancer. Finally, a biopsy was
performed, revealing that it was in fact
EGFR+ lung cancer.

treatment. When erlotinib had become less effective, I

thinking about, “Why me?” Don’t become a hypochondriac,

sought other options and was accepted into a clinical trial

but make sure you understand what is happening with your

with an experimental drug by Clovis Oncology, which ended

body to distinguish between insignificant symptoms and

up not obtaining FDA approval. Nonetheless, I continued this

those that you should follow up with your physician.

treatment for 20 months with some complications (i.e. gall
bladder removal, cataract surgery, high glucose levels treated

Based on my own experience, I am a strong advocate of

by metformin) but still felt incredibly lucky to have an option

clinical trials. These trials are with cutting-edge, newer

aside from chemotherapy.

drugs and for patients who want to take a more aggressive
approach to treatment. Contact a patient advocacy group

About two years ago, I was on vacation and noticed that

for help in finding appropriate clinical trial programs. One

something didn’t feel right. Further scans revealed that

story I like to share is about a man who—seven years prior

my cancer was progressing and it was time to explore

to our meeting—had been diagnosed with lung cancer, was

other options. In 2015, I began an osimertinib (Tagrisso )

given only six months to live, and told to get his affairs in

clinical trial, which made a huge difference, and I started

order. Seven years later, that man’s recent scans showed no

feeling healthy again. I still continue to have success with

evidence of disease (NED), something he credits to being

osimertinib and try to remember that when I have setbacks,

part of a clinical trial.

®

I shouldn’t lose sight of the big issue. Little setbacks happen,
but bigger picture is survival.

My advice for newly diagnosed
patients with lung cancer includes:
don’t be afraid to ask questions and
surround yourself with a great support
system.

I believe that you have to have a lot
of hope.
It is also important to have a lot of trust and confidence
in your doctor. They are always looking out for you.
Not just today, but for the future as well. If you feel like
you’re going to second-guess them, then you need a
different doctor or talk to them about it.

It can be difficult to process and remember all the
information that you are being told and dealing with, so it
helps to have someone else there for support and assistance
in processing everything. My biggest supporter is my wife,
Teri. She makes sure I get all my medication, keeps my

My treatment began with the targeted therapy drug
erlotinib (Tarceva®), but I was warned that targeted
therapies tend to lose efficacy after about a year and
that clinical trials would be my best chance for future

appointments, and hears what I don’t hear at my doctor’s
visits. She has had to endure everything and deserves so
much credit. She is the one who keeps me going. Don’t look
at survival statistics too closely and don’t spend much time

w w w. l c r f. o r g
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These days, I volunteer as an advocate at several cancer

Many patients develop a strong
relationship with their oncologist over
the course of treatment, but for me
that bond formed in the late 1960s
at Fort Caroline Junior High School.
It was there that I befriended Shyam
Paryani, who would go on to become
Shyam Paryani, MD, an innovation
leader in radiation oncology. In July
2011, when I was diagnosed with stage
3B adenocarcinoma, I knew exactly who
to call.

centers in the Jacksonville, Fla., area. Newly diagnosed
people are looking for survivors. Cancer patients want to
talk to a survivor and look them in the eye. I carry my Bible
with me wherever I go and participate in a faith-based group,
Cancer Warriors for Christ, which helps inspire and support
cancer patients through prayer. I explain to patients who

My favorite saying, which I work
into my presentations, is the
abbreviation PTA, which in this case
stands for “Postpone the Autopsy”
and has become a motto to describe
both my own journey and how I hope
to inspire others.

are willing to receive prayers that not only do I pray along
with others for healing, but that I’m praying for strength and

When speaking with my oncologists, I’ll remind them that

whatever they need spiritually and emotionally that will help

they once told me “to get my affairs all in order and I’m

them deal with this.

telling you to Postpone The Autopsy.” I no longer fear my
routine checkups and continue to have hope that I’ll remain

Faith is a strong source of hope for
me. I define hope as “not of this
world.”

NED. So now with the strength of my faith, the support of
my wife, and the continued help of my childhood friend and
oncology team, I continue to PTA.

I admit to going through depression and other emotions
that commonly occur with the initial diagnosis of lung
cancer, but I don’t dwell on it, and I am past it now.

Cliff
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Upon receiving my initial diagnosis, I was told to get my

Survivorship is part of an eternal thing. The Lord has a

affairs in order, but reached out to my old friend for a

purpose in my being a survivor. I do mourn some of the less

second opinion. Dr. Paryani then led a team of oncologists

fortunate patients and acknowledge that there is a survivor’s

that included Unni Thomas, MD, and Michael Olson, MD,

guilt that occurs as a result. I also try to have a great sense of

to develop a treatment plan to give me the best chance

humor and will admit that survivors sometimes share a bond

at survival. I underwent 18 months of chemotherapy

of dark humor to help deal with the enormous burdens we

(carboplatinum and pemetrexed) and an extensive course

face as part of the disease. I also acknowledge that others

of Novalis Tx targeted radiation therapy. Throughout my

without cancer may find our humor to be in bad taste or

treatment, I had the constant love and support of my wife

even mean-spirited, but it’s difficult for anybody who hasn’t

and caregiver, Trudy. I can also proudly say that I never

been in our shoes to understand the severity of the issues

missed a day of work during that entire time. On December

that we as patients cope with daily.

15, 2012, my PET scan showed No Evidence of Disease
(NED). It was the best Christmas present I ever got.

I believe in being an advocate for your own health care and
educating yourself so you can be part of the group-making
process for your own treatment.

w w w. l c r f. o r g
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Although my diagnosis was devastating, I knew I could survive.

My symptoms began in spring 2008,
which led me to a number of specialists
and finally a pulmonologist. The
pulmonologist performed a spiral CT
scan and concluded in no uncertain
terms that I did not have lung cancer.
He did discover tracheal stenosis, which
was treated by another specialist with
a procedure to dilate the trachea. After
that procedure, I felt relief that I was
able to breathe more easily—in more
ways than one. My mother died of
lung cancer, and I was secretly worried
I would, too. After many years of
wondering, I finally knew that I did not
have lung cancer.

Darcy
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the ablation procedure, but unfortunately a biopsy one month

I’m also an active supporter of the Lung Cancer Research

later showed remaining cancer cells, and a new lymph node

Foundation and its specific focus on lung cancer research and

I was determined to make changes for myself and for others

tested positive. I felt so lost. I didn’t know who to trust or what

hope to work within the state of Oregon to improve the general

affected by lung cancer. After treatment, it took me some

to do. I knew that I needed to decide on my next step, but I

public’s knowledge of radon and its life-changing effects.

time to recover. I was working full time and began a vigorous

didn’t feel capable of making that choice.

exercise routine. It took about a year to feel healthy and strong

When speaking with newly diagnosed patients with lung cancer, I

again, but I finally felt great. I became quite a vocal lung cancer

I decided to contact my original oncologist, who had moved

highly recommend that you be your own advocate. When I think

patient. This was when I began to see the severity of the stigma

out of state, to review my scans and test results. A few days

about my mom and treatment and what I’m going through, I

related to lung cancer. I wasn’t prepared for the judging nods

later, he called to say that he agreed with my current medical

wish that she would not have been embarrassed by having lung

that whispered, “Lung cancer? Oh, you smoked, well …” The fact

oncologist and that he felt I should undergo low-dose radiation

cancer and felt like she could have advocated for herself. We’re

is that my smoking did not cause my lung cancer. My cancer

and chemotherapy. I immediately relaxed and knew that was the

going to change that so people never have to feel that way again.

and my mother’s were both caused by radon, which is an issue

right decision. I trusted him, and I was confident I could handle

I cannot stress enough the importance of being assertive to get

in my home state of Oregon. I grew up in areas with especially

the treatment. After all, I’d done chemo before and radiation

the answers you need.

high radon levels. I wanted to put a new face on lung cancer and

couldn’t make it that much different. For six weeks, I underwent

didn’t hide my diagnosis. I still don’t. I educate others as often

daily radiation and chemo—this time it was cysplatin and

Secondly, trust your healthcare provider but also listen

as I can about lung cancer and radon, particularly about the

etoposide. I grossly underestimated the side effects of radiation.

to your body. Find a healthcare provider who you trust

disparity in funding for lung cancer research.

I’d managed to care for myself during my first bout with lung

instinctively. Both times I had lung cancer, my body tried to

cancer but never would have been able to do so the second

tell me something was wrong. If I had listened to those who

In spring 2015, six years after treatment, I began experiencing

time without the help of my sister. She was invaluable. After

recommended I stop at any point along my now eight-year

new breathing issues. I wasn’t too worried, as all my scans

treatment, I also participated in a phase 2 clinical trial for a lung

journey, I believe the outcome would have been much more

since my first post-surgical exam had been clean. My doctor

cancer vaccine.

grave. Also, limit web searches to the blogs and resources that

discovered another tracheal stenosis, and I joked, “Be careful

your care team would recommend.

now, the last time you went in there, I came out with Stage 3

In April 2017, I found out my treatment was only 50% effective.

lung cancer.” Unfortunately, I did have cancer cells in my lung

I underwent stereotactic body radiation therapy (SBRT)

A few months later, I started coughing up small amounts of

near the original surgical site. I was devastated but took a deep

and began treatment with nivolumab (Optivo ). So far, I’ve

blood. My doctor suspected sinus issues, but to be on the

breath and figured out what to do next. I underwent several

found the treatment tolerable and feel fortunate to have

safe side, he went back in to look at my trachea. He found a

months of more tests and even more differing opinions. They

options. Do I have a ton of options? No, but I have this one. I

tumor breaking through the lower lobe into the middle lobe

could remove the rest of the lung. High-dose radiation and

remain optimistic for my future and the future of lung cancer

of my right lung. I had surgery to remove the lower and middle

chemo had a 90% success rate, but the cancer cells were

treatment.

lobes of my lung and was diagnosed with Stage 3a lung cancer.

located too close to my esophagus to risk high-dose radiation,

I then began four rounds of chemotherapy—two weeks on,

so the radiation oncologist was comfortable with only a low

I remain very active with a full-time job during the day as a nurse

future of lung cancer treatment in others, but also, I have hope

one week off—with cisplatin and gemcytabin. That was hard.

dose, which had a 30% success rate. I initially chose surgery to

at an insurance company and as a professional musician at night.

that we are going to get past lung cancer stigma. Nobody

I was given a 38% chance of surviving five years. I agreed to

remove the rest of my lung, but the day before it was to take

When I undergo treatment and can’t work or do what I enjoy,

deserves lung cancer. It’s not their fault. I want to change the

participate in a phase III clinical trial for erlotinib (Tarceva®).

place, the surgeon presented ablation as another option. I had

it helps me to remember that the treatment is only temporary.

face of lung cancer.

®

There is a quote by Christopher
Reeve that resonates with me.
“Once you choose hope, anything is
possible.” The word hope brings me
clarity even when I see it accidently.
It gives me pause. I have hope for my own treatment and the

w w w. l c r f. o r g
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When I first began experiencing
symptoms in 2010, I did what a lot
of people would do: I tried to ignore
the symptoms and delayed going
to the doctor for an exam because
my life was too busy. Eventually, the
symptoms began affecting my job and
extreme shortness of breath sent me
to the emergency room, where a chest
x-ray revealed a large mass in my lung.
I knew quite well what this could mean
because I lost both of my parents to
lung cancer, each passing five to six
months after their diagnosis. I was
additionally worried to undergo the
recommended biopsy since my mother
experienced a collapsed lung during
her biopsy.
When I was diagnosed with Stage 4 adenocarcinoma, I

Denise
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was told that I had about 10-15 months to live and was
advised to get my affairs in order. I moved in with my
cousin and started donating most of my belongings. I also
took care of my legal affairs and planned and paid for my
own cremation and funeral service. When I returned for a

follow-up appointment, my doctor mistook my laughter and

I met a survivor of 12-13 years who gave me hope. It was

with my sister and cousin. This location is important to

positive energy as not taking his advice seriously, but he was

the first time I had ever heard of anybody surviving beyond

my sister and me since it is where we used to play as kids

speechless at my response. I told him,

a year. For me, hope began with first learning that I could

and is the resting place of our mother’s ashes. It was also

survive, that it wasn’t an automatic death sentence.

important for me to make this walk as my mother passed

I took care of all the dying stuff
and I’m focusing on the living stuff.

away from the same lung adenocarincoma that I have now. It
The advice that I have for newly diagnosed patients with

also served as a challenge because it consisted of a 1.4-mile

lung cancer is to let people help you. For me it was simple

walk and included a climb up and down a total of 720 steps

Seven years later, and still surviving, that is exactly what I

things, like making my bed or doing my laundry. Some

(the equivalent of a 14-story building).

continue to do: Focus on the living. I underwent combined

people are going to disappear from your life, but other

chemotherapy (two to three months) and radiation (30

people will crawl out of the woodwork, and they want to

treatments), which was extremely debilitating and fatiguing.

do things to help you. Let them. Educate yourself about

As a result, I developed brittle bones and had surgery to

your treatment and disease. Learn how to tell a good health

repair some vertebrae. Four years after my lung cancer

website from a bad one. I would suggest resources such as

diagnosis, I developed a second primary cancer, invasive

National Comprehensive Cancer Network (NCCN) journals,

ductal carcinoma, a form of breast cancer. Also as a result

American Society of Clinical Oncology (ASCO) newsletters,

of treatments, I have decreased lung capacity, tinnitus, and

and resources from the National Institute of Health (NIH)

some cognitive issues, but I remain active and positive.

and the American Cancer Society (ACS).

I volunteer two days a week with the Link Navigator Program

I continue to live with my cousin and her family, and there

connecting patients with free services at the hospital, Cancer

are times that I am the healthiest person in the household. I

Support Community, and the American Cancer Society. I

have even served as a caregiver at times for them, the same

also serve on the Saint Joseph Mercy Cancer Center Patient

way they provided support and care for me when I went

and Family Advisory Council and the Radiation Oncology

through treatment. I also remain focused on improving my

Patient and Family Advisory Council as well as am part of the

health and physical endurance, beginning as short walks,

Patient and Family Community Engagement Council. I still

then progressing to exercise classes and bicycle rides. I have

attend weekly meetings at my cancer support community,

participated in a few 5K walks and spent a month in Europe,

which helps me with long-term challenges of independence

where I walked three to four miles a day. Settings goals is

or taking back ownership of my life. Some examples of these

one way that I continue to gain hope. I was afraid that I

challenges are making the decision to work or not work,

would never be able to ride a bike again, but I had a goal

whether to take a trip, and deciding to drive again. I also

that I wanted to be strong enough and healthy enough

use these meetings as opportunities to give hope to other

that I could go out for a bike ride if I want.

Every milestone that I hit fills me
with more hope.

patients. I tell them I’m a seven year survivor of Stage 4 lung
cancer, and you can see something change behind their eyes.

The most recent goal that I accomplished was a visit to

I had a similar experience of my own early in my diagnosis.

the Rosy Mound Natural Area in Grand Haven, Mich.,

w w w. l c r f. o r g
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My discovery of lung cancer in
September 2016 came about by chance,
after breaking my leg. I had been having
some hip pain over the summer, and it
had stretched down into my thigh. A visit
to the orthopedist in August resulted
in one of those awesome “women at
your age” conversations and a shot
for bursitis. The x-ray image stopped
just shy of the tumors that were yet
undiscovered in my femur.
A few days before I was due for a follow-up appointment
with the orthopedist, my femur broke as I was going down
the stairs in my house. The same orthopedist from the
August visit viewed my x-rays and this time could see the
abnormalities. He ordered an MRI and more x-rays. He didn’t
like what he saw and referred us to a comprehensive cancer
center of our choosing. After nearly a week of more x-rays
plus CT scans, MRIs and a bronchoscopy, I was told that I
had non-small cell lung cancer (NSCLC), stage 4. In addition
to tumors in the femur, they had found tumors in the lower

Elizabeth
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lobe of my right lung and in lymph nodes near it, as well as a
lesion in my brain. Shocked doesn’t even begin to describe
how I felt. Shocked not only at the diagnosis but also in
disbelief because, other than the hip and leg pain, I’d had no
symptoms—no shortness of breath, no coughing, no pain, no
headaches, no vision issues, none of the warning signs that
are typically indicators of lung cancer.

I received excellent care from clinicians at Hillman Cancer

A year after my initial diagnosis, I still don’t experience many

Center at the University of Pittsburgh Medical Center, who

significant symptoms. I’ve been fortunate to have had very few

sent my biopsies and blood out for genomic testing. I was

side effects from either the radiation or the daily regimen of

scheduled for CyberKnife on my brain and radiation on my

TKIs. One of the challenges, I think, that cancer patients face

now repaired and titanium-reinforced leg. As we wrapped

as medical science advances is that we don’t look like “typical”

up the radiation treatments, my genomic testing came back,

movie or TV cancer patients. I haven’t, and won’t, lose my hair

and I was told that I’d hit the ”jackpot” of NSCLC-ALK (non-

with this treatment; I am able to work full time, travel and work

small cell lung cancer with the anaplastic lymphoma kinase

out. I do get tired more easily. I do have some muscle and joint

mutation). Fewer than 5% of all NCSLC diagnoses share this

aches and pains as a side effect of alectinib, but I don’t have any

I refer to them as “our” oncology appointments because he

trait, but research has created a great window of treatment

dietary or lifestyle restrictions as a result of the treatments.

never misses one. He’s been with me for every treatment, as

Also, find somebody to be your
researcher to help investigate the
disease and treatment options. My
husband is my co-fighter, my warrior,
my researcher, my advocate, my
laughter, my shoulder to cry on, and
my true partner.

close as the radiation techs would allow—far down the hallway

opportunities.
In addition to my medical treatments, I participate in

behind the lead walls but still with me every step of the way.

I began my ongoing treatments in October—a family of drugs

complementary therapies—regular yoga, acupuncture,

But that is just the details of what he does. He helps me in

called oral tyrosine kinase inhibitors (TKIs). These treat my

therapeutic massage and physical therapy/training sessions along

more ways than I can even try to articulate. Together, we stay

lung cancer systemically. Many people refer to these drugs as

with a naturopath and nutritionist as needed. Other than that

as positive as possible, enjoying good food, friends, travel and

“oral chemo” even though that isn’t completely accurate.My

pesky cancer, I’m probably healthier than I have been at any other

much, much more. He knows when I’m struggling and can

oncologist strikes a good balance between realist and optimist.

time in my adult life. I also stay active and credit exercise with

appropriately be my cheerleader or, if needed, remind me to

helping manage the muscle, nerve, and joint pain attributed to

get over myself.

We talk about not only my current
treatments but what will come next
or down the line from that. We’ve
talked about options for other TKIs,
other therapies, potential trials, if
appropriate, and additional biopsies
and testing when failure happens (a
reality—whether this year or next year
or the next).
I’m hoping for a good long run on alectinib but also keep in the
back of my mind that eventually its effectiveness will come to
an end. I’ve had three cycles of clean scans. I’m not considered
in remission; I’ll never be considered in remission because if I
stop taking my medication, it’ll come back. I’m considered no

the TKIs. If I keep moving, I do better; if I don’t keep moving, the
muscle and joint pain increases. I also recently participated in a

I think that you have to have both a strong sense of hope

5K for Free to Breathe in Pittsburgh, Penn., without my cane and

and a sense of realistic hope. I come from a historically

was the No. 1 fundraiser for our walk (and No. 2 in the nation at

long-lived family. My grandma is still alive. She’s 98 years old.

the time!).

In my head originally, before all of this, that was sort of my
thought process—living into my 90s. I still hope for that,

For newly diagnosed patients, I recommend finding a support

but realistically I know that my lifespan will probably not be

group. Find your community. Whether that’s a Facebook

that. But that doesn’t mean I can’t hope for as long a life

group, a support group, your family, something through the

as possible and the best quality of life possible. That’s what

Lung Cancer Research Foundation. Find that community that

hope is to me. It’s not just looking at only length of life, but

can lift you up and carry you and sympathize with you, both

depth, richness, doing the things you want to do, and being

literally and figuratively.

around the people you want to be around. Creating a life
for yourself that is everything you want it to be regardless
of cancer.

evidence of disease (NED).

w w w. l c r f. o r g
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My journey with cancer began in 1991,
when I was diagnosed with thyroid
cancer. In 2006, I was diagnosed
with Stage I breast cancer after a
mammogram and then diagnosed with
Stage 4 lung cancer after receiving
a chest x-ray for what I thought was
just a cold. I jokingly refer to myself as
a “Super BLT”—a survivor of breast,
lung, and thyroid cancer. Humor is
one of many ways that I have dealt
with these multiple events and is
something I continue to use 11 years
after my lung cancer diagnosis of
bronchioloalveolar carcinoma, also
known as adenocarcinoma in situ.

gather your friends and family into a research team to help

I had a two-year and 10-year party to celebrate my

look into the details of the studies.

continued survival and refuse to be defined by my cancer.
I have cancer, but cancer doesn’t always have me. I try to

Although the subject of lung cancer can be disheartening, I

be an example of hope that can be made possible with a

believe you have to make the experience fun. My advice is to

positive outlook, even in the face of a serious diagnosis such

form a support group for yourself or find one and don’t be

as lung cancer. One of my doctors refers to me as a “spark

afraid to ask for help. I surrounded myself with a wonderful

plug” because of my overwhelmingly positive energy. My

group of family and friends during my treatment who

optimism and sense of humor is inspiring in the context of

helped by doing things like bringing meals or hosting a wine

lung cancer, but even more so when I remind myself that I

and cheese “shave the head” party when I went through

am a “Super BLT.”

chemotherapy.
Overall, I try to remain positive, but I also admit there are
times I will allow myself a five-minute cry to express my
feelings without dwelling on the negative aspects for too
long. When you’re first diagnosed, everybody is there, but
eventually people go back to their daily lives. Although it can
feel like a loss at first, I have found that people are still there
for you when you reach out. You learn who your friends
truly are and are not. I feel very fortunate to have such a
wonderful support group.
For me, hope is an acronym: H is for happy memories, O is
for being optimistic, P is for being positive, and E is for being

At the time of my lung cancer diagnosis, my thoracic

enthusiastic about life. You should try to make everything

oncologist at the University of Maryland suggested that I

fun and celebrate life! Even though you can’t change your

join a clinical study. I agreed and began a clinical trial with

diagnosis, you can change your attitude toward it.

erlotinib (Tarceva®) plus chemotherapy. My response to

Eris
18

FA C E S O F L U N G C A N C E R

this treatment was so positive that I participated until the
end of the trial, closing the study. I have been on erlotinib
successfully since then. I’ve even learned to see the silver
lining in troublesome side effects from the treatment—side

One of my friends says, “For Eris,
her entire existence is about the
celebration of life, and I am honored
to be sharing this era of life with her.”

effects mean it is working. My recommendation for any
newly diagnosed patient considering a clinical trial is to

w w w. l c r f. o r g
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At age 57, my diagnosis of Stage 4
adenocarcinoma came as a complete
shock to me and my family. As a nonsmoking woman in generally good
health with no family history of cancer,
I wondered, “Why me?” And there are
days that I still wonder, “Why me?” But
the real question is, “Why anyone?”
Despite receiving a fraction of research
dollars, lung cancer takes more yearly
lives than breast, prostate, and colon
cancers combined. Regardless, with the
relentless work by organizations like
Free to Breathe and researchers around
the globe, there is hope that lung cancer
can and will be classified one day as
a chronic disease and will become a
treatable condition like diabetes or high
blood pressure.

“scanxiety” when I am due for brain scans every six months and

Hope is everything. New treatment options are an example

CT scans every three months, I also acknowledge the many

of hope, and I find inspiration in people participating in

positive side effects of the disease.

fundraisers. I recently organized a successful garage sale
fundraiser for Free to Breathe (now the Lung Cancer Research

I have a new appreciation for each
day, and I try not to sweat the small
stuff and even some of the bigger
stuff. Seeing my youngest graduate
high school, celebrating mine and my
husband’s 60th birthdays, and taking
trips with my family were filled with
a newfound gratitude.

Foundation), and the generosity of those who attended was
astounding. I also find reassurances through the hard work of
my oncologist, Ramaswamy Govindan, MD. His dedication will
assure that lung cancer will one day be a treatable condition.

We are all ants on a sidewalk;
people with cancer can just see the
foot. Slow down, be kind, and live
and love with limitless joy.

Although I wish I could have continued working, I enjoy
volunteering as a tutor for young children and being a lung
cancer advocate.
While I have a wide-reaching support system consisting of
friends and family, there have been a few in my life who feel
uncomfortable talking about lung cancer and prefer to not
acknowledge it, which can be hurtful. I highly recommend the
book Dancing Through Cancer to both those newly diagnosed
and to friends who may not know what to say. I credit the
book with being an inspiration when the disease has me down.
To those who have been recently diagnosed with lung cancer,
know that there is hope. Survival statistics on the internet
don’t tell the full story, and lung cancer isn’t necessarily the

Jayne
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My family has been overwhelmed with gratitude for all the

death sentence that it once was. My advice is to live each day

support and love that I have received since being diagnosed

to the fullest, don’t put anything off for later, and absolutely

in February 2014. In the past three and a half years, with the

celebrate all that you can (especially birthdays!). I also highly

help of the drug erlotinib (Tarceva®), my main lung tumor has

recommend finding a good counselor or therapist. You need

shrunk more than 75% with no new growths. While I struggle

to let your guard down. Therapy is when you don’t have to

with some painful treatment side effects and experience

remain strong.

w w w. l c r f. o r g
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When I was diagnosed with lung cancer
in 2004, I was already intimately familiar
with the disease, having lost my father
to lung cancer in 1987. However, this
prior experience didn’t make my own
diagnosis any less shocking. My own
diagnosis was unique in that I began
experiencing symptoms but displayed
no tumors in my lung. To this day I still
don’t know what stage it was because
my case wasn’t typical. After being
observed by multiple doctors over three
months, it was finally determined that I
had lung cancer located near the joining
of my lung and windpipe. I immediately
underwent surgery, followed up with
three rounds of chemotherapy and
have been no evidence of disease (NED)
since 2004.

Jim
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and treatment. My wife has put up with all the ups and
downs associated with ongoing care and the emotional
strain that goes along with it. She has stepped up to
stand for the cause with me, helping me with Free to
Breathe events. I’m so grateful for the outpouring of

I sometimes worry about a reoccurrence. But, I catch myself

cancer, but I didn’t find a lot of positive resources when I

and direct that misguided energy to something positive.

began searching. I looked around the internet and joined a

I always try to stay in the day. My advice to you is to stay

few discussion groups, but they were too negative and self-

positive and fight. Learn all you can about your disease and

defeating for me.

what treatments are available to you. Discuss everything with
your doctor. Don’t search for too much information on the

I just happened to stumble across the
National Lung Cancer Partnership,
now called the Lung Cancer Research
Foundation, and I found a group
of people who were excited about
helping people with lung cancer and
had a great positive attitude toward
that goal.
support that I have received. It really does help when things

After seeing that the closest event was in Philadelphia, I

get tough. The support of my family helped me stay positive,

volunteered to put on an event in New Jersey. It has been an

and I recommend a positive attitude for newly diagnosed

amazing gift to me as I have met so many new people who

lung cancer patients. I did my best to maintain a hopeful

have gone through the challenge of a diagnosis and others

attitude through it all by staying connected with those who

who have suffered a loss. One of the great things about these

mean the most to me. My entire family has been instrumental

events is it shows we are all in this together. It’s hard getting

in supporting me with anything related to my lung cancer.

people involved and keeping them involved, and there are

My younger brother drove me to all my appointments even

difficulties in getting media coverage specifically for lung

though he lived an hour or so away from me. My sister and

cancer, which may have a lot to do with existing stigmas

older brother were always calling to check in, and coworkers

associated with the disease as opposed to other forms of

were a huge help in helping me maintain a healthy attitude.

cancer. Nevertheless, I continue to keep a positive perspective

I don’t currently undergo follow-up scans, which I admit was
My family became my support group during my diagnosis

through similar experiences to what I underwent with lung

hard to be comfortable with at first. After being cancer-free
for five years I was not allowed any more CT scans for fear
of the radiation causing new cancer. I had been used to the
reassurance I got from the six-month CT scans, so when they

internet. Ask your oncologist or a trusted medical professional
for recommendations on sites that they advise patients to use.
Somebody once told me by living past five years after my
diagnosis that I was a unicorn, a reference to how rare of
a feat that was. Now I tell others to go and be unicorns, to
think of themselves as capable of the same accomplishment.
Keep moving yourself in the right direction and don’t ever
lose hope.

and seek to help others.

The two biggest pieces of advice that
I can offer newly diagnosed lung
cancer patients is the importance of
positive attitude and education.

stopped I found myself worrying about the unknown. I knew I
needed to channel my worries into something productive.

Even to this day, my main challenge is attitude. I sometimes

I wanted to get involved and help others who were going

stop and think of my surgery, and it sends chills up my spine.

w w w. l c r f. o r g
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When I first began experiencing
symptoms, I was referred to a
rheumatologist because of my worsening
joint and muscle pain. After examination,
I was told that I had a mass in my lungs
that was preventing my bones from
getting the oxygen they needed and that
once the mass was treated, my bone
pain would go away. I was referred to
a pulmonologist and then to the Lung
Cancer Specialty Center at St. Joseph
Mercy Hospital in Ann Arbor, Mich.
There, my diagnosis was ultimately
changed to lung cancer—Stage 3B
adenocarcinoma with Stage 4 lymph
node involvement. To further complicate
my diagnosis, a pulmonologist at the
Veterans Affairs hospital told me that I
have asbestosis with complications of
lung cancer and COPD.

Jim
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9, and Leda, 7. I don’t know if I could breathe without them.

grant applications to help determine which ideas need to be

They’ve made me a better man than I have ever dreamed of

funded. I serve with the Patient-Centered Outcomes Research

being, and they’ve brought so much joy! My life is fuller and

Institute (PCORI) and Department of Defense (DOD). I also

more meaningful than I ever thought possible. There is certainly

sit on institutional review boards at the University of Michigan

the challenge of being a dad with a young family, constantly

Veterans Administration, and Trinity Health. I even put on a

worrying what will happen to them should I pass tomorrow or

couple of fundraisers. I rode my motorcycle the 1,280 miles

I had to see a pulmonologist who specialized in asbestosis

wondering if I’ll be around long enough for them to remember

round trip from Michigan to New Jersey for the Lung Cancer

to get anyone to consider that exposure as a possibility. The

me. But it’s a gift that I have had 12 years to take care of them

Action Summit in 2015. My goal was to raise $5 per mile, or

linkage to asbestos has had significant financial, legal and social

and for them to get to know me.

$6,400. While I came up short of my goal, I still raised more

I encountered a lot of stigma and
preconceptions associated with lung
cancer. Because I was a smoker, nobody
listened when I talked about my work
with asbestos.

impact for me. Without it, the VA might not have recognized

than $5,400. I repeated the effort with a 1,700+ mile roundtrip

my disability as service-related, the courts would not see my

My advice to newly diagnosed cancer patients is to know that

disease as qualifying for compensation under the asbestos trust

people can’t help themselves when they offer you ”advice.”

funds, and it would have continued to allow society to take the

When people tell you it’s all about your attitude, or that the

I have so much gratitude to everyone who donated to my

easy route of blaming lung cancer all on me.

Lord won’t give you more than they can deal with, just laugh

campaign, but one donation stands out—my friend Renai, who I

at their ignorance. You’re entitled to get mad, sad, bad and

met at the Action Summit five years ago. She had lost her father

While undergoing treatment, my family was my support group

giddy, because it’s really only happening to you. Focus on what

to lung cancer, and we became close at the summit. I was left

and continues to be a huge source of inspiration for me. When

YOU need. I also recommend taking heart in the fact that

speechless when she shared my picture on her Facebook page

you’re faced with a lung cancer diagnosis, it helps to have people

lung cancer science has come much further in just the last

and quoted something I had told her years ago. As devastating

you love in your corner. My wife, Cathy, fits that bill. I don’t know

four years. If there was ever a time for hope for this disease

as lung cancer can be, it has truly brought many wonderful

how she does all that she does, or how she holds it all together

it is now. Now more than ever, patients need to be actively

people into my life.

with such grace. She refused to believe that I could or would

involved in every part of their treatment. Ask questions, do

die through all of this. Actually, Cathy was six and a half months

your research and get second opinions. Seek out a different

Cancer gives you a gift, the gift of time in that it gives you a

pregnant the day I was diagnosed, and my eldest daughter Stella

provider if they are unwilling to include you in your treatment

chance to create memories and do something with your life,

was born when I was just starting chemotherapy and radiation.

decisions. Many patients never see a cancer specialist or see

unlike sudden death from an accident. There is a Greek Orthodox

I had a lot more to worry about than lung cancer. At 21 days of

one too late. My oncologist, Philip Stella, MD, has been a rock

saying that translates as, “May their memory remain eternal.” My

age, Stella had a brain bleed that left her with many physical and

for me. He is a source of constant encouragement yet is also

hope is that my memory will remain eternal with my daughters

cognitive challenges. It became easy to forget about my cancer

an honest confidant. He is a man who loves his work and shares

and that I continue to create new memories with them.

while she struggled to live. Life has not been easy for Stella, yet

his enthusiasm and joy for life, and that has proven to be a

she remains one of the happiest and most loving people I’ve

touchstone for me. Don’t rely too much on survival statistics.

From a personal perspective, it remains a debilitating diagnosis,

ever known. When I see her joy for life, I find myself unable to

The stats online don’t take into account the current patient and

no matter what you call it. I underwent treatment in 2005 and

complain over anything I’ve experienced!

treatment landscape. The stats are correct, but not right for you.

My family has continued to grow, and my wife and I are now

Getting involved in the lung cancer community is one way

blessed to have three wonderful daughters: Stella, 11, Grace,

that I hope to bring forth more progress. I review research

2006 and continue to have no evidence of disease (NED)
since then.

ride to Minneapolis for the 2016 Summit.

I am alive, so I make sure to tell
people that I had/have lung cancer.
Just getting that out there spreads the
message that this disease does not have
to be a death sentence. My life is an
example of what is possible, and my
life is pretty wonderful!
w w w. l c r f. o r g
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area of concern and with that information, a chest CT was

Prior to December 2013, when the
US Preventative Task Force (USPTF)
published their recommendations
for people at risk for lung cancer, I
always felt lung cancer was diagnosed
in one of three ways: simple luck,
diagnosis after symptoms appeared,
or healthy paranoia. Even though I
was asymptomatic, my cousin’s death
in November 2010 from Stage 4 lung
cancer caused me to consider my own
risk for developing lung cancer. While
I was not a smoker at the time of my
cousin’s death, I did have a history of
smoking and my “never a smoker”
cousin’s diagnosis gave me reason to
think that perhaps there was a genetic
predisposition for lung cancer in our
family.

then warranted. The chest CT showed two small nodules in
my right lung; perhaps histoplasmosis, my doctor suggested.
I was given a choice of rescanning in three months or six

I am an example to others of the
benefits of early diagnosis, which was
possible due to my persistence and
being my own advocate.

months; I opted for three months. Three months later, the
repeat chest CT showed that one of the nodules increased

Although I admit to having some depression when I was first

in size.

diagnosed, I found hope in getting involved in the research
aspect of my own diagnosis and treatment. I also found hope

I underwent a thoracotomy and the upper and middle lobes

in getting involved with groups like Free to Breathe.

of my right lung were removed and because I was stage 1A,
I did not require adjuvant chemotherapy. Six years later, I

When I was initially diagnosed, I was very selective with

know I am alive because of lung cancer screening and early

whom I shared this information. I confined my story mostly

detection. I encourage everyone to take charge of their

to close friends and family because I knew the first words

health, recognize their risk factors and take advantage of

out most people’s mouth would be, “did you smoke?” As

screening programs that are available.

if anyone deserves any kind of cancer. It was those close
friends and family members who provided me with the

In hindsight, my paranoia is better
defined as vigilance since my instincts
proved to be correct.

greatest source of hope. My husband was especially caring
and considerate, leaving notes for me where he knew I
would find them. Loving notes with simple phrases, such as
you are going to be fine...you’re a survivor!

As an RN who works in clinical research, I am familiar with
clinical trials and have become even more active since my
diagnosis. I serve on Patient-Centered Outcomes Research
Institute (PCORI) studies to help focus funding on research
for future lung cancer treatments. I also use interactions
with other people as “teachable moments” to educate
others on a variety of topics, such as how to react to
somebody revealing to you that they have been diagnosed

Kathy
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Taking these factors into account, in December 2010 I

with lung cancer or common misconceptions regarding the

made the decision to pursue a lung cancer screening. My

stigma of smoking and lung cancer.

initial request for a CT scan was denied due to my lack of
symptoms. Persistent to what I believed, at the time, to

Overall, I endorse patients with lung cancer to take charge

be healthy paranoia, I settled on the chest x-ray that was

of your own health care and be your own healthcare

offered in lieu of the chest CT. My chest x-ray showed an

advocate.

w w w. l c r f. o r g
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I was diagnosed with lung cancer the
day after Christmas in 2013. I’ve never
smoked, rarely drink a beer and have
always been very active. Some would
say overly active, competing in running
races, cycling events, triathlons, and
duathlons of every distance. After
heading out for my run one evening, I
had a sharp pain on the left side of my
chest. I finally had to stop and walk back
to my office. Soon I was driving myself
to the emergency room, knowing
something was not right. After multiple
tests, they saw something on one of the
scans but wanted a pulmonologist to
take a look. He saw two dark areas in my
left lung that concerned him, so I was
scheduled for a bronchoscopy in order
to get pathology. A week later, my wife
and I met with him – it was the day after
Christmas – and he sat down with us to
tell us that it was indeed cancer. Lung
cancer.

Photo by Cassie Wright Photography, Athens, GA

After undergoing a mediastenoscopy at Winship Cancer

and half years since my diagnosis.” I also recommend that

No matter how much I’ve come to “normalize” the fact that

Institute at Emory University to determine the staging, I

you educate yourself. Learn as much as you can about the

I have this disease, there is never a day that goes by that

was told that I had Stage 3B lung cancer. I had two tumors

disease. Learn as much as you can about the treatments.

it’s not the first thing that enters my mind when I wake up.

on my left lung and some cancer in the lymph nodes of my

Learn as much as you can about the drugs. Find good

Though we are still riding out this “hurricane,” in some ways,

sternum. Surgery was not an option. They also determined

resources like Free to Breathe. Know where the legitimate

I’m one of the lucky ones. The cancer has pushed me as a

the cancer was the ALK gene mutation, which meant

online resources are. Plan realistically for the future, which

human being, expanding my life experiences. Yes, it sucks to

targeted therapy could be part of my treatment.

includes getting your paperwork in order.

have cancer, but it has inspired me to grow in ways I might
not have otherwise. Odd as it may sound, I am grateful for

Initially, I began treatment with crizotinib (Xalkori ). It

Becoming or remaining physically active is another

worked well for the most part, but it also caused some issues

recommendation that I give to others.

®

with my liver enzymes. I had to back off the crizotinib for a
period until my enzymes normalized, and then I resumed at
a lower dosage. This happened three times, but each time
it was less of a spike, as if my body was becoming more
tolerant.
In April 2014, the FDA approved a new drug, ceritinib

the life lessons it has taught me so far.
Maybe this is what I have really been training for all these

I don’t care if you were not active
before you started this, you need to
start right away, and it needs to be
something that you do regularly.
You’ll find that it benefits you both
physically and mentally.

(Zykadia ), and I began taking it near the end of May. After

years—all those triathlons and long training rides on the bike
and 5Ks, 10Ks, marathons and circuit classes, and morning
runs, and long rides and swim sessions—maybe they have all
been about getting me in fighting shape to face this.
Five percent—that’s the five-year survival rate for Stage IIIB
lung cancer. A formidable number but not insurmountable. If

®

just two months on ceritinib, I had a CT scan that showed

Most people seem to think that because I’m active and

I put that in racing terms, I can better understand it. I’m not

one tumor had reduced 50% and the other had essentially

otherwise healthy, that I am fighting back the cancer on my

usually the fastest guy at a race, but I’ve finished in the top

disappeared.

own. But that’s not the case. The medication I take is what

2% to 5% in a lot of races. So why not do the same with this

is allowing me to live an active life despite metastatic lung

race against cancer?

I continue to take ceritinib and may very well be taking it

cancer. I see it as more of doing something for myself and

for the rest of my life, or at least until the cancer becomes

enabling me to live with the cancer in a way that I want to

I choose not to settle for where I am with this disease. I

resistant—something that often happens with targeted

live as opposed to letting the cancer run my life.

want to improve in everything I do—my work, my health,

therapy drugs. At that point in time, we’ll decide what the

my breathing, my strength, my running, my cycling. I want
Our approach to dealing with this is to LIVE! Our philosophy

my lungs and my heart to be stronger next month than they

has been, “Start where you are. Use what you have. Do what

are this month. And even stronger the next month. I don’t

In December of 2016, I was diagnosed with three brain

you can.” We really have no other choice. I have cancer. That’s

want pity. I want to be challenged. I want to be pushed way

metastases and underwent radiation treatment. That’s why

the reality. But it does not define me. Crying about it or

out of my comfort zone. I want to pour sweat and fall down

you have to continue to monitor it and why other drugs are

second-guessing does no good. Analyzing survival rates does

and get dirty, and I want the people around me to enjoy

being developed and why our research MUST continue.

no good. So let’s get on with it. Arm ourselves with as much

being a part of that as well. It’s the only way I can continue to

knowledge and positivity as we can. Do the best that I can

improve. It’s the only way I want to live.

next step will be.

When newly diagnosed patients ask me for advice, I tell

to stay healthy, make intelligent nutrition and health choices

them, “Patience, which is a hard thing to grasp, but it’s

to help ward off both the cancer and the side effects of the

something my wife and I have learned over the past three

meds. Fight. Every day. But more importantly, LIVE! Every day.
w w w. l c r f. o r g
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My journey began with a fall on
Thanksgiving Day 2015. Later that day I
began experiencing difficulty breathing
so I went to the hospital to have my
injury assessed. The x-ray showed that
I had two fractured ribs, and it also
revealed nodules presenting in both
lungs. A series of tests and a PET scan
were immediately scheduled to rule
out cancer. Upon completion of the
tests, no evidence of cancer was noted,
although I was asked to return in three
months for follow-up.

I am a nurse, and my profession unequivocally promotes the

My first CT follow-up status post-chemotherapy was

my journey. I am convinced that God is using me as His

importance of second opinions. I adamantly advocate all

indicative of remission and I then began volunteering in my

vessel to go forth in being an advocate for second opinions,

patients to exercise their right particularly in life-threatening

chemo unit at Froedtert Hospital.

educating, providing awareness, volunteering, and most

diseases. I had yet to complete an MRI prior to my office visit
with my new team, however after I did and was on my way
home, the oncologist from Froedtert Hospital called and ask
that I come in that afternoon. I did.
She introduced herself with, “There is no cancer of the brain.
Hello, I am Dr. Menon.”
While that was great news and I was feeling ecstatic, my

The lack of physical support groups for lung cancer patients

new team was still baffled by the distinctive features of

is dismal. Many support groups exist only on the internet

my disease. Again, I continued to be asymptomatic—vital

or via phone. One organization stated to me, “There are no

signs within normal limits, pulmonary function tests at

survivors,” to which I responded, “Well, here I am and my life

100%—but my team was a standstill due to my lymph node

and every lung cancer survivors’ lives matter.”

biopsies lateral and medial being negative. Neverthless, the
biopsies of the lung were confirmed as small cell lung cancer
extensive stage incurable. The right lung presented with

Margo
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Surprisingly, my follow-up tests
presented with noted changes on one
of the nodules. Numerous biopsies
were performed, and I then met with
the oncologist where I was informed
that I had small cell lung cancer
stage 4 incurable. I was mesmerized,
asymptomatic, and wondering how
could this be.

importantly, to know unequivocally, that God is the Great

The best day of my week is on
Tuesday when I go in to volunteer
and am able to help motivate other
patients, lift up their spirits with
encouragement, empowerment, love,
and compassion.

small cell lung cancer and adenocarcinoma; the left lung with
adenocarcinoma.
The plan of care since the prior lymph nodes were negative
was to perform a frozen section of the right axilla lymph
nodes which provided a larger sample to be biopsied. If the
findings were negative, the surgeon would remove the two
tumors from the right lung - a ressection surgery; if it was
positive, no surgical removal of the tumors would be needed.
To God be the glory! Both tumors in the right lung were
removed, and the frozen section lymph nodes tested negative,
which baffled the team yet again. We then agreed upon
aggressive chemotherapy with follow-up CT scans every
three months and chemotherapy every 21 days from August
through October.

Undeterred, I continue to share my inspiration. Survivors
need a voice to help other patients reach survival mode.

Physician and that only He knows the hour and the day. If
you believe, you can conquer.
My brothers and sisters, we share a common denominator,
and it is called lung cancer. I want you to know and never
doubt that there is a God and He is here for you. Let’s keep
HOPE alive. I’ve been in remission for one year one month
and counting. I was initially diagnosed in April 2016 with 3
months to live and I am still standing. Thank God for that
second opinion. Paul said, “Call forth those things be not
as if they were.” It is not over until God says it is over. I have
not renewed my nursing license as I only want to be a lung
cancer survivor advocate, sharing my testimony and giving
God all the glory. #Wecanmakeadifference.

A positive disposition can carry you over mountains. I
vehemently feel that by embracing faith-based resources
to help with this journey, you can get through the process
more easily with peace and joy and learn to be your own
advocate, first and foremost. I am reminded of a fellow lung
cancer patient who was so afraid but was comforted when
I explained to her that faith and fear cannot live in the same
household. The patient mailed a thank you card to me and is
presently in remission.
Throughout my diagnosis and treatment, I wondered how I
was able to take this new onset diagnosis so comfortably. I
remember I called my pastor and he replied, “Because you
know your God.”
This strong will of faith is paramount and is abundantly in my
story. Faith is a source of hope and confidence as I continue
w w w. l c r f. o r g
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My journey with lung cancer began with
a minor car accident and a follow-up
MRI to examine my injured neck. I wasn’t
surprised to see that my neck was,
indeed, messed up, but as a non-smoker,
I was shocked to find out I had a spot on
my lung that turned out to be bronchoalveolar lung cancer. Within weeks, I had
a lobectomy and started life after cancer.

Marlin
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Over the next 12 years, I enjoyed life
with no sign of recurrence. A lot of
life happened during that time. My
children graduated from elementary
school, high school, and college. My
husband and I celebrated our 25th
wedding anniversary. I participated
in weddings and birthdays and
graduations and celebrations of all
types, as well as a few funerals and
some sadness along the way. It was life!
Wonderful, joyful, normal, healthy life!”

I felt fortunate for that early detection, which eventually

but he ordered a PET scan just in case. I didn’t see anything

you need to make informed decisions, and don’t be reluctant

allowed me to use the C word: Cure. After the first five years,

worrisome on the PET film. To my unprofessional eye,

to share any worries or concerns with your doctors. Don’t

I wasn’t afraid to use it. But, that didn’t mean I could be lax

nothing stood out, and I anticipated yet another easy follow-

rely on survival statistics, as they reflect people who were

about follow-up. I continued my routine doctor visits and

up appointment. To my surprise, my pulmonologist showed

diagnosed late or had older treatments. They don’t reflect

check-ups. My follow-ups became less frequent, but they still

me an ever-so-faintly pigmented pixel on the PET scan that

the newest treatment options.

happened. After 10 years, I was ready to drop to one follow-

corresponded to a tiny spot on the CT scan. This was not a

up annually.

recurrence. It was a new primary. The radiologist had made a
brilliant diagnostic call! Radiologists are heroes in many of our

Twelve years of follow-up is a lot of
doctor appointments for a long time.
It’s a lot of CT scans. Every one was
worth it, though, because a followup saved my life a second time.

stories, and they often don’t get mentioned.
My persistence in regular screenings resulted in discovering
my second incidence of lung cancer early. Given the small

Newly diagnosed patients should get
treatment immediately. Don’t give
cancer even one extra minute to grow or
take a tighter grip on your health. And,
follow-up is forever! Never stop. Early
detection makes a cure more likely.

size of the tumor, my surgeon was able to perform a wedge
resection and spare the rest of my lung. My surgeon came

Milestones change, and hope gets you through, and you

In spring 2016, I had a routine CT scan before my regular

in smiling and told me that everything had gone perfectly.

don’t look back at those markers anymore. You’re not going

follow-up appointment, just as I had the

My pulmonologist was able to joke with me that I was good

to walk as fast as you used to, but you’re going to walk.

previous 12 years since my initial diagnosis. As time passed,

for another 12 years and many more years beyond that. The

Embrace it and love yourself for being able to breathe at all.

I had less anxiety associated with these scans, and they

surgical residents all congratulated me on being cured of

There will be changes, but it’s all good because you’re alive.

took on a relaxed, happy quality. My doctors had all come

lung cancer for the second time. And yes, they all used the

to know me very well. They regularly told me that I was the

C word. “Cured of lung cancer for the second time.“ That

easiest appointment of the day and often regarded me as

describes this new chapter of my life well!

an example of a good outcome for lung cancer treatment.
I realized something was different as I picked up the
radiologist’s report after that appointment. I noticed
immediately that the report was not the expected short one.
It was a two-pager. I knew from experience that two pages
usually meant findings, but I also knew that findings on lung
CT scans usually turn out to be unimportant. The report
indicated that I had no significant change since my previous
CT scan a year earlier, but there were significant changes
when compared to my CT scan from two years prior. That
meant further tests and follow-up were recommended.
My pulmonologist didn’t see anything concerning right away,

What does it take to be cured of cancer for the second time?
It takes early detection, rapid and aggressive intervention by a
dedicated team of cutting-edge professionals, and relentless
permanent follow-up. Patients need to communicate their
wishes to the medical team. In my case, I let my team know that
I want to live and that they should do whatever they had to do
in order to save my life, and I promised them that I would be
brave and let them.
Patients need to be persistent and highly aggressive in
advocacy for your health. Don’t slack off on appointments,
treatments, or good health habits. Get all the information

w w w. l c r f. o r g
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In late September 2010, I noticed a
lump right above my left collarbone.
As a nurse practitioner by trade, I
knew that was a weird place to have
a lymph node pop up. After watching
it for a couple of days and showing
it to a colleague of mine, I went to
my primary care provider for his
opinion. He kept asking questions, and
I kept saying no. Fever? No. Cough?
No. Weight Loss? No. Recent illness?
No. Fatigue? This one was harder
to answer. What working mother
isn’t fatigued? At the end of the
appointment he suggested a chest
x-ray. I got the call the next morning.

abdomen but no other distant metastasis. After consulting

do have to gather a team around you that will help

with my local oncologist and the excellent doctors at the

you figure that stuff out.

Cleveland Clinic, I began chemotherapy on my 14th wedding
anniversary, in late October 2010. Initially, I had a great

I also enjoy sharing my story with others online. A

response to a combination of chemotherapy and radiation,

couple of years before my path changed direction

followed by chemotherapy maintenance, except for the

with this diagnosis, I had been writing a blog, which

nodes in my abdomen. I’ve experienced some recurrence

documented my family’s journey with this illness as

since then, including brain metastasis in January 2016, which

well as with life in general. It just seemed natural to

required a craniotomy and radiation. I began immunotherapy

use it as a way to spread the word about my illness

with nivolumab (Opdivo ) in April 2016, but a follow-up scan

and to keep people up to date on what was going

showed spots near my esophagus and colon. The tumor

on. I had no way of knowing how much it would

near my esophagus was irradiated, and I am still considering

become a source of support for the people in

options on how best to treat the tumor in my colon. I

my life. The comments that people left were a

recently joined a phase 1 clinical trial and I’m more hopeful

constant source of encouragement.

®

than ever.
I am most proud of how my husband and our
I got involved with the Lung Cancer Research Foundation

two daughters have handled my journey. They

(then Free to Breathe) soon after my initial diagnosis, when I

have a very normal life. My hope is not in the

found an event in my area. In the five days before the event,

medicine or my own resilience.

we were able to raise more than $7,000 to contribute to
ongoing lung cancer research. I was able to see that money
in action when I was chosen to attend the Advocates
Summit in April 2011. There I met fellow survivors and
advocates. I visited the labs at the University of Colorado

I wasn’t experiencing any symptoms and was due to leave
with my family on vacation the following morning when
I received the news. The x-ray showed a mass in my right

Sara
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upper lobe. Further testing revealed that I, a 48-year-old
healthy, athletic woman with two young children who had
never had a cigarette in her life had Stage 4 lung cancer.
To highlight how great I felt, I was out running three miles
when the call came that confirmed my diagnosis. A PET
scan showed that I had a couple of nodes high in my

Health System and saw firsthand just where the money goes
and met some of the doctors and staff doing incredible,
lifesaving research. Within the last five years they have been
able to identify about half of the genetic makeup of lung
cancer cells. Before that? Zero percent.
For newly diagnosed patients, I recommend getting involved
with a large research institution. Find an oncologist who you
trust and is proactive. Get involved with your care. Gather a
good team to research and educate yourself. That doesn’t
mean you have to understand the science of all of it, but you

My hope is in my life going to
be what it’s supposed to be. Whether
I get to live five more years, or 10
more years, or two more weeks. I’m
going to make the best of whatever
that time is. I am not going to waste
it feeling mad or sad. Don’t let it stop
your life.
Continue to do the things that you love. If that means you
want to keep working, keep working. If that means you want
to quit and write a book, write a book. Do whatever you
want with your life. Do not let the cancer run your life. You
need to stay in charge of your life. It’s easy to let the cancer
take over. You have to keep control of your life.

w w w. l c r f. o r g
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My journey began in 2003, at the
age of 42, with an episode of chest
pressure and a visit to the emergency
room. My doctor noticed a spot on the
x-ray and decided to monitor it every
six months for the next two years. My
follow-ups showed no progression
until the two-year mark, when my
doctor noticed a change and sent
me to a surgeon. My surgeon wasn’t
convinced that the spot was lung
cancer but still recommended surgery.
He informed me that they would
perform a wedgectomy, send the
sample to pathology while I was still on
the operating table, and—if it was lung
cancer—would perform a lobectomy.
Upon waking up in the recovery room,
I learned that I indeed did have lung
cancer and had to have part of my
right lung removed.

five years, and then once a year. These checkups were

because your head will be spinning. Also, remember to

uneventful until August 2016, when I was diagnosed with

breathe! Hope isn’t a passive process of waiting but rather a

lung cancer for the second time. There were also several

state of being proactive.

ground glass lesions in my lungs that had the potential to
develop into cancer. Although surgery wasn’t a feasible

I’m passionate about lung cancer and making a difference.

option this time—without removing my entire right lung—I

My second diagnosis last year was shocking, and knowing

was offered radiation treatment with a 97% chance of

that I have lesions already formed in my lungs, I know that

success. As an active cyclist who averages 60-80 miles a

I may not be finished. Whatever happens, I will continue to

week, I was grateful that I didn’t have to sacrifice any more

be active, proactive and positive, living each day fully and

of my lung.

happily.

I was the first person in my family
to be diagnosed with lung cancer.
However, since my diagnosis, my
mother passed away from lung
cancer in 2011 and four of my
aunts and uncles have been
diagnosed with this disease.

I have seen advances in lung cancer
care over the past decade and remain
optimistic that new treatments will
give new hope that my mother
never had.

Unfortunately, I have had the unique experience of being
a lung cancer patient and caregiver, finding the role of
caregiver to be harder because to watch someone you love
suffer like that is heartbreaking. This time in my life was
emotionally like nothing else I’ve ever experienced. It was the
hardest thing I have ever gone through.
When it comes to my lung cancer care, I have always been
very involved. Do your research and always ask questions
before deciding your treatment plan, but I do caution
against looking too closely at statistics. If you’re not
comfortable with what your doctors tell you, then push

My oncologist at the time didn’t think chemotherapy was
necessary but recommended routine checkups: every
three months for two years, then every six months until

back. Have that conversation. Get a second opinion if you
want one. If you have a good doctor, it won’t matter—he or
she won’t be offended. I also recommend writing everything
down and bringing someone with you to your appointments

w w w. l c r f. o r g
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PLEASE JOIN US
in participating in

THIS RESOURCE PROVIDED

The Lung Cancer Research Foundation’s

WITH SUPPORT FROM

Free to Breathe Events Program.

AstraZeneca
Bristol-Myers Squibb

We thank all of the participants featured in this book
who generously shared their personal experiences
and unique stories of hope.
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Genentech
Eli Lilly and Company
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